
How can we ensure that the health needs of
people with learning disabilities are identified
and met?

SSeerrvviicceess hhaavvee nnoott bbeeeenn ggoooodd aatt rreessppoonnddiinngg ttoo tthhee hheeaalltthh
nneeeeddss ooff iinnddiivviidduuaallss wwiitthh lleeaarrnniinngg ddiissaabbiilliittiieess,, eevveenn wwhheenn
ppeeooppllee hhaavvee bbeeeenn rreessiiddeenntt iinn NNHHSS ffaacciilliittiieess.. TThhiiss bbrriieeffiinngg
ssuummmmaarriisseess tthhee hheeaalltthh nneeeeddss ooff ppeeooppllee wwiitthh lleeaarrnniinngg
ddiissaabbiilliittiieess aanndd wwhhaatt ccaann bbee ddoonnee bbyy tthhoossee pprroovviiddiinngg ccaarree ttoo
hheellpp cclloossee tthhee hheeaalltthh ggaapp..

Being healthy is a basic human right.  Despite impressive health
improvements in the UK over the last 50 years, some parts of the
community are more at risk of ill health than others.  The government has
declared that such health inequalities are unacceptable.  Narrowing the
health gap between disadvantaged groups and the rest of the population,
and improving health overall, are top policy priorities (http://www.
dh.gov.uk/PolicyAndGuidance/HealthAndSocialCareTopics/HealthInequalit
ies/fs/en). People with learning disabilities are one group where achieving
good health is more difficult than for the general population. Many people
with a learning disability have complicated health needs and receive a
similarly complex array of health care provision. Inequalities in their
health care have been highlighted across provision but those in primary
care have most recently, and most graphically, been described in the
Disability Rights Commission (2006) report Equal treatment: Closing the
Gap. 

People with learning disabilities have a mixture of general and
special health needs

People with learning disabilities have similar general health needs to
other people. These include (a) the treatment of acute and chronic
illnesses, (b) health promotion and (c) appropriate referral to hospital or
other specialists and high quality follow-up treatment. These are basic
primary or secondary care requirements, which are unfortunately not
adequately achieved. 

People with learning disabilities also have particular or special health
needs. These can be roughly divided into conditions occurring much more
often than in the general population, ccoommmmoonn sseerriioouuss hheeaalltthh pprroobblleemmss,
and conditions which can be predicted from the condition which may give
rise to the person’s learning disability, ssyynnddrroommee aassssoocciiaatteedd nneeeeddss.

Key components which all can focus on are:

• Assessment of the initial complaint. What is the real concern?

• Recognition of co morbidity. What other problems are there? (Examples
might be feeding difficulties, behavioural issues or epilepsy.)

• Health promotion. Is the individual up to date and receiving what would
be usual given the person’s age and gender

Delivering health assessment

Trying to coordinate and deliver suitably detailed assessment in normal
consultations has proven very difficult. Changes are required in how
consultations are organized and in the clinical competence demonstrated
by the primary care team.

• Practice register 

A key component of practice organisation has always been practice based
registers. These, initially produced for conditions such as diabetes, allow
recognition, recall and coordination of care. Establishing a practice register
means that practices identify individuals with learning disabilities within
their lists.

• Ensuring access

Negotiating the health care system poses considerable challenges to us all
and these may be greater for people with learning disabilities. Changes may
be necessary to appointment systems allowing greater and easier access to
phone booking, longer consultations and a disability-friendly approach.

• Health checks

Annual, pro-active health checking, following a defined format such as the
Welsh Health Check and backed by targeted educational support, has been
shown to improve the identification of health needs. 

• Achieving a successful consultation

The quality of the consultation is crucial. Health care professionals are
needed who are appropriately trained or supported to be knowledgeable
about disability-related health and how to conduct a consultation with
people with limited communication. Patients themselves need to gain
experience about how to discuss their needs in ways which others can
understand. Staff and carers have to develop skills in supporting patients
to communicate their needs and contributing relevant observations. All
concerned can benefit from good liaison with specialist community
learning disability services.

