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Swallowing problems and dementia in acute hospital settings:

practical guidance for the management of dysphagia

HA Smith, J Kindell, RC Baldwin, D Waterman and AJ Makin

ABSTRACT - There is little evidence to support tube feeding
in advanced dementia although it is still frequently used in
acute hospital settings. Patients present with complex
problems and are often unable to make decisions about
their healthcare needs. Multidisciplinary teams may be chal-
lenged by the difficult ethical decisions they are required to
make in the best interests of their patients. This paper
guides decision making in the management of patients with
dementia and dysphagia in the acute hospital setting. A
structured approach to information gathering, assessment
and management is outlined with practical application of
recent published guidelines and research evidence, which
ensures appropriate individualised care.
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Introduction

Growing numbers of patients with dementia and dysphagia are
being admitted to acute medical wards with complex problems
including reversible or transient medical conditions, acute
stroke or other neurological aetiologies. Some patients may be
approaching the end of their disease process and may present a
diagnostic challenge.

Current practice in the area of dysphagia and dementia is
variable, with the use of artificial feeding, nasogastric (NG)
tubes, percutaneous endoscopic gastrostomy (PEG) or radiolog-
ically inserted gastrostomy (RIG) frequently being used without
adequate consideration of the suitability of such procedures.
Clinicians should be aware that there is little evidence to support
tube feeding in advanced dementia. The National Institute for
Health and Clinical Excellence (NICE) guideline on dementia
advises that tube feeding should only be considered where dys-
phagia is a transient phenomenon and that artificial feeding
should not generally be used in people with severe dementia.!
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Other recent publications help guide the decision-making

process.>?

Dementia and dysphagia in acute hospital care

Swallowing problems may be caused by dementia or by other
factors. Physical illness or metabolic upset may lead to acute con-
fusional state in cognitively intact older people and those with
dementia.* Symptoms usually resolve once the acute illness has
been treated. Acute confusion can impact on feeding and
swallowing due to the decrease in functional skills and conscious
level. It is well recognised that a decrease in swallowing efficiency
and reserve in older people can result in dysphagia when acute
physical illness is present.’ Certain medications have a detrimental
effect on swallowing. Antipsychotics may cause Parkinsonism and
dystonia.® Antidepressants and benzodiazepines may cause
drowsiness while other medications may lead to a dry mouth.

It is important to recognise and treat depression in dementia
as significant improvement in mood and function is possible.
Depression may lead to a range of problems including lack of
appetite, reduced motivation to eat or feed oneself, abnormal
ideation about food, for example that it is poison, or anxiety
about eating and swallowing. In severe depression the person
may have stopped eating altogether making an assessment of
swallowing impossible. Neurological disorders should not be
overlooked. This may be part of the process of dementia or
evidence of newly acquired symptoms, such as acute stroke.

Information gathering

It is vital that a detailed history of the presenting problem and
how it is managed is obtained to ensure that the most appro-
priate course of action is taken. Information may come from
family members, professional caregivers from residential or
nursing homes, ward or community mental health teams.
Table 1 summarises questions designed to aid this process.

Assessment of swallowing

Models of dysphagia assessment and management are often
derived from the stroke population including bedside assessment
of swallow efficiency with a variety of quantities and consisten-
cies of food and fluid. Judgements are made as to the presence
or absence of dysphagia, together with a subjective assessment of
the presence or absence of laryngeal penetration/aspiration.
More objective assessments such as videofluoroscopy may be
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Table 1. Key questions to ask as part of dementia and dysphagia information gathering.

Key questions

Considerations and possible solutions

Why has hospital admission occurred?

Is this an acute problem?

Is this a chronic problem?

What has been the person’s level of functioning over past
few days, weeks, months?

What do caregivers perceive as the problem with eating
and drinking?

Can the person consent to assessment and intervention?

Is the person dying?

What food and drink textures did the patient have at home?

Are there any patterns to their skills and difficulties?

Does the caregiver manage these problems?

How does behaviour impact on the problem?

Is the patient able to describe their difficulties?

Could swallowing difficulty be due to effects of medication?

