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G O O D  P R A C T I C E

This document contains examples of, and advice on good practice



Forewords
John Hutton – Parliamentary Under-Secretary of State for Health

The National Health Service was founded on the principle that good quality health

services should be available to all. Unfortunately, despite a great deal of progress,

some groups and individuals are not getting a fair deal – and that applies to many

people with learning disabilities.

The changes that are taking place in the New NHS give Primary Health Care Teams a

key role for all individuals, including those with learning disabilities. Therefore it is

essential that these teams have a good understanding of the special needs of this

group of vulnerable individuals and of the part that they have to play in addressing

their needs. This is often best achieved by developing their relationship with service

users, their families and their support workers. Teams also need to work with

specialist services for people with learning disabilities so that partnerships are

established across health and local authority services. 

We are not asking primary health care staff to develop new technical or specialist

skills. But they will need to ensure that their services are flexible and capable of

meeting the needs of every person registered with their practice. Meeting the needs

of a person with a learning disability should become routine good practice rather

than be seen as a problem to be overcome.

In January 1998 “Signposts for Success” was published. This is good practice guidance

for commissioners and providers of health services for people with learning disabilities.

We want to make this information more accessible and specifically relevant to primary

health care teams and hope that “Once a day” will achieve this goal.

John Hutton, Parliamentary Under-Secretary of State for Health

Primary Care Commission, Royal College of General Practitioners

We know that when people with learning disabilities seek help from their doctors

and Primary Care Teams they are very reliant on the knowledge and support of the

people who accompany them. Many patients with learning disabilities have not

benefited from health promotion activities and their level of exposure to health

information will vary. On occasions no limits seem to be set around the choices

made by patients with learning disabilities, even when these can compromise their

health. That said, patients with learning disabilities experience some familiar

influences when thinking about their health, namely:

– their families

– the people with whom they spend their days

– their experiences of caring for others

– past experiences in health settings

– television programmes such as ‘Casualty’, ‘Peak Practice’ and ‘ER’

– sexual experiences both sought and unwanted.
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All or some of these may stir deep feelings, fears of some interventions,

embarrassment or even create high expectations. As we do not yet associate high

expectations with the health care of people with learning disabilities, for the reasons

outlined in ‘Signposts for Success’, we particularly commend ‘Once a Day’ to GPs,

Primary Care Teams and Primary Care Groups. We very much hope that it will play a

part in promoting valued health care within more health-conscious services and in

paving the way toward all of us having higher expectations of our modernised NHS.

Dr Iona Heath, Vice-Chair of Council and Margaret Flynn, Prince of Wales Fellow:

Learning Disability, Royal College of General Practitioners

United Kingdom Central Council

The UKCC recognises the importance of this handbook as a lever for impro v i n g

access to primary care teams for people with learning disabilities. It will help

re g i s t e red nurses, midwives and health visitors to focus on the needs of those with

l e a rning disabilities within their practice population. The facilitation skills of these

registrants will help other members of the Primary Health Care Team as well as

e x t e rnal agencies to ensure that this client group is off e red and receives appro p r i a t e

access to primary care. 

The information is presented in a way that will be understood by all members of the

team and is a model of its kind. It will enable everyone concerned to make access a

reality for this potentially vulnerable client group.

Alison Norman, President, United Kingdom Central Council
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Introduction

This handbook has been written because:

– people with learning disabilities have the same rights of access to health services

as anyone else, but there are often problems in meeting their needs for essential

services, such as primary health care;

– people with learning disabilities and their families often praise their local primary

health care team, but many say that the team could be more responsive at times;

– primary care teams have often said that they do not feel that they are well

equipped to work with people with learning disabilities and their families.

This handbook is for:

– all members of the primary health care team, including general practitioners,

practice nurses, health visitors, physiotherapists, receptionists, managerial and

administrative staff and any others who work within and alongside the primary

health care team.

It is designed to:

– stimulate further discussion and action in order to make primary health care

services more accessible and responsive to people with learning disabilities;

– identify the points at which the involvement of the local specialist services may 

be helpful.

It acknowledges that:

– many primary health care teams have already developed excellent services for

their patients with learning disability. The information that they have shared has

been most valuable in preparing this handbook;

– many people with learning disabilities, their families and their support workers

are advocating for the health of people with learning disabilities. Their willingness

to share their experiences and concerns has confirmed the need for this

publication;

– many specialist community teams for people with learning disabilities already

have good links with primary health care services and are supporting their service

users to access health care. The information that they have shared has been most

helpful in preparing this handbook.
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What is a learning disability?

‘My beautiful daughter is differently abled’

INFORMATION

– A person with a learning disability has a reduced ability to understand new or

complex information, a difficulty in learning new skills, and may be unable to cope

independently. These disabilities started before adulthood and have a lasting effect

on development. If an intelligence test has been carried out it is likely to record an

IQ of less than 70. Your team may be aware that the person has had contact with

specialist services and they may have had special educational provision.

– The term “learning disability” was adopted by the Department of Health in 1992. 

It has the same meaning as its predecessor “mental handicap” but is seen as more

acceptable, particularly in reducing the confusion with mental illness. However,

many service users prefer the term “learning difficulty”.

– Categorising people requires sensitivity to the purpose and effect of labels. It can

be damaging and uninformative to describe people in terms of what they cannot

do. People with learning disabilities have the same feelings and needs as anyone

else. Adults with learning disabilities strongly dislike being treated as children. 

– Learning disability may be mild, moderate, severe or profound, but these

adjectives can only very generally suggest the level of disability. People with

learning disabilities have many different talents, qualities, strengths and support

needs. It is only a minority who have major difficulties in communicating their

ideas and preferences but most struggle with abstract concepts and will need help

to understand complex ideas.

‘As a child I used to say of

my brother ‘he hasn’t

learned yet’. It served a

purpose but failed to take

into account his

unexpected skills and gifts

and his long-term needs.’

1



– Many people with learning disabilities exceed the expectations of families and

professionals in their capacity to learn new skills and develop their talents. Of

course many things in life do not depend on intellectual ability. For example many

people with learning disabilities enjoy sport and music and have artistic talents.

– In recent years there has been a major change in the views of professionals.

There is a growing awareness that people with learning disabilities can express

their own views about the impact of their disability on their daily life. They

develop their personal strategies for living, and they have their own insights about

the values which are important to them. Professionals recognise that people with

learning disabilities need to be supported to have control over the way in which

their health and social care needs are met. This has been reflected in service

changes, most notably the shift from institutional to personalised care.

– There have also been major changes in the way that services are provided. Local

authority social services departments now have the lead role in meeting the needs

of people with learning disabilities. They are responsible, through the care

management process, for commissioning personal care and support, day services,

residential services and respite care services. Local arrangements vary

considerably but many community teams now include a social work care manager

as a member of the team.

– In recent years there has been a dramatic increase in the role of the private and

voluntary sector. Local authorities now commission much of the residential care

required by people with learning disabilities from voluntary and private

organisations.

‘I prefer to think of my

beautiful daughter as

differently abled.’

‘My son is severely

learning disabled. He has

given us a lot of

heartache but has also

enriched our lives more

than we would have ever

thought possible.’
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ACTION YOUR TEAM CAN TAKE

– respond to people with learning disabilities and their carers with respect and

understanding and ensure that they have the same rights of access to health

care as anyone else. 

– examine your own assumptions about people with learning disabilities.

WITH THE HELP OF SPECIALIST SERVICES

– make contact with your local community team for people with learning

disabilities to obtain more information and advice about your patients with

learning disabilities and to find out who they are.

– create opportunities to meet with people with learning disabilities. Not

only will you learn about the good and bad experiences of people who use

your services but you will also develop your listening and communication

skills in a way that will be beneficial to all your patients. 



Two per cent of your patients are likely to have
a learning disability

Do you know who they are?

INFORMATION

– Usually a general practitioner with a list of 2000 patients will have about 40

patients with learning disabilities, although there is considerable local variation.

This ‘guesstimate’ includes children and elderly people.