• Recall 

Recall is a crucial tool to deliver health gain. Recall systems can be
instigated to alert for health promotion issues, medication monitoring or
disease monitoring. Recall can be efficiently organised through a “one stop
shop” annual health check, that would cover physical examination, specific
morbidity relevant to people with learning disabilities, such as epilepsy or
behaviour disturbance, medication review and health promotion.

Responsive secondary care

Due to the high frequency of health problems, people with learning
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r i p fadisabilities often need to attend specialist out-patient clinics or be
admitted as in-patients. Concerns have been raised over these contacts.
Barriers to good care in specialist out-patients are much the same as in
primary care and so are the solutions. Support staff or carers will
frequently need to liase closely with the hospital. Community learning
disability teams can be an important mediating link. In-patient hospital
treatment magnifies issues. It is important to ensure people familiar with
individuals are present and that individuals have support at such difficult
times.

Government direction

In England, Valuing People: a New Strategy for Learning Disabilities for the
21st Century (DH 2001) identifies improving health for people with learning
disabilities as a key outcome. In line with the above, it suggests changes are
needed within primary care, including establishing a practice register, a
recall system and improved communication with other services. The Welsh
Assembly Government has introduced annual health checks for adults with
learning disabilities as a directed enhanced GP service. Such actions should
begin to reduce the health inequalities currently experienced.

Written for researchin practicefor adults by Mike Kerr and David Felce,
Welsh Centre for Learning Disabilities, Cardiff University
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Common serious health conditions

These conditions are not unique to people with learning disabilities but
their high frequency means that they are an important part of any health
assessment in this population. There are many such conditions but, as
examples of those which impact on health, (1) obesity or being
underweight, (2) epilepsy, (3) sensory deficit and (4) behavioural and
psychological disturbance are particularly important.

• Obesity or being underweight

Obesity is associated with a range of health problems including heart
disease, some forms of cancer, hypertension, diabetes and respiratory
problems. People with learning disabilities may have more difficulties with
maintaining a healthy weight due to additional problems such as physical
handicaps, the side effects of medication, dependence on others to
monitor diet and reduced access to information on a healthy lifestyle. Only
a minority of people with a learning disability eat a healthy, balanced diet
and adults with learning disabilities are much more likely to lead
extremely sedentary lifestyles compared to the general population.
Women with learning disabilities are more often found to be obese than
women in the UK population generally. The proportion of men with
learning disabilities found to be obese is lower than the proportion for
women and generally similar to all men in the UK population. Apart from
gender, obesity has been associated with having Down’s syndrome and
with the greater autonomy or independence in the community that comes
with less severe learning disability. Being significantly underweight is
associated with more severe and multiple disabilities. Individuals with
severely low weight frequently require nutritional support.

• Epilepsy

Epilepsy is the most common serious neurological condition among people
with learning disabilities and occurs in 20-30% compared with fewer than
1% of the general population. It can have a pervasive impact on people’s
lives; it is often more severe and total remission from seizures is less likely.
The presence of epilepsy is associated with a reduced lifespan and
increased risk of fractures and hospital attendance. It may affect an
individual’s ability to participate in community activities.

• Sensory impairments: vision and hearing

Sensory impairment is common among people with learning disabilities.
One study showed that 12% of the mildly disabled, more than 40% of the
severely disabled and 100% of the profoundly disabled had poor visual
acuity. A study of individuals in the community identified hearing loss
among 25-42%.

• Behavioural and psychiatric problems

People with learning disabilities are thought to be more likely to
experience mental health problems than the general population. Diagnosis
is complicated by communication difficulties. Identifying psychiatric
disorder among people with limited communication can rely more on
recognising behavioural change rather than the expression of moods and
feelings, as would be the case ordinarily. The distribution of psychiatric
disorders is also different to that found in the general population with

lower rates of substance abuse, affective disorders and neurotic disorders
but higher rates of psychosis, dementia and autism. Higher levels of
dementia, generalised anxiety disorder and depression are found in older
populations. Some common mental health problems in the general
population, such as depression, may be under-recognised among people
with learning disabilities as symptoms of lethargy and withdrawal may be
misconstrued as arising from intellectual impairment.

