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Improving Health Care for People with Learning Disabilities

A quick reference booklet for all Community Hospital Staff

Why do I need to know about People with Learning Disabilities?

People with Learning Disabilities are often vulnerable in our society.  They may need support from others in order to lead full and active lives and to fulfil their ambitions.

The support needed by a person with a Learning Disability may vary from one to one support 24 hours a day to a couple of hours a week support to help with paying bills or other more complex tasks.

The National Patient Safety Agency found that People with Learning Disabilities are more at risk of things going wrong than the general population whilst in hospital.  (www.npsa.nhs.uk).  Recommendations from this (July 2007) highlight that swallowing difficulties are more common in people with learning disabilities and can lead to respiratory infections and early death if not recognised and treated.  It also identified that there was a lack of accessible information, which means that information is not being presented in a way that people with learning disabilities can understand.  This means that information about illness treatment and interventions are not being understood by this population.

In March 2007 Mencap produced Death by Indifference which highlights the cases of eight people who have died in hospital from poor care.   It claims that people with a learning disability face institutional discrimination at every level of the health service
The government reviewed the aims for services for people with a learning disability in 2001 and set out it’s recommendations in the white paper:

 “Valuing People: A New Strategy for the 21st Century”  (2001).  
  The paper clearly states:

· Mainstream services must be accessible to all and there should be no discrimination.

· Support will be needed to help people with learning disabilities when receiving treatment to help them understand and cooperate with their treatment.

· Health services provided should be designed around a persons individual needs with additional support given when required.

This basically means that everyone working in or around health care should be aware of what a learning disability is and how a person may be supported in the best way when receiving health care.

A review of Valuing People is currently being undertaken.

Health Services also needs to comply with the Disability Equality Duty (Dec 2006)

(http://www.direct.gov.uk/en/DisabledPeople/RightsAndObligations/DisabilityRights). 
 Whereas the Disability Discrimination Act focussed on the individual rights of disabled people, the Disability Equality Duty takes an institutional focus.

It requires public bodies to be proactive in identifying and removing institutional barriers to disability equity rather than approaching disability issues on an individual basis.
In Cornwall, the Healthcare Commission investigated the health provision to people with Learning Disabilities in 2005 and recommended many changes.  

Other interesting reports and recommendations are:
· Equal Treatment: Closing the Gap. (Sept 2006) (www.library.nhs.uk)
· Primary Care Service Framework: Management of Health for People with Learning Disabilities in Primary Care. (July 2007) (www.pcc.nhs.uk)

· Our Health, Our Care, Our Say: A New Direction for Community Services (2006) (www.dh.gov.uk). 

What is a Learning Disability?  What does it mean?

“A significantly reduced ability to understand new or complex information and to learn new skills (impaired intelligence), with a reduced ability to cope independently (impaired social functioning), which started before adulthood and has had a lasting effect on a person’s development” -  Valuing People (DoH 2001)
The presence of an Intelligence Quotient below 70 should not, in isolation, be used in deciding whether someone has a learning disability.

The first thing to point out is that there are varying degrees of learning disability.  You might hear them being described as mild, moderate, severe and profound.  People function at different levels and require varying amounts of support.

Some people live on their own independently or with their partner and may have minimal support with chores such as paying their bills, reading their mail or attending health appointments.

Other people will need a higher level of care from either family carers or paid staff.  The majority of people with a learning disability live with family members.  However, there is also a range of private residential and nursing home provision.  Supported living is a more personally assessed option, where the person or people with a learning disability have their own tenancy and staff provide the level of individual support that the person needs.

How does someone get a Learning Disability?

If you have a learning disability, you are usually born with it.  It maybe caused by a genetic disorder or due to a lack of oxygen when in the womb or at birth.

In some cases a learning disability can be caused by having a big seizure as a very young baby or by meningitis or encephalitis of the brain.

If someone has had an accident, over the age of 5 and they have acquired various difficulties as a result of this accident, they are not deemed as having a learning disability.  People who also fall into this category include stroke or head injury victims.

