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Government Objectives:

“To enable people with learning disabilities to access a health service designed around their individual needs, with fast and convenient care delivered to a consistently high standard and with additional support where necessary”.

The white paper Valuing People (DOH, 2001) sets out the Government’s commitment to improving the lives of people with a learning disability.  It is identified that people who have a learning disability are amongst the most vulnerable and socially excluded in our society. 

Key Actions:

(Valuing People - Chapter 5)

· All people with a learning disability to have a health facilitator.
· All people with learning disabilities to be registered with a GP
· All people with a learning disability to be offered a Health Action Plan
· NHS to ensure that all mainstream hospital services are accessible to people with a learning disability
· New role for specialist learning disability services, making the most effective use of expertise 
What is a Learning Disability?

The following definition is taken from Valuing People: A Strategy for Learning Disability for the 21st Century (DOH, 2001.)
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.

Learning Disability does not include all those people with a Learning Difficulty

Learning difficulty is a term used by some agencies in the content of special education to differentiate from the health needs of people with intellectual impairments.  It is felt to place less emphasis on disability, which they feel results from environmental as pathological factors.

Description of Learning Disabilities

(World Health Organisation, 1992)
[image: image19.emf]
	Category of
Learning

Disability
	IQ
	Typical Abilities
(Based on ICD-10)

	  Mild
	50-70
	Hold conversation, Full independence in self-care.  
Practical domestic skills. Basic reading/writing.  Many adults will be able to maintain good social relationships and employment

	  Moderate 
	35-50
	Limited language.  Need help with self-care.  Simple practical work (with supervision) 
Usually fully mobile.  

Most adults will achieve a degree of   independence and will require varying levels of support. 

	  Severe
	20-35
	Use of words/gestures for basic needs. Activities need to be supervised.  
Work only in very structured situations.  

Ongoing support/supervision required in all aspects of self-care.

	  Profound
	Below 20
	Unable to understand requests, very limited communication. Little or no self-care skills.  Usually incontinent with severe impairment to mobility.  Will require support to fulfil all daily living skills. 


Barriers to Accessing Health Care

It is suggested that people with learning disabilities experience difficulty in using and gaining access to assessment and treatment within mainstream health services.  Some of these difficulties may be to due to:-

· People with learning disabilities experiencing communication difficulties in making appointments.  For example, some people are   unable to read, make appointments verbally or tell the time.

· Transport arrangements for appointments may prove problematic

· Barriers in communication faced by primary care staff who have limited experience of working with people with learning            disabilities

· Reliance on carers to explain the persons health needs and adopt a health promoting approach with them, i.e. routine appointment reminders and support to access these.

· Fears and anxiety of going to the doctor’s surgery, as some people may find waiting difficult, may struggle with the concept of time and may not understand the concept of time.

· Mainstream healthcare professionals unfamiliarity with services which are available for people with learning disabilities.

· Physical barriers experienced when a physical examination is required e.g. difficulty lying on an examination couch.

· Limited development of information leaflets and documentation about people with learning disabilities and their health needs.

· Social exclusion of people with learning disabilities. 

So often, the result of this is that people with a learning disability do not complain of a health problem. One’s inability to describe their symptoms if they do go to their GP may lead to a wrong diagnosis or illness going undetected. 

Difficulties with Access

· People with learning disabilities and their carers usually have low expectations for their own health and of the services that they may receive.  Many individuals and carers will tolerate poor health.  Some people with learning disabilities may not understand the process of consultation and will need to be asked questions in straight forward language.  There may be a need for health workers to explain what they need to know, what they need to do, what the  equipment does, how it will be used and how it will feel.
· Understanding of time can be difficult and so questions about the sequence of events may need to refer to familiar events such as “was it before or after your birthday?” It is often helpful at times for the administration of medicines to be related to routine daily events such as meal times.

· It is important to talk to the person first and then check out with the carer or support worker if something is not clear.  The person may understand, even if unable to communicate, and should be included in their consultation.
· Throughout the consultation signs, symbols or other means of assisted communication may be needed, usually with the help of a carer or support worker.
Good Communication

Good communication is essential when dealing with individuals who have a  learning disability.  A person with a learning disability may have limited communication, comprehension and social skills.  In order to reduce distress, poor  co-operation and difficult behaviours we need to ensure that we are effective in our communication and that we communicate at a level that is understood by the individual.
Some people with learning disabilities will need extra time, because communication can take longer and require care.  Plain Language is best supported by visual information whenever possible.  It is a good idea to ask questions or change the question.  Understanding can also be checked by asking the person to explain the issue in their own words.
The following information has been adapted from Welsh et al (2001):
Language

· Language should be kept simple

· Keywords should be emphasised

· Long words, abstract ideas, comparisons and euphemisms should be avoided

· Be aware of the language the person uses.

