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Communicating and connecting - About dementia

About dementia

There are currently more than 60,000 New Zealanders living
with dementia and this number is expected to increase to
170,000 by 2050.'

Dementia is a broad term which describes a set of symptoms that
develop as a result of damage to the brain. The symptoms typically
include memory loss, difficulty communicating, confusion and loss
of reasoning abilities; all of which change a person’s ability to cope
with such disabilities. Dementia is a progressive condition, where

the symptoms gradually get worse over time. There are many
different forms of dementia including, Alzheimer’s disease, Vascular
dementia, Frontotemporal Lobe dementia, and dementia with Lewy
bodies. Dementia is more likely to affect people over 65, but can
also affect younger people too. Later in their time of living with
dementia, the person may become unable to do everyday tasks and
will need increasing amounts of care and support. Early diagnosis of
dementia is important. It can help you and the person with dementia
have access to medication that slows down the progression of the
condition; receive counselling, advice and support; and give you the
time to plan and make important decisions about the future. If you're
worried about someone and their memory loss, it’'s important to see a
GP as soon as possible.

Bupa New Zealand is one of New Zealand’s leading providers
of dementia care. Combining experience and expertise to
provide safe, comfortable and stimulating environments for our
4,500 care home residents.

" Source - Dementia Economic Impact Report 2016, Alzheimer’s NZ and Deloitte
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Introduction

Communication is vital to our lives and our
relationships. It is so much more than just a way
to deliver factual information - it is the way we
express what we think and how we feel. Losing
the ability to communicate is one of the most
debilitating and isolating things that can happen
to a person. Watching someone lose the ability to
communicate can be just as distressing.

For people living with dementia and for their care
partners or those close to them, communication
can be a daily struggle. Dementia is a progressive
condition, and as it progresses, it increasingly
affects a person’s ability to convey their thoughts
and feelings. The inability to communicate can
leave families, friends and care partners feeling
that there is a great emotional distance between
themselves and that person. As the changes they
see in that person become more acute, carers of
people living with dementia need to be adaptable.
It is one of the hardest things to accept that what
worked for Mum five years, five months, or five
days ago, may now be met with a blank expression
or a lack of understanding. But to give people with
dementia quality of life, it’s very important that we
can recognise when change is needed to better
support the person we care for; this includes the
way we communicate.

There is no ‘silver bullet’ to cure people living with
dementia, but it is a condition where if support

is provided in a sensitive way, it is possible for
people living with dementia to live well. It is vitally
important that as a care partner, you have a sense
of what to expect. You are then best placed to feel
that you are doing all you can.

4

Professor

Graham Stokes
Global Director of
Dementia Care, Bupa
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Using this guide

This guide has been designed for the families, friends and care
partners of people living with dementia. Whether the person is

at home or in a care home, each section of this guide will provide
practical tips on how to communicate with the person throughout
their journey of living with dementia, advising you on steps you can
take to connect with them, and to help them have a good quality
of life.

Memory loss and confusion: Usually happens early in the
person’s journey. This is when they will become anxious
about what’s happening to them.

Changes in how the person is acting or behaving: Their

confusion will increasingly present itself in ‘different’ or ‘odd’

actions or reactions, this can be challenging to respond to.

Changes in the person’s ability to understand the here
and now: As the condition progresses, the person living
with dementia will begin to retreat into the safety of their
established memories and have trouble understanding and
comprehending what is happening in the here and now.

Physical frailty and dependency: As the person reaches
the end of life they become more frail and increasingly

dependent on others for care and support both emotionally
and physically.

For ease of use and to help you navigate the dementia journey, we
have divided this guide into four sections; giving examples of how the
condition changes as it progresses. It’'s important to realise that the
speed at which people progress can vary considerably and will be
different for each individual.

A person’s time of living with dementia commonly includes:
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While it is common for
someone to mislay their
keys, it is more concerning
if someone begins to forget
meaningful information,
such as the names of

close friends. 3y
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Memory loss
and confusion

Memory loss, and the subsequent ‘not knowing’ and confusion it
causes, is usually one of the first signs of dementia. At this time,
forgetfulness and disorientation can often lead to anxiety and
frustration, where the person with dementia is aware something is
wrong, causing them to begin to feel they are no longer in control
of their own lives.

