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4. Dementia Behaviour Management Advisory Service (DBMAS)

Provides information for people who are concerned about the behaviour of
a person with Alzheimer’s Disease. A 24 hour toll free helpline is available:
1800 699 799




Section4 Resources and Support

1. Alzheimer’s Australia

Alzheimer’s Australia provides a range of resources and support services for
people with dementia, carers and families, including:

- information fact sheets (including Chinese version fact sheet: what is
dementia? diagnosing dementia, changed behaviours and taking a break, etc)

- support groups for people with dementia and carers

- counselling services

- library of books and videos

- National Dementia Helpline 1800 100 500

- Chinese Dementia Helpline 1800 300 368
(every Thursday 9am-1pm except public holidays)

2. Carers Australia

For assistance with caring, Carers Australia provides information about support
services for carers. Carers support Kits are available in 10 languages, and can
be ordered by contacting Carers Australia on 1800 242 636.

3. Commonwealth Respite and Carelink Services

Commonwealth Respite and Carelink Centres provide information and

guidance about community care services available in the local community.
Call 1800 052 222.




might become essential in the future.
For information about respite services you can call Commonwealth Respite
and Carelink Centre on 1800 052 222

Stress relief

You need to recognise that you are in stress and face it. There are different

ways to de-stress and below are some suggestions:

* Listen to light music, use breathing techniques, meditation or yoga to
relieve your stress;

* Share you feelings with friends, relatives or other carers;

* Do 30 minutes of exercise every day;

* Learn more about dementia and understand its symptoms;

* Share your workload with other people and take rests;

* Build up your own support network;

* Look after your own health; and

* Seek assistance whenever necessary.

Carers support group

The NSW Alzheimer’s Association is eager to help carers to form their own
support group. It is only those carers who are faced with similar problems in
caring for someone with dementia who can understand and sympathize with
one another. They can share their experience and support one another in these
groups. The Association regularly organizes “Living with a Memory Loss
Program” for carers to obtain more information on dementia. Carers can form
their own support group according to their language and cultural needs.

To get more information on the “Living with Memory Loss Program” please
call the nationwide Dementia hotline at 1800 100 500 or the Dementia Chinese
hotline at 1800 300 386 (every Thursday from 9 am to 1 pm). Or you can visit
the Alzheimer’s Association’s website: www.alzheimers.org.au.



Section 3 Caring for Yourself First,
Then Your Loved One

Itis never an easy task to take care of someone with dementia. All dementia
sufferers depend fully on their carers and this can cause immense fatigue.
On many occasions carers find themselves becoming emotional, angry,
helpless, regretful or even in total despair. With over 200,000 people
suffering from dementia in Australia and their numerous carers, you are
definitely not alone in this task.

Your feelings

Carers are normal people. You have ups and downs like all other normal
people. You will become angry when the person you care for cannot do the
simplest of things such as getting dressed or fastening their seatbelt. However
you may later regret having expressed your anger at them. You are sad at their
deteriorating conditions. Many times you may find yourself helpless and in
despair for not being able to help them. You are confused in the different roles
you play and do not know the way out.

Having emotional problems is the first sign that you need help yourself. You
can tell your problems to a friend who knows you well. You can also talk to
other carers who are in similar situations from the Dementia Carers Support
Group. They are sure to understand you and can offer some support. There
are support organisations in Australia which can offer carers some valuable
experiences and the most updated information. You can call Carers Australia
on 1800 242 636 to find out your nearest support organisation.

Taking a break

All people need rest and leisure. Most people only work five days a week and
use the weekends for rest. There is no difference for a carer. You need rest to
recuperate so that you can continue with your heavy workload.

The Commonwealth Respite and Carelink Centre offers various forms of
respite for carers. You can take a few hours break or a whole day to do things
that you like such as sports, shopping or going to a movie. You can even take
a long local holiday or overseas trip to relax yourself completely.