In many situations it is in fact difficulties with behaviour not related to
mental illness that bring individuals to the attention of services. Such
challenging behaviour exists in about 17% of the population. Challenging
behaviour is the most common reason for the prescription of antipsychotic
medication to people with learning disabilities, despite there being little
evidence of treatment effectiveness. The high rate of prescription of
antipsychotic medication compared to the much lower rate of diagnosis of
psychosis has led to concern that people are being unnecessarily exposed
to unpleasant and potentially harmful side-effects from medication.

Syndrome associated needs

There are many syndromes that are associated with learning disability.
Their identification can help support individuals and families (see for
example http://www.cafamily.org.uk) and predict future needs. Certain
syndromes are particularly associated with an increased risk of certain
illnesses. For example, Down’s syndrome is associated with increased risks
of cardiovascular disease, respiratory disease, eye disorders, Alzheimer’s
disease, leukaemia and hypothyroidism. Major disorders in the control of
appetite have been recognized in Prader Willi syndrome with an
associated risk of obesity related health concerns. People with Noonan
syndrome have a susceptibility to heart defects and sensory impairments.
Knowledge of such characteristic ill health can trigger appropriate long
term monitoring and action to prevent illness. Examples include regular
blood tests to screen for thyroid dysfunction in adults with Down’s
syndrome or regular assessment of girls with Rett syndrome in specialist
scoliosis clinics.

Evidence that health needs are not being met

People with learning disabilities have repeatedly been found to have
untreated medical conditions which one would expect to have been
identified and resolved among other members of the community.
Untreated conditions can be relatively minor, like rashes or wax in the ear,
but there is evidence that more serious concerns such as breast lumps or
diabetes can also go undetected. People with a vulnerability to particular
problems, such as hypothyroidism among people with Down’s syndrome,
do not always receive the preventative care required. In addition, people
with learning disabilities as a whole are less likely to receive the health
promotion measures available to the general population. These can be
simple, such as blood pressure monitoring, or more complicated, such as
breast or cervical screening.

Identifying illness among a substantial proportion of people with
learning disabilities is complicated by their own limitations in
understanding and communication. They are essentially reliant on their
family or carers to identify and communicate their health needs. Studies

have found that health problems can be overlooked because carers believe
the person to be in good health. One study found that 65% of patients and
24% of carers reported no symptoms, when independent examination
revealed an average of 5.4 medical problems per individual.

Why are health needs not being met?

Several barriers to appropriately adequate care have been reported.
Recognition of these may well be a first step to improve the situation.

• Mobility. One study reported that the offices of 12% of the 614 doctors
sampled were inaccessible to their patients with mobility problems.

• Sensory impairment. Sensory impairment affects comprehension and
communication. Collective difficulties may reduce the ability of patients to
attend appointments alone and increase their distress during
consultations and physical examinations.

• Limited communication. The assumption that people are well unless
they report symptoms cannot be relied upon. Investigation needs to be
pro-active and take account of a variety of sources of information. Longer
consultation time is required.

• Limited ability to follow instructions and/or behaviour problems.
Special arrangements may be required to conduct examinations or give
treatment. For example, one fifth of patients with learning disabilities in
one study could only be examined or treated after supportive measures
had been undertaken, such as pre-medication or pre-visits for
desensitisation. Only 1 in 5 general practitioners report feeling well
prepared to manage a situation in which a patient with learning
disabilities refuses to cooperate with an examination or treatment.
Gaining co-operation throughout lengthy investigations - such as an MRI
scan or mammogram - can be a major difficulty and require considerable
patience, skill and determination. Such difficulties may lead to delayed or
under-investigation.

• Knowledge, attitudes and access to specialist services. A frequent
complaint of carers, the need for improved knowledge is recognised by
general practitioners themselves. In one study, they listed a lack of
knowledge of conditions and associated illnesses as among the top five
barriers to care. The perceived attitude that health workers do not value
people with a learning disability and, therefore, do not offer optimal care
has the potential to lead to unnecessary confrontation or lack of
expectation from carers; something that can only compound problems.

Making it more likely that health needs are met

The variety and complexity of health needs among this population and the
range of barriers to high quality of care mean that there is not a single
solution. Eliminating health inequalities in primary care is vitally
important as general practice is the gatekeeper to other care and most
people’s first port of call if unwell. The first area to approach is the
assessment of health complaints. In people with a learning disability this
assessment may often include carers as well as the individuals themselves.
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