Has the patient an advanced decision (AD) or previously
held view relevant to this issue?
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May determine whether physical illness or acute confusional state.
Improvement may be possible

Has person had a stroke? If dysphagia is severe and aspiration
suspected, it may be appropriate to place them nil by mouth
until some improvement or decision regarding alternative means
of nutrition has been made. Are they currently too drowsy for
assessment?

Patients with chronic dysphagia presenting with suspected
aspiration pneumonia may benefit from nil by mouth while
undergoing antibiotic treatment. Such use of nil by mouth
should have a clear goal and not defer the decision-making
process

This may clarify the reason for new dysphagia, whether disabilities
are part of advanced dementia and part of expected deterioration
in swallowing or due to depression, acute physical illness, effects
of medication and so on

Poor swallowing or poor appetite, behavioural? May not be obvious
without assessment

Consider person’s recognition and insight into the problem,
cooperation with an assessment and their ability to reflect on
possible options. Guidance from the Mental Capacity Act 2005
is vital

If a decision has been made that the person is dying, swallowing
assessment usually not appropriate unless consequent
advice contributes to their comfort. Care of such individuals
may be more appropriately managed on an integrated care
pathway such as the Liverpool Care Pathway for the
Dying Patient

Some people with longstanding problems may already be
appropriately managed on a diet of modified texture food and
thickened fluids thus assessment with normal consistency diet
and fluids is not necessary

Some caregivers report definite likes and dislikes which impact on
swallowing, such as taste and temperature, or that a certain
caregiver is more successful with feeding

Caregivers often develop their own strategies which can be passed
on to an acute care team. Discussions with caregivers may help
determine degree of concern and thoughts on future
management

The effects on mealtimes of hallucinations, delusions, agitation and
distress should be determined and attempts made to understand
and respond appropriately

May be able to describe immediate difficulties but not recall later.
May describe pain verbally or nonverbally, attributable to ulcers,
candida, other infection and so on

Some medications can cause dysphagia, for example antipsychotics,
and other sedative drugs may cause drowsiness

Some patients hold an AD which outlines their wishes with respect
to their care in the advanced stage of dementia. This may define
the interventions they wish to have or to avoid. For others a
formal document may not be present but relatives may report a
clearly held view in the past which may influence decision
making. Some patients will have appointed a lasting power of
attorney to aid this process
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considered in order to fully assess the swallow as well as to test
compensatory strategies.” Where problems of understanding
and cooperation exist a more functional approach is required,
such as observation of the patient while drinking or eating.®
Results of the assessment and information gathered from
caregivers should be discussed within the team to ascertain if
the difficulties presented are due solely to the dementia and are
therefore an expected part of the disease at that stage. A
dementia rating scale may aid this process.” Those treatable and
reversible causes outlined above should be clearly assessed and
effectively managed and treated. If the medical team feel further
specialist dementia assessment is required then a referral
should be made to the older people’s mental health services.

Management issues
Mild to moderate swallowing problems

If the problems with swallowing are assessed to be of a mild to
moderate nature then a variety of compensatory strategies
should be explored using a problem-solving approach.
Difficulties may be managed by changing dietary texture, for
example using thickened fluids, softer and eventually pureed
foods alongside ensuring an upright posture, if possible, for
eating and drinking. Smaller more frequent portions may be
necessary together with favourite foods and nutritional supple-
ments. The care plan should be realistic and achievable in the
individual’s care setting and should be clearly communicated to
all involved. Training may be required on appropriate feeding
techniques, for example appropriate pace, communication,
verbal and nonverbal cues and so on. Good mouth care is vital
in those at risk of aspiration to reduce oral bacteria and for those
in whom food residue is present after a meal.'®

Severe swallowing problems

If swallowing problems are severe, other available options
should be considered. These are:

e to continue with careful oral feeding
e artificial hydration (temporary)

e NG feeding ( temporary)

e PEG or RIG

e to stop feeding.

Recent publications guide decision making in this area following
concern as to whether tube feeding in advanced dementia is
appropriate.l? A range of factors are cited, for example:

o tube feeding does not prevent aspiration!!

o those with tubes do not survive any longer or may have a
shorter survival!>!3

o the procedure is not without risk and there appears to be a
worse prognosis in dementia.

It is of note that the literature generally refers to dysphagia
occurring in advanced dementia. Little research exists for those
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individuals who experience significant dysphagia in the milder
stages of dementia and for whom option analysis and prognosis
may be different.

