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INSIDE WE SHARE

A VERY SPECIAL
STORY

Breana’s family share how your support
is making a difference to their lives

FROM THE

CEO
I

t is my hope not only as CEO
but as a parent to ensure every
family with a seriously ill child, is
never alone and has the support
they need throughout their journey.
I am so grateful for my two healthy
children, but also for the incredible
kindness of supporters like you who
help those families who aren’t so lucky.
Thanks to your support, in this last
financial year we have provided:
• 2,295 nights of respite and
specialised care at our children’s
hospice;
• 5,357 family support sessions where
families accessed much needed
emotional support and counselling;
• 1,000 volunteers who supported
families in their home, hospital,
hospice and through fundraising
initiatives.
As we move into the new financial
year our focus will be on continuing to
improve the quality and effectiveness
of our services, to care for every family
in need.
The Piggy Bank Appeal kicked off in
July and will now be running all year
long as the need to support children
with life-threatening conditions and
their families is greater than ever.
You can see how the community is
supporting the Appeal on page 7.
As a father, I can only hope that if
I too were in a situation where my
children and family were in need,
Very Special Kids would be there.
And because of your support,
I know we will be.
Michael Wasley,
Chief Executive Officer

A sibling’s

perspective
FIFTEEN-YEAR-OLD JARROD MCKEE IS JUST
LIKE MANY OTHER TEENAGERS HIS AGE.
HE LOVES SUPPORTING THE MIGHTY TIGERS,
PLAYING WITH YO-YOS AND SPENDING TIME
WITH FAMILY, INCLUDING HIS VERY SPECIAL
SISTER EMMA.

H

owever, Emma isn’t like most siblings. She has LennoxGastaut Syndrome, a rare type of uncontrolled epilepsy,
and requires 24-hour care and assistance for all her basic needs.
Having a sister with a life-threatening condition can be difficult
for Jarrod. “It affects me a lot of the time,” he says, “it’s just a
constant worry about when her next seizure will be, and when
she does I find it so hard, I don’t like that there is nothing I can
do to help”.
Jarrod attends Sibling Days and Camps at Very Special Kids, and
he finds it really helpful “it’s great to be around people who are
in the same boat as you, it’s just comforting to know you are not
alone” he explained.

Mittagundi was one of the greatest experiences of my life.
It introduced me to new people I will always remember and
allowed me to do things I never imagined possible.
At the start I think we were all worried in our own little
ways, but the key thing was we all got over the doubts. At
stages, some of us struggled but the leaders and staff made
us feel like one big family.
Camping in the snow was the most interesting part. You
rarely knew what was going to happen the next day or even
in the next few minutes, however, it was still fun!
I want to thank Very Special Kids for giving me the
opportunity to go on this camp. You have shown me the
world from new eyes and have become an inspiration to me
and likely many others.
As Ian Stapleton said, “give
them what they want and
then give them what they
need.” You guys have done
that so well, and on behalf
of all who participated,
I say thank you!
Reflection written by Jarrod after spending a week at a Sibling Camp in Mittagundi.
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The philosophy that makes

my job one of the best in the world

By Rebecca Meek, Very Special Kids hospice nurse

When asked the question “what matters most?” in paediatric palliative care,
many aspects of the job come to mind. I can list off many clinical duties such as
pain management, cluster care, communication, nutrition and so on, but when you
stand back and think about what really matters most, it is facilitating the child and
family’s ability to experience their vulnerable moment of time the way they need to.
Before coming to Very Special Kids, most of my nursing
experience was in the Emergency Department of a
paediatric hospital where goals of care mainly focused
on paediatric assessment and life-saving interventions.
Transitioning to paediatric palliative care has expanded
my perception of what providing care to children is all
about. What soon became obvious when starting at
Very Special Kids is that providing optimal care to
children with a life-limiting illness needs to encompass
the child’s family as it is the family that provides the
foundation to the child’s well-being.

Nevertheless, there is a strong consensus within our
team that Very Special Kids is an essential service and
the care we provide is invaluable. Our united holistic
approach allows us to deliver quality, family-centred
care that includes empathy and respect.
It is this philosophy that makes my job one of the best
in the world and makes me so grateful for the support
we receive to make our work possible.