– Of these 40 about eight will have severe learning disabilities and the remainder

will have milder problems, some of which will only have been evident during

their school years.

– People with learning disabilities from minority ethnic groups receive less help

from all agencies, including health services. There is evidence that learning

disability may occur more frequently amongst some ethnic groups, particularly

when ante-natal care is poor.

– In some areas it has been shown that people with learning disabilities access

primary care much less than they need to, and elsewhere, such as in areas where

hospital resettlement has taken place, there is a particularly high need and people

with learning disabilities make extensive use of health services. 

– Surveys have shown that many people with learning disabilities have undetected

conditions that cause unnecessary suffering or reduce the quality or length of their lives.

– There is evidence that the prevalence of learning disability is relatively stable and

that people with learning disabilities are now living much longer, including those

with severe and profound disabilities.

‘Sometimes it’s easy to

recognise people’s

problems and needs and

to make allowances. But

sometimes you don’t

realise and get frustrated

without knowing how

hard it is for them.’

‘When I take my health

record with me it’s good,

because the doctor has all

the facts, and I feel like

my health belongs to me.’
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SOME EXAMPLES OF GOOD PRACTICE

Brent and Harrow – Clinical audit and the introduction of health 

information cards

A year long collaborative audit between Parkside Health NHS Trust and

General Practitioners looked at the health care needs of people with learning

disabilities living in Brent and Harrow. It was based on the information

recorded in the records held in the practices and on those of the local

learning disability team. Ninety five per cent of individuals or their

advocates gave permission to access their notes. Initial results confirmed

many of the findings from national research, that health screening, health

surveillance and health promotion for this population requires significant

improvement. The introduction of a health information card based on agreed

standards has now been introduced as the first step to measuring a planned

process of continual improvement. For more information contact Simon

Goldsmith (address in the appendix).

Nuneaton – A learning disability register

A general practitioner in Nuneaton was aware that quite a number of people

with learning disabilities had registered with his practice since being

resettled from long stay hospitals in the previous 10 years. He wanted to

know what was involved in responding appropriately to their needs. To do

this he assessed the degree of disability and the workload by comparing the

‘The trouble is that

when you phone up for

an appointment it takes

ages to explain why she

can’t wait long and gets

upset. Then after all that

explanation they still

keep you waiting ages

and get cross with you if

she disrupts the waiting

room. Why can’t they

have a way of

recognising that she has

special needs and be

more helpful?’

‘It wasn’t until we found

out that some of our

patients hadn’t been

seen for years, that we

could offer them health

checks. We were

appalled at some of the

health problems that had

been missed by carers.’
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ACTION YOUR TEAM CAN TAKE

– a lead person can take a special interest in this area, collect information and

advise other team members. This member of your team can also build links

with outside agencies and specialist services and can invite representatives

from your local learning disability team to a practice meeting.

– reception staff and health visitors are likely to be most aware of those

patients who have mild learning difficulties. This comes from their

knowledge of patients who find it hard to complete documentation or to

follow complex instructions and advice.

– check the information leaflet which you use to describe what your practice

offers to make sure it uses language which can be understood by people

with learning disabilities.

WITH THE HELP OF THE SPECIALIST SERVICES

– find ways of increasing your awareness of the needs of individuals. Some

primary health care teams use cards that are inserted into the files and

that summarise information on health and care needs. Some provide patients

with personal health records. Others have developed a register of

people with learning disabilities who require extra help to use their services.

This should not only include people with obvious disabilities but also those

with milder disabilities. They may have problems in contacting services.

Those people who have poor literacy skills may not follow advice because

they do not understand it. It is also important to identify associated

conditions such as epilepsy, autism or cerebral palsy.



annual consultation rates between those recently discharged from long-stay

institutions with those who had always lived in the community. A detailed

register was made which highlighted the multiple associated disabilities and

revealed a significant increase in consultation rate and in the consumption

of drugs affecting the central nervous system, mainly by those who once lived

in long-stay hospitals. This register then became the basis of a system for

regular health checks for these patients. He has also designed health

information cards for insertion into the case notes. For more information

contact Dr Graham Martin (address in the appendix).

Liverpool – personal health records

A health visitor specialising in working with people with learning disabilities

across several practices has worked with the National Development Team to

develop a patient-held record. It is designed to be easily read and completed

by the individual. For more information contact Libby Kitt (address in the

appendix).

Tameside – personal health records

The Community Healthcare Trust obtained a small grant to develop personal

health records that were piloted on a sample of people living in community

homes. The local primary health care teams were closely involved. At the end

of the project there was a consensus view that it was a good idea but a

number of improvements needed to be made, particularly in regard to the

problems of duplication, completeness and confidentiality. A great deal

depended on the enthusiasm and commitment of individual health workers

and carers. For more information contact Jean Fairhurst (address in the

appendix).
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Supporting the family

Giving the family advice and support

INFORMATION

– Discovering that their child has a learning disability is, for parents, a highly

significant event. From being ordinary parents they become the parents of a

disabled child. Reactions vary but most experience sadness, resentment and a great

sense of loss – as well as a very strong desire to protect their child. They have to

try to make sense of what has happened to them and this inevitably takes time.

– Abruptness in informing parents about the fact that their child is disabled, delays

in disclosure, false assurances, poor information and lack of follow-up are all

associated with parental dissatisfaction. In contrast being told as soon as possible,

in a private place, with the support of a loved one, with the infant or child being

held or touched affectionately. Parents also welcome opportunities to ask

questions. An insensitive disclosure can cause a great deal of mistrust. 

– Families need to have their experiences surrounding the disclosure acknowledged

and to have the chance to describe what this means to them and their family.

They need honest and accurate information at a pace that they can cope with.

Parents will expect to be offered ideas about how to support their child’s

development, along with realistic optimism about what the future may hold. 

– Parenting a child with a disability is often accompanied by uncertainty because

parents may lack experience and information about reasonable expectations for

behaviour and development. Most families have to learn to deal with many

professionals who will sometimes offer conflicting advice.

‘My baby is different,

special and beautiful. As

with any baby no one can

tell us what he’ll be like

but we’re going to strive

for the best for him.’

‘Give us more information

about what’s available

and where from. It felt

like we were left in the

d a r k.’
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– Siblings may also need support and help at certain times. They may find it hard to

cope with living alongside a disabled brother or sister, but it should not be

assumed that all the family problems are due to the presence of a disabled child.

‘It’s interested people

who do their best to

help us. They’re the

ones you remember.’

‘We just needed time to

take it in. It was so hard.

Of course we love her as

she is but it was still a

shock. It matters that the

GP is just lovely with her

and always enquires after

u s.’

‘Soon after we got

home from hospital our

health visitor called in.

She was sympathetic,

she wanted to know

how we were feeling,

but she was also so

supportive particularly

when she cuddled and

admired Ramesh, it

made us feel he wasn’t

so bad after all.’
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ACTION YOUR TEAM CAN TAKE

– usually paediatric services are responsible for disclosing the diagnosis but the

family will need your support in coming to terms with the news. Parents find

it helpful if the team welcomes the family and is positive towards the

child, openly showing interest and concern. Parents also need time and

support in thinking through their reactions and anxieties.

– ask about the disclosure of the diagnosis and the support that the family

have since received. If necessary liaise with the professionals responsible and

give them feedback about parental concerns.

WITH THE HELP OF SPECIALIST SERVICES

– ensure that the child has access to the therapeutic and educational

services that are required, such as physiotherapy, speech and language

therapy and early education schemes. Child development centres usually

arrange and co-ordinate these services.

– ensure that the family are aware of future sources of help and of current

approaches to the support and care of people with learning disabilities. 

– check that they know about family support services and any respite care

services provided by the local authority social services department or by

voluntary groups such as Barnardo’s.

– make sure that they are aware of any relevant local and national support

groups (see the appendix).

HERE ARE SOME SITUATIONS THAT MIGHT ARISE

Scenario 1

Mark and Kim have a lively and engaging son, Richard, born with Down’s syndrome. 

