CARING FOR PEOPLE WITH LEARNING DISABILITIES

Learning disability (mental retardation) is the term currently used in England to describe people with impaired social functioning due to intellectual deficits.  

Diagnosis:

IQ testing



IQ < 70

Adaptive functioning 

social, communication, academic, vocational skills


Occurring before age 18


Classifcation:



mild 


(IQ 50 - 70) 



moderate

(IQ 35 - 49)



severe


(IQ 20 - 35)



profound

(IQ <20)


Adults with mild learning disability can be expected to acquire independence in most self care and domestic activities as well as being able to earn money in unskilled work.  The main difficulties can be expected in reading, writing and monetary skills, in emotional and social immaturity, and in ability to readily adapt to social expectations, or external stressors. Less than 20% of them are likely to be known to specialist services.

Adults with moderate learning disability usually have more obvious impairments, and rarely achieve more than simple literary or monetary skills.  Most need a level of supervision and close support to participate in domestic activities.  Most are likely to be known to specialist services.

Adults with severe learning disability frequently have additional disabilities such as epilepsy, or physical or sensory disabilities.  Most need supervision with their self-care.

Adults with profound learning disability usually need close supervision and care for their entire life.  Many are able to feed themselves with a spoon.  Most can understand and make simple statements and requests. Most have multiple disabilities.

Aetiology of learning disability occurs at many levels

Usually physical cause

Leading to signs and symptoms

Leading to social effects 

Chromosomal and genetic primary causes

The two most common genetic causes are:


Down syndrome 
most common autosomal chromosome abnormality causing IQ impairment


Fragile X. 

most common gross abnormality of the sex chromosomes causing IQ impair’t


Males > females (15%) (recessive genes on the X chromosome unopposed in males) 

Down Syndrome

Down syndrome is the most common cause of severe learning disability known, being diagnosed in one third of people with an IQ less than 50.  It was first well described by Dr John Langdon Down in 1865, who labelled it mongolism, a label now discouraged.

Trisomy 21 in 95% (extra chromosome 21)

Risk of occurrence rises 50-fold with increasing parental age

Occurs in about 0.1% live births

People with Down syndrome are usually severely intellectually disabled, and in addition suffer from a wide range of physical abnormalities which need monitoring

In addition after age 30, they have an increasing risk of hypothyroidism and an alzheimer-type dementia (55% by age 50).  

They need regular medical reviews to ensure maximal physical and mental health. 

Fragile X

This is caused by abnormal duplications for Argine (CGG) at (q27.3) on the long arm of the X chromosome.  Up to 9% of people known to have a learning disability probably have Fragile X syndrome.

Many children with Fragile X syndrome are not identified until they are older.  

Usually male, tend to have a distinctive long face with prominent forehead, large simple ears, and almost all males have large postpubertal testes. 

About a third of people with fragile X are either severely or profoundly intellectually disabled, but a significant number pass their initial milestones well, and only fall behind after the time of speech development. 

Most suffer from hyperactivity and attention deficits as children, and benefit from the usual treatment for hyperactivity.  

Autism may be more common in this group.  

Autism 

Classic Autism occurs in about 20/100 000 children, but the spectrum (including Asperger syndrome) may occur in up to 1/200 children.  

Dignosis: 
impaired social interaction

impaired communication

stereotyped, repetitive behaviours

There are multiple causes but genetic influences appear strong.  The effect appears to be a problem with the integration of messages within the brain and a problem with pattern recognition.  The behaviour of people with autism often stresses and confuses people.  The more profoundly impaired have learning disability.  In adult life, many improve as they are taught how to handle anxiety and stress, and how to function despite their impairments, but the underlying impairments do not disappear unless the person is intelligent enough to learn how to cope with them.  This is a pervasive developmental disorder for which no effective treatment has been found other than a highly structured style of education and living, combined with treatment where necessary of hyperactivity, anxiety, mood disorders and any psychosis that occurs.

Psychological effect of learning disability

Few people care to imagine what a person with learning disability experiences as he or she develops socially.  However he is normally aware of his social failings, throughout his life.  Awareness of one's own disability is a continuous process: for example as an infant you are treated differently, you attend a different school, your younger siblings overtake you in ability and their friends no longer play with you, you then cannot find a girlfriend, and discover that you will not be able to have the job, car, house or spouse that the media lead you to expect.  In addition you are often stigmatised and ridiculed. Your relationships with other disabled people are devalued.  You are likely to be abused sexually and physically.

Not surprisingly many people with disability react adversely to these experiences, further handicapping themselves:

Behaviour disturbance


Behaviour disturbance is more common in the learning disabled than in a non-disabled population occurring in 60% in some surveys.  This includes all behaviours that limit interaction, both active and passive. 

Depression

Depression is common, especially grief reactions.  It often leads to regression in behaviour, with previously abandoned behaviours returning.  The person will often withdraw, losing interest in socialising, or joining in tasks.  He can be tearful, and appear sad.  He may become incontinent.  In severe depression he can have the usual biological signs of depression

Phobia

The most common phobias in people with learning disability probably are animal phobias, which occur in about 10% of residents of institutions.  Most common is a dog phobia. 

Anxiety States

These are common, but probably under diagnosed, and frequently neglected, again because of communication difficulties.  Panic disorder does occur.

Attention deficit disorders/Hyperactivity

These are also more common.  They can seriously stress carers as well as impairing a person's ability to learn.  Treatment is the same as in the general population.  They usually improve with age.

Psychosis

People with learning disability can become psychotic, especially under stress, but it is often difficult to diagnose due to their problems in communicating their experiences.  Antipsychotics can work but often in small doses.

Components of a good Service

The services need to incorporate the following:

Support Services
Financial support for person and carers

Support workers and families

Advocacy service

Community Assessment and Therapy
General Practitioner

Community Learning Disability Team


care coordinator

The generic services (eg orthopaedics) should be able to provide a service to anyone whatever their learning disability.

Residential Services 
Respite care

Board & Lodging scheme

Assessment & Therapy Units (Health)

Homes (which are the person’s home, and not an institution)


with physical security


with 24 hour nursing staff


with 24 hour care staff


with visiting care staff

Day care services
Resource and Activity Centre

Adult Education Service

Sheltered Employment

Supported open employment

A GP can expect to see a person with LD at least once a day. Problems that often present are obesity, pain, gut problems, sight and hearing problems, menstrual difficulties, and the management of epilepsy and of ‘challenging behaviour’.  