An approach which considers the individual and not solely
the diagnosis is needed. This involves reflection on ethical, legal
and cultural issues with respect to the individual concerned.
The team should establish whether the person has capacity to
consent, has made an advance decision outlining their wishes,
or has appointed someone to make healthcare decisions on
their behalf should they lose capacity (lasting power of
attorney). If the person is not able to make a decision about
tube feeding then the doctor should act in their best interests
with the benefit of assessment findings and evidence. Best prac-
tice dictates that families should be consulted in this process
even if no formal legal arrangements have been made as this
provides valuable insight into the patient’s previous wishes.!*
Doctors may ask colleagues from older people’s mental health,
medicine for the elderly or palliative care for a second
opinion.'> Benefits, risks and burdens for each individual
should be evaluated with respect to oral and non-oral feeding
and each option appraised. Consideration should be given to
the patient’s prognosis and the specific goals of care.!®

It is important that the various roles and responsibilities of all
concerned are clear and that once a decision has been made
relevant disciplines involved in the care of the patient are not
‘out of the loop’. All concerned should agree on and understand
the care plan. A date should be set to review the decisions made
and whether this course of action remains appropriate. It is well
recognised that not all patients will necessarily fit into clear
models of care as outlined in Fig 1. However, at all times multi-
disciplinary team working is the key to effective communication
and management. Any local guidelines for assessment and
management should be part of this process.

Palliative approaches

Approaches used in palliative care are increasingly applied to
patients with dementia.!” Palliative care is delivered by all
health and social care professionals with support from
specialist palliative care services. Good communication
between the family and healthcare team is vital as the process
is designed to support carers through difficult circumstances
and into bereavement. The NICE dementia guideline advo-
cates ‘a palliative care approach from diagnosis until death to
support the quality of life of people with dementia and to
enable them to die with dignity and in the place of their
choosing’! This approach considers physical, psychological,
social and spiritual needs and ensures that people with
dementia have the same access to palliative care services as
others. An admission to acute care may provide a valuable
opportunity for future care planning for people with
dementia and dysphagia (Fig 1).

The dementia guideline advises encouraging people with
dementia to eat and drink by mouth for as long as possible.
Palliative interventions include good feeding techniques where
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Fig 1. Dementia and dysphagia in

A Al N Is there a potentially reversible or transient cause of
acute hospital care decision-making. dysphagia eg infection, vascular event, acute illness,
IMCA = independent mental capacity depression and psychoses, effects of medication?

advocate; LPA = lasting power of attorney;
NG = nasogastric; PEG = percutaneous
endoscopic gastrostomy. | Yes

No
Treat and wait
for improvement
1 No improvement
l Improved | L 1 |

(o — . L — ] Full multidisciplinary team assessment including

Discharge swallowing assessment to clarity clinical situation and
prognosis
Plan for the Discussion includes:
future 3 2 ¥
« patient's capacity and wishes

+ advanced decision/previous wishes
« LPA/need for IMCA
» family /carer view

Appraise options available and consider goal of care

!

Can dysphagia be managed
by simple strategies without

the need for consideration of
alternative feeding?

No
Not appropriate for tube feeding [ Appropriate for tube feeding
NGPEG |
e L I

Careful hand _.J End-of- Manage according to local guidelines. Ensure systems for review are

1eeding = | lite care in place, plan for the future
food is offered but not forced. If the patient is dying then food 2 National Institute for Health and Clinical Excellence. Nutrition support
and drink may not be wanted or needed. Constant and dis- in adults: Oral nutrition support, enteral tube feeding and parenteral

nutrition. London: NICE, 2006.
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Practice. Norwich: Stationery Office, 2007.

tressing attempts to encourage eating and drinking should be
reviewed and if necessary discontinued. Mouth care, ice chips

and artificial saliva products may be used to promote oral com- 4 Young J, Inouye SK. Delirium in older people. BMJ 2007;334:8426.
fort. Pain and symptom control are essential as these are often 5 Bucholz DW, Bosma JE, Donner MW. Adaptation, compensation and
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1985;10:235-9.
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pathway, such as the Liverpool Care Pathway for the Dying
Patient, should be considered.'®
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