When the carer chooses to take a rest it is also good for the people with
dementia who they care for. They have a chance to meet new people and make
new friends. They can learn to be looked after by some other people which



sexual behaviour

playing with sexual
organs.

Patients may not have a
sexual motive. They just
feel like doing it.

* Patients may think that
they are in the washroom.

*

Depression * Many patients with * Must discuss with family doctor as there are
dementia also suffer anti-depressants which may help patients to
from depression. It may alleviate some of their symptoms.
be due to difficulty in * Encourage patients to participate in the
communication or a activities they like.
reaction to medication. * Encourage patients to keep up with their

o social life and make new friends.
Lack of energy and loss . : ) .
o atemest: i (e * Avoid taking patients to noisy places and
activities that they used d‘? o sca.re them. .
to enjoy. * Listen patiently and help them to think
* Loss of appetite or positively.
insomnia.
* Emotional and easily
agitated
Incontinence * Incontinence may be a * Toilet patients regularly and before going
result of forgetting to go to bed and in the middle of night.
to the toilet or just not * Offer less fluid at night.
going 1n time. * ] i
* Difficulty i . Put a commode chair at the patient’s

Dlg @ t}c/i In getting bedside with adequate lighting.

undressed. . .

* Feed appropriately to prevent constipation.

* Cannot find the way to " LI . g .p

toilet at night Encourage patient to do more exercise to

. ’ revent constipation
* Diarrhea . v
Inappropriate * Undressing in public and | * Record the number of these inappropriate

behaviours and try to find out the cause of
them.
* Try to divert the patient to do other things.
* Find out if the patient is wearing too many
clothes or there is an urge to go to the toilet.

* Try to persuade the patient not to do these
inappropriate behaviours. Do not reprimand
them.

Hiding Items

*

Dementia patients feel
insecure. Harbouring
fears that their things
might be stolen, they
always hide them away,
but forget where they are
kept and complain that
they have been stolen.

* Dementia patients might
feel lonely, ignored.
They hope to receive care
and concern from others.

* Find out where dementia patients usually
keep their stuff.

* Completely fill a drawer for them to take
care of so as to meet their needs in being
always occupied.

* Always try to let dementia patients stay in
a familiar place. An unfamiliar environment
might intensify their desire to hide things.




2 Section2 Tips for Carers

As dementia affects a patient’s memory, emotions and performance, they tend to
demonstrate some abnormal behaviours. As a carer, you should understand these
behaviour and keep your own composure. This section will categorise some of

these behaviours and offer some strategies for remedies.

Abnormal Symptoms/Causes Strategies

behaviours

Repetitive, * Due to memory loss * Acknowledge the patient’s feelings of

Agitated and and lack of a sense of uneasiness and give comfort and

U security, tends to repeat counselling.

neasy the same sentence, ask * Arrange for the patient to do some simple
the same question or and repetitive tasks like folding clothes to
%elip on walking and divert their attention.
alkin; . .
. & * Simplify the task procedures for the patient,
Maybe affected by other help them develop a daily routine and avoid
diseases suchas abrupt changes in their environment.
urinary tract infection or . . .
constipation which cause * Avoid any arguments with the patient.
them to be uneasy or * Divert their attention if the patient gets
agitated. agitated then calm them down.
* Displays symptoms of
depression.
Hallucinations * Often have hallucinations. | * Seek medical advice to find out the cause
* They feel that they are of these hallucinations and use medications
being watched or to control the symptoms.
attacked. * Do not argue with the patient or try
to convince them that these are only
hallucinations.

* Comfort the patient, divert their attention
and try to explain their feelings.

Wandering * Due to not remembering * Let the patient carry a bracelet or a tag with
where they first intended their name and contact number. In case of
to go, the patient is found | peing losts these will help others to contact
wandering in the street. et Ermilies,

% .
Moving houtse it tn?w s | * Record the times of wandering to look for
environment are catalysls | ,ny pattern. Arrange activities for them in
for getting confused and . e
wandering their wandering time.