He is now five years old and his parents bring him to the surgery because they want

plastic surgery to his face to make him look “normal”.

How could you respond?

Scenario 2

Anita is fifteen years old and lives at home with her parents and older brother. 

She attends a special school and is making good progress and gaining some simple

academic and self-care skills. She is very active and impulsive and needs a lot of

supervision and care. She has a respite care service with a family approved under a

scheme run by social services. Her parents bring her to the surgery because very

recently her sleep pattern has become disturbed and the support family has said that

they will be unable to continue offering respite care if her sleep does not improve. 

Her parents are requesting medication to help her to sleep.

What might be the cause of this change and what could you do about it?



Coping with life events

‘When my Mum died I missed her so much’

INFORMATION

– Developing autonomy and responsibility are the basis of “growing up”. Milestones

of this process include going to school, spending time away from home with

friends, leaving school, finding a job, leaving home, becoming a parent, being a

carer, experiencing bereavement and retirement. There is considerable variation in

the attainment of personal autonomy by people with learning disabilities not least

because of their dependence on others. In the lives of people with learning

disabilities these milestones are likely to have a greater impact. Life events carry

greater potential threat or risk and emphasise differences from the general

population. 

– The significance of life events for people with learning disabilities is often not

recognised. For example, they may be denied the opportunity to attend a family

funeral or even to grieve. Significant family events such as a wedding of a sibling

may also “bring home” the realisation that they may not have such opportunities

and this can lead to much heartache and sadness.

– People with learning disabilities are at much greater risk of all forms of abuse.

They are vulnerable, tend to acquiesce to the demands of others and feel that

they have a low social status. Teachers and carers may find it difficult to face the

possibility that people with learning disabilities can become sexually active. This

can preclude or delay sex education or render it ineffective. If a person with a

learning disability is sexually abused, it is much more difficult for them to disclose

or explain what has happened and there is evidence that carers and agencies are

often less inclined to intervene.

‘As our son gets older,

that’s when we and he

will want different kinds

of support. Now he’s just

like any other child – b u t

in a wheelchair.’

‘I listen to what other

parents say. We all ask

the same questions time

and time again, like

‘What will happen when

they leave school?’

Sometimes you think they

go out of their way to

make our lives difficult.’
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– Life events, particularly very traumatic ones such as physical or sexual abuse, can

have considerable impact on the mental health of people with learning

disabilities. This is often not recognised.

– Parents of people with learning disabilities and other relatives and carers also feel

very vulnerable and anxious about changes and transitions because they are

dependent on the established support systems and need to feel that they can rely

on them. For example, the transition to adult services, can be very worrying.

– Parents feel an intense and lifelong responsibility for their learning disabled child

and have a persistent worry about future care and well-being once they are no

longer able, through death or disability, to advocate on their child’s behalf.

‘When my mum died I

missed her so much. No

one knew how I felt.

When I cried they kept

telling me not to worry. I

lost mum, I lost my home,

and they said don’t

w o r r y.’

‘Her behaviour changed,

they sedated her, and

when this didn’t work

they put her on a

behaviour programme. It

was only when someone

else in the hostel, who

could speak, started to

tell what was going on,

that it came out that

several of the women

were being sexually

a b u s e d.’
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ACTION YOU AND YOUR TEAM CAN TAKE

– be aware of the impact that these events can have and the stresses that

they can cause. Be alert to the links which life events may have with mental

and physical health problems. 

– ensure that the necessary support and preparation is available for people

with learning disabilities and their carers who are facing major life events.

WITH THE HELP OF SPECIALIST SERVICES

– find out about any support services that may be available, including those

provided by the local authority and by voluntary organisations.

– there should be a policy and procedures for the protection of vulnerable

adults within your area and your practice should have a copy of this. If not then

your local social services department will be able to supply you with a copy.

HERE ARE SOME SITUATIONS THAT MIGHT ARISE

Scenario 1

James’s mother died four months ago and he moved into an accommodation and

support service in your area. He had previously stayed there for respite care. He has

a severe learning disability and only has a few words and signs with which he

indicates his needs. A member of the care staff brings him to the surgery because he

is losing weight and has become much more irritable and bad tempered than

previously. His sleep pattern has also become disturbed.

What might be the cause of this change and what could your team do about it?

Scenario 2

Sujit is generally a cheerful and amiable person but he has a severe learning disability

and autism. He has no spoken language, and can become very agitated and

uncooperative in crowded and noisy places. He has been known to attack people if they

suddenly come too close. However, the staff who care for him say that he is usually calm

in familiar places and with people that he knows. He has recently lost his appetite and

the staff think that he could be in pain at times because he has recently started to scre a m

loudly for no obvious reason. They have asked for an appointment at the surg e r y .

How might your team respond?



Difficulties with access

Healthcare hurdles

INFORMATION

– 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 unnecessarily.

– Some people with learning disabilities may not be able to read letters, make

appointments, tell the time or read instructions on medication. They may be

fearful of coming to the surgery.

– A few individuals may have problems in the waiting room, particularly if they

have a poor understanding of time or if the waiting area is crowded and noisy.

‘I say to my doctor ‘talk

slow ...what are you

saying?’ I don’t

understand half of what

he says. He’s not like us –

he uses really long words.

Even when my support

worker came with me it

took ages to get him to

e x p l a i n.’
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– Some people with learning disabilities may not understand the process of

consultation and will need to be asked questions in straightforward 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.

– 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 open questions

or change the question or information round to check that the person has

understood the question. Understanding can also be checked by asking the

person to explain the issue in their own words.

– 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 for times for the administration of medication 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 throughout the consultation. 

Signs, symbols or other means of assisted communication may be needed, usually

with the help of a carer or support worker.

‘I worry about getting

ill because my mum was

ill before she died. I get

all worked up about

going to the doctor’s and

say I’m alright, even if I’m

not, so I don’t have to

g o.’

‘Our well-woman group

met with the doctors and

nurses and they showed

us round and explained

all the things they can do.

They were very nice and

now I don’t think I’ll

worry so much if I’m ill or

have to have tests.’

‘My doctor didn’t

believe me when I said I

was in so much pain. He

said I’d just have to take

painkillers. I was cross

because he only took

notice of my support

w o r k e r, not me. When

she came with me he

changed his mind and

phoned up for an urgent

a p p o i n t m e n t.’

ACTION YOUR TEAM CAN TAKE

– identify ways that your practice can be more flexible and supportive. For

example you could offer the first or last appointments to people who have

difficulty with waiting and double appointments to those who need longer to

communicate. Introductory visits may also help to build confidence and trust.

In the long run this will save time and inconvenience for all involved.

WITH THE HELP OF SPECIALIST SERVICES

– set up a user-group particularly for people with learning disabilities and

their carers. As well as establishing a dialogue it is important to keep listening

because people with learning disabilities may not have the confidence to

speak up initially. 

– train all staff, including receptionists, and involve service users in the

training. Service users also can be involved in evaluating or auditing your

services (see the appendix for staff training materials).

– offer preparatory visits for self-advocacy groups and for individuals. 

– obtain resources, such as “The Healthy Way” which is a free NHS publication

and includes an audio cassette about health services written for service users.

There are several other relevant publications listed in the appendix.



Consent

Obtaining consent

INFORMATION

– 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 and should be made in the light of current circumstances. If a person

is unable to consent to one form of medical treatment, inability to consent to

different treatment should not be assumed. 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 treatments 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

wellbeing of that person. A doctor must determine and act on the “best interests”

of the person in accordance with a responsible body of medical opinion. In

determining the best interests of someone who cannot consent to or refuse

treatment it is appropriate to take into account the views and wishes expressed by

the person in the past and present and the views and wishes of the people who

support and care for that person.

‘They refused to do the

hernia operation because

he could not sign the

consent form. He had

been on the waiting list

for over a year. I was so

angry when I found out

that they could have

operated without his

consent if they had

established that it was

necessary and in his best

i n t e r e s t s.’

