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Dear KD Friends and Families,

We hope you enjoyed the festive
season and had a chance to relax and
celebrate and those of you with
children at school have had a smooth
start to the New Year.

In this edition, we are pleased to report
on the growing success of KD
Awareness Day. As some of you are
aware, in 2011, the US KD Foundation
identified January 26 as KD Awareness
Day. Since then some other countries
have also adopted this day. It is
heartening to know parents all over the
world are united in a common cause —
to raise awareness of Kawasaki
Disease.

As the US KD Foundation posted on
their Facebook page (although it is now
February there is still plenty of time).
“It’s the start of the New Year...

New Resolutions.

This year make a resolution that will
protect the hearts of precious
children. Make your New Year’s
Resolution to raise awareness of
Kawasaki Disease.

We are excited to see what 2018 will
bring, and if the last few weeks are
an indication we think the year
ahead will be very rewarding.

Warm Regards,

Shirley Mates and Aylee Sunstrom
National Co-ordinators

We really like to correspond with our members
via email when we can. Please help us by
keeping your email details up to date. Please send
updates to info@kdfoundation.org.au with Email
Update as the subject and include your full name
and email address details.


file:///C:/Users/Brian/Documents/Kd/official%20letterhead%20etc/www.kdfoundation.org.au

KD Awareness Day

This date was chosen because on January 26, 1961 Dr. Tomisaku Kawasaki of Japan had his ‘aha’
moment when he saw his second patient with the tell-tale signs of what later would be named Kawasaki
Disease. Despite it coinciding with our Australia Day celebrations, Bec Bailey initiated a very
successful social media campaign which many of you joined. We were also able to utilise the US
Foundation campaign as well as other Parent Forums.

Next year we plan to expand our campaign by again joining the US in the lead up to January 26 but we
are considering adopting February 7" for our Awareness Day. This is Dr Kawasaki’s birthday and it is
also the month when Rare Disease Day is held.

We look forward to continuing to make a difference. We hope that you too will grab opportunities to
make a difference this year.

This year’s Japanese Parent Association New Year party with Dr. Kawasaki.

From left Mrs Kyoko Sato, Dr Sonobe, Dr Kawasaki, Mrs Kawasaki, Tubura Kawasaki, Michilu Kawasaki.



More attendees at the Japanese Parent Association New Year’s Eve Party

The International Kawasaki Disease Symposium Hawaii 2015

Start of the Parent Session at the 2015 Symposium in Hawaii.
Symposiums bring together medical researchers and parents to share knowledge and experience.



Strong friendships develop when parents work together to support their children.
Here at the Hawaii symposium 2015 parents pause for a photo shoot before the next session.
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The 12th International Kawasaki
Disease Symposium

Every 3 years, researchers from all over
the world come together to discuss their
KD research at the International
Kawasaki Disease Symposium. These
symposiums alternate between Japan and
the US.

This year’s symposium will be held at
Yokohama, Japan from the 12 — 15 of
June. All KD parents are invited to
attend. There will be a Parents
Association Activity on Wednesday, June
3rd followed by a dinner with researchers
and all going well, Dr Kawasaki.

Since 2001, the KD Foundation has met with
members of the Japanese Parents Association
at each symposium. We have been invited to
give a presentation on our work here for the
Foundation and some of our coordinators are
hoping to attend.

We will be actively fundraising over the next
3 months to help cover expenses. If you
would like to assist us with a small donation
or have any contacts with businesses or
service clubs who may be able to help, please
contact us at: info@kdfoundation.org.au
Tax-deductible donations can be made
directly into our Bendigo Bank Account.

BSB 633000

Account 131979338

Kawasaki Disease Foundation Aust.
Please reference — symposium

For more details on the symposium
please visit this link

Registration is 10,000JPY and 5000JPY
and then dinner — about $170 Australian
per person.

Please let us know of any KD matters
you would like us to discuss on your
behalf.

The 12th International Kawasaki Disease Symposium

Progress and Harmony for
Kawasaki Disease
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presidents N[asahiro Ishii Kei Takahashi

Toho University



http://www2.convention.co.jp/12ikds/

HeartKids Grants-in-Aid Research Award

A big congratulation to Murdoch Childrens Research Institute David Burgner who was presented with one of the 7
HeartKids 2017 Grants-in-Aid Research Awards. These grants are awarded to support incredible heart research.

Below is a summary of his project-

--- Mechanisms and predictors of cardiovascular risk in children following Kawasaki disease --- Professor David
Burgner

Project Description:

Kawasaki disease, the most common cause of heart disease acquired in childhood, affects approximately 300 Australians
annually.

It is a life-threatening but poorly understood illness of preschool children that damages the coronary arteries in 25% of
untreated cases.

This exciting study leverages our Kawasaki disease cohort and uses novel methods to address these important research
questions. Our aim is to understand the mechanisms and long-term risks in Kawasaki disease, leading to new diagnostics
and interventions.