* Stress and confusion are | - Pay special attention on the patient’s
also causes for wandering behaviour and adaptability when they are in
until they finally get lost. anew environment.

* Inform neighbours and neighbourhood
shop assistants about the patient’s
conditions so that they can inform families
in case of wandering.




time, a nice house was only $8,000 RMB”.

After migrating here, her parents lived with Daisy’s family and got along
tremendously well with their son-in-law. In 2004, her father told her that
he had diagnosed himself as having dementia. At that time, Daisy did not
believe him and took him to see the family doctor but did not get a diagnosis.
Her father insisted on his own diagnosis and finally, after seeing a specialist
followed by a number of tests, it was confirmed that he had dementia. In the
beginning, her father responded well to medication, but because of his heart
problem and having to have a pacemaker inserted, the medication was stopped
and his memory then began to deteriorate. In 2007, her father had three falls
at home and was hospitalised every time; self-care had become a problem.
“Dad has always enjoy going out, I would take him to restaurants, shopping,
to meet friends and strolling on the beach. But since my husband had the
car accident, I could not split my time up to look after him as well. Trying
to accommodate their needs, I became very exhausted. It was not until I got
domestic help through a CACP (Community Aged Care Package) that I was
advised to enrol my dad at an Activity Centre. Dad enjoys his visits there very
much, especially when he brings home prizes that he occasionally wins whilst
he’s there”.

Daisy and her family are Christians and insist on bringing her parents to
church. “In the beginning, I was worried that dad might lose his temper and
be impatient, but surprisingly every time we were in church, he remained
unusually calm during the service and wouldn’t even ask to go to the toilet.”
says Daisy. “I truly thank God for everything. My husband miraculously
survived the car crash in 2007 with 13 broken ribs and a broken hand during
the head-on collision with a semi-trailer and his car was a total write-off and
although dad is suffering from dementia, he can still live with us and be cared
for by us because of all the help we are getting from so many people.

Many people treat their parents as burdens, but Daisy on the other hand, thanks
God for letting her have the strength and courage to carry these precious
burdens.

It is individuals like Daisy, who give us the meaning of what a true family is.



Story 6 Unfathomable Love

In today’s materialistic society, relationships between parents and children
are growing further apart to the extent that the majority of children retreat
to their rooms to use the computer as soon as they get home. The children
would be offended if the parents were to comment on this. One wonders
how many children will still want to care for their parents when they get old,
accompanying them to doctors’ appointments, having yum cha with them and
looking after them even if they have been diagnosed with dementia.

Therefore, it was quite a unique, but incredible experience, to be told about
Daisy’s (alias) story. Following a serious car accident, her husband was in
dire need of personal care from her. Daisy could easily have used this as
an excuse to send her father to a nursing home, but she chose to take over
the responsibility of caring for her dementia suffering father because of the
admiration she has for him.

Daisy’s father was a well known doctor in Mongolia after practising his
medicine in Japan during his younger days. On returning home, he became the
Head of the first hospital ever built in the self-governing Mongolia. “Dad takes
his medical profession seriously and believes he was there to help save people
from illness. If there was a knock on the door with someone asking for help,
he would pack his medicine case, ride on horseback and leave immediately.
He would drop everything he was doing and travel through sand storms in
summer and -40 degrees in winter, whether it was in the middle of the day or
the deep of the night and even during New Year celebrations.. During those
years, there were no cars or any other form of transportation except horses and
it would be days before his return. Without the convenience of telephones,
mum was worried and upset and complained about how dad could care so
much about others and forget his own family and children”.

At the time of the cultural revolution, her father was arrested and accused of
being a spy for the Japanese. He was held in a cowshed for over a year and
during that time, for a stretch of 40 days, he was severely beaten and deprived
of sleep. His health was completely ruined.