It is important to note the difference between common moments

of forgetfulness, which happen to everyone, and more concerning
signs of ‘extraordinary forgetfulness’, which could be indicative of
early dementia. For example, while it is common for someone to
mislay their keys, it is more concerning if someone begins to forget
meaningful information, such as the names of close friends. Common
characteristics of people who are experiencing this early memory
loss include confusing everyday tasks, such as storing food in the
oven instead of in the fridge, as well as muddled language, such as
using the wrong word at the wrong time. While you may find that
conversations still flow relatively well at this time, there are some
simple things you can do to help the person with dementia feel that
they are in control and to reduce any anxiety they may feel when they
confuse words or forget simple things.



Here are some tips on communicating, which you
may find helpful:

Keep it simple and focus on what’s important

Dementia isn’t just about memory. It can also affect a person’s ability
to reason, to process information, and to learn. This means the person
with dementia may not only have problems recalling words, they may
also take longer to understand.

* Try to speak slowly and distinctly, using clear and simple words.

* Where possible, keep conversation brief, as it’s very easy for people
living with dementia to lose the thread of the discussion if you talk
for too long, and this can lead to frustration for both of you.

* Try not to ask open questions, as this can be confusing for
someone living with dementia. All questions should have a direct
yes or no answer, or lead them to the answer. For example, instead
of asking “What would you like for lunch?” ask “Would you like a
cheese sandwich?”

* Speak as clearly as possible and use ‘real names’ for people and
objects rather than words like ‘it’, ‘she’ or ‘them’. This will help
the person living with dementia to keep a hold of the thread of
conversation. For example, instead of asking “Do you like it?” ask
“Do you like the cake?”

Try not to ask open questions, as this can be
confusing for someone living with dementia.

Communicating and connecting - Memory loss and confusion

Be patient

* Try not to finish the person’s sentences for them. If you can sense
they are struggling to find a word, you could ask a question which
might provide a helpful prompt. For example, if they are saying “I
want to go... | want to go...”, you could ask “Do you want to buy
something?” The prompt should always take into account the
context. Has the person put their coat on, or are they hovering by a
door? Is it a time of day when they usually do something?

* Never say “I've told you this before.” It's important to remember
that if the person starts repeating themselves or asking you the
same question, it’s likely they have simply forgotten they have
asked you before, due to the memory issues associated with
their condition.

* Give the person time to respond, and while it may be hard at times,
try not to get angry or frustrated if they don’t understand.

Even simple things can make a big difference

e Try to reduce distractions when you are trying to communicate
e.g. turn down the sound on the TV or radio.

* Face the person and use their name, to make sure you have
their attention.

* One-to-one conversations will be easier, but if you can’t avoid a
group situation, try to have only one person speaking at a time.
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Reduce anxiety

e Remember that as the person living with dementia’s short term
memory worsens, they are likely to feel anxious, confused and self-
conscious. If they get muddled, or begin to say things you know
to be incorrect, try not to directly contradict them or correct what
they say - this will only increase their feelings of confusion. Instead,
it is more productive to accept what they say as their idea of the
truth, and move the conversation along.

For example, if your mother is convinced she has passed on a
message or given you a letter to post, but you know she hasn'’t,
don’t make a big issue of this. Instead, make light of it and move the
conversation on:

“Do you know I'm so scatter brained nowadays | can’t remember. Do
you know, only yesterday...”

If they get muddled,
or begin to say
things you know

to be incorrect,

try not to directly
contradict them. J)
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Changes in how
the person is acting
or behaving

As dementia progresses, difficulties for the person living with the
condition increase and become more prominent. This may present
itself in obvious physical signs, such as an unkempt appearance

or weight loss (people living with dementia often forget to eat). It
could also become noticeable in changes to the way the person acts
and reacts to people and situations; they may become distressed
easily or appear angry, which is often as a result of feeling frightened
or frustrated. The person living with dementia may need more
support to help them manage their day-to-day living, for example,
reminders to eat or wash. A white-board with a check list may help.