This meant stepping back and really trying to see
the world through the eyes of the child and family.
Some of the main themes that are often presented
are emotional fatigue, loss of family cohesion, sleep
deprivation, loss of control and despair.
The nursing team at Very Special Kids are a very
professional and caring collective that specialises in
physical, psychosocial and practical support, ranging
from intricate delivery of palliative pain management
to the active listening of a parent venting their
frustration on the inequality of life. It’s a very diverse
profession which can be so rewarding but also so
ethically and emotionally challenging.

Generous funding goes a long way
Thanks to over three years of
generous funding from The Baker
Foundation, Very Special Kids has
been able to employ additional
nurses to enable us to re-open
two hospice beds to increase our
hospice operations to an eight-bed
facility. Prior to their support,

we had needed to close two beds
to manage operational costs and
maintain a high level of service.
Since reopening the beds, there
has been a significant increase in
hospice occupancy allowing us
to provide additional respite and
symptom management to families
in need.

Our CEO, Michael Wasley, recently
met with one of the Trustees of
The Baker Foundation and they
are thrilled to hear Very Special
Kids can now run the hospice at
full capacity and support greater
numbers of families.

Very Special Kids News
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One day
at a time

THREE-YEAR-OLD BREANA IS A VERY CHEEKY, HAPPY
CHILD, THAT LIGHTS UP ANY ROOM SHE IS IN. BREANA
WAS DIAGNOSED WITH DI GEORGE SYNDROME JUST
DAYS AFTER SHE WAS BORN. THIS LIFE-THREATENING
CONDITION MAKES EVERY DAY AN UNKNOWN FOR
HER FAMILY.

I

n the first two weeks of her life
Breana had two major surgeries,
including one open heart. Breana
is now unable to walk, talk or hear
properly, her immune system
does not work and she has severe
breathing problems.

“In the first five days of her life, I felt like
every time I saw her in the ICU there
was another specialist waiting to tell
me something I didn’t want to hear”
explains Breana’s mum, Nicole.
After spending her first four months
in hospital, Breana finally got to go
home to her siblings, George now 10,
Jason seven, and Adelyn six. Although
her first cardiologist didn’t think she
would make it to the age of three, she
was able to celebrate that milestone
last year with her family at home.
“She is very determined and strongwilled” says Nicole.
The Zois family were referred to
Very Special Kids in 2016, and the
relationship meant the family could
have a little normality back
in their life.
“I visited the hospice and I knew it was
where she should be, and now we’ve
used it a lot” explains Nicole.
“Breana loves the hospice, when we
walk through the door she is all smiles.
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She feels at home, which is very
important for us”
George, Jason and Adelyn love
attending Very Special Kids Sibling
Days, it’s their chance to be kids,
explore their emotions and feel like
they belong.
“It’s been really hard for Breana’s
siblings, especially because of their
ages. They have had to miss out on a
lot of things since she was born. We
have spent nearly every school holiday
in hospital. George being that little bit
older worries about her a lot, often
asking if she is going to die, he gets
very anxious” explains Nicole.
The Zois family also receive tailored
counselling support from a qualified
Family Support Practitioner dedicated
to helping their family.
“Pauline is fantastic, if I am having a
bad day I can just pick up the phone.
The kids love her too and always
ask when she’ll be coming over”
says Nicole.

“Very Special Kids has helped us
get through so many tough times.
Breana still requires at least one
more open heart surgery and we
don’t know if and when she will
be suitable for it. We just have to
take it one day at a time.”

“Breana is now unable to walk, talk
or hear properly… Knowing that Very
Special Kids is there has helped us
get through so many tough times”
— Nicole Zois, Breana’s mum

Very Special Kids News
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SPECIAL DATES
RIGHT ON TRACK
Sunday 21 October 2018, 10am to 6pm
Race Party, Camberwell Rd, Hawthorn East
A team endurance challenge racing slot
cars against other teams.

VERY SPECIAL KIDS
GOLF DAY
Tuesday 23 October 2018, 7am to 3.30pm
Woodlands Golf Club, Mordialloc
Enjoy a great day out on the greens while raising
much-needed funds for Very Special Kids.