Daisy, a trained paediatrician had to give up her specialty for the sake of
migrating to Australia. “Dad has helped treat many people during his life and
never would he care about making money, he would pay for people who were
struggling. It was on preparation to migrate to Australia that he realised the
bad debt accumulated during his practise was over $20,000 RMB and at that



A professional in her working life, Mrs. Poon was going to continue working
after migrating to Australia, but with her husband’s illness, she had no choice

but to stop work. They never got the chance to enjoy each other’s company
while busy working, now it is ‘dating’ every day.

“When you look after a child, you can see the child growing up, but caring for
a person with dementia, it never happens, I feel somewhat depressed and upset.
You can rest at least when you finish work, but it’s 24 hours work without rest
when caring for someone with this illness, no freedom and no time for self.
On the other hand, I am glad that it is my husband who has the illness, I can
still look after him. If it was me who was sick, he would not know how to
care for me and it would be very sad. I thank God when I think of this. Now I
feel fulfilled while my full attention is given to caring for my husband, two of
us are better than one. If he’s not here one day, I will have no one to care for,
I will feel very lost and lonely. When I think about this, I feel I am actually
blessed!”

* Information come from www.missingpersons.gov.au



Story 5 Wandering into Nowhere

In Australia, [Missing Persons Week] falls between August 2 — 8 every
year.

According to NSW Police, currently there are over 11,000 missing persons in
the state and 10% of them are Dementia sufferers.” As the population grows
old, people that had gone missing because of dementia and loss of memory
have become a huge concern within society.

Many carers of people with dementia would have experienced the awful
panicky feeling of losing someone. Take, for example, Mrs. Poon (alias), who
could not find her husband (dementia sufferer) when she came out of a shop.
She frantically searched and screamed out for her husband in the street and
even went home looking for him without success, and finally she called the
Police for help. Fifteen minutes later, she found him wandering and was so
overwhelmed she cried and ran to hug him while he complained about waiting
for her all that time. “I consider myself lucky that he was found, there’s this
friend of mine who looked for his missing relative for three days and when
found, the relative was already dead”.




Australia. She even gotherdriver’s licence before me and was going everywhere
on her own. Now that she’s got dementia, she cannot even look after herself.
She will not shower, will not change into the fresh clothes provided for her and
needs me to give her daily medications. I don’t mind caring for her, but when
we go out I can’t take her to the toilet. She has become very dependent on me
and watches me to make sure I have not left her even when I go to the toilet
or have a shower. My worst nightmare is — ‘What happens if I die before her,
what is she going to do?” Mr. Luk weeps every time he talks about this.

Mr. Luk prays every day for God’s help in treating his wife and to keep him
healthy so that he can continue caring for her. “It is my wish that my wife will
be admitted to a high dementia care service and there will be a low aged care
service for me. It has become much more difficult for me to care for my wife
because of my age and it would be ideal if both of us could be admitted at the
same time as [ would worry so much if she was going in alone”.



Story 4 Till Death Do Us Apart

[Birds of a feather flock together — (follow by) - till great catastrophe
falls — fly their separate ways]...... as the Chinese proverb depicts ......
Nowadays, couples spilt up under the slightest discontentment.

It is considered rare when a couple manages to stay together for over 60 years,
even after the wife has been diagnosed with dementia. He would care for her,
be there for her and unconditionally
love her. That’s the story of Mr. &
Mrs. Luk (alias).

It was love at first sight when
Mr. Luk set eyes on his wife. He
introduced himself and asked for
her hand in marriage from her
father. While dating, Mrs. Luk
was shy, would not hold hands and
walked a few steps behind him....

these habits are still evident now.

On migrating to Australia in 1948, Mr. & Mrs. Luk worked hard through many
challenges and hardship to build their foundations. After many labouring jobs,
they finally found their livelihood through making ‘flat noodles’ and brought
their first professional noodle making machine from Singapore. From then
on, life became better and their children grew up and were successful in their
own right. When Mr. Luk thought they could relax and enjoy each other‘s
company, Mrs. Luk was diagnosed with dementia.