· Be honest

Tone

· Be aware of your voice, conveying confidence, patience and care will help interaction 

· Take time to explain things to the individual 

· You may need to repeat the information many times.

· Waiting should be kept to a minimum

How an Individual with a Learning Disability may communicate

Verbal

· Individuals who have a learning disability may be able to comprehend (understand) more then they can articulate.

· They may be repetitive

· If they are anxious or upset their speech may become quicker or louder.

· Some individuals may have developed their own words to express themselves.

Non-Verbal

· The individual may avoid or overuse eye contact,

· They may not understand the social boundaries relating to personal space or touch.

· They may use different sounds or gestures to convey their needs.

· They may use signs, but may have their own way of signing.

· Individuals may use pointing as an indication of their needs.

· It is important to consider the environment, many factors can impair communication e.g. noise, distractions

· Waiting is often difficult when a person is anxious about something, fear may build up causing uncooperative or difficult to manage behaviour.
Body Language
· You should be aware of your body, a relaxed, confident manner will be more reassuring to an individual 

· Facial expression should be used to back up verbal communication, e.g. smiling to reassure the individual 

· People with a learning disability may have little concept of another person’s space and may come very close, however this does not mean that they have no concept of their own, so verbal communication is necessary when approaching an individual

· Ensure that a rapport has been established before there is any physical contact.

· Give explanations as to what is happening.

· Observe for signs of anxiety or distress, if you feel unable to deal with this request assistance from other members of staff.

· Be aware of the way that the individual communicates.  If they use signing or symbols ensure that someone who has these communication skills is available to support you.

· The main signs that are used come from MAKATON  which has been developed from British Sign Language

· You may need to use gestures to emphasise verbal language 

Stress Free Guide for Staff

· Think about the person’s capacity to consent to any proposed intervention.  Try to evaluate if you need to obtain the persons’ capacity to consent or if you are proceeding in the “Best Interests” of the person. (see M.C.A page11)

· Try to obtain as much accurate information about the condition as possible, always ask the person first using simple words and sentences don't talk about the plumbing and water works when you need to ask about their wee!  If there is difficulty then ask the carer if they can clarify the details.

· Try to remember health promotion advice that you would give out routinely, include special leaflets for people with a learning disability e.g. Going for a Smear.

· Include people with a learning disability in all your quality outcomes initiatives e.g. Diabetes/CHD/Asthma. These are all potentially undiagnosed, and often not monitored in people who have a learning disability.

· Highlight those patients who cannot tolerate waiting in the waiting area.  If possible wait somewhere else or in the car.  Phone the carer when you know the GP is ready

· Is the surgery easy to get around? Have your pictures on the doors, of the Doctor, Nurse, and W.C.  Can the patient understand when the next appointment is due, can they tell the time, and would an appointment at O’clock be easier than 9.45am?

· Requests for home visits particularly from learning disability community homes can be avoided if you can be flexible with appointment times.  Sometimes limited staff and the demands of other residents make it difficult to attend during routine times.

· If in doubt ask your healthcare facilitator for advice

Health Issues and Additional Health Needs of People with Learning Disabilities

Research has demonstrated that many people with a learning disability have a range of undiagnosed and untreated health problems (Martin Beange).  Often they themselves don't recognise the symptoms of illness or that they are in fact  unwell; if they do recognise they are ill, they are often unaware what help is available or what to do about it.  Prevention and early detection of illness is something we all value. Regular health screening would recognise and help to prevent or treat conditions.  Early intervention would increase the success rate of treatment if needed.  Inviting people with a learning disability for health screening would increase early detection and treatment of health problems and also increase their awareness of services available.  This in turn will help primary care services to meet their government targets.

It is acknowledged that people with a learning disability are likely to experience two times more health problems than the average person in the general population.

The main health problems for people with a learning disability are:-

· Respiratory disease—the leading cause of death (46%-52%) this is much  higher than the general population (15%-17%)

· Coronary heart disease—second most common cause of death (14%-20%) - nearly 50% of people with Down’s Syndrome are affected by congenital heart defect.

· Stomach disorders and proportionally higher rates of gastrointestinal cancer.

· Hypothyroidism—people with Down’s Syndrome have a greater risk of hypothyroidism, with risk increasing with age.

· Osteoporosis—people with a learning disability have substantially lower bone density.