12
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SOME EXAMPLES OF SITUATIONS THAT MIGHT ARISE

Scenario 1

Clive has come to an appointment with his general practitioner and is accompanied

by his support worker, Graham. On examination one of his testes is swollen, and an

urgent hospital appointment is required. Clive says he will not go to the hospital

because they might hurt him and he is frightened. Graham says that he hasn’t been

working with Clive for long and he doesn’t know what to do. 

How might your team respond?

‘I sign everything for her

– there’s no advice and

no option. No one has

ever told me that it has

no legal standing.’

‘The nurse at our

surgery was so helpful

when I asked about

signing the consent form

when we got to the

hospital. Julia can’t use

her hands at all you see

although she

understands. Nurse said

she would find out all

about it and she got our

doctor to write a letter

to take with us to

explain the situation.’

ACTION YOUR TEAM CAN TAKE

– when assessing the ability of the person to consent use the following check:

- have you spent sufficient time talking with the person and determining

their level of understanding and have you involved someone who knows

the person well and who may be better at communicating with that person?

- on what basis have you decided that they cannot consent and are you

sure that this is not because you do not agree with the patient’s decision?

- have you fully explained, in a way the person is most likely to understand,

the proposed treatment, the alternatives and the benefits and risks?

WITH THE HELP OF SPECIALIST SERVICES

– if you decide that the person cannot consent you should discuss with

those who support and care for that person their understanding of the person’s

views and wishes. Although the carers’ signature on a consent form has no

legal standing you may wish them to give their views in writing or you may

want to document the discussion. It is also good practice to discuss issues of

capacity with other professionals, including the social worker who may be able

to advise on the current legal situation regarding capacity to give consent.

– for treatments that are invasive, which have irreversible consequences or for

which best interests are difficult to decide, then legal advice should be

sought, or contact should be made with the Official Solicitor’s office.

Such treatments include non-therapeutic sterilisation, and organ or tissue

donation. The removal of feeding tubes or putting someone on a ventilator

are also matters where legal advice should be sought (see the appendix for

details of the BMA booklet on the assessment of mental incapacity).
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Causes of learning disability

Seeking up-to-date information

INFORMATION

– Parents usually want and need as much information as possible about the cause

and nature of their child’s disability. Often the cause cannot be identified and this

can be difficult for the family to accept.

– Some causes are related to genetic risks, such as Fragile-X syndrome, or Tuberose

Sclerosis which the family need to know about.

– In adulthood some people with learning disabilities will want to know the reason

for their disabilities and the implications for their children should they wish to

have a family.

– Many syndromes are associated with an increased risk of particular conditions,

such as in Down’s syndrome where there is an increased risk of cardiac disorders,

respiratory problems, thyroid disorders and hearing impairment.

– If the cause of the disability is known it is usually possible to offer individuals and

families more reliable information about reasonable expectations for

development, life span and other health problems if the cause of the disability is

known.

– There are a number of family support groups, both locally and nationally, that the

family can contact if a particular condition has been identified.

‘I don’t expect everyone

to know about tuberose

sclerosis, why should

they? But I do expect

them to be honest and

say they don’t know but

are willing to find out and

come back to me. It’s

scary to think about

everything that might go

wrong and I need their

support not just ill-

informed reassurances.’

‘I’d like them to explain to

me more about my health

and my Down’s

s y n d r o m e.’
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‘We went to see a

genetic counsellor, not

just for ourselves, but

for our other children.

We wanted to know

what the diagnosis

meant for us all,

including the next

g e n e r a t i o n.’

‘My learning disability

and my syndrome is part

of me and how I am and

I need to know.’

‘When my son was

diagnosed as having

Pelizaeus Merzbacher

syndrome we had no idea

what it meant...we’ve

learned that the right

support at the right time

can turn a potentially

devastating situation into

a positive and rewarding

life experience.’

ACTION YOUR TEAM CAN TAKE

– check that your patients know and understand the nature and causes of

their learning disability and of other associated problems. If they have

unanswered questions or concerns then support them to find the answers to

these. If appropriate refer on to genetic counselling or other specialist services.

WITH THE HELP OF SPECIALIST SERVICES 

– whether or not the cause is known, ensure that families know about local

and national support groups. The Contact A Family (CAF) Directory lists all

the support groups in the UK and also gives useful information about each

condition (see the appendix). “In Touch” is another supportive organisation

particularly when a child has a rare condition. Some organisations such as the

Down’s Syndrome Association also provide information and guidance for

clinicians. Your local Council for Voluntary Service may produce a directory

of local support groups. MENCAP offers support to individuals or families,

whether or not the cause of their learning disability is known.

– develop guidelines or procedures for, identifying and managing, the

particular conditions associated with Down’s syndrome. For example

screening for hypothyroidism.

– the person or their family may welcome the chance to have short term

breaks and it may be helpful to enquire about any local shared care

arrangements which may be set up by the social services department or by

a voluntary agency.

SOME EXAMPLES OF SITUATIONS THAT MIGHT ARISE

Scenario 1

A support worker contacts your practice manager to ask for help. Three friends who

have learning disabilities, Celia, Maria and Yolande are moving from their family

homes to live together in your locality. Maria and Yolande are already registered with

your practice and Celia plans to do so. They will be renting their house and will get

support from staff who will call in morning and evening. They need to learn about

healthy living and about what to do if unwell. In the past their parents have always

dealt with this and, because they are generally in good health, although Maria has

epilepsy, they have rarely come to the surgery. Celia is said to be fearful of doctors

and nurses following admissions to hospital in childhood and has fragile-X syndrome.

How might your team respond?

Scenario 2

Perry is 45 years old and is a very friendly and good-natured man with Down’s

syndrome. He comes to the health centre with his 75 year old mother. She says that

at the last review at the day centre they said that she should bring him to have his

hearing checked as they thought that he was less responsive and interested in his

surroundings. She does not think he has a problem and at any rate would not want

him to have a hearing aid as he has enough other problems to contend with.

How might your team respond?
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Associated health problems

Checking for associated health problems

INFORMATION

– Up to one third of people with learning disabilities 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, constipation and incontinence.

– People with learning disabilities experience a high rate of under-detection of

visual and hearing problems. About one third of people with learning disabilities

have poor eyesight. Over 40% have a problem with hearing and the prevalence of

both visual and hearing loss increases with age. 

– Epilepsy occurs in about one third of people with learning disabilities and the

likelihood of seizures increases with the severity of the learning disability. Often

seizures are complex and difficult to control and specialist input is required. 

Anti-epileptic drugs often have side effects, particularly with long-term use, and

require regular review.

– Autistic disorders also occur very frequently with learning disability and this

additional disability will have a considerable effect on the functioning and needs

of the individual. People with autism have impairments in communication, social

behaviour and imagination. 

‘People have different

sorts of epilepsy. There

are tablets. The doctor

realised and sent me to a

specialist who changed

my tablets. It stopped me

having fits.’

‘We had no idea how

deaf my son was.

Listening to him speak

now is wonderful.’

‘No one has checked my

daughter’s sight in 20

years. I don’t know how

much she can see or if

she could be helped to

see better.’
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– Mental health problems, including challenging behaviour, occur in up to 50% of

people with learning disabilities. Depression and withdrawal are frequently not

diagnosed or treated. The prescription of psychotropic medication should be based

on the advice of a psychiatrist with special knowledge of learning disabilities.

– Particular conditions, such as Down’s syndrome, carry an increased risk of certain

health complications such as cardiac disorders, respiratory problems, thyroid

disorders and hearing impairment.

– Older people with learning disability are particularly at risk of dementia,

especially of Alzheimer’s disease if they have Down’s syndrome, and also of other

undetected health problems such as sensory impairments.

‘I’m glad that he didn’t

say that all the problems

were because she had

Down’s syndrome. We

knew that there was

something else and it

turned out that she was

depressed. The anti-

depressant tablets made

all the difference.’

‘They said she was

‘playing up’ and wanted

to start a programme to

change her behaviour. I

was so pleased that our

doctor referred her to a

specialist who said it was

heartburn causing pain

and that made her

upset. Once it was

treated she was so much

b e t t e r.’

