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Ensuring safer practice for adults with learning
disabilities who have dysphagia



Ditficulty in swallowing (‘dysphagia’)
S a serious problem for some adults
with learning disabilities and, in
serious instances, has led to death.

Improving the safety of clients with
dysphagia is essential, and
introducing individual patient
management guidelines can reduce
the risks associated with this
potentially life-threatening condition.
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Introduction

By putting into action some of the best practice activities outlined in this
document, the safety of adults with learning disabilities who have dysphagia
can be improved, reducing the risks associated with this potentially
life-threatening condition.

This document outlines the issues facing adults with learning disabilities
who have dysphagia and introduces support materials that can provide
practical help for these people. The tools can be adapted for local use and
for any adult who has dysphagia.

Background

Dysphagia refers to difficulty in eating, drinking or swallowing. It can lead
to malnutrition, dehydration, reduced quality of life and choking. Asphyxia
and respiratory-related mortality are known to be disproportionately high in
people with learning disabilities.

Dysphagia can occur as a result of either a single medical problem, e.g.
stroke, progressive neurological condition, or as a result of:

e oropharyngeal structural problems;

® motor processing difficulties;

e central nervous system disorders;

e pharyngo-oesophageal problems;

e poor oral health;

e the psychological effects of institutionalisation;
e mental health problems;

e the effects of medication.

Some signs and symptoms of swallowing difficulties or dysphagia include
the inability to recognise food, difficulty placing food in the mouth, inability
to control food or saliva in the mouth, difficulty initiating a swallow,
coughing, choking, frequent chest infections, unexplained weight loss,
gurgly or wet voice after swallowing, regurgitation, and client complaint of
swallowing difficulty.

Since the publication of the National Patient Safety Agency (NPSA) report,
Understanding the patient safety issues for people with learning disabilities
in 2004, the NPSA has received 605 reports of choking-related incidents
involving adults with learning disabilities between 30 April 2004 and 30
April 2007. The majority of these incidents (58 per cent) took place at meal
times. Incidents occurring in residential care homes accounted for 41 per
cent of incidents and 58 per cent took place within inpatient and
assessment services. The remaining one per cent occurred in public places.



Best practice

This document aims to share resources and examples of best practice,
currently used by some healthcare staff at local level, that might be
useful nationally.

It is best practice that a local policy on dysphagia care for adults with
learning disabilities is in place. This policy ensures that all adults with
dysphagia have an individual management plan that is regularly monitored
and updated. It will also ensure that all adults with dysphagia are assessed so
as to accurately determine the level of dysphagia they have and the
associated risks. Ideally this assessment should be carried out by specialist
practitioners, often speech and language therapists and those trained to
recognise the varying symptoms of dysphagia in adult clients with
communication diffficulties. The assessment is then shared with the clients
and their carers and families.

The safety of adults with learning disabilities who have dysphagia can be
improved when accessible information on dysphagia management is made
available for people with learning disabilities and their carers and families,
including advice on the preparation of suitable food and fluids.

To help continuously improve safety in the future, systems should be put in
place for the accurate reporting of patient safety incidents involving all
patients with dysphagia.

Carers and staff working with clients with dysphagia need to be aware that
a change in a client’s medication could produce side effects that may
worsen their condition. Any such change should ideally be first checked
with a GP, pharmacist or medication information centre. In addition, local
liaison and care transfer protocols should be in place between the hospital
and community services.

To improve safety for people with learning disabilities who have dysphagia,
NHS organisations and carers who provide a service for such clients should
consider the benefits of having a lead clinician with overall responsibility for
dysphagia services. This lead could be part of the role of a speech and
language therapist.

Where possible, care from trained carers/practitioners should be available
for adults with learning disabilities who have dysphagia and all staff and
carers in direct contact with clients with dysphagia should have knowledge
of dealing with choking incidents.



Supporting documentation
and resources

The NPSA has produced a series of materials, many of which are
already being successfully used within the NHS, to support safer
practice for people with dysphagia. This NPSA resource set provides
healthcare professionals with a series of documents and supporting
materials, that can be adapted for local use, and may help them to
implement the suggestions for best practice outlined above.

The resources are:

risk assessment and guide to levels of risk;

dysphagia risk assessment form;

dysphagia report;

eating, drinking and swallowing care plan;

mealtime information forms;

learning disabilities/dysphagia protocol for general practitioners;
consent form for assessment of eating and drinking or swallowing problems.



Risk assessment and guide to levels of risk
The risk assessment and guide to levels of risk aim to:

increase awareness of the risks of dysphagia;
provide a framework for identifying and managing these risks;
provide guidance on the severity of particular intrinsic and extrinsic risks;

enable decisions to be taken that are likely to lead to safer eating
and drinking practice;

ensure that regular reviews of the client with dysphagia are
carried out.
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Guide to levels of risk of negative health consequences from dysphagla

This document is available for download in MSWord format and for

a

daptation for local use from www.npsa.nhs.uk/resources/dysphagia

Dysphagia risk assessment form

The NPSA has produced an assessment form that allows for the assessment

a

nd review of the client with dysphagia.

This document is available for download in
i e ST AP MSWord format and for adaptation for
local use from
www.npsa.nhs.uk/resources/dysphagia




Dysphagia report
This form can be completed for each dysphagia client, and includes such
details as patient’s background, relevant medical history, food and drink
assistance requirements and behavioural patterns.

- This document is available for download in

ationalFatient Safety Agency MSWord format and for adaptation for local use

Dysphagia repont .
from www.npsa.nhs.uk/resources/dysphagia

Eating, drinking and swallowing care plan

This form can be used in addition to the dysphagia report. It looks at clients’
positioning, methods of feeding and communicating, and equipment use, as
well as the individual’s food and drink requirements (flavours, temperatures

and textures). The form is available as a general care plan or for specific high

risk areas of care.
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These documents are available for download in MSWord format and
for adaptation for local use from www.npsa.nhs.uk/resources/dysphagia



Mealtime information forms

The interim mealtime information sheet outlines the recommendations

for individual client requirements at mealtimes, and should be completed by a
specialist practitioner or speech and language therapist who has undertaken the
assessment. The mealtime information form is a simplified version, which presents
the speech therapist’s findings in simple, easy-to-follow steps. A version of the
mealtime information form with client contact details and photograph is also
available, allowing staff and carers the opportunity to familiarise themselves with
each client’s appearance, needs and requirements. This may be laminated for use
as a placemat. The NPSA has also produced an example of a completed mealtime
information form based on the needs of a typical adult with learning disabilities
who has dysphagia.
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These documents are available for download in MSWord format and
for adaptation for local use from www.npsa.nhs.uk/resources/dysphagia



Learning disabilities/dysphagia protocol for general practitioners

This provides guidance and considerations, complete with a step-by-step
flowchart and further reading recommendations, for the care of patients
presenting with dysphagia.

. This document is available for download in
renatntsatty fomey MSWord format and for adaptation for local use
from www.npsa.nhs.uk/resources/dysphagia

Consent form for assessment of eating and drinking
or swallowing problems

This is a user-friendly document for the adult client with learning disabilities
and the healthcare professional undertaking an assessment of eating and
drinking or swallowing problems to work through. It provides a record

of consent.

This document is available for download in
CONSENT FORM FOR ASSESSMENT OF EATING, DRINKING .
OR SHALLOWNG PRoSLEMS MSWord format and for adaptation for local use from
e www.npsa.nhs.uk/resources/dysphagia
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