Understanding the PERSON with dementia (Chapter 5)

The dos and don’ts in dementia care

Most of the time things will be just as they always are. You are living with the same person.
However, the dementia will at some stages make the person you know behave in new ways that
cause you and him/her stress and distress. This session will help you with ideas for avoiding that
sort of disturbing behaviour and suggest ways of dealing with it.
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In some cases, one or more underlying causes of the behavioural symptom need to be addressed:
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1. Change in medical problem or the onset of acute illness needs to be treated.
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2. Overlapping psychiatric illness, like depression, is causing excess disability, and needs to be
evaluated and treated.
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3. Batteries need to be replaced on a hearing aid, or glasses need to be replaced or refitted, to
assure accurate sensory input to avoid misinterpretation and misbeliefs.
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4. Medication changes are causing adverse consequences that are observed in behavioural
symptoms.
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5. Some temporary, but still distressing, biological tension such as hunger, thirst, or, more
importantly, pain, is contributing to the behavioural symptoms. People who have dementia can
have difficulty expressing pain and discomfort.
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6. Unmet psychological needs, like loneliness, boredom, or longing for things now “lost” to the
person, e.g., his/her home, loved ones, or involvement in meaningful activities, also make a
huge contribution to behavioural symptoms.
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You might take the person to see the doctor to check if there is any undiagnosed clinical condition.
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Personality changes and mood disorders are normal to people with dementia. Many lose their
filter or become uninhibited after a lifetime of being reserved and modest. Such are common
situations that are frustrating to both the person with dementia and the caregiver. Remember
the ABC approach, and the 3 Ds and 3 Rs.
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Situation #1: Aggressive actions or speech and agitation
This is where truly knowing the person is so important.
Aggressive behaviour may be verbal (shouting) or physical (hitting). It is important to figure out
what causes the anger and try to prevent it from happening if possible.
Statements such as “l don’t want to take a shower!”, “I want to go home!”, or “l don’t want to
eat that!” may escalate into aggressive behaviour.
The most important thing to remember about verbal or physical aggression is that the person is
not doing it on purpose. Aggression is usually triggered by something, often physical discomfort,
environmental factors, such as being in an unfamiliar situation, or even poor communication.
“A lot of times aggression is coming from pure fear.”
“People with dementia are more prone to hit, kick, or bite” in response to feeling helpless or
afraid.
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Do: The key to responding to aggression caused by dementia is to try to identify the cause. What
is the person feeling to make them behave aggressively? Work out if there are noticeable triggers
for the disturbing behaviour. Aggression is a coherent response from a person who misinterprets
what is happening because of deficits in their understanding and recall function. They know
something is wrong and they are angry and scared, so they fight.
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Patient May hit nurses whenever we approached her to take blood pressure. Our senior nurse
got the answer! For patient May had experience of being restrained which she was very fearful
of. She misinterpreted the cuff of the blood pressure monitor as a string that the nurse was
restraining her with. (Nurse A)
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Agitation in the person with dementia can be generated by a range of issues. You have to be a
detective and find out the triggers to be avoided. When they display restless behaviour, check if
there is an underlying physical problem. Does the agitated person have pain or an unmet need,
such as hunger or thirst?
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Rule out pain as well. Undiagnosed and untreated pain is one of the common causes of disturbed
behaviour in dementia. Research shows that if a person with dementia suffers pain, they are likely
to get delirium. Rather than saying that they are in pain, people with dementia communicate their
untreated pain by becoming agitated, or aggressive. Hospital professionals should go for a routine
pain relief for disturbed behaviour in older people with dementia, instead of reaching for a
sedative such as an antipsychotic medication. This will only leave the person to be still in pain but
also confused and unsteady on their feet. Check if the person is in pain.
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Focus on the feelings behind the words or actions. Be positive and reassuring. Speak slowly in a
soft tone. Shift the focus to another activity. Touching and holding can help as long as the person
does not think you are trying to restrain them. If you restrain them you are restricting their choice
and all that is left is “fight”. This is best avoided. You can try massage, rubbing someone’s hands
or feet with cream or stroking his/her hair may help, if he/she let you. Touch and comforting
words may keep away aggression. But make sure that the touch is not misunderstood as restraints,
because the person will attempt to get away, perhaps hurting you and him-/herself in the process.
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Don’t: The worst thing you can do is to engage in an argument or force the issue that is creating
the aggression or agitation. Do not try to forcibly restrain the person unless there is absolutely no
choice. Try to step into the world of the person with dementia. If they do not believe they live in
a hospital, they may well try to leave. We may see this as an attempt to “abscond” but in fact
their behaviour is quite logical to them.
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Another example of the commonly seen distressed behaviour is a person hitting out at you when
they are receiving personal care. As you help them take off their clothes before a shower, they
may become anxious, frightened, and fearful. Is the person trying to undress them a nurse or a
rapist? The violent resistance to being cared for is logical within the world view of a person who
cannot remember or work things out and may be experiencing hallucinations. It may be because
they have not understood what is going on. Or they may think you are a stranger who is attacking
them. Remember, you are all wearing mask, putting on gown, and even gloves for bathing
procedure. You can imagine how odd your appearance is to them! So next time when you
approach the person, tell them what you want to do, speaking in a calm and reassuring manner.
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Nonetheless, the biggest way to stop aggressive behaviour is to remove the word “no” from your
vocabulary.
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Situation #2: Confusion about place or time
Statements such as “l want to go home!”, “This isn’t my house.”, “When are we leaving?”, and
“Why are we here?”
Wanting to go home is one of the most common reactions when people with dementia stay at an
unfamiliar place. There is also a psychological component. Often people are trying to go back to
a place where they had more control in their lives. A place where their happy memories are.
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Do: There are a few possible ways to respond to questions that indicate the person is confused
about where he/she is. Simple explanations along with photos and other tangible reminders can
help. Sometimes, it can be better to redirect the person, particularly in cases where you are in
the process of moving the person from home to hospital or other location. A better solution is to
say as little as possible about the fact that they have all of their belongings packed and instead
try to redirect them. Find another activity, go for a walk, and get a snack. If they ask specific
guestions such as “When are we leaving?”, you might respond with, “We cannot leave until later
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because. .. the trafficis terrible”, or “we have to wait for the bus”, “the forecast is calling for bad
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weather”, “it’s too late to leave tonight.”
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It is important not to add to the anxiety by arguing, but distraction can make a difference.