(Elliot, Hatton and Emerson, 2003)

15 Health Targets

Agreed by international consensus as highly prevalent, easily detected, and amenable to readily available treatments (Beange, 1999).
· Monitor nutritional status by regular height and weight checks.
· Prevent and treat chronic constipation.
· Update epilepsy treatment, seizure review.
· Screen for thyroid deficiency especially Down’s Syndrome.
· Identify and treat mental health problems.
· Identify and treat gastro-oesophageal disease

· Identify and treat osteoporosis, take preventative measures, where possible.

· Review medication frequently, possibly three monthly.

· Ensure vaccinations are updated, including flu/hepatitis.

· Provide exercise opportunities.
· Offer physical assessment by medical practitioner. 

· Refer to a genetic clinic those without an aetiological diagnosis.
· Arrange mammogram/smear tests as in general population. 

· Regular access to dental checks.
· Hearing and vision checks.
Health Action Plans

A Health Action Plan details the actions needed to maintain and improve the health of an individual and any help needed to accomplish these.  It is a mechanism to link the individual and the range of services and supporters they need, if they are to have better health.  Health Action plans need to be supported by wider changes that assist and sustain this individual approach.  The plan is primarily for the person with learning disabilities and is usually co-produced with them.
The Mental Capacity Act 2005

The Mental Capacity Act (DOH 2005) is underpinned with five key principles that reiterate previous guidance and common law principles placing it firmly in statute.

1. A presumption of capacity - every adult has the right to make his or her own decisions and must be assumed to have the capacity to do so unless it is proved otherwise.

2. The right for individuals to be supported to make their own decisions, people must be given all appropriate help before anyone concludes that they cannot make their own decisions.

3. That individuals must retain the right to make what might be seen as eccentric or unwise decisions.

4. Best interests – anything done for or on behalf of people without capacity should be the least restrictive of their basic rights and   freedoms.
5. Least restrictive intervention – anything done for or on behalf of people without capacity should be the least restrictive of their basic rights and freedoms.
The presence of a learning disability must never lead to presumed inability to consent to all interventions.  The Mental Capacity Act offers a “decision specific test” that has been designed to assess capacity regarding a particular decision.  Lacking capacity for one intervention, therefore, should not lead to assumed lack of capacity for another decision.  Simply referring to the person’s condition, diagnosis, age or behavioural pattern as a route to establishing capacity will not be acceptable under section 2 of the Act.
Consent

The law assumes that everyone has the capacity to consent unless it can be shown that the person is not able to understand and retain information material to the decision, or to use it and weigh it in the balance as part of the process of arriving at the decision.  

Deciding whether a person has the capacity to consent is a matter for clinical judgement.  No one can consent to or refuse treatment on behalf of another adult who lacks capacity to consent.

However, there is at present a common law duty for doctors to provide medical treatment to adults who are unable to consent to or refuse treatment if that treatment is “necessary” and in their “best interests”.  Necessary treatment can include a range of situations from non-invasive investigations, such as eye tests, to more exceptional surgery.  Such treatment must preserve the life, health or well being of that person.  (DoH 2001, A).
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Good practice 
Death by indifference shows the tragic results that poor treatment of people with a learning disability can result in.

There is work being done to make sure that people with a learning disability do get the treatment they need when they use health care services.

Here are some resources that you might find useful: 

Advice for hospitals and healthcare professionals
This is a checklist that Mencap have put together, with the help of doctors, for medical professionals who are treating a person with a learning disability to go through to make sure they are meeting their patient’s needs.

Speakup DVD
'Going into Hospital' is a new DVD designed to give people with a learning disability information on going into hospital. It has been produced by and for people with a learning disability.
For more information, please visit www.speakup.org.uk
Disdat - assessment tool 
This is a distress assessment tool designed by St Oswold’s Hospice. It is designed to help health professionals identify distress cues in people who because of cognitive impairment or physical illness have severely limited communication.

download information about Disdat (PDF) download the Disdat tool (PDF) download the Disdat monitor sheets (PDF)

Acute care report
‘Access to Acute Care; Supporting People with a Learning Disability on Admission to Hospital’ is a report by the National Network for Learning Disability Nurses. It includes some excellent examples of good practice. 

These include:
· the role of a liaison nurse in developing understanding of learning disability needs to key medical staff 
· written guidelines to identify a patient with a learning disability’s journey through hospital admission 
· an assessment scale to help ward staff to assess the needs of a patient and organise appropriate staffing to support them. 