ACTION YOUR TEAM CAN TAKE

- be aware that people with learning disabilities often have multiple

diagnoses and the presence of a learning disability can be persistently and

incorrectly used as an explanation for other problems. For example

challenging behaviour may be a response to pain or a physical disorder, or

mental health problems.

- ensure that medication is reviewed regularly because side effects may not

be reported by the individual. 

WITH THE HELP OF SPECIALIST SERVICES

- refer on to the relevant specialist services or develop shared care

arrangements so that health risks are addressed. 

SOME SITUATIONS THAT YOU MIGHT BECOME INVOLVED IN

Scenario 1

Manjit is 23 years old and very vivacious and interested in everything around her. She

has epilepsy and cerebral palsy and is physically quite disabled. She is prone to

constipation that causes her discomfort and her carers believe this provokes seizures.

She comes to the surgery with her support worker and they report that, although she

is taking 10 ml lactulose twice a day she is still having a lot of problems with her

bowels and appears to be in pain. 

How might your team respond?

Scenario 2

You do a home visit to see an elderly patient, Edith, and find that she is in bed with

a mild chest infection that should respond to antibiotics. Beside her is her middle

aged daughter, Mary, who says very little and does not seem to be helping. During

the course of the discussion Edith confides in you that she is fearful of dying and of

what will then happen to Mary “who is not very good at looking after herself – she’s

never been quite right since she was a baby and she never went to school much”.

You discover that since leaving school Mary has never worked or been away from

home. When you go back and look at her records you find that there has been

nothing written in them since she was a child.

How might your team respond?
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A healthy lifestyle

Encouraging a healthy lifestyle

INFORMATION

– Often there is so much emphasis on a person’s disability that professionals and

parents fail to recognise ordinary health needs including those for health

promotion. People with learning disabilities and their carers are often poorly

informed about leading a healthy life-style.

– Mental health needs may also be forgotten. Individuals have to adjust and cope with

their disability and often experience stigmatisation, abuse and patronising attitudes.

For these and many other reasons, people with learning disabilities can develop poor

self-esteem and be prone to mental health problems in adolescence and adult life.

Mental health problems, such as depression, are frequently not detected and tre a t e d .

– People with learning disabilities may be more at risk of conditions that can be

prevented by immunisation, such as vaccines to protect them against hepatitis B,

influenza and tetanus.

– Parents, siblings and extended family have to accept, adjust and come to terms

with having a learning disabled relative and this involves working through difficult

emotional processes. Meanwhile they are usually the most important source of

help and support for the person with a learning disability and have to cope with

the practical stresses of care. Their health needs should also be considered.

‘In our women’s group

we learn a lot about our

bodies, periods and

having babies. Our bodies

matter to us and we need

to learn more about

t h e m.’

‘I went to see the nurse

and then the doctor. They

checked me over and said

I was good. 

I think that’s because I

walk a lot and keep fit.’
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‘We wondered why 

she was off her food,

she’s not been right for

months. When she was

examined they found she

was constipated 

and now she’s been so

much better.’

‘When the doctor 

talked to him he said that

he had thought of killing

himself and we were

shocked. We care for him

every day but didn’t

realise that he was

d e p r e s s e d.’

ACTION YOUR TEAM CAN TAKE 

– ensure that people with learning disabilities and their families have access to

the ordinary health education services required to meet their needs. For

example clinics for asthma and family planning will be needed by some

individuals. 

– support the development of personal health records where such schemes

are available or consider instigating this.

WITH THE HELP OF SPECIALIST SERVICES

– support and develop health education and promotion, that is designed to

meet the needs of people with learning disabilities, their families and other

carers or support workers. Encourage regular physical activity, healthy eating

and other aspects of a healthy life-style including immunisations.

– identify patients who have difficulty in drawing attention to their needs and

consider ways in which their access to health promotion might be facilitated

and any health problems detected, so that physical and mental health

needs are addressed promptly. Some primary care teams have established

regular health checks for example.

– As a learning disability is lifelong, many different health professionals may be

involved over the years. Individualised personal health records that are held by

the person or carers can track the history of health and health care. 

SOME EXAMPLES OF SITUATIONS THAT MIGHT ARISE

Scenario 1

Hannah, a single parent, coped well with her son Martin until her mother, who used

to live with them, moved away when she remarried. Now there is concern about

Martin’s welfare. He is eighteen months old and not gaining weight. Recently Hannah

did not seek help when he was ill until a neighbour intervened. She seems to

manage housework and has basic cooking skills but cannot budget her money and

does not seem to understand about a suitable diet for Martin. She had a Statement of

Special Educational Needs because she had moderate learning difficulties and her

literacy and numeracy are poor. 

How might your team respond?

Scenario 2

Anna is 21 years old and was re f e r red to the hospital antenatal clinic under the share d

c a re arrangement. You have just had a letter saying that she has not kept her appointment

t h e re. You check up on this and find that she has not kept any appointments at the

s u rgery since she came in complaining about being sick, which was when her pre g n a n c y

was diagnosed. At that time she said that she lived with her boyfriend. Her re c o rds also

refer to child psychiatric involvement when she was at a special school. She went into

foster care in her teens after it was discovered that her father had been sexually abusing

h e r. In one of the reports her full scale IQ was assessed as 65.

How might your team respond?
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Health screening services

‘I’m pleased I went to have my eyes checked’

INFORMATION

– People with learning disabilities and their carers may not recognise the signs or

symptoms of ill health and may fail to get the medical help that they need. People

with learning disabilities may not be able to communicate their distress in

understandable ways and this may surface as behavioural or other changes.

Conditions like autism may mean that the individual has an unusual response to

pain. Regular health checks are important and may detect unrecognised problems.

– There is growing evidence that people with learning disabilities have difficulties

accessing NHS screening services of all types and that individuals and services

may need additional individual preparation to ensure appropriate access. 

– With the right support and preparation most people with learning disabilities can

access health screening services that are available to the general population.

– The uptake of breast and cervical screening by women with learning disabilities is

poor. Ill-founded assumptions are often made by primary care teams, screening

services and carers that women who have learning disabilities are less at risk than

other women.

‘She has suffered a lot

from the cancer in her

bones that has spread

from her breast. We feel

angry because, when she

went for a mammogram

two years ago, she got

upset and they told us

not to come back. If they

had been more patient

things might have been

d i f f e r e n t.’

‘I’m pleased I went to

have my eyes checked, 

I can see much better

with my new glasses.’
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– In respect of cervical screening there are some risk factors that are increased, for

example the increased frequency of sexual abuse among people with learning

disabilities. 

– As regards breast self-awareness women with learning disabilities are less likely to

examine themselves or report changes in their breasts.

– Regular dental checks are important, even for people with no teeth, as they

provide an opportunity to screen for mouth disease including oral cancer. 

– Ensure that your patients with learning disabilities have regular checks for

hearing and vision. When they cannot access ordinary screening they may

require special support. Screening for hearing loss is usually recommended

annually up to 18 years and should then be offered according to the level of risk,

with particular attention given to those over 40 years.

‘Her doctor said not to

bother with cervical

smears for our residents

because people with

learning disabilities aren’t

sexually active. The same

doctor prescribed the pill

for two of them because

they have boyfriends!’

‘We take him to the

dentist every six months

for a check - just as well

because she noticed that

there were early signs of

mouth cancer and prompt

treatment probably saved

his life.’

‘In the check-up they said

I had earwax and washed

it out. I can 

hear much better now.’

‘I was so pleased when

they gave my son a

check-up. The school

doctor used to see him

every year, and the

paediatrician, but since

school no one bothered.

He can’t tell me if

something’s wrong.’

ACTION YOU AND YOUR TEAM CAN TAKE 

– encourage and support people with learning disabilities and their carers to

attend Well Woman/ Well Man and screening clinics by enabling them to

access pictorial and other information and to have preparatory visits on an

individual or group basis.

