Care of a PERSON with Dementia (Chapter 2)

The common changes in behaviour.

Caregivers’ stories are used to illustrate the difficulties perceived from the person with dementia
and the caregivers that require our recognition and response to the hidden meaning of the
distressed behaviour.
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Common changes in behaviour
As dementia progresses, symptoms come and go. Studies have shown that six areas present the
greatest challenge for caregivers. These are aggression, agitation or anxiety, apathy or depression,
hallucination and delusions, sleep disturbance, and wandering. Behavioural disturbances of a
person with dementia and their management induce stress and burden in family caregivers. This
is one of the key reasons for family members to send the person to institutional care. Yet
dementia affects the individuals with the condition, who gradually lose their physical and
functional abilities. Hence, relatives and other supporters have to cope with seeing a family
member or friend becoming ill and decline, while being required to respond to their needs, such
as increasing dependency, other than changes in behaviour.
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However, as with most people, those living with dementia do want to remain independent and
in control of how and where they live, with the assistance from others. The need of care for
people with dementia traverses from community, to residential and hospital settings.
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Recognize and respond to the signs of distress resulting from confusion experienced by the
person

The chief cause of behavioural symptoms is the progressive deterioration of brain cells. The
exhibited behaviour is more of a reduced ability to adjust to the change of environment and cope
with stressors. Behaviours exhibited by the person with dementia, whether one describes it as
troublesome, disruptive, or challenging, will require caregivers to consider their purpose or
meaning to the persons who display them. All these descriptions of the behaviour reflect the
caregiver’s view more than the cognitively impaired person’s perspective in a situation.
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People with dementia are trying to make sense of an increasingly strange world. Stress that they
were previously able to cope with would easily develop into distress. Staff or caregivers often find
it difficult to respond to distressed behaviour. Yet it is important to take the viewpoint that all
behaviour has an underlying meaning. It is our responsibility to find out what the reason is behind
the person’s behaviour. We therefore must try to put ourselves as much as possible in their shoes
and the world of the person with dementia. Trying to control the person will not make the
problems go away.
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The risks of admission to an institution

Admission to an unfamiliar place such as a hospital or residential home can be detrimental to the
person with dementia. We need to be aware that medication, environmental influences, and
some medical conditions can also cause symptoms, and even worsen or prolong them.
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Patients or residents with dementia often have a number of risk factors. These include high risk
of falls, absconding, and aggression. Such behaviour could create considerable misunderstanding,
frustration for the extra time required to attend to it, and tension between the person and the
care workers. In order to contain these risks, nurses and doctors may instigate control measures,
which might include restraining or unnecessarily prescribing sedatives to the person.

7% HIPREBHEN A LBl R - BmEEE el E - AEESEE - Bk - A%
f o MFIAITT Ry s EEaR AR - PRRL - FEEEERSMVIF R A IRREAMAMT - JRg s [ B R
B ISR o Ry TGS LR o LRI A n R PR ARSI - H PR AR
Vyem e A A 4G AR R T SRR RIAE B -

Preventing falls was often an important priority for hospitals and residential homes because of
the potential injuries caused to the patients or residents. Controlling patient behaviour was a
preoccupation for some of the nurses or care workers. Ensuring the “safety” of patients or
residents often becomes a prime reason for resorting to restrain measure. The consequential fear
of blames from management and liability should not be discounted.
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Patients or residents would receive positive attention from nurses and care workers if they were
pleasant and undemanding, grateful for the care, and followed instructions, while those who
were agitated, aggressive, or disturbing would be labelled as difficult and non-compliant that
require an increase in nurses or care workers’ vigilance. As a result, it would make them more
unpopular. Nurses or care workers would respond to their struggle with, “Hurry up, I've got
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other things to do”!
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Allied health therapy was also prioritized for cooperative patients and those with rehabilitation
potentials. The care that was not technical, such as bathing and feeding, were considered of minor
importance and more likely to be delegated to non-professional staff. Often, people with
dementia would not be engaged in activities beyond what were minimally required.
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Restricting personal freedom and choice often leads to distressed behaviour and can result in
aggression. The key problem is a reduction in the person’s capacity to do everything. When the
emotions and unmet needs that underpin the distressed behaviour are not attended to, we may
be tempted to label the person with his/her behaviour, for instance talking about “an aggressive
man” and considering many of the associated behaviours to be problematic, difficult to
understand, and challenging to deal with.
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Just imagine a person who used to be managing his/her own hygiene would not be able to
negotiate the complexities and confusion of a hospital or a residential home. He/she may start
to wet him-/herself and be unable to stay clean. This same person who managed to be happy
and live quietly at home, sleeping at night, and entertaining him-/herself by day will be kept
awake by the noise and light at night, and bored to death in the daytime.
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Whose problem is it then?