For more information, please visit www.nnldn.org.uk
Mental Capacity Act - code of practice
The Mental Capacity Act code of practice explains how and when decisions should be made on behalf of people who lack capacity. 

It provides guidance and information on how the Mental Capacity Act will work on a day to day basis for anyone who works with or cares for people who lack capacity, including family, friends and unpaid carers.

For more information, please visit www.dca.gov.uk
Paediatric Pain Profile – assessing pain in profoundly disabled children
Developed with Great Ormond Street Hospital, this is a project to enable healthcare professionals and carers to work together to assess pain in profoundly disabled children.
For more information, please visit www.ppprofile.org.uk/
“Meeting the health needs of people with a learning disability”- Guidance for nursing staff
Produced by the Royal College of Nursing, this guide provides practical information and advice for nurses and nursing students who aren’t learning disability specialist meet the needs of their patients with a learning disability.

download the guidance for nursing staff (PDF) 

The hospital communication book
Developed with the Surrey Learning Disability Partnership Board, this is a practical guide to help people who have difficulty communicating get an equal service in hospital.

download the hospital communication book (PDF)
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THE  A – Z OF  HEALTH  ISSUES AFFECTING

     PEOPLE  WITH  LEARNING  DISABILITIES
COMMUNICATION  -  50 – 90% of people with learning disabilities have communication difficulties. Communicating ill health can often be difficult for people with learning disabilities and may present in different ways i.e. through changes in behaviour, abilities or personality, social withdrawal, aggression or self harm.  
CONSENT  -  It must be assumed that everyone has the capacity to give consent until proven otherwise. Acting in someone’s ‘best interest’ must be a multidisciplinary decision and documented accordingly, (DOH consent form 4). Nobody should be signing consent forms on behalf of another adult.
	 A
	ACCESS

2% of the population will have a learning disability. This suggests that a GP with a list of 2000 will have about 40 patients with a learning disability. Each health practice and department should ensure that their physical and cognitive environment is accessible to people with learning disabilities.
	ACCESSIBLE INFORMATION
Accessible information should be made available to all people with learning disabilities to maximise their capacity to understand and consent to treatments.
	ANNUAL HEALTH CHECKS

Regular health checks (1-3 yearly) to people with learning disabilities often leads to the early detection of previously unmet health needs.


	APPOINTMENTS
Waiting for appointments can cause great anxiety for some people with learning disabilities. GP practices and departments could be more flexible by offering double appointments, first or last appointments or separate waiting areas for challenging patients. Keeping patients informed of  waiting times could also help to  reduce anxiety levels.  
	ATTITUDES
People with learning disabilities are people first – each health problem presented should be isolated from the learning disability and treated separately. Attitudes and assumptions that people with learning disabilities cannot make decisions, understand treatments or make their own choices are discriminatory and inappropriate.

	B
	BARRETT’S CANCER
Intestinal metaplasia 15 – 26% of population are at risk due to reflux often present inn older people in the general population but seen in pwld at an earlier age.
	BARRIERS

The barriers to receiving appropriate healthcare are numerous and include inaccessible services, communication problems, complex information, fear and lack of confidence.
	BEHAVIOUR

Physical illness should always be considered as a cause of behaviour changes. Much behaviour can be attributed to environmental stress, ill health, lack of occupation or poor communication skills. Challenging behaviour could also be the result of an underlying psychiatric illness.
	BETTER METRICS

The better metrics project links in with the NHS Plan and NSF targets and includes 12 clinical performance measures relating to people with learning disabilities. These include up to date LD registers in GP practices and annual health checks.
	

	C
	CANCER
A growth or tumour caused by abnormal or uncontrolled cell division in general death caused by cancer is lower in pwld than the general population but we are seeing an increase in the numbers of people with gastro intestinal cancers.
	CATARACTS 
An opacity of the lens of the eye can be hereditary – caused by injury or as a consequence of diabetes
	CONSTIPATION

People with learning disabilities are more prone to constipation due to immobility, poor fluid intake, medications and limited food choices. Reliance on laxatives should be replaced with fibre rich foods, exercise, more fluids and a healthy diet.
	CORONARY HEART DISEASE 

This is the second most common cause of death amongst people with learning disabilities (14%-20%). Between 40 and 50% of people with Downs syndrome are affected by congenital heart defects.  
	CARDIOVASCULAR 
Other Cardiovascular issues for people with learning disabilities include; 

· Mitral Valve prolapse, associated with Down Syndrome

· Aortic dilation

· Poor peripheral circulation

	D
	DEMENTIA

People with learning disabilities are more likely to develop early dementia (21% vs. 5.7%).