People living with someone who has dementia, may also notice more
subtle changes, such as walking about in the middle of the night or
erratic eating habits. It can be distressing to see such changes in
that person, and feelings of frustration are not uncommon for those
caring for someone living with dementia. It can be very hard, but
understanding that their actions may be the result of being upset,
insecure feelings or an attempt to tell you what they need or want, is
the key to understanding and communication.



Here are some tips that may help you communicate
with a person living with dementia:

e Help the person retain control
Think about tasks and activities they could do which will help them
feel valuable, such as everyday jobs they used to do and enjoy.
Are there jobs they could help with around the house? Peeling
vegetables before dinner, or perhaps some dusting?

» Give clear and helpful instructions
When a person living with dementia is becoming more deeply
affected by the condition, consider how you can help them to
retain control as much as possible through simple, effective
communication. You may find that straightforward requests, such as
“Please make me a cup of tea” can cause significant frustration for
the person living with dementia, whereas making the tea together,
with clear instructions, can help them feel more in control. For
example, “Fill the kettle with water”, “Boil the kettle”, “Get a tea bag
from the cupboard” etc.

» Be flexible to their world
Many people living with dementia have no concept of time. If
they don’t appear to be willing to communicate with you at that
moment, consider whether they have just woken up, or have been
awake all night. Perhaps they are simply tired, and not in the mood
to talk, or want to do something different such as rest or watch TV.
It’s also worth remembering that even if you get no response, it’s
important not to speak as though they weren’t there as this can
make them feel frustrated, devalued and ignored.

ommunicating and connecting - Changes in how the person is acting or behaving
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i Straight forward
requests, such as
“Please make me
a cup of tea”, can
cause significant
frustration for the

person. §)




Know when to walk away

If someone becomes angry or threatening, take a deep breath and
walk away. Remember it isn’t easy to live with dementia. You can
always go back and try again in a few minutes.

Have someone to support you

As the condition of the person living with dementia starts to
change, it’s important to have someone to share your concerns
with. Having someone to share the caring experience and give you a
break from time to time is incredibly valuable.

Make sure you have a family member or friend
who you can confide in. You need to look after
yourself.

Don’t hide dementia

You may find it helps to keep friends, colleagues or other family
members regularly updated about the condition of the person with
dementia, so they make allowances and are more accepting of them
even when they act in ways that appear to be unusual or strange.

Communicating and connecting - Changes in how the person is acting or behaving

11 A person living with dementia will use
a behaviour to communicate, so all
behaviour has meaning. The challenge
for us is to work out what the person is
telling us through their behaviour. §§

Beth McDougall
Dementia Care Advisor
Bupa New Zealand



Remember that no solution
is a permanent solution, so
while one approach might
work one day, a different
approach may be required
the next time. 33
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Changes in the person’s
ability to understand
the here and now

At this time in their condition, the person living with dementia may
start to lose their ability to understand the here and now, or even
reality as you know it. As they become more confused in their day-
to-day lives, the person living with dementia may begin to retreat
into the safety of established memories. They may also become
confused by familiar faces or places, mistaking their daughter for
their wife, or thinking they are in another place or time.

This can be particularly hard for care partners as the person living
with dementia becomes more dependent, and loses awareness of
the world, people around them, as well as any understanding of
their condition. As the person becomes increasingly reliant on you,
it’s common to feel isolated; communication at this time is more
important than ever. Family, friends and care partners of people
living with dementia can also feel distressed when the person asks
difficult questions such as, wanting to see their mother who has
passed away; believing they need to go to work; or go and collect
children from school.



Dealing with such issues or situations can be difficult,
so here are some tips you may find helpful.

Join their world

1

20

Do not contradict the person living with dementia as this could
increase their anxiety. Remember, at that moment in time, what they
are saying, they believe to be true.