There are four distinct periods in a persons development when a learning disability may occur, these are:

· Preconceptual. (Parental genotype. Maternal health) 

· Prenatal. (Chromasomal. Genetic. Infection. Maternal health. Nutrition and Toxic agents)

·  Perinatal. (Prematurity. Injury)        

· Postnatal. (Untreated genetic disorder e.g.Phenylketonuria.          Infection. Trauma. Toxic agents. Nutrition. Sensory and 

                      Social deprivation.)

. 
Do people with learning disabilities have more health needs than the general population?

The answer to this is Yes.  
People with learning disabilities also have difficulties:

· Understanding that they are ill.

· Explaining their symptoms and how they are feeling.

· Arranging the health care they need.

· Sometimes the symptoms they show are put down to their learning disability rather than the physical illness they have.

· Health staff not having the time to put to finding out and planning good care.

· Consenting and complying with treatment.

Some facts and figures are:

People with learning disabilities are 58 times more likely to die before the age of 50 than the general population.

Are four times more likely to die from a treatable illness.

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

.
About a third of people with learning disabilities have poor eyesight.

  Over 40%have problems with hearing and the prevalence of both visual and hearing loss increases with age.

Epilepsy occurs in about a third of people with learning disabilities and the likelihood of seizures increases with the severity of the learning disability.  Anti-epileptic medication often has side effects, particularly with long-term use.

Heart disease is the second most common cause of death.

Almost half the people with downs syndrome are affected by congenital heart problems; this is much higher than the general population.

Helicobacter Pylori Infection is endemic among this population particularly as many people live in shared accommodation. This can lead to a higher prevalence of gastric carcinoma.

The pattern of CANCER is different in people with learning disabilities with higher rates of oesophageal, stomach and gall bladder cancer and leukaemia

People with Learning disabilities are 3 times more likely to have schizophrenia and 4 times more likely to suffer from dementia (21.6% compared to 5.7% of the general population)

They are more likely to be obese or underweight. They are less likely to eat a balanced diet.

The person can’t communicate very well – What should I do?

You should find out how the person communicates from the family, carers or any other information that might have come to the hospital with the person.

Some people have very subtle ways of communicating which may be missed by a person who does not know them.  Find out how the person indicates yes or no, what they do when they are in pain, happy or hungry.

Remember, just because a person does not talk using speech, it does not mean they cannot communicate at all.

Communication is not just about talking – conveying a message from one person to another is also about understanding what a person is saying.

Using pictures, drawings and gestures are excellent ways  to get your message across.  Using symbols and photos are also a great way for a person to be able to communicate.
Some other ways people communicate:

· The person may have a communication passport or an orange file of health information.

· A paper based communication aid, where the person may point to symbols or photos to communicate.

· An electronic communication aid which talks as the person pushes buttons related to symbols or pictures.

· Signalong or makaton are signing systems that some people use.

· Natural gestures

· Some people may use parts of their bodies to indicate yes or no eg. an eye brow raise to mean yes.
What if I’m not sure if a person can consent to treatment? 

Do not proceed with treatment if you are not sure if a person is consenting to treatment.

 The law says that anyone over the age of 18 can give consent to treatment unless proved otherwise.

 

The Mental capacity act 2005 (www.opsi.gov.uk) says: 

Assessing lack of capacity – The Act sets out a single clear test for assessing whether a person lacks capacity to take a particular decision at a particular time. It is a “decision-specific” test. No one can be labelled ‘incapable’ as a result of a particular medical condition or diagnosis. Section 2 of the Act makes it clear that a lack of capacity cannot be established merely by reference to a person’s age, appearance, or any condition or aspect of a person’s behaviour which might lead others to make unjustified assumptions about capacity. 

 Consent does not have to be written down. It can be verbal or consent can be implied by holding up an arm for an injection or to have blood pressure taken. 

Obtaining consent from people with learning disabilities can be difficult and may involve a series of complex decisions. If despite being presented with information in a more accessible format (pictures, symbols, modelling) the person is still unable to consent to treatment or cannot understand the reason behind a decision or choice: medical staff must agree this is the case and consider the best interest of the patient. It is good practice in that case to consult with other involved professionals, carers/support workers etc.