You have to figure out what will make the person feel the safest, even if that ends up being “a
therapeutic lie”. Therapeutic fibbing may be appropriate when telling the truth would cause pain,
anxiety or confusion, or when the person with dementia is experiencing life in a different “time
zone”.
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“Mr. Chan was a gentle and devoted husband with one hobby, betting on the horses on Saturday.
His wife has kept the family finances, so he asked her for the money for his bet once a week.
When dementia set in he started asking for money randomly and more than once a day. If Mrs.
Chan argued that he had had it or it was not Saturday, he got really angry and rough with her. She
could not give him money every time he asked because he frequently hid it, lost it, or gave it away.
Mrs. Chan came up with a great solution. Instead of arguing, she handed out a reproduction old-
style ten-dollar note (the sort that is used as a stage prop). The only people who complained were
the grandchildren who sometimes received them as pocket money. Mr. Chan never actually did
go out to the lottery store. He just needed to know he could whenever he wanted, because to
him it is always Saturday.”

RS A R SRR I SRS - AEE N REIE T o AR E B SAEAAE > FTRA
B AR R ESE AR T —R - EIFIEEHER(LE - tMBGHERE R EEE » AF—X
R o WK Famanftt 2 T 88 SRR B2 > EgRAeER - WEHSHER - df
ATRE ARG MES - (R R & WGEERR ~ 18R T BERGERIA » BT A T — (& i
& o A E R (HFGMER YT GOt EE S —1R) - FRERIA - BRA
AP G UEIE BRI HZ M - B EERAOSHE L#ETE - SRS RE
AR SEFE AT LA FEE - RREMERER - BRAEEIN -

File Handout - Understanding the PERSON with dementia (Chapter 5)
o-loole | Copyright | © 2020 Jockey Club CADENZA e-Tools for Elder Care. All Rights Reserved.
“% | Page 5

——
fi
LEii b mEERe B



http://www.alz.org/care/dementia-memory-loss-problems-confusion.asp
http://www.alz.org/care/dementia-memory-loss-problems-confusion.asp

Don’t: What you should not do in these circumstances is deliberately question the person’s ability
to handle the situation at hand, or try to argue with them. Any response that can be interpreted
as accusatory or doubting the person’s ability to handle their own affairs only serves to anger and
put them on the defensive
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Situation #3: Poor judgment

Unfounded accusations, such as “You stole my money!”, are common. Other examples include
unexplained hoarding or stockpiling, and repetition of statements or tasks.