Eight years ago, following a car accident, Mrs. Luk was found to be slow and
her memory was declining. An MRI scan was performed and nothing out of
the ordinary was found and she was told that bad memory goes with old age.
Mr. Luk became suspicious that Mrs. Luk might have dementia only after an
information session on the subject and it was later confirmed by a geriatrician
that this was a reality.

“She has always been independent and learnt English when she arrived in



moments have become less frequent.

A notebook now accompanies Mrs. Chiu wherever she goes. She writes down
‘things to do’ on a daily basis. She still tries to remember all telephone numbers
by heart and the names of all of the eight medications she takes for her heart

condition. She refuses to let her memory go.

“After attending a seminar, I am much more at ease as I feel there are people

who care. When I go to the Activity Centre and meet with other dementia
sufferers, we share our feelings and exchange ways of keeping healthy. Now,
I realise there are a lot of clever people that have the same illness. It is fate that
I have this illness and I have to face it. I am glad that I was diagnosed at an
early stage and hopefully I can work hard at slowing its progression and would

be very grateful if the illness does not get worse too soon.



Story 3 “Why Me? Why Dementia?” Emotional Struggles

of a Former Nursing School Principal

We came to know Mrs. Chiu (alias) when she enquired about a seminar on

dementia.

When we first met, she looked much younger than her 70 years. After
graduating as a nurse in Shanghai, she worked as an assistant to doctors in
hospitals, taught nursing and later became the head of a nursing school. It’s no
wonder that her response was “I am not willing to accept that [ have Dementia”

when diagnosed.

When Mrs. Chiu (alias) was young, she had an excellent memory. It was
only last year that it became quite obvious that she was becoming more and
more forgetful. After seeing a specialist and having an MRI scan on her brain
with a diagnosis of dementia, she was put on a medication to slow down the
progression of the illness. “My feelings are contradictory, on one hand I am
lucky that my illness can be controlled with medication, on the other I am
thinking — what if my illness is only at
its early stage — maybe I don’t need to
be medicated; but if I don’t — will it get

worse? “Mrs. Chiu says.

Mrs. Chiu’s husband, who is always by her
side, told us that when he was a surgeon in
China, many of his friends (doctors) had
dementia. This condition can go downhill
within a very short period of time, from not
recognising familiar faces to incontinence
and finally death. Mr. Chiu said that since

Mrs. Chiu started on the medication,

her condition has stabilised and ‘blank’



got everything over and over again and go to the toilet repeatedly. I used to

get upset, but now I’ve bought myself a wooden guitar and will play it while
waiting for her. It is quite a soothing thing to do and stops us from arguing”.

“Watching mum’s condition declining, with her forgetting to shower and wash
her hair, has now become another challenge. Whilst thinking of a new way to
deal with this, I realise that | am running against time and that’s why I take her
to places while she is still mobile and to restaurants so that she can enjoy the
food she likes before it’s too late”. Daniel says, “Recently, with her other carer,
we went to Town Hall for yum cha, then walked to Hyde Park and strolled
down to the Opera House, then took the ferry to Manly. People might think
that all this is very boring, but I am treasure every moment I spend with mum.
I might not be making great money working as a casual, but I feel very blessed
and thank God for the opportunity to be with mum.”

Daniel, who will be resuming full time work, is arranging for appropriate care
for his mum. Other than her attending a Day & Activity Centre twice a week,
he has also organised for an Aged Care Home Service to do domestic tasks and
cook for his mum. He is also looking for carers who will spend the other times
with his mum when he is not around. “I know these carers/helpers very well
and when [ am away working, I feel much more relaxed. Mum said she does
not want to go to a nursing home and between us brothers, we have decided to
keep her happy at home even if we need to spend more money. We know that
looking after mum will become more and more difficult, but I just want to do
my utmost in returning everything she has done for me!”

Daniel now knows exactly what to do to
make his mother happy, “I’d pretend to be a
wealthy man who never wants to pay, I’d go
through my pockets pretending to look for
money. Mum finds this hilarious and would
laugh out loud every time. When I see her
happy, 1 also feel happy.It is obviously a
blessing to have a son like Daniel.