– encourage local clinics and screening centres to develop their sensitivity

and experience so that there is no discrimination and sufficient flexibility in

their approach. Alert them to people’s special needs such as disabled access

facilities and longer appointment times.

SOME EXAMPLES OF GOOD PRACTICE

Bristol – self-examination and preparation for mammography

Staff in the Phoenix NHS Trust in Bristol realised that their residents in the

long-stay hospitals were not getting access to screening services and that,

when special arrangements had been made, they were very anxious and

often did not co-operate. They used models to teach the women self-

examination skills. With help from the Avon Breast Screening Service they

also developed a pack for women with learning disabilities called ‘Getting

your breast screened’. Local primary health care teams found that these

packs, with their clear illustrations, were also very useful to explain the

procedure to many of their other patients, particularly those for whom

English was a second language. For more information contact Lesley le Pine

(see the appendix for the address).

Cornwall – men’s health

A clinical nurse specialist from Trecare NHS Trust worked with Cornwall

Health Promotion service to establish a men only group in which healthy

lifestyles and the physical and psychological aspects of male health were

explored. For more information contact Paul Hancock (see the appendix for

the address).
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‘I like the foot lady – she stops my feet getting sore’

INFORMATION

– People with learning disabilities need access to the full range of community services.

These include dental, audiology, optometry, chiropody, dietetic, continence, sexual

health and pharmaceutical services. Unfortunately people with learning disabilities

often face barriers to access because of both attitudinal and practical pro b l e m s .

– Knowledge about dental hygiene is often poor and there is a high incidence of

gum disease and caries among people with learning disabilities. Toothache can

lead to problems such as challenging behaviour and refusal to eat. Medication can

also compromise oral health and sugar-free preparations should be prescribed

whenever possible.

– The associated physical problems that often occur with learning disability can cause

many problems with the hygiene and comfort of the feet. Discomfort from the feet is

not only distressing for the individual but may also impair the ability to walk or lead to

other problems such as challenging behaviour. Access to chiropody is very important.

– People with learning disabilities and their carers not only need advice about a

healthy diet but also often need to follow special diets. They need the information

presented in a way that they can understand.

– Many people with learning disabilities need assistance with the promotion of

continence and re q u i re suitable incontinence aids. Further investigations, such as

referral for urodynamic studies, should always be considered. If appropriate help and

advice is available this can make a great diff e rence to the quality of people’s lives.

‘She has always found

eating difficult but it

wasn’t until she was just

skin and bones that we

got an appointment with

a dietician and calorie

supplements were

prescribed. Her health has

improved so much as a

result. I’m so grateful to

our health visitor for

suggesting it.’

‘I like the foot lady – she

stops my feet from

getting sore.’

Community health services
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– People with learning disabilities need to be able to access family planning and

sexual health services although this is often supposed not to be the case. Most

people with learning disabilities need advice and information about their sexual

development, about appropriate and acceptable behaviours, and need to know

how to keep themselves safe.

– Many people with learning disabilities are on long-term medication for health

problems such as epilepsy and mental illness. Pharmacists can advise individuals

and their carers on the effects and use of medication as well as on the use of non-

prescribed medication.

‘In the end the nurse at

our surgery talked with

the incontinence adviser.

She was brilliant, got

proper pads for us, and

now we can take Sharna

out again – we can visit

our friends without

worrying about messing

up their furniture. It’s

made such a difference to

our lives.’
ACTION YOUR TEAM CAN TAKE 

– with the right support and preparation most people can use ordinary

services, such as general dentists and opticians, but community and

sometimes specialist hospital services may also be needed. For example

the staff of Community Dental Services usually have expertise in working

with people with learning disabilities.

– regular health checks should ensure that the need for community health

services is detected and acted upon.

WITH THE HELP OF SPECIALIST SERVICES

- the primary care team can act as advocates for the health of their patients

and help to overcome obstacles and problems with access to community

health services so that they fully benefit from the help available.

SOME EXAMPLES OF SITUATIONS THAT MIGHT ARISE

Scenario 1

Kwai Ying Wong is 18 years old and is usually content if he has a good routine doing

things that he likes. He dislikes people getting too close to him and this presents a

problem if he needs to have a medical or dental examination. As well as a moderate

learning disability he has epilepsy and recently his seizures have been less well

controlled on the phenytoin that he has been given since early childhood. His father

is concerned because Kwai Ying is becoming very agitated and distressed at times for

no obvious reason. He has noticed that his gums are very swollen and wants

sedation for him so that he can get him to the dentist.

How might your team respond?

Scenario 2

James is an elderly man who has Down’s syndrome and diabetes. Recently his care r s

have complained that he is often incontinent. He cries if anyone tries to talk with him

about it. The staff in the home where he lives want incontinence pads to be supplied

for him.

How might your team respond?
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General hospitals

Speaking to a sympathetic surgeon

INFORMATION

– Busy hospital services often have difficulty changing their practice to encourage

and support people with learning disabilities to tolerate potentially distressing

treatment. People with learning disabilities may need more time and several visits

to feel comfortable with the proposed intervention.

– People with learning disabilities are likely to use outpatient and inpatient

treatment services at a higher rate than the general population but frequently face

problems related to accessibility and equity such as:

- poor understanding of care needs and/or insufficient support so that

individuals become neglected or carers exhausted

- denial of investigations and treatment available to other patients

- poor understanding of issues of consent

- problems in communicating the medical history

– Primary health care services have an important health advocacy role for

vulnerable people.

‘After getting back from

hospital it took several

days before he was

anywhere near his usual

self and the district nurse

had to help with the

bedsores. She said that

next time, if we know he

has to go in, she will

contact the hospital and

make sure they are better

p r e p a r e d.’
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‘Every time we took 

him to casualty with his

fits they’d want to send 

him home. We tried to

explain that when he

starts he doesn’t stop but

they just didn’t believe us.

In the end our doctor

wrote a really good letter

that we take every time, 

and then they believe 

us and take him in and

treat him.’

‘Last time our daughter

went to hospital I came

home exhausted. So now

our doctor has contacted

the community nurse for

learning disabilities and

he has arranged a care

plan with helpers coming

in to give me a break.’

ACTION YOUR TEAM CAN TAKE

– when referring a patient ensure that you provide information about: 

- the medical history

- other conditions, like autism, that will need special understanding

- special requirements for preparation prior to admission, short waiting

times, care and support or other ways of encouraging co-operation

- consider whether the person is likely to be able to consent, and if not

then the views of the primary care team, relatives and carers should be

obtained (see section on consent)

- support and specialist services that may be able to assist.

WITH THE HELP OF SPECIALIST SERVICES

– people who require frequent admissions to general hospital may need to

have open access arrangements negotiated for them.

– seek out those specialists in general hospitals who are sympathetic or who

have a special interest in working with people with learning disabilities.

SOME EXAMPLES OF SITUATIONS THAT MIGHT ARISE

Scenario 1

A local self-advocacy group carried out a survey in your area by asking people with

learning disabilities what they thought of their health services. They wrote a report 

that said:

‘Making appointments is difficult. Staff talk too quickly on the phone and expect you

to remember everything.’

‘People said if there were more signs and pictures it would be easier to know where

to go. There is not always someone at the reception desk to help you.’

‘Just about everyone said good things about receptionists. This is very good news for

receptionists!’

‘Sometimes things were explained very clearly but at other times not at all.’

‘Sometimes health workers talk to carers and staff too much and not to people with

learning difficulties.’

How might your team respond?
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Specialist services

Assessing the need for specialist help

INFORMATION

– Specialist provision varies from place to place in the range of services available

but good practice guidance has recently been published to describe the specialist

services that are likely to be required (Signposts for Success – see the appendix).

In most areas there will be a specialist Community Team for People with Learning

Disabilities. The organisation and membership of the teams vary in different parts

of the country. A community team will usually include a learning disability nurse,

social worker (employed by the Local Authority), speech and language therapist,

occupational therapist, physiotherapist, clinical psychologist, and a consultant

psychiatrist with special experience of learning disabilities. These teams can

provide advice and support on most aspects of health and social care for people

with learning disabilities.