The deterioration of brain cells is a particular culprit in behaviours showing poor judgement or
errors in thinking. These can lead to delusions, or untrue beliefs. Some of these problems are
obvious, such as when someone is hoarding household items, or accuses a family member of
stealing something.
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Delusions are firmly held beliefs in things that are not real; they may occur in middle- to late-stage
dementia. Confusion and memory loss, such as the inability to remember certain people or
objects, can lead to these untrue beliefs. The person may believe that a family member is stealing
his/her possessions or that he/she is being followed by the police. Although not grounded in
reality, the situation is very real to the person with dementia. Keep in mind that a person with
dementia is trying to make sense of his/her world with declining cognitive function.
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Delusion is not the same as hallucination. While delusions involve false beliefs, hallucinations are
false perceptions of objects or events that are sensory in nature. When the individuals have a
hallucination, they see, hear, smell, taste, or even feel something that is not really there.
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You can often minimize frustration and embarrassment by offering help in small ways with staying
organized. Putting up clear label on the toilet door or leaving the door open for the toilet to be
seen is a good way of distracting the person from looking for it fruitlessly in the wrong place. Be
encouraging and reassuring if you are seeing these changes happen.
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Situation #4: Repetitive actions

The person may do or say something over and over again, like repeating a word, question, or
activity. The person may also pace or undo what has just been done. In most cases, he or she is
likely looking for comfort, security, and familiarity. These actions are rarely harmful, but can be
stressful for the caregiver.
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However, repetitive questions may also be indicative of an underlying stress or anxiety, which the
person cannot effectively communicate. The person may repeatedly get in and out of bed,
appearing restless, or perhaps indicate toileting need with no result. Have you ever considered
the reason behind the behaviour being a loaded rectum with impacted faeces? Once the
discomfort is resolved, the behaviour will cease as well.
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Redirecting may help for a time, but if the person is anxious about something, you may need to
try to get to the root of his concern or understand why he/she keeps asking what time it is. If
he/she is pacing, suggest going for a walk. If he/she seems fearful, remind him/her that he/she is
safe. Again, it is to look for the trigger. Respond to the emotion. Turn the action or behaviour into
an activity. Engage the person in an activity who may simply be bored and need a distraction.
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Knowing the person’s social and personal life is essential. Knowing the past occupation the person
with dementia has undertaken for most of their lives often helps us understand seemingly
unexplainable behavioural responses.
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“The man who had worked for 40 years as a garbage cleaner and wants to clear the ward’s rubbish
bin is simply returning to his well-known habits, and not being troublesome.”
The patient will not necessarily do your request, but they are not being “difficult”.
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In many cases, health care professionals or caregivers have not had, or taken, the opportunity to
“look beyond” the behaviour to discover the underlying problems beyond the loss of ability
associated with dementia. You may fail to think about the person with dementia as a person who
has the same basic human needs as everyone else, who gets hungry, tired, lonely, and bored; who
feels pain related to chronic medical conditions like arthritis or joint disease; who has sensory
changes that may interfere with seeing and hearing things accurately; and who has lived a long,
full life filled with unique experiences. Seeing the PERSON first, as a human being that has
preferences, habits, personality traits, and interests, just like everyone else, can help reduce the
risk that all behaviours are “blamed” on the person’s dementia. And in turn, dementia is
“incurable”, so there is “nothing we can do”.
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Remember:

Lengthy explanations or reasons are not the way to go. You cannot reason with someone who has
dementia. In fact, a lot of times we trigger the response that we are getting because of the
guestions we may be asking. Imagine how it feels when someone vaguely familiar is coming
towards you and you are searching for their name. It happens to all of us. Your main concern is
whether you are going to embarrass yourself. You may be afraid of getting something wrong, but
the person with dementia is at a stage in their life when they are getting lots and lots of things
wrong.
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Respectful caregiving

Despite having damaged explicit memory or conscious awareness, the implicit memory may be
preserved, meaning that the overall effect of an encounter is maintained despite the details being
lost.
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People with dementia say they get irritated when they are treated in a different way by those
they live with. So remember that your husband, wife, parent, or other loved one is still the person
they were yesterday. Take them for a walk and offer as much opportunity for exercise as possible.
Fresh air and exercise can help with mood and natural fatigue reduces stress. The person with
dementia will find it harder to fight if they are tired. It is possible that a long walk will make them
more likely to nap than snap.
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People with dementia will lose the ability to laugh and smile which is a tool of social
communication. However, a Japanese study reveals that some people with dementia will smile
or laugh after a good sleep or having a good meal. Also, they respond with smiles or laughter if
their accomplishment is recognized.
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The difficulties in care for patients with dementia are considerable. Understanding and having
practical tips at hand will help swipe your worries away. Comfort is what is needed, not logical
argument. Instead of instantly reacting to the behaviours, the best response is to go with the flow
of the feelings which are valid under the circumstances. When circumstances arise, leave the
room for both parties to calm down and allow yourself time to work out who you can turn to. Do
everything in your power not to argue with a person with dementia. Try to avoid “No, but . . .”
and replace it with “Yes, and . ..”. If you do this, you may alleviate many troubles for yourself.
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People with dementia are struggling to survive behind a barrier of cognitive destruction in a world
they often do not know, attempting to communicate needs that are rarely acknowledged. When
a person starts forgetting their daily matters, the frustration is maddening. Fear leads to their
violence. If we can understand their aggression and resistance from their perspectives, and
meaningful contact is made with the person, with their world being appreciated, rights being
acknowledged and needs being met, a significant proportion of the challenging behaviours can
be resolved. Try to help making their life less challenging.
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Reflection

