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RELAY OF HOPE

Alone when diagnosed 28
years ago, now others also
advocating for change

Without Paul | could not give
talks or travel — he is my
enabler
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I'MTOO YOUNG!

* Headaches, no energy, stressed and
tired, recently divorced, daughters 9,
I3 and 19, looking forward to new
future

+ Specialist said you have Alzheimer’s
Disease

* Went on leave to seek second
opinion about awful diagnosis
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Neurologist confirmed diagnosis in
September 1995, and | started anti-
dementia medication

How awful to be told to get my affairs
in order as soon as possible!

Dementia Australia had no help for
people with dementia, only for our
families

Shocked and angered by assumption
we were mindless empty shells
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Beginning of my roller-coaster
journey of advocacy for people
living with dementia
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WHO WILL | BE WHEN |
DIE?

Over 100 diseases cause dementia

Medication helps signals between
brain cells

Not normal part of ageing but
terminal illness even in the young

Fear of not knowing who | am when
| die
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NEW HORIZONS!

* My second book,‘“Dancing with
dementia” talks of meeting Paul

- Meeting others in Montana, and our
booth in 2001 ADI conference in New
Zealand

> Challenged view that people with
dementia were mindless empty shells!

© Gave first plenary address by person
with dementia

* Invited to Japan in 2003
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Can’t make choices
If break something, Paul clears up

Coins and notes are hard, but
card is easier

Where to turn when we are out,

and | can’t find my way back even
from short distance

Paul holds my hand, so | seem
normal
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WHAT IS IT LIKE?
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WOBBLY WORLD

Perception and signals to my
brain mean | wobble and
stumble

Mirrors and doors confuse me,

so | look for Paul, my enabler!

Can't register quickly enough
what is in my surroundings, so |
follow Paul’s lead, as this is
more restful and less stressful
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STRESS!

What day is it, what are we going
to do?

We look at our phone Calendar
If Paul goes out, | forget where
he’s gone

| rush around trying to capture
fleeting thoughts, writing them
down or telling Paul before they
disappear
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Fleeting thoughts disappear like
puffs of fairy dust into the
stickiness of my head
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Paul tries to understand
Much communication is non-verbal

Efforts to talk often called ‘“challenging
behaviour”

We need pauses to have time to capture
our thought balloons into gestures, facial
expressions and sounds
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“Thought
balloons” get

stuck in my
head!

Dementia is a disease of
communication, creating an unseen
barrier between our two worlds

Violence is the voice of the
unheard

Martin Luther King, 1966
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MEMORY

Memory is life’s narrative making
sense of our story but mine is
fragmented

Adrift in sea of unremembered
events, with no sense of time
passing by

Paul gathers up memory fragments,
so my life regains a story

He is my enabler in creating my
life's narrative
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* My memory like blank canvas, onto

which Paul is painting word picture
for me to walk into
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| SURVIVEWITH MY ENABLER

* Paul reflects about day at
sunset, giving me clues so |
can remember

* With his help, | can do as
much as | can, while | can
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EXPERT IN LIVED EXPERIENCE PASSING ON BATON ﬁ-’m
Handing on baton in relay race for change —
Celebrating a 28-year Dementia Basic Law passed Diet in June this year, respecting

human rights and aiming to create a society leveraging the

roller coaster ride voices of the people and their empowerment.

| am telling my story
‘“Before | forget”

Central and local governments will establish committees
including people with dementia and their families

Japan is a world leader and has done so much!
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CREATING
A HARMONIOUS WORLD!

Thank you

It all starts with us,

the people with dementia !
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