– Most people with learning disabilities will have a need for education and social

care services and in each area there are a range of services provided by the Local

Authority (particularly Social Services and Education) including school, further

education college, respite care, personal support, accommodation and day and

employment services. Usually a person with a learning disability has a care

manager to assess needs and to plan and co-ordinate the services required. For

those people who are no longer able to live with their families the private and

voluntary sector now offers most residential provision.

‘ Jamie has a learning

disability and was getting

into trouble mixing with

the wrong sort. I brought

him into the surgery after

he had taken ‘speed’. The

nurse rang up a social

worker right away and

now he goes to a special

youth club and has a

support worker another

e v e n i n g.’
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– The Local Authority has lead agency responsibility for planning and arranging

social care and should work in partnership with health services to support access

to mainstream and specialist health services. There should be a Community Care

Plan for each Local Authority area and this should include information on the

learning disability services.

– In addition to MENCAP there are many other national and local voluntary and

charitable organisations that support people with learning disabilities, their relatives

and carers. National organisations are listed in the CAF directory (See the appendix).

‘It’s hard ringing people

up – you feel as if you’re

b e g g i n g.’

‘They took my first baby

away from me because

they said I couldn’t look

after her. Now my health

v i s i t o r, Jan, and Sue, from

the learning disability

team, have taught me

how to do things right for

my new baby. I won’t

make the same mistakes

a g a i n.’

‘When Maurice, my

husband, died I realised

that I had to make plans

for Denise because she

needs a lot of care and

my back is bad. I went to

see my doctor and he

soon put the wheels in

motion to get me more

h e l p.’

ACTION YOUR TEAM CAN TAKE 

– the lead person for learning disability in your team could maintain up to date

information on the resources available such as the contact points for the local

learning disability community team, psychiatrists, social services, MENCAP

groups, service user groups, accommodation, support and respite services.

Invite members of the local team into your practice and ask for a link worker.

– ask people with learning disabilities and their carers about the services they

require and support them accessing these services.

– make links with the Community Health Council and enlist their support to

promote the needs of people with learning disabilities.

SOME EXAMPLES OF SITUATIONS THAT MIGHT ARISE

Scenario 1

Lewis has a severe learning disability and is autistic. He is described, by the staff who

support him, as having challenging behaviour. He is already on large doses of

psychotropic medication but the support staff are saying that unless he is given some

more medication to calm him down then he will have to leave because they cannot

cope with him any more. They say that the local learning disability team keeps

advising them to change their approach, but they do not have enough staff to follow

this advice, and in any case they do not agree with it. They think that he needs ‘firm

handling’ and needs to be sedated.

How might your team respond?
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Your primary healthcare team
How could you improve your services?

A checklist for good practice

Does your team have a good understanding of the special
needs of patients with learning disabilities?

How do you ensure that these special needs are recognised
when a patient is seen?

How do you minimise the barriers to accessing your services
and to accessing other health services?

What do you do to support families who have a child with a
learning disability?

Do you take into account the impact of major life events on
individuals and their families?

How well do you understand issues of consent?

How well do you make partnerships with the other services
available to people with learning disabilities?
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SOME EXAMPLES OF GOOD PRACTICE

Halton – a survey, audit and carer focus groups

This project was led by a general practitioner and supported by staff from the

l e a rning disabilities team, a community dentist, dietician, pharmacist, home

leaders, a social services manager and primary care facilitators. There were

initially discussions with primary health care teams and patient associations

and also carer focus groups. A survey of the health problems of the local

l e a rning disabled population was carried out and repeated after one year. 

The health care teams suggested that a register should be developed and also

wanted more training as they felt that they lacked confidence in helping people

with learning disabilities. They also thought that patient-held re c o rds would be

useful. The survey found that, for carers, two important health problems were

epilepsy and incontinence and focus groups were established on these topics.

The health professionals identified the need for regular medication re v i e w s .

T h e re was concern about the low level of health screening and regular health

checks were started by the Community Trust with the results being sent to the

primary health care team. This project was subject to clinical audit and

i m p rovements in health care were shown. It has been extended for another

y e a r. For more information contact Dr A Frith (address in the appendix). 

North Birmingham – health checks

A project grant was used to employ a facilitator to arrange the health

checks, to get support for this approach and to audit the outcome. Several

practices were involved and the use of a facilitator encouraged uptake of

health checks which were carried out by the general practitioners involved

in the project. This included a mental health screening tool, which is an

abbreviated version of the Psychiatric Assessment Schedule for Adults with

Developmental Disabilities (Mini-PAS-ADD). Many patients had health

problems that were previously undetected. Uptake of screening and routine

vaccination was poor. Follow up showed that most of these problems had

been addressed. For more information about the project contact David

Martin and for information about Mini-PAS-ADD contact Hester Adrian

Research Centre (addresses in the appendix).

Coventry – health checks

A project nurse from Coventry Healthcare NHS Trust led this prospective study

based on collaboration with seven Primary health Care Teams. The nurse

assisted each practice in identifying their patients with learning disabilities

and worked alongside the practice nurse to carry out health checks and to

highlight the specialist services available. Significant unmet health needs were

identified and a range of action was taken facilitated by the project nurse. 

For more information contact Martin Bollard (address in the appendix).

North Mersey – healthy lifestyles

In North Mersey the Primary Care Co-ordinator for people with learning

disabilities works with groups of people with learning disabilities to engage

their interest in having healthy lifestyles and in accessing health services

when they need them. This has now been extended to working with service

managers and staff groups to encourage them to facilitate healthy lifestyles

for their service users. Issues that have been addressed include the meals

available in day services, preparing and accompanying people to see their

GPs and encouraging more activity and exercise. For more information

contact Libby Kitt (address in the appendix).



30

Appendix

Publications suitable for people with learning disabilities

Band R. (1997) Getting Better – How people with learning disabilities can get the

best from their GP. Consists of a video, booklet and handouts. Available from: Pavilion

Publishing Ltd., FREEPOST (BR458) 8 St George’s Place, Brighton, East Sussex BN1 4ZZ

Band R. (1998) The Healthy Living Series – 5 booklets ‘Food’, Keep clean’, Safety in

the Home’, ‘Epilepsy’ and ‘Coming for a Drink?’ Available from: The Elfrida Society, The

Tom Blythe Centre, 34 Islington Park Street, London N1 1PX

BILD Publications (1997) Your Good Health Series – 10 booklets (If you are Ill; Looking

after your Teeth; Coping with Stress; Eating and Drinking; Breathe Easy; Alcohol and

Smoking; Exercise; Seeing and Hearing; Sex; Using Medicine Safely). Available from: BILD

Publications, Plymbridge Distributors, Plymbridge House, Estover Road, Plymouth PL6 7PZ

Department of Health (1998) The Healthy Way consists of an illustrated easy-to-read

booklet, a cassette and a poster suitable for service users and those who support them.

Available from: Department of Health, PO Box 410, Wetherby LS23 7LN

Dodd K. & Brunker J. (1998) Feeling Poorly. A large pocketed ring binder providing a

training programme and resources for people with learning disabilities and their support

workers. Available from: Pavilion Publishing Ltd., FREEPOST (BR458) 8 St George’s

Place, Brighton, East Sussex BN1 4ZZ

Health Education Authority (1995) Health Related Resources for People with

Learning Disabilities. Available from: Health Education Authority, Hamilton House,

Mabledon Place, London WC1H 9TX

Hollins S., Bernal J., Gregory M. (1996) Going to the Doctor. Books Beyond Words Series.

Available from: Royal College of Psychiatrists, 17 Belgrave Square, London SW1X 8PG

Hollins S., Avis A., Cheverton, S. (1998) Going into Hospital. Books Beyond Words Series.

Available from: Royal College of Psychiatrists, 17 Belgrave Square, London SW1X 8PG

Hollins S., Bernal J., Gregory M. (1998) Going to Outpatients. Books Beyond Words Series.