Story 2 My mother, My Love

One would expect to see a husband accompanying wife or vice-versa when
entering a Day Care & Activity Centre, except in the case of Daniel (alias)
who, accompanies his mother twice a week, rain or shine.

“Mum has always been independent and lived on her own when dad died
in 1985 until she moved to Australia to live with me in 1991. It didn’t take
long for her to adapt to her new life and in no time, she was taking herself to
Chinatown by bus and meeting up with friends for shopping and yum cha”,
says Daniel. “It was in 2002, when I returned from a business trip to Japan,
that I noticed a change in her personality and thought it might just be old age
causing her memory to decline. I didn’t think any more about it. But it became
more unusual when all of a sudden she announced that she would no longer
cook breakfast. This, from someone who cares about food and nutrition and
is refusing to have breakfast?”” continued Daniel. “The situation became worse
when I found that mum was filling up the fridge with identical things. When I
queried this, she went silent and I was quite stunned when I found her weeping
in her room. Seeing her like this made me very sad and I had to remind myself
to be very cautious when talking to her. By then, I was suspecting that she
might be sick and took her to the doctor who confirmed that mum is suffering
from dementia.”

“Around the same time, I was made redundant by the IT firm I was working
with due to the global financial crisis. I took the opportunity to take up casual
work with the view to caring for my mum full time. In the beginning I had
no idea what dementia was and caring for mum was a challenge. It wasn’t
until I did some research into this illness and attended many seminars that [
understood more about dementia. But ‘understanding’ does not mean ‘solving’
the problem - how best to look after mum is still trial and error. Now mum
is very dependent on me and throws tantrums if I am not with her for several
hours. I now set my computer to show my face every 15 minutes to tell her
not to worry and that I am just running a bit late. This has stopped her from
throwing tantrums and from running in to the streets looking for me. It is also
very challenging when getting her ready to go out, she will make sure she’s



Activity Centre, she would say that there was no food in the fridge and they
need to go shopping but need to stop by the Centre first. This way Mr. Yuen
will listen and get ready.

Mr. Yuen tried to dye his hair one day and sneaked into the bathroom while
Mrs. Yuen was having a nap. Some time later, their daughter told her that Mr.
Yuen’s hair looked a bit odd. Mrs. Yuen then found the tube of toothpaste
almost empty rather than the hair dye and thought it was hilarious. Her
daughter asked how she could still find this funny and Mrs. Yuen answered,
“What can I do but see the funny side of this, your father has dementia”.

When Mrs. Yuen realized
there was work being done
to promote caring for people
with dementia, she was one of
the first to support this work,
as dementia is not very well
understood in the Chinese
Community

One day, Mr. Yuen was
suddenly quite alert and
asked “Why am I so confused,

I can’t remember a lot of
things” and when Mrs. Yuen
asked him if he knew what had happened he looked quite lost again. With that,
Mrs. Yuen comforted him and said, “Don’t worry, we understand what you are
going through and our daughters and I will be here to support you!” Mr. Yuen
nodded. Everyone there at the Day Centre was so deeply touched by these few
simple, but meaningful words.

To me, the real meaning of ‘marriage’ lies here, who can predict which one
will be sick before the other. As long as we don’t give up and hold each other’s
hand we will be together untill the end!



Section 1 Stories
Story 1 Together we go, along This Uneven Road

When two people get married, they tend to look into the future and dream of
all the happy times they will share while growing old together. No one would
ever think that their soul mate’s personality would change suddenly with a
diagnosis of dementia, becoming needy like a child and having to be cared
for 24/7. Mrs. Yuen (alias) was grief- stricken when she found out about her
husband’s illness. “After years of hard work, hopes of enjoying our life and
travelling together have gone down the drain”.

Three years ago while Mrs. Yuen was travelling in China with her husband,
she noticed that he was acting strangely. He was frequently fighting with
people for seats, became paranoid in crowds and would stop dead in his tracks
and suspiciously say that people were watching him. One of the American
travellers in their group suggested that Mr. Yuen might be suffering from
dementia and upon returning to Australia, Mrs. Yuen took her husband to see
a geriatrician. After having an MRI scan of the brain, it was confirmed that he
did, in fact, have dementia.