When a patient or resident falls, pulls out a catheter, becomes restless and agitated, or begins to
wander off, staff must ask the question, “What is the meaning of this behaviour?”

Effects of medication, dehydration, onset of an acute iliness, discomfort of full bladder, boredom,
homesickness, and frustration may each produce what may appear to be “unsafe”,
“noncompliant”, or “troublesome” behaviours. If we could learn to appreciate the world of the
person with dementia, so as to see how a person’s past history or his/her failure to understand
the immediate motivations of others, it may provide an explanation for the apparently difficult
behaviour.
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Care needs time and resources which may be against the hospital management focus on
increasing patient throughput and minimizing risks. There is no doubt health care professionals
face considerable challenges in managing care with the time and resources allocated to them. Yet
providing empathetic care and respecting the humanity of patients should not be undermined by
all these competitive operations.
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Persons with progressive and worsening dementia eventually lose the ability to independently
perform activities of daily living and to recognize familiar people and places, and may exercise
poor judgement and lose the ability to recognize danger. By understanding the person with
dementia, health care providers, family members, and caregivers could then provide appropriate
attention and care to these people. The care of people with dementia is considered a journey that
family caregivers are core companions to walk along with the person.
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Taking a moment. Most carers, in particular family members, have made reference to the need
o “take a moment” and get away from the physical environment if they feel overwhelmed, in
order to relax and deal with difficult thoughts and emotions. Generally, taking a moment seems
to have a positive impact on carers’ ability to manage the frustration as of Steve in taking care of
his wife.
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When we say understand people of dementia from their perspectives, that implies “See what
they see, hear what they hear, and feel what they feel.” This could be the way to step into their
shoes!
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Whether you are a formal or informal caregivers for people with dementia, we hope this course
has provided you with practical tips on understanding and responding to behavioural distress of
people with dementia. We want caregivers to know that there are ample excellent materials that
are aIready available on the web. You are not alone.
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Whichever your starting point, when you embark on this journey, when you pick up this MOOC,
the question is “Where would you like to go from here?”
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Prevention is the “best medicine” for dementia care. Remember to
R IS R fEEE A\ LS - TEVIEEHEE - shecE
v/ Create an environment in which disturbed behaviours are unlikely to occur in the first
place
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v |dentify the individuals who are “at risk” for developing behavioural symptoms
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v" Learn to recognize behaviours that signal a person is uncomfortable or feels threatened
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v" Intervene early to defuse the situation, keeping the person calm and comfortable

EEFEMHIRAGIRI > S RERIESEE A\ L ORI PR e i

Remember not to assume people exhibiting symptoms of dementia as “lack of capacity,” “lack of
feelings,” “lack of social appropriateness,” or any other "lack". Dementia is not the end state of a
disease. It is just the situation during the progression.

When rational thought, memories, and language are gone, the only thing we have is the precious
present moment.
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Feedback

Are you a caregiver or family member of someone with dementia? Do any of these situations
sound familiar to you? We want to hear your stories. Do share them with us in the comments
below.
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Gerontechnology related

Have you considered “Smart anti-wandering system”? For example, using radio-frequency
identification (RFID) technology, in addition to generating alarms, it can also display elderly
identity data for follow-up, connecting to the broadcast system; also using facial recognition
technology integrated with CCTV surveillance systems to control entry and exit points.
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	Personality changes and mood disorders are normal to people with dementia. Many lose their filter or become uninhibited after a lifetime of being reserved and modest. Such are common situations that are frustrating to both the person with dementia and...
	性格改變和情緒混亂，是認知障礙症人士常見的表現。很多人當了一輩子保守和謙虛的人，也會變得口不擇言或不受限制。這些都是很普遍的情況，不論對認知障礙症人士和照顧者都很困擾，但請記著ABC因果行為分析法、三個不和三個R。
	Situation #1: Aggressive actions or speech and agitation
	Situation #3: Poor judgment