The mental capacity act says:
· Best interests – anything done for or on behalf of people without capacity must be in their best interests; and 

· Least restrictive intervention – anything done for or on behalf of people without capacity should be the least restrictive of their basic rights and freedoms. 

Every hospital/Primary care trust has a consent policy.
 For more information and guidance : cww.cornwall.nhs.uk
The Person seems to be having problems eating and drinking – what should I do?
The National Patient Safety Agency, DOH found in 2004 that unnecessary deaths or near misses of people with learning disabilities have occurred in hospitals due to poor management of a persons eating and drinking skills.

  The key signs to look out for to identify that someone who is having eating and drinking difficulties:

· Coughing

· Shortness of Breath

· Redness of the face 

· Eyes watering

· Chest infection

These can happen during and after eating and drinking.

Other warning signs to look out for over a period of time are:
· Loss of weight

· Refusing foods or drinks

· Urinary tract infections

· Dehydration

· Recurring chest infections

When aspiration occurs this means food or drink has entered the lungs.  This can cause a chest infection and if left untreated can lead to aspiration pneumonia which can result in death.

It is important the person has any current eating and drinking guidelines in place.
You can also contact the speech and language therapist in the Community Team for People with Learning Disabilities who will be able to tell you if the person has any current feeding guidelines.

If the person does have guidelines ensure all of your team know about them.

I am worried that a person might be aggressive with me – What should I do?

The first thing to address is why you think the person might be aggressive to you.  Is there any evidence that they may have aggressive behaviours?  There should usually be a record of it, or you will be informed by the person supporting them.
There are many reasons why people with learning disabilities become agitated or aggressive.  It may be caused through fear and not understanding what is going on or not liking physical contact, especially from strangers.

Many people use behaviour as a way of communicating when they do not have adequate speech or other expressive skills to get their message across.  For example someone may not be able to say “stop that” or “I’m in great pain” so instead they may display challenging behaviour.

People learn that behaviour works and gets the response needed, ie “if I scratch someone I know that person will leave me alone”.

It is a good idea to talk to the person’s carer / family to find out what triggers behaviour or what makes behaviour worse.  For example a person may display behaviours when their morning rituals are interrupted or may have a phobia of needles which induces challenging behaviours.

Be aware and make sure everyone else is aware of triggers.

If a person is aggressive towards you and you feel unsafe, remove yourself from the situation and record the incident.  Make sure you think about why the person challenged.  What were you doing at the time?  Was the person trying to communicate something to you.  It is better to plan approaches to the person in these circumstance to make sure the person and you feel safe.
What does a support worker / carer do?

A support worker is a person who is paid to support a person with a learning disability.  Often a person is supported by a family member.

Both are valuable sources of information from which hospital staff can gather information regarding a person who is unable to “speak” for themselves.

Carers and support worker need support too.  If they are supporting a person for many hours they may not be able to get themselves something to eat or drink.  

I’m really unsure of how to manage this person and feel really stuck – who can I contact for help?
Cornwall Partnership NHS Trust have learning disability community teams.  These teams consist of speech and language therapists, psychologists, occupational therapists, psychiatrists, physiotherapists and nurses.  They work closely with social workers from Adult Social Care.   They may have knowledge of recommendations or guidelines that are place to support an individual.  So they are a good source of information, providing the person is known to the team.
Contact details are:

	East Resource Centre, Bodmin
	01208 79525

	West Resource Centre, Redruth
	01209 219251


Additionally, there are 3.5 wte Primary Care Liaison Nurses working within Cornwall and the Isles of Scilly Primary Care Trust, who can be contacted for advice:

	Alison Webb
	Based in the East of the county
	07717586043

	Sharon Ashby
	Based in the mid of county
	07717736146

	Debbie O’Nyons
	Based in the Truro / Falmouth area
	07717361799

	Karen Clark
	Based in the West of the county
	07717586762


If the person with a learning disability will be using the services of RCHT, please contact Zoe Wood – Acute Liaison nurse for people learning disability – on 01872 252875.
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