Some of the award winners

Professor Burgner




Following this award presentation, The Herald Sun newspaper in Melbourne interviewed Prof. Burgner about their latest
KD research. They also interviewed Bec Bailey and her family about their KD journey. This story can be viewed here.


http://www.heraldsun.com.au/news/victoria/murdoch-childrens-research-institute-is-unravelling-a-paediatric-heart-disease-mystery/news-story/2d6c7680d8643ceab182092858f68a3e

Other KD news and our goals for 2018

We are pleased to announce that Sarah Kramer has just
joined us and is keen to spread awareness and
fundraising in Queensland. If you would like to get in
contact with Sarah, you will find her through our Forum

page.

KD Awareness Video

We plan to finalise our awareness video this year and
work on other ways to spread awareness. We are
working on an A4 poster plus an information
brochure/PowerPoint presentation that can be used at
your child’s preschool, school etc. We would welcome
any assistance or ideas you may have.

Our Researchers here in Melbourne

Prof. Burgner and Dr. Chen have had a paper published
in a journal (Heart Lung and Circulation). This can be
viewed by clicking on this link.

We would like to congratulate Dr Chen on being granted
her PhD. We will have a summary of this paper in the
near future.
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Check out our Facebook page to see the latest updates
on KD events, view photos and more! Click on the
button above to go directly to the page (you must be a
Facebook member to view). Please like our page and
share it with your family.

We have a new supply of our information
brochures available if you have somewhere to
place them or hand out. E.g. Maternal Health
Centres, Preschools. Please contact us if you
would like some.

KD Forum

Bec Bailey a KD parent has set up a closed group
Facebook Forum page for Australian parents. This
IS a great place to share your experiences and ask
advice of other parents. If you are interested in
joining, search for the group on Facebook and
request to join, or email Bec directly at -
mychildhadkd@gmail.com

There is also a FaceBook aneurysm group that
some of you may be interested in if you haven't
already joined. It can be found on Facebook under
Kawasaki disease support - children with
aneurysms.

GoFundraise

Just a reminder that we are registered with
GoFundraise which allows supporters an
increased range of ways to fundraise. These can
be direct donations, a personal challenge (in the
past we have had supporters compete in
marathons/half marathons) special occasions etc.
A link to our page is available on our website and
we are more than happy to assist you with setting
up your own page.

While there are a few different groups like
GoFundraise that collect donations on behalf of
various charities you do not have to go through
the particular one that is coordinating the event
you are taking part in. GoFundraise coordinates
events like the Melbourne Marathon. If you are
taking part in an event which is under another
group, you can still raise funds for Kawasaki
Disease Foundation by creating a page on the
Foundation's GoFundraise page. Please contact
us if you have any questions about how this
works.


http://www.heartlungcirc.org/article/S1443-9506(17)31473-7/pdf
mailto:mychildhadkd@gmail.com

In conclusion, I am sure we can all relate to this rap
song written by a 12-year-old KD survivor from
Canada. Her mother has kindly given us permission
to share it from her Facebook post. It is interesting
to hear from an older child’s perspective.
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Upside down

You got this don't get scared

There's all sorts of machines

Lights beeps all sorts of sounds

Silence ain't golden, when your life flips upside down.

You can guess, check google but still no answers
You feel like a guinea pig, just a number to some.
When | sat there 3 days straight

I could count on my mom.

She never gave up

Knew something was wrong

I'm here now with my heart beat strong.
Thanks to her fight

Taught me to never give up

One life lesson, | will never stop.

The doc came in, | had the flu

Mom knew he was wrong but had no clue.
Day #2 found something new

Scarlet fevers still around, it's inside of you.

My mom kept me in my room
Couldn't walk couldn't talk, eat sleep or drink
She knew right away the doc needs to rethink.

Back we go again

Told I have chapped lips

My mom got mad, | didn't need blistex.
My blood shot eyes and strawberry tongue

Our family doctor knew something serious was wrong.

“My daughter is 12 years old now, diagnosed
at 10 with KD.... it haunts her. She loves to
write poetry (gift with pen n paper passed down
from her GG) she wrote this 'rap' song! |

’

thought I would share ...’

Back in I went, the tests begun

My mom started to cry, as they tried to break the
news with ease,

That what | have is Kawasaki Disease!

With my life in question

No answer to how what or why

Told watch for a heart attack

| now started to cry

| was so scared and thought yo I don't wanna die.

Once again mom was there
Right by my side

We'll never give up

We're in for a ride.

Medications now, to thin my blood
Every bump and scratch | bled a lot
Softest touch left a major bruise

It was hard for me to share this news.

But here I am

Strong as can be

Play all my sports

Ya | suffer in pain, I can't keep it silent
| ain't got no shame.

Life is too short

This is my story

So I do what I please

I will never give up

As | fight Kawasaki disease!

Paige