Around 40 – 50% of people with Downs Syndrome will show symptoms of dementia by the age of 50. 
	DIABETES

People with learning disabilities are more prone to diabetes due to sedentary lifestyles and obesity. The condition is often undiagnosed and needs to be monitored and managed effectively.  
	DIAGNOSTIC OVERSHADOWING

This occurs when the learning disability ‘trumps’ the physical or mental health need. 

Health professionals need to look past the learning disability and treat the symptoms presented. 
	DOWNS SYNDROME

People with Downs Syndrome have many associated health problems which need regular monitoring. These include; heart defects, poor vision, hearing and dentition, obesity, early dementia, thyroid and respiratory problems.
	DYSPHAGIA

Difficulty or inability to swallow. 85% of pwld have this problem.  Can be diagnosed by Speech & Language Therapist.  In the community where an individual has deteriorated in their ability to eat or drink which is affecting their nutritional state

	E
	EARS - WAX

A build up of ear wax in pwld is very common but often undiagnosed and attributed to poor hearing.  Regular health checks should include examination of the ears and a hearing test.  Ear infections could also be the cause of behaviour changes i.e. head banging or face slapping.
	EARLY DISCHARGE

People with learning disabilities are more likely to be discharged early from hospital, often with inappropriate discharge summaries or aftercare plans.
	EATING DISTRESS/DISORDERS
Greater awareness of these issues needs to be raised as the effects are far wider than expected.


	EPILEPSY

50% of people with learning disabilities have epilepsy compared to 1% of the general population. The incidence rises to 30% in people with profound and multiple disabilities.


	EQUAL RIGHTS
People with learning disabilities have equal rights to be included in all health targets and initiatives. Routine health screening and health promotion initiatives should also apply to people with learning disabilities.

Don’t leave them out!

	F
	FEAR

Fear of unfamiliar surroundings, people and procedures is the biggest obstacle faced by people with learning disabilities when accessing healthcare services.
	FOLLOWING TREATMENTS

Treatments and advice given by health professionals should be simple and clear and in a format understood by the individual. Checking comprehension will help to clarify that information has been understood. 

Write it down.
	FITNESS

People need to be encouraged to become fitter through taking more exercise.


	PHYSICAL EXERCISE
80% of this group of people do less physical exercise than is recommended.  Immobility, lack of opportunity, poor staffing, financial and transport problems are often the cause.
Boredom, apathy, depression and hostility can be helped with regular physical exercise


	

	G
	GASTRO-OESOPHAGEAL REFLUX (GORD)
Up to 50% of people with learning disabilities could be suffering from GORD. It may present as challenging behaviour as symptoms are quite painful.
	GASTRO-INTESTINAL CANCER
Higher rates of gastro-intestinal cancers can be found in people with learning disabilities and it is the most common form of cancer within this group. (48%-58% vs 25%).
	

	H
	HEARING IMPAIRMENTS
40% of people with learning disabilities have hearing problems. Deafness is common and is often unrecognised and poorly managed. Impacted ear wax is a frequent problem overcome by regular health checks.
	HEALTH ACTION PLANS

“All people with learning disabilities will be offered a HAP by June 2005”. (DOH 2001).  Health Action Plans require a medical health check and thorough assessment of health needs. Health facilitators should also be identified for each individual.
	HELICOBACTER PYLORI

High rates of H-pylori can be found in people with learning disabilities who have lived in institutions (60-90%). It may be instrumental in increased mortality rates from stomach cancer and perforated ulcers.
	HIATIUS HERNIA
This is where there is a hole in the diaphragm this is the muscle between the stomach and the chest – the top of the stomach moves into the hole causing a hiatus hernia – often goes undetected in ld population
	HEPITITUS B

11 – 55% OF pwld have it.

	I
	IDENTIFYING A LEARNING DISABILITY

A learning disability presents as a significantly reduced ability to understand new or complex information, learn new skills and cope independently.  IQ is often below 70 and onset must have occurred before adulthood (age 18).
	IMMUNISATIONS

Research demonstrates that people with learning disabilities are less likely to receive regular immunisation.  Influenza, pnenococcus, Hepatitis A + B are recommended for this group.
	

	J
	JOINT WORKING
Primary and secondary health services need to be working in partnership with specialist Learning Disability services to provide equitable services to people with learning disabilities.
	JARGON

Avoid jargon and use clear, simple language.
	