Available from: Royal College of Psychiatrists, 17 Belgrave Square, London SW1X 8PG

Paul A. Epilepsy and You. Video assisted training package. Available from: Pavilion

Publishing Ltd., FREEPOST (BR458) 8 St George’s Place, Brighton, East Sussex BN1 4ZZ

Speak up Self Advocacy (1998) How to go into Hospital. Video. Available from: Pavilion

Publishing Ltd., FREEPOST (BR458) 8 St George’s Place, Brighton, East Sussex BN1 4ZZ

Publications of interest to primary care teams

Billingham K. & Flynn M. (Eds) (1998) Developing Primary Health Care: A world of

difference. London, Royal College of General Practitioners.

Quality Health Care for People with a Learning Disability – A Manual for Primary

Care in the Royal Borough of Kingston upon Thames. Available from: Kingston and

Richmond Multifund, 21 Upper Brighton Road, Surbiton, Surrey KT6 6LH
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Band R. (1998) The NHS – Health for all? Available from: MENCAP National Centre, 

123 Golden Lane, London EC1Y 0RT

British Medical Association (1995) Assessment of Mental Capacity. Guidance for

Doctors and Lawyers. A report of the British Medical Association and The Law Society.

BMA, Tavistock Square, London WC1H 9JP

Flynn M., Kitt L., Keywood K., Martin G., Pearson M., Smithson H., Yorke R. (In press)

Advocating for health for people with learning disabilities – facts and guidance

for health professionals. London: Royal College of General Practitioners.

Hollins S. & Curran J. Understanding Depression in people with learning

disabilities. Video training resource. Available from: Pavilion Publishing Ltd., FREEPOST

(BR458) 8 St George’s Place, Brighton, East Sussex BN1 4ZZ

Howells G., Kerr M., Lervy B. (1993) Learning Disability (Mental Handicap)

Distance Learning Workbook for General Practitioners. Available from: The School

of Postgraduate Studies in Medical and Health Care, Maes-Y-Gwernen Hall, Morriston

Hospital, Swansea SA6 6NL

Kerr, M. (1998) Innovations in Health Care for People with Intellectual Disabilities.

Available from: Lisieux Hall Publications, Whittal Le Woods, Chorley, Lancs, PR6 7DX

Keywood K., Fovargue S., Flynn M. (1998) Best Practice? Health Care Decision Making

by, with and for People with Learning Disabilities. Manchester, National Development

Team. Available from: NDT, St Peter’s Court, 8 Trumpet Street, Manchester M1 5LW

O’Hara J., Sperlinger A. (Eds) (1997) Adults with Learning Disabilities - A Practical

Approach for Health Professionals. Bognor Regis: Wiley.

Pearson M., Flynn M., Russell P., Maughan J. (1998) Joined up services: Planning for

Positive Health in Transition. Manchester, National Development Team. Available

from: NDT, St Peter’s Court, 8 Trumpet Street, Manchester M1 5LW

Royal National Institute for the Blind (1998) Eye care information package. Available

from: Royal National Institute for the Blind, 224 Great Portland Street, London W1N 6AA

Disclosure of diagnosis and supporting families

Byrne E., Cunningham C., Sloper P. (1988) Families and their Children with Down’s

syndrome. London: Routledge.

Flynn M, and Flynn P. (1998) Think about having a learning disability. London: Belitha

Press. A handbook especially written for the siblings of people with a learning disability.

Leonard A. (1994) Right from the Start. Looking at diagnosis and disclosure. London:

SCOPE (Spastics Society).

Shah, R. (1998) Sharing the News: A Good Practice Guide and Training Pack for

professionals working with Asian families when they are first told about their

child’s disability. Available from: The Mental Health Foundation, 20/21 Cornwall

Terrace, London NW1 4QL

Learning disability policy and publications

Department of Health (1998) Signposts for Success in the Commissioning and

Providing of Health Services for People with Learning Disabilities. Full document

and summary available from: Department of Health, PO Box 410, Wetherby LS23 7LN



USEFUL NAMES AND
ADDRESSES

Names and addresses of primary

health care teams willing to offer

advice

Dr A Frith

Castlefields Health Centre

Chester Close

Castlefields

Runcorn

Cheshire

WA7 2HY

Dr Matt Hoghton

Phoenix NHS Trust

The Sumachs

Old Weston Road

Flax Bourton

Bristol

BS19 3RD

Dr Graham Martin

Red Roofs Surgery 

31 Coton Road

Nuneaton

Warks

CV11 5TW

Dr Peter Smith

Churchill Medical Centre

Clifton Road

Kingston-upon-Thames

Surrey

KT2 6PG

Dr Mary Wells

Streetly Road Surgery

160 Streetly Road 

Erdington

Birmingham

B23 7BD

Useful addresses of organisations

and services willing to offer advice:

Martin Bollard

Project Nurse

River House

Gulson Hospital

Gulson Road

Coventry

CV1 2HR

British Institute of Learning Disabilities

Wolverhampton Road

Kidderminster

Worcs

DY10 3PP

Sue Denny

Healthcare Co-ordinator

Community Team for Learning Disabilities

Finchley Memorial Hospital

Granville Road

Finchley

London

N12 

Karen Dodd and Karen Morgan

Surrey Oaklands NHS Trust

St Ebba’s 

Hook Road

Epsom

Surrey

KT19 8QJ

Elfrida Society

34 Islington Park Street

London

N1 1PX

Jean Fairhurst

Learning Disability Team

PO Box 140

Thurrock Council Civic Offices

New Road

Grays

Thurrock

Essex

RM17 6TJ

Simon Goldsmith 

Clinical Audit Office

Courtfield House

St Charles Hospital

Exmoor Street

London

W10

Hester Adrian Research Centre 

University of Manchester

Oxford Road

Manchester

M13 9PL
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Dr Mike Kerr

Welsh Centre for Learning Disabilities

Meridian Court

North Road

Cardiff 

CF4 3BL

Libby Kitt

Olive Mount Hospital

Old Mill Lane

Liverpool

L15 8LW

Dr Margaret Flynn

National Development Team 

St Peter’s Court

8 Trumpet St

Manchester 

M1 5LW

Health screening

Lesley le Pine

General Manager for Clinical Govern a n c e

Headquarters, Frenchay Health Care Tr u s t

Beckspool Road

Frenchay 

Bristol

BS16 1ND

David Martin

Regional Clinical Audit Co-ordinator

Brian Oliver Medical Centre 

Brooklands

Coleshill Road

Marston Green

Birmingham

B37 7HL

Men’s health issues

Paul Hancock

Clinical nurse specialist

Trecare NHS Trust

57 Pydar Street

Truro

Cornwall

TR1 2SS

Women’s health issues

Dr Jackie Rodgers

Norah Fry Research Centre

3 Priory Road

Bristol

BS8 1TX

Health of ethnic minority groups

Tracy Shervington

South Birmingham Community Health

NHS Trust

Park View

Moseley Hall Hospital

Alcester Road

Moseley

Birmingham

B13 8JL

Names and addresses of support

organisations

British Epilepsy Association

Anstey House 

40 Hanover Square

Leeds 

LS3 1BE

Circles Network

Pamwell House

160 Pennywell Road

Upper Easton

Bristol

BS5 0TX

Contact a Family

170 Tottenham Court Road

London

W1P 0HA

Down’s Syndrome Association

155 Mitcham Road 

London

SW17 9PG

Fragile X Society

53 Winchelsea Lane

Hastings

East Sussex

TN35 4LG
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In Touch Trust

10 Norman Road

Sale

Cheshire

M33 3DF

Mencap National Centre

123 Golden Lane

London 

EC1Y 0RT

National Autistic Society

393 City Road

London

EC1V 1NE

Royal National Institute for the Blind

224 Great Portland Street

London

W1N 6AA

Royal National Institute for the Deaf

105 Gower Street

London 

WC1E 6AH

SCOPE

12 Park Crescent 

London 

W1N 4EQ

Shared Care Network

3 Priory Road

Bristol

BS8 1TX
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