“I was beside myself and did not know what to do, until a friend recommended
a Chinese Activity Centre for people with dementia. We were able to gain
more information on the subject as there is much literature and many seminars
to attend that provide a better understanding of Dementia. I also met people in
similar circumstances and felt much better. Frankly, up till now, I still cannot
accept that my husband has dementia, but what can I do, I still have to live
with it and face it, this isn‘t a matter of choice”, Mrs. Yuen said.

It is very tiring caring for her husband who has dementia As well as the
decline in Mr. Yuen’s memory, changes in his character have become quite
profound. He became judgmental, selfish, loved to criticize and quick to
have an emotional outburst. One example is that if Mr. Yuen is aware of an
appointment on Saturday, he becomes very anxious and repeatedly asks her
every day about it until Mrs. Yuen becomes very tired of this behaviour. Now
she has learnt to keep things to herself until the very last minute to let Mr. Yuen
know and sometimes even telling a white lie to make things easier. She has
to think fast as direct conflict will get her nowhere. If they were to attend the



Introduction

The Australian Government Dementia Initiative

The Australian Government’s Dementia Initiative provides funding of more
than $120 million each year to support people with dementia and their carers.

The Dementia Community Support Grants Program is funded under the
Dementia Initiative.

Supporting people living with dementia

It is estimated that around 200,000 people currently have dementia. As
Australia’s population ages, more people are likely to be affected.

Dementia is not a natural part of ageing. After the age of 65, however, the
likelihood of being diagnosed with dementia doubles every five years.

The Australian Government recognises the growing importance of dementia
as a health priority and is looking at how it can best meet the needs of the
community today and into the future.




Foreword

Although issues such as life and death, or human sickness are all part of our daily
lives, each time I encounter patients who are suffering from dementia; with their
minds and bodies gradually deteriorating, and notice their family members who are
exhausted by taking care of them, I ask myself “Why does this happen?’ However,
through a series of case interviews, [ was moved by the close relationship between
the carers and the patients. The bonding between the carers and the patients shows
me once again the true meaning of love and family. It is quite a rare and precious
experience, especially nowadays in our cold and distant society. The dark blue hue
beneath the rainbow accentuates its dazzling colours — indeed regrets in our lives
are there for us to live a fuller life.

This handbook begins with six real-life family cases. Under the Chinese culture,
many families still count dementia as a taboo. To protect the interviewees and their
family’s privacy, all cases and related interviewees are kept anonymous. As these
stories unfold one episode after another, we hope the carers can find some comfort
and ease during the reading process — they are not all alone in facing the problem
of dementia.

The second part shares tips with carers through a close study of the behaviour
changes of people with dementia, which includes advice for handling changes.

The third part of the handbook is dedicated to emotional support for carers. In
order to take care of dementia patients, carers need to take good care of themselves
as well.

The fourth part centres on useful information and guidelines on dementia: local
websites on support groups for dementia patients and carers plus websites on
Asian and Chinese community support centres. The latter will provide handy and
culturally-appropriate information for Chinese-background clients.

In closing, I would like to thank the Australian Department of Health and Ageing
Dementia Community Grants Program for their funding for the Chinese Dementia
Awareness campaign. Without their support, the Chinese Community would not
have the opportunity to be aware of Dementia. Thanks also go to Alzheimer’s
Australia and Inner West Advisory Service (SSWAHS). My gratitude also goes
to Australian Nursing Home Foundation for their unlimited support. I’d like to
extend my heartfelt thanks to people with dementia and their carers for their
stories. Without their support and patience, this handbook would not have been a
success. It is also my sincere hope that handbook will be an invaluable resource
for carers and friends of people with dementia.

Rebekah Kwan

Project Officer
Chinese Dementia Awareness Program
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