VERY SPECIAL KIDS OAKS
DAY LADIES LUNCH
Thursday 8 November 2018, 12pm to 3.30pm
Royal South Yarra Lawn Tennis Club, Toorak

Dress in your finest race-wear for a gorgeous
afternoon with live music, fine food and wine.

A2MILK™ UPSTREAM
CHALLENGE — 50KM OR
20KM WALK/RUN
Saturday 10 November 2018 from 7am
Olympic Blvd Swan Street, Melbourne
Walk or run along the beautiful Yarra River
trails with an option of 50km or 20km.

VERY SPECIAL KIDS FAIR
Saturday 24 November 2018, 9am to 3pm
Grounds of Very Special Kids, Malvern
A fun community event with entertainment,
stalls and activities for the whole family.

TO GET INVOLVED AND HELP
SUPPORT VERY SPECIAL KIDS
VISIT VSK.ORG.AU/EVENTS

Welcome Jimmy Rees
Very Special Kids is pleased to
welcome Jimmy Rees on board as
an official Ambassador — you may
recognise him as ‘Jimmy Giggle’
from ABC4Kids’ Giggle and Hoot!
Very Special Kids is close to Jimmy’s heart
as we support his young nephew. We look
forward to working together.

A lasting legacy
“I recognise how fortunate I’ve been in life
and I want to share that good fortune with
others” — Sue Hardiman

A

fter giving her time as a volunteer for over 23 years,
Sue Hardiman is ensuring her legacy lives on by leaving
a gift for Very Special Kids in her Will.

As a dedicated volunteer, no job is too big or small for Sue. She
generously gives her time at events, community fundraisers and
even drives our giant piggy bank trailers to all corners of Victoria!
“Volunteering is a very important and happy part of my life. It’s
not just the volunteering that gives you pleasure, it’s all the things
that come with it – the laughs, the people I have met and the
friendships I have made” says Sue.
By leaving a gift in her Will, Sue is ensuring that Very Special
Kids will be there, beyond her lifetime, to continue to provide
vital support to children with life-threatening conditions and
their families.
“I am a great believer that people should give back and when you
make a Will, you leave it to the people who can benefit. In the
future I know that my gift will support a family who needs respite,
emotional support, counselling and care and that is satisfying to
think I can help provide that” says Sue.
Making a bequest in your Will can make a long-lasting
contribution, as it improves Very Special Kids’ ability to plan
services and programs in advance leading to greater financial
security. Most importantly, gifts in Wills help ensure Very Special
Kids will be around long into the future, supporting more
children and their families.
For more information about leaving a gift in your Will,
please get in touch with Rebecca Cowan, General Manager
— Fundraising & Communications by phone 03 9804 6215
or email RCowan@vsk.org.au

FILLING OUR PIGGY BANKS
TO HELP MORE FAMILIES
Our piggy banks are visiting communities
to raise funds all year round as the need
is greater than ever.

ALH Group welcome us at their 83 venues to raise
funds and meet the community all year long.

Rapid Relief Team raise
the bar in Echuca.

261 Commonwealth Bank
branches get into the piggy spirit!

Channel Seven’s Peter Mitchell is a
proud Ambassador — thanks for his
support and all our other Ambassadors.

More than 200 volunteers are donating
their time and piggy spirit to support
fundraising events all over Victoria.

Follow our adventures!



#piggybankappeal
THANK YOU TO ALL OUR INCREDIBLE SUPPORTERS AND OUR PARTNERS

Thank you for making all that we do possible
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836
FAMILIES

5,347 23

ACCESSED
FREE-OF CHARGE RESPITE, FAMILY
COUNSELLING AND END-OF-LIFE CARE

EMOTIONAL SUPPORT & COUNSELLING
SESSIONS FROM OUR TEAM OF QUALIFIED PSYCHOLOGISTS,
SOCIAL WORKERS AND THERAPISTS

2,295 1,000 Ŵ
Ẃ
NIGHTS OF RESPITE

& SPECIALISED CARE

AT OUR CHILDREN’S HOSPICE

45

J

VOLUNTEERS SUPPORTED FAMILIES
IN THEIR HOME, DURING HOSPITAL STAYS,
AT OUR HOSPICE AND WITH FUNDRAISING
INITIATIVES ALL ACROSS VICTORIA

Because of you, we are able to reach families in
need 365 days a year all across Victoria
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