SeeAbility Evidence to Independent Inquiry into the Healthcare Needs of People with Learning Disabilities
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About SeeAbility.

SeeAbility is a national charity established in 1799 which works with young people and adults who are visually impaired with additional disabilities. SeeAbility offers a range of residential and supported living services, day services, rehabilitation services and community development projects. In 2005 SeeAbility launched the eye 2 eye Campaign to improve eye care and vision for people with learning disabilities.  The Campaign has established a range of community development projects across the UK, a national information service called Look Up and undertakes lobbying and campaigning activities to influence government policy on eye care and vision for people with learning disabilities. 

2
Executive Summary

The care and treatment in hospital of people with learning disabilities has been a matter of concern for some time and our experience shows that many of the long standing problems remain.

The issues affecting the hospital care received by this group of patents are wide ranging and diverse.  Anecdotal evidence shows that the knowledge, skills, training, attitudes and behaviour of NHS staff at all levels is inappropriate for the modern treatment of people with learning disabilities in our hospitals.

As well as general factors which affect many patient groups, there are very specific aspects associated with the combination of visual impairment and learning disability which need to be addressed. 
Our submission raises issues of human dignity, privacy and respect as well as highlighting practical problems which need resolution.
3
In Patient Services

3.1
Alerting Staff to Visual Impairment

There is a need for a protocol which alerts ward staff to the fact that a person has a visual impairment. 

“He got very upset when people came close to him without warning.  We put a notice above his bed saying he was blind.  Someone took it down, saying it stigmatised him”

“The staff didn’t understand he was visually impaired because he is not totally blind.  They got cross when he kept on asking for someone to guide him to the toilet”.

3.2
Policy on Staff Staying in Hospital

There is no national policy on the payment of staff from learning disability services needing to stay in hospital to support individuals.  Some service providers do not have funds available to support a person in hospital and their existing services.  Visually impaired people often feel vulnerable and isolated in hospital and need this support.

3.3
Information Giving

Blind and partially sighted people with learning disabilities may find in-patient treatment particularly stressful.  Staff may be unable to take the time to explain procedures to them or tell them what is going on around them.
‘He demanded to leave hospital as soon as possible.  Being totally blind, he had found the ward disorientating.  Several people had died, but staff were too busy to explain things to him.  He described himself as “terrified”’.
3.4
Hospital Staff Training Needs

SeeAbility is aware of a lack of training across the spectrum of healthcare professionals in the needs of visually impaired and learning disabled people.  This training deficit ranges from staff knowing how to guide people safely to being able to communicate with patients with learning disabilities who have multiple impairments/complex health needs.  Even learning disability link nurses are often untrained in visual impairment.

Staff need to have an appreciation of the following issues:

· How to approach people and warn people before touched.

· The importance of positioning the person on a ward to maximise vision and avoid glare.

· The person’s need to summon help - when they feel ill, need to go to the toilet.
· ‘You can ask a nurse for help.  So I asked how I would know if a nurse was there!  What a nurse would sound like?’

· Reduced possibilities for people to summon help as they may not be able to find the bell to call a nurse.

· The person’s need for help with food menus – they may not be able to read, or recognise descriptions of food
· The risk of people becoming malnourished or dehydrated if they are not told when their food or drink have arrived, or are placed out of reach.
· ‘My food was always cold because no-one told me it was there.  I got very thirsty because I could never find anything to drink’.

· The risk of unnecessary incontinence and loss of dignity, people wetting or soiling themselves because there is no-one to guide them to the toilet, no-one to ask, 

· The risk of falls  when there is no help available.

· Lack of exercise hindering recovery, because there is no-one to guide the person.

· Isolation if there is difficulty finding a phone to keep in touch with the outside world.

· Deafblind people in hospital  have particular needs so there should be knowledge of different communication techniques and interpreters.  Different types of interpreters can be required

· Visual impairment may be seen as secondary or only part of another problem.  

· The implications of a visual impairment for the individual may not be understood.

4
Problems specific to ophthalmology and eye care issues

4.1
Treatment

There is a lack of understanding that some people with learning disabilities may have difficulty co-operating with some treatment.  This is sometimes compounded by a lack of time for consultant ophthalmologists to spend with patients with limited communication or comprehension skills.

4.2
Low Vision

There is a lack of referrals to low vision services. 

‘We don’t refer people to low vision clinics who can’t read’.
4.3
Lack of Guidance on Adapting Procedures

There is a lack of guidance for doctors and nursing staff about how some interventions may be adapted for individuals, for example, doing blood tests while the person is under general anaesthetic

4.4
Lack of Background History

There is often a lack of understanding that people with learning disabilities may not have any background medical history, either individual or family.   This may hinder treatment.
‘The consultant couldn’t understand why he had refused a cataract operation which would improve his sight.  However the key-worked established that the last time John was admitted to hospital he had stayed there 45 years.  No-one had explained this to the consultant’.
5
Sight loss

5.1
Impact

Eye care professionals often fail to appreciate the full impact of sight loss in people with learning disabilities and their supporters.  They may not understand that a person’s quality of life may be ruined.
Sight loss may be a terrifying experience for many people with learning disabilities, especially people with severe learning disabilities.  They may not understand what has happened and why their once familiar world is now frighteningly different.  Changes in their behaviour may be their only way to tell supporters of their sight loss – but these behavioural changes may be misunderstood.
People may become anxious and depressed.  Others may develop behaviour that challenges services.   It is vital that people with learning disabilities are supported to receive eye surgery and treatment to reduce the devastating effects of sight loss.
5.2
Importance of Registration

Consultants and other medical staff often do not know about importance of registering people severely sight impaired/blind or sight impaired/partially sighted in order that they get help from rehabilitation officers for visually impaired people and other benefits.
Consultants may not appreciate that people whose sight problem is caused by ‘brain damage’ are eligible for registration as well as people whose blindness is caused by eye problems.
5.3
Community Services

Consultants and other staff often do no know about services in the community, such as community learning disability teams, psychologists who might help reduce eye-rubbing which can undermine successful surgery.  There is also a need for consultants to know about low level of equipment that is available

6
Surgery and Sight Testing

6.1
Refusal to Operate

Surgery may be refused because the person with learning disabilities frequently touches or rubs their eye, reducing the likelihood of a successful outcome.  This behaviour sometimes causes blindness.  It has different origins and needs investigation.