	

	K
	KERATATONAS
Means cone shaped cornea.  Can be rectified by glasses or eventually a cornea graft
	KISS
KEEP IT SIMPLE – short phrases, visual prompts, clarify salient points and confirm comprehension.  Speak slowly and clearly.
	KNOWLEDGE

There is a general lack of knowledge by doctors and nurses of the special needs of people with learning disabilities particularly around communication, behaviour and consent. 75% of GPs receive no training in learning disabilities issues.
	

	L
	LIFE  EXPECTANCY

The life expectancy of people with learning disabilities is increasing over time (67 for men, 69 for women), 55 for downs) but is still less than that of the general population.


	LIFESTYLE
People with learning disabilities often lead unhealthy lifestyles are inactive, obese and have poor nutrition. Poverty, unemployment and social exclusion also affect/inhibit healthy lifestyle choices.
	

	M
	MEDICATION
Polypharmacy and inadequate medication review are acknowledged within this client group.  Anti-psychotics can often be inappropriately prescribed and poorly reviewed.
	MENTAL HEALTH

Psychiatric disorders are more prevalent in people with learning disabilities compared with the general population. Schizophrenia, depression, anxiety, self injury and pre-senile dementia are all common in this group.
	MOBILITY

People with learning disabilities are more likely to have a physical disability then the general population.  Early intervention and treatment of immobility can reduce the risk of secondary illnesses.
	MORTALITY AND MORBIDITY
People with learning disabilities have an increased risk of early death, although the life expectancy of this population is increasing over time.
	MUSCULAR PROBLEMS 
Due to the genetic abnormalities associated with some causes of learning disabilities the following problems may be present in people with learning disabilities;

· Hypotonia

· Connective tissue dysplasia

	N
	NATIONAL SERVICE FRAMEWORKS 
NSF’s for the general population also apply to people with a learning disability and must include this group in all delivery plans.
	NEUROLOGICAL PROBLEMS

Cognitive decline in people with learning disabilities can often be difficult to detect.  Health checks should always include limb movement, tone and gait, seizure activity, declining function, memory loss or any changes in moods or behaviour.
	NPSA
The National Patient Safety Agenda lists 5 priority areas for keeping patients with a learning disability safe in hospitals. They are dysphagia, accessible information, vulnerability, use of physical intervention and mis-diagnosis.
	NUTRITION
Less than 10% of adults with learning disabilities eat a balanced diet.  There is a general insufficient uptake of fruit and vegetables and a lack of knowledge and choice of availability of healthy food options.

	

	O
	OBESITY
Overweight

People with learning disabilities living in the community are more likely to be obese (56% of men, 73% of women).  Obesity is a special risk for adults with Downs syndrome and Prader-Willi syndrome.


	OLDER PEOPLE
Due to increased life expectancy this group of people are now more likely to have age related health problems such as strokes, heart disease and cancer
	OSTEOPOROSIS
Osteoporosis and osteomalacia are both increased in this population, particularly for people with small body size, hypogonadism and downs syndrome.  There is also an increased risk of fractures and falling down.  Osteomalacia is the result of vitamin D deficiency

	P
	PAIN
Due to associated problems with communication, pain can often be expressed in a behavioural change.  Pain assessments for people with learning disabilities monitor physiological and behavioural symptoms as well as facial expressions
	PERSON CENTRED PLANNING

Person Centre Planning ensures that people will have control over their own lives and the services that they receive.  The Health Action Plan may form part of the person centred plan.
	POSTURAL  CARE

Postural care assessments are recommended for people with complex disabilities.  Correct postural management will reduce long-term need for surgery or equipment and ultimately reduce pain and improve body function.
	PNEUMONIA

Disease causing inflammation or congestion of lungs.  People with ld prone to aspiration pneumonia due to reflux – swallowing difficulties.
	Primary Care Framework

Removed by student

	Q
	QUALITY OF LIFE
Sadly there is still evidence of doctors making value judgements about the quality of life of people with profound and multiple disabilities.

Denying treatments, failure to make life saving interventions and automatic DNR notices are still occurring.



	R


	READ CODES

Valuing people have recommended that READ Code E3 (Mental Retardation) be used in GP practices.  The term ‘mental retardation’ however is inappropriate and some practices prefer to use the code Eu81z) (learning disability nos).
	REGISTERS

Valuing People states that all people with a learning disability should be registered with a GP by June 2004.  Each practise needs to be able to identify their learning disabled population using the appropriate Read Code.
	RESPIRATORY DISEASE
This is the leading cause of death for people with learning disabilities (52%).   Aspiration and respiratory tract infections can be caused by congenital defects, vomiting, epilepsy, coughing, feeding, breathing and swallowing difficulties, regurgitation and gastroesophageal reflux.
	