Focus on how you can put them at ease and reduce their anxiety.
For example, if they constantly ask for their mother who you
know has passed away, rather than correcting them, you could
simply respond “Tell me about your mum”. Recognising what the
person is feeling at this time may give you the opportunity to give
them reassurance, comfort and a sense of self. It might also be an
opportunity to reminisce about people or times in their life.

Do not feel guilty that you are avoiding the question. If you can
make the person feel content, relaxed and at ease rather than
anxious, sad or distressed, you are simply doing the best thing
for them.

‘ | knew an 84 year old woman who thought her
son was seven years old. She reacted with fury
when she was told that he was much older.
Instead, the care partner could have said ‘Have
you any photographs of him? I’d like to see. | bet
he was lovely’ or simply, ‘Your son. You must be
really proud of him.” These are feelings which are
untainted by the passage of time. ,,

Professor Graham Stokes
Global Director of Dementia Care, Bupa

Communicating and connecting - Changes in the person’s ability to understand the here and now

* Always try to focus on the emotion or feelings, rather than the
actual communication. If they say they need to go to work, why
could this be? Is it that they are remembering a time when they
felt useful?

e Try to put the person at ease by looking at some familiar
photographs or talking about something you know they love.

When you understand the meaning behind their
actions or reactions, you’ll be able to find solutions
to help them cope.

13

We care for a gentleman who gets distressed when
having a shower. A caregiver discovered that this
man loved the ‘Maori Battalion’ song and by singing
this with him when he got anxious or distressed he
became calm and happy. ,,

Amanda Graham
Bupa Parklands Care Home
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Creating connections

It is a common misconception that when someone has dementia they
lose their personality. This is not true. Living with dementia affects
the person’s ability to recall memories, process and language, or
differentiate between past and present. The result is that the way
they behave and how they express their emotions changes. This may
give the impression their personality has changed but the essential
features of who they are as a person will remain throughout their life
of living with dementia.

The most successful connections are the ones that carry deep-seated
meaning for the person living with dementia. If you have reached a
point where you feel your relationship with someone is diminishing,
or you feel you are struggling to communicate or make a connection,
here are some tips that might help strengthen your relationship.

¢ If you engage in a conversation with someone living with dementia,
make sure it is meaningful to them. Talk about things they like
talking about, whether this is sport, their family or another hobby or
pastime. Flippant conversations and statements can confuse them
and increase their anxiety.

Increase comfort, reduce anxiety

Anxiety can increase as the life of living with dementia
progresses. The person with dementia begins to have difficulty
understanding the present, and they no longer have the
knowledge of what is happening, where they are or who is
around them. At this stage, it’s vitally important to focus on how
you can reduce that anxiety.

22
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If you can make the
person smile, even
for a moment, the
contact will have
been worthwhile. §3

to understand the here and now
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While recent memories can be a struggle, they can often recollect
times from their youth and early adulthood. Use these memories to
connect and strengthen your relationship with them.

Another common misconception about dementia is that if the
person no longer appears to respond, then there is no point in
engaging. In fact, it is even more important to support that person
and engage with them at this time, and give them enjoyment of life
in the here and now. If you can make the person smile, even for a
moment, the contact will have been worthwhile. Think about what
would make them ‘come alive’. This could be playing a meaningful
piece of music that triggers happy memories, or watching an old
film from decades ago that they love.

We all have bad days when we don’t feel like talking, or feel irritable.
Do remember that this is also true for people living with dementia,
so sometimes communication may not be a success. If this happens,
try again in a moment’s time.

Reminisce together

Reminiscing can bring back happy memories for our residents
and create a sense of wellbeing. So in Bupa care homes we
encourage family, friends and care partners to help residents
put together a Map of Life filled with meaningful items such as
photographs to represent what is important to them.