‘Lindy always rubbed her eyes, which prevented her having an eye operation.  Later we learned that she had terrible allergies.  Once these were treated she seldom touched her eyes and had successful cataract operations’.
‘Jeannie frequently touched her eyes.  An eye test revealed that she had keratoconus which made her eyes itchy.  The community learning disability team approached a psychologist for help to reduce Jeannie’s behaviour.  An operation is now being discussed’.

6.2
Adaption of Techniques
Some surgeons are willing to discuss how techniques can adapted for people with learning disabilities.  For example, subject to the agreement of anaesthetists, some ophthalmologists have carried out blood tests and other tests under general anaesthetic rather than before the operation if the person is afraid of needles or has difficulty co-operating.

‘They refused to operate because he would not accept eye drops, which the consultant said he must have after the operation.  Another consultant accepted that John could not cope with drops and prescribed anti-biotics instead’.

6.3
Appropriate Eye Testing

Appropriate eye tests are not always immediately available in eye departments.

‘The optometrist asked out loud if anyone had got a particular test because he had someone who could not read with him.  It was an open plan area so everyone heard’.
People with learning disabilities often do not have eye tests carried out appropriately or with the right level of skill and expertise. This results in visual impairment being undiagnosed, misdiagnosed or uncorrected.
6.4 
Good Practice

Peer support can be important, especially people with same eye condition.  For example, Brighton had a pre-cataract group with a nurse explaining about the operation, before and after, as well as dispelling myths and outdated views of operations.  Many people had believed that cataract operations involved having their eye removed and re-inserted into the eye socket!
Attitudes towards surgery for people with learning disabilities are changing and there are examples of good practice where, for example a surgeon operated saying that the patient need his sight as much as anyone else, although an ophthalmologist colleague had refused to operate because the patient was too disabled.
7
General comments about people with learning disabilities in hospitals
7.1
Staffing and Resources

There is a lack of staff awareness and training in the diversity and needs of people with learning disabilities to the extent that there is lack of respect shown about their lives, sometimes this is discrimination.

‘We don’t operate on the mentally handicapped.  It’s a waste of money’

7.2
Families and Carers

There is lack of accepted policy about family, carers or supporters staying on wards.  Some staff and families have complained that the nursing staff want them to provide total care.  Some wards welcome supporters staying on the ward with the person with learning disabilities, while some nursing staff are reluctant even to provide ‘cover’ while the supporter goes for a meal or has a short break.

7.3
Equipment

Appropriate equipment is not always available, for example, hoists may not be available in A&E departments.

7.4
Adapted Environment

It is rare to find a hospital environment which takes into account the needs of visually impaired people.  Good signage, with Easy Read and talking signs all help with navigation and this encourages independence.  It is worth noting the value of good design principles to assist many different patient groups as well as people with leaning disabilities.  For example, many older people have sight problems and they would benefit from appropriate environments.

7.5
Workload

There is a shortage of nurses with learning disability training so the work load for the ones that there are is very high.  There is also a lack of NHS counselling services for people with learning disabilities to address sight loss, bereavement or abuse.

8
Accessible Information

8.1
Assumptions 

There is a common assumption that people who cannot read do not need information provided for them.  Alternatively, there is an assumption that people are happy for supporters to read material to them.  Up to date information needs to be available in different formats, including audio versions.

8.2
Consent

People need information about hospital admission, their specific medical condition and its treatment .  They are often expected to consent to a treatment with verbal information only when a non-disabled person would have access to information from a variety of sources.  People with learning disabilities need to be able to get information from all the places where non-disabled people obtain free information.

8.3
Medicines

Instructions on medicine bottles and pills (or printed on paper accompanying medicines) need to be in bold clear print and Easy Read.  Some people will need information in audio.
8.4
Equity in Access to Information

It is known that some voluntary agencies charge for accessible information that they have produced, when a non-disabled person would have access to free information.

There are positive examples:  Haringey’s invitation to women to attend for breast screening includes information in different languages and Easy Read for women with learning disabilities.

9
Communication

9.1
 Direct Communication

There is a lack of staff ability to communicate with people with learning disabilities, with frequent complaints that medical staff only talk to the supporter, not the person with learning disabilities.
‘He gets upset if he feels ignored.  There are always problems if staff do not say hello to him first, then they can talk to the supporter’.

9.2
Privacy

Lack of privacy talking to patients, doors are left open, there are consultations behind curtains and open-plan consulting areas.

‘She told me I had always been partially sighted.  I had no idea and cried, and then I realised everyone outside in the corridor could hear’.

Staff do not always understand the need for discussion with patient.  The patient may not always want their supporter present.

9.3 Fear of hospital appointments

Some people with learning disabilities have been discharged from hospitals because they have missed so many appointments.  There needs to be an acknowledgement that many people are afraid of hospitals – especially visually impaired people who may find them confusing and intimidating.
9.4
Deaf and Hearing Impaired People

There are communication problems for deaf and hearing impaired people with learning disabilities which are not understood and there is a lack of understanding of the different types of interpreter that might be required.
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