	

	S
	SCREENING

People with learning disabilities are often excluded from national screening programmes.Women with a learning disability are about 4 times less likely to undergo cervical smear tests than the general population (24% vs 82%).  They are also less likely to have breast  examinations or be invited to attend for a mammogram.


	SCHIZOPHRENIA
3% of people with learning disabilities compared to 1% of the general population, have schizophrenia.

Presentation of mental health problems will depend on cognitive, communicative, physical and social functioning within this client group.
	SEXUAL RELATIONSHIPS

It cannot be assumed that people with learning disabilities do not have sexual relationships. They should be included in all screening programmes. Some women may have experienced sexual abuse and should be called up for smear tests.  
	SKELETAL PROBLEMS 
Due to the genetic abnormalities associated with some causes of learning disabilities the following skeletal problems may be present in people with learning disabilities;

· Scolosis

· Atlanto Occipital+

· Atlanto axial instability


	SKIN DISORDERS
There are many skin problems that are associated with people with a learning disability including;

· Eczema

· Haemangioma

	T
	TRAINING

A recent MENCAP paper reported that 75% of GP’s had received no training to help treat people with learning disabilities.  Lack of training and skills among healthcare staff results in people with learning disabilities having poor access to health services and poor health outcomes.
	TEETH

Poor oral health is one of the most frequent health problems in this population – one study found that 86% of people with a learning disability had dental disease.  They have poor oral hygiene, untreated dental caries and more extractions than the general population.
	THYROID

Children and adults with Down syndrome are at increased risk of thyroid dysfunction, particularly hypo thyroidism.  Thyroid disease can be difficult to diagnose in people with learning disabilities, and often presents itself as a change in behaviour being the only ‘symptom’.

	U
	UNMET HEALTH NEEDS

Health screening of adults with learning disabilities registered with GPs reveals high levels of unmet physical and mental health needs.  Their health needs often go undetected or undiagnosed due to problems with communication, assertiveness and low expectations.
	Underweight

See Weight 

	V
	VALUING PEOPLE

‘Valuing People’ is a White Paper published in March 2001.  The 4 key principles running through the paper are based on social inclusion, civil rights, choice and independence.  The health targets focus on GP registers, Health Action Plans and Health facilitation.
	VISION

Approximately 30% of people with learning disabilities have a significant impairment of sight.  Adults with Downs syndrome often present with cataracts, keratoconus and retinal pathology.  Regular monitoring of vision is important in this client group, who rarely complain of poor vision.
	VULNERABLE

“People with learning disabilities are amongst the most vulnerable and socially excluded in our society” (DOH 2001).  They are often marginalised or excluded and have poor life choices.  Prejudice, discrimination and isolation are often experienced by this group of people.


	W
	WEIGHT – see also Obesity

Underweight

Under nutrition is more prevalent in institutional settings and in people with dysphagia or eating and drinking problems.  The use of PEG feeding is increasing in this population.
	

	X
	X-RAY

See also “Screening”

People with learning disability will often need additional support and time to be able to access a range of investigations.  This can include visits to gain familiarity with the hospital, additional time for appointments so that waiting times are kept to a minimum and that acute staff are aware of the individual’s needs.  Each individual will need different levels and type of support.
	EXTRA TIME
Extra time and patience is often needed from Health professionals when consulting with people with learning disabilities.  Longer appointments and consultations will enable effective communication and comprehension for both patient and health professional

	Y
	YOUNG ADULTS

Young adults with a learning disability are often not transferred from children’s to adult services with adequate health care plans, particularly those with complex and profound health needs.  This could result in exclusion from adult services.
	

	Z
	ZERO TOLERANCE

TO:

· discriminatory practice

· exclusion from health initiatives
· inequitable services

· inaccessible services
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  SYNDROME SPECIFIC CHECKLIST

(of recognised potential medical complications)

	
	Down’s Syndrome
	Fragile X
	Neurofibromatosis
	Phenylketonuria
	Prader-Willi
	Sturge-Weber
	Tuberous Sclerosis

	Audio/visual
	Visual Impairment

Bi-annual Optician assessment recommended.
Hearing Impairment

Ear Wax/Middle Ear Infections. Bi-annual Hearing assessment recommended.
	Visual Impairment

Hearing Impairment


	Hearing Impairment

(Glioma affecting auditory nerve)


	Non-specific
	Bi-annual checks recommended
	Glaucoma
	Retinal tumors

Hearing assessments recommended

	Endocrinology
	Thyroid Disorder

Annual Thyroid Function Test (TFT) recommended
	Autistic spectrum features
	Non-specific
	Unable to produce phenylanalaline
	Diabetes 

Mellitus (secondary to obesity)
	Non-specific
	

	Psychiatric/

Psychological
	Alzheimer’s type dementia.
Clinical onset not

uncommon before 40 years
	Attention Deficit Hyperactivity

Disorder in Social Functioning.