Communicating and connecting - Changes in the person’s ability to understand the here and now

“ One of our residents was a keen conservationist
and enjoyed the outdoors. He would frequently
remove vegetables and plants from the garden when
he became anxious. Staff created half barrels outside
his room and filled them with sand and buried lots
of treasures, shells and driftwood. When he became
stressed staff would take him to the barrel and
encourage him to search for treasure as a way of
destressing him. ,,

Iryn Mendoza
Clinical Manager
Bupa Redwood Care Home
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Physical frailty
and dependency

At this time, the person living with dementia has probably lost the
physical capacity to care for themselves. They may appear to be
completely disconnected from the world, people around them, and
may be almost unable to verbally communicate. Because of their
physical frailty and dependency, the person may require more care
and support than is possible to provide single-handedly at home,
and may therefore live in a care home.

Dependency and communication may be possible only through
physical contact. However, this alone can make a huge difference to
the person living with dementia. This section provides some advice
on maintaining that important connection with someone, without the
use of language.

« Remember, even if the person living with dementia is no longer able
to communicate with you by talking, your physical presence alone
may be enough to reassure them and put them at ease.

 If they cannot respond with words, show them how you feel.
Sometimes holding hands, gently touching or hugging will get the
person with dementia to respond.

* Maintaining eye contact with the person you are communicating

with is a simple, yet effective way to show you are engaged and
trying to connect with them.

27



Use the senses - meaningful engagement is still possible

Engage Use sensory cues and stimulation to create meaningful

moments.
Visual Use a variety of bold colours, shapes and pictures.
Touch Feeling materials with varied textures, soft, rough,

ruffled warm or cool.

Taste Providing favourite flavours that are significant to the
person, like ice cream or chutney.

Smell Picking flowers and bringing scents and perfumes the
person has always loved.

Hearing Providing preferred music and not being afraid to sing a
song, music is often retained long after other memories
have faded.

Visual clues

* Try to observe visual clues from the person living with dementia.
They may use facial expressions to either show that they
understood or misunderstood something - smiling, looks of
confusion and distress, or looks of contentment are some
visual clues.

* Also observe their breathing to gauge emotional affect - faster
breathing may indicate distress, while slower breathing may show
you that they are calm.

* Remember, they may also be looking for clues. If you look angry,

frustrated or confused, they are just as likely to read this as you
would. So a smile can really go a long way!

28
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A picture can paint a thousand words

“A picture can paint a thousand words”; never so true a saying

as for people living with dementia. Where words fail or you are
struggling to get your message across, think about how you could
communicate using gestures, drawings, photos or facial expressions.
Remember that you’re speaking in an attempt to communicate, and
there are many different ways to do that. Be creative!

If you're trying to get a response, show them what you mean rather
than asking them a question repeatedly. For example, if you are
asking if they would like a sandwich or a bow! of pasta, show them
the food to reinforce the question.

Many of us use gestures in our day-to-day lives to make
communication easier. Think about how you use hand signals in
a restaurant to demonstrate that you would like the bill, or signal
that you'd like someone to call you. This is a simple way to make
communication clearer and easier for the person living with
dementia. For example, asking whether they are cold or hungry
could be coupled with the appropriate actions to emphasise

the question.

If you are struggling to engage and feel at a loss as to how to make
a connection, you could use prompts such as drawings or
old photographs.

The simple action of sharing a moment together or
reminiscing over family photographs may help you
to maintain your relationship.

29



Communicating and connecting - Frequently asked questions

Q: | feel | don’t know how to talk to my husband/wife/mother
F req u_ently as ked anymore. How can | reconnect?
q UeSt|OnS A: It’'s normal to feel afraid that you no longer know how to

connect, particularly if they have reached a stage with their
dementia where they no longer appear to understand or seem

Communicating with someone living with dementia can be incoherent. The most important thing to remember is that they
frustrating, tiring, and at times you may wonder whether your are still the same person. Although they may seem to have little
efforts are worthwhile. However, you are not alone and many of the understanding or ability to communicate, they may respond to
questions you may want to ask are likely to have been asked before. affection and enjoy interests that have always been a part of their
life. Think about the things they used to enjoy, whether that was
Here are some of the common questions our Bupa dementia care music, sport, watching TV or gardening, and try to engage on
experts encounter on a regular basis with answers by Professor that subject. You could also use visual or other sensory stimuli
Graham Stokes, Global Director of Dementia Care at Bupa. to engage with them, such as sitting in the garden where smells,

colours and sounds come alive. Making a happy meaningful
moment, even if it is just for a short period of time, is hugely
beneficial to the person - even if minutes later it is forgotten, the
happy feeling can remain for longer.