In institutional settings such as hospital and residential homes, there are two factors, namely
facility-related and staff approaches, that posed an enormous impact on the occurrence of
behavioural symptoms.
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Facility-related factors create a “context of care” that may contribute to the occurrence of
behavioural symptoms. The physical design of the facility, along with the facility routines, policies,
and other environmental features, such as the provision of safe outdoor area, use of noxious
alarms on doors, or public address systems, have an impact on the social climate. The social
environment may either create opportunities, or provide “negative and restrictive feedback” that
fosters the development of behavioural symptoms. The level and type of stimulation often serves
as an antecedent to behavioural symptoms. These factors are often not being controlled by
caregivers, but are determined by facility policies made by the administrative personnel.
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In addition, formal and “informal” facility policies create work expectations, and influence what
the staff feel they can, and cannot do, in adjusting or changing care routines. For example, the
person with dementia, Mr. Chan, may be accustomed to getting up at 9 a.m. to take his breakfast.
Mr. Chan resists getting up at 7 a.m., and often pushes, and yells at caregivers to “stop”. Staff
would consider it difficult to make such allowance to Mr. Chan as this would defer the whole
morning routines. Finding a reasonable solution to this “deadlock” will likely require an
administrative input or innovative ideas from staff. “Why not tell Mr. Chan the time is 9 a.m.
instead of 7 a.m.?”
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Staff approaches to a person with dementia are also critically important to the occurrence of
behavioural symptoms, and the outcomes after the behaviour occurs. Communication skills and
strategies, including both verbal and nonverbal messages, are very important in dementia care.
Changing how requests are made, as well as how caregivers approach and interact with the
person, makes a huge difference in the outcome of the care. For example, using strategies to
help persons with dementia conduct their own activities of daily living, instead of “doing things
to” them because it is “faster” or thinking the person is unable, can reduce reactions related to
invasion of personal space and privacy. Developing skills in using validation, distraction,
reassurance, and other comfort measures are therefore essential.
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As mentioned in an earlier section, negative perceptions and labelling of persons with dementia
contribute to the development of a cycle of mutual distress. Those feelings, perceptions and
labels contribute to a downward spiral in care as in:
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The person with dementia is “difficult”, “hard to manage" or even “aggressive”
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Caregivers attempt changing the person’s behaviours, not necessarily what the person does
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If they are not successful, the person is labelled, “Troublesome”, “Disturbing”,
“Mean”, “Manipulative”, “a Disaster”
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No new interventions are tried because THE PERSON IS the “PROBLEM”
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Caregivers “cope” by ignoring or avoiding the person
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The person is not comforted or assisted and behaviours become more intense
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Caregivers feel even more distressed and frustrated by the behaviours
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Caregivers avoid, ignore, or even “fight back”
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The person’s behaviours continue, and often become even more intense
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And Round AND Round We Go! Nobody “Wins”!
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The person may be extremely scared and perhaps agitated, in particular, when they are admitted
to an unfamiliar place as in a hospital. It requires health care providers to acknowledge and
respect the feelings of the patient no matter how irrational he/she may appeared to us. It is
important to understand that the person is not trying to be difficult and the behaviour can be a
form of communication. Try to consider and operate on how the patent experiences and feels.
This helps promote a person-centred approach to care and to improve their quality of life. A
person-centred approach to communication is essential to care of people with dementia.
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It is helpful to understand what causes dementia and the areas of the brain being affected, but
the best way to support people with dementia is to get to know about them as individuals.
Dementia is more than just “forgetfulness”, as people commonly think. Memory problems are
certainly a component of dementia, but communication, emotional, and behavioural problems
are often also present. There is no golden rule as to how to handle these behaviours. A key
message is that the person with dementia will have worse symptoms if they are facing a lot of
challenges.
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