Difficulties through Autistic Spectrum Disorder
	Variable intellectual capacity
	Variable intellectual capacity

Disabilities in Social Functioning
	Over Eating

Behavioural problems

Self Injury
	Variable intellectual capacity
	Variable intellectual capacity. 
Tendency for bi-polar disorder & schizophrenia.
Autistic features are common.

	C.N.S
	Epilepsy in later life not uncommon. 

Associated with Dementia.
	Epilepsy in 10 – 30% of population.
	Epilepsy
	Epilepsy uncommon.

Hyperactivity
	Non specific
	Epilepsy – often severe/refractive.

Variable clinical phenomena depending on site of angioma
	Cerebral astrocytomas

(calcification).

Epilepsy – 75% of people.

	Cardiovascular
	Congenital Heart Disease.  Often treated as children, poor peripheral circulation.
	Aortic dilation

Mitral Valve

Prolapse(related to connective tissue

dysplasia).
	Hypertension leading to arterial stenosis
	Poor peripheral circulation
	High blood pressure
	Non-specific
	Cardiac

Rhabdomydomas

(benign growth of heart muscle)

	Muscular/

Skeletal
	Atlanto Axial instability
	Connective tissue dysplasia.  Scolosis
	Skeletal abnormalities especially Kyphoscolosis
	Hypotonia
	Hypotonia.

Small hands & feet.
	Non-specific
	Non-specific

	Other
	Skin disorders
Obesity
Sleep apnoea
(Hypoplastic Pharynx)

Increased susceptibility to respiratory conditions.
	Herniae 
Abnormalities of speech and language

Hand flapping  Severe LD
	Variable clinical phenomena depending on the location of neurofibroma. Tumors are susceptible to malignant change

Other varieties of tumors may be associated
	Eczema

Adults to follow PKU diet strictly.
	Severe obesity.

Promote dental checks.

Skin picking.

Sleep apnoea.

Undescended testes.
	Haemangioma (mainly skin and meninges)          (Port wine stain).
	Kidney and Lung Harmartomas

Polycystic Kidneys

	Inheritance
	Most cases are sporadic 2% due to translocation involving chromosome 21 or mosaicisn.
	Most common identifiable cause of inherited LD.
	Autosomal dominant
	Autosomal recessive

Inherited metabolic disorder.
	Chromasome 15
	Sporadic (congenital)
	Autosomal Dominant


Advice for Hospital & Health Professionals
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	Beware of missing serious illness.    Important medical symptoms can be ignored because they are seen as part of someone’s disability.
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	Be more suspicious  that the patient may have a serious illness and take action quickly.
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	Find out the best way to communicate.  Ask family friends or support workers for help.  Remember that some people use signs and symbols as well as speech.
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	Listen to parents and carers.  Especially when someone has difficulty communicating.  They can tell you which signs and behaviours indicate distress.
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	Don’t make assumptions about a person’s quality of life.  They are likely to be enjoying a fulfilling life.
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	Be clear on the law about capacity to consent.  When people lack capacity you are required to act in their best interests.
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	Ask for help.  Staff from the community learning disability team can help.
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	Remember the Disability Discrimination Act.  It requires you to make “reasonable adjustments” so you may have to do some things differently to achieve the same health outcomes.
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This resource pack has been compiled by
Rick Robson
Senior Nurse

and

Karen Breese

Health Access Nurse


If you have any corrections or updates of information contained within the pack please forward this information to:
Rick.robson@sssft.nhs.uk 
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All Learning Together
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Ref: “Contact a Family Directory” (2004)
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South Staffordshire & Shropshire Healthcare NHS Foundation Trust, Developmental Neurosciences & Learning  Disabilities Directorate, Health Access Team, Mytton Oak Unit, Royal Shrewsbury Hospital (North), Shrewsbury, Shropshire, SY3 8XQ. 





Tel : 01743 261181








Acknowledgments





Adapted and special thanks to


South Birmingham PCT








Based on the resource pack complied by


Helen Mycock


Regional Advisor


CSIP Valuing People Support Team


September 2007





The Valuing People Website provides further information and resources


� HYPERLINK "http://www.valuingpeople.gov.uk" ��www.valuingpeople.gov.uk�








PAGE  
2