Q: My mum, who has dementia, keeps asking for my dad. Should we
tell her that he has died?

A: This is not an uncommon question asked by people living with
dementia and it can be very distressing to have to answer again
and again. If a loved one has died recently, you could remind
the person of this fact a few times to see if they remember;
however, it is important to use your judgement to avoid causing
unnecessary upset.

Consider each response you give as a way to reduce the person’s
anxiety. If the person genuinely can’t remember, repeatedly having
to break the news that someone has died can be as painful as

the first time they heard it, because to them, it is the first time.
Causing such distress and grief isn’t necessary, so instead, try to
put them at ease. You can avoid the direct question by engaging
them with conversation. In this instance you could say, for example
“You and dad used to go walking together didn’t you? Where was
your favourite place? Let’s see if we can find some photos.”
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Don’t feel bad that you have not given the whole truth, as you
have the person’s best interest at heart and are focusing on what’s
important - reducing their anxiety.

: | feel myself getting angry when | have to repeat myself for the
hundredth time and this makes me feel guilty. What can | do?

: Caring for someone living with dementia can be frustrating and
tiring, so it’s no wonder people feel angry and irritable from

time to time. No one should sacrifice themselves entirely for
someone else, nor should you feel guilty if you want some space
for yourself, or a day off to do something fun. It’'s so important to
make time for you.

Having time away from caring doesn’t necessarily have to be
physical - it can simply be having some time alone at home to
read, relax or even sleep. Many people find that sharing the load
of caring for someone with dementia is valuable.

If you don’t have friends or relatives available to support you, look
for a care home near you which offers short term or day care to
support the carers of people living with dementia. If the person
with dementia is already in a care home, don’t feel that you need
to visit every day. Take some time out, do something for yourself,
and you’ll feel all the better for it. It’s also important that you have
someone to talk to, so you can share your thoughts and concerns.

A few hours off now and then is the least you deserve; feeling
guilty is common, but your health and wellbeing needs to be a
priority. You need to look after yourself so that you can be at your
best to care well.

Communicating and connecting - Frequently asked questions

Q:

A:

My partner won’t let me hug anymore. | feel as though they don’t
love me. Why have they changed?

It can, understandably, be distressing to see your partner distance
themselves physically and emotionally from you. However it’s
important to remember that this is not a personal attack on you -
it is the dementia affecting their memory. It could be that they
are confused about who you are - and it’s only natural that you
wouldn’t welcome affection from someone you don’t know well.
Or perhaps they are mistaking you for another relative, who they
wouldn’t usually hug?

It doesn’t mean they will never want affection from you, but you
may need to judge carefully what is appropriate - depending on
how they are, and the stage of their dementia. It’s also important
to remember that people with dementia have good and bad days,
and sometimes they might just feel tired, frustrated or confused.

My dad won’t answer to the name ‘dad’ anymore, why is this?
If your dad doesn’t recall that he is a father, or believes you are
someone else, such as his wife or mother, it may seem strange

that you are addressing him by the name dad. Instead, try using
his first name, or a nickname that he is used to others using.

33



Communicating and connecting - Summary

Summary

Caring for someone with dementia can be an emotional roller
coaster. The distress felt by many when the person they know

and love is no longer able to communicate and connect as they
once did should not be underestimated.

You can make a difference by understanding more about how
dementia affects how the person acts and behaves, and also
holding onto the knowledge that they are still the same person.
There surely will be good days, bad days, and days where you
feel like giving up. Though remember, communication is vitally
important to help maintain and strengthen your relationship with
someone living with dementia.

| hope that this guide has provided some helpful advice and
support, wherever you are in the journey.

Professor Graham Stokes,
Global Director of Dementia Care, Bupa.
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