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Medal a step in the fight for life
Campaign I Elise Moore

WINNING a Pride of Australia
Medal is another step forward in
the fight to draw attention to mus-
cular dystrophy, says humble
campaigner Boris Struk.
The Muscular Dystrophy Associ-

ation executive director was nomi-
nated by his staff in the Commu-
nity Spirit category.

"To be awarded the medal means
that muscular dystrophy can be
placed in the spotlight," Mr Struk
said.
"To create awareness is to create

more hope of finding a cure.
"It is nice to be acknowledged

though, particularly for being
amongst such a diverse group of
people who are equally as deserv-
ing."

Muscular dystrophy is a pro-
gressive muscle-destroying dis-
order that wastes all muscles
away, causing immobility, respir-
atory problems and cardiac com-
plications.
Mr Struk formed the North Mel-

bourne organisation 25 years ago
after his son Ryan was diagnosed
with the illness at the age of three.
"There was a real lack of support

available for families in the same
situation back then," he said.
Since then, Mr Struk has been

instrumental in the growth of
MDA, which has raised
$30 million to support families and
provide services. Despite being
told he would only live into his
teens, Ryan will turn 30 next year.

"He was my inspiration for
building this organisation and the
thousands of families we've been
able to assist after a life-changing
diagnosis are my motivation to
continue," Mr Struk said.
He said it was "gratifying to see

how the association had grown"
from a small parent support group
to an organisation that had helped
thousands of families receive res-
pite, knowledge and support.
"We're walking towards a cure

but, in the meantime, it's nice to
be able to bring a smile to some-
one's face."
The Pride of Australia Medal is

proudly supported by Leader Com-
munity Newspapers and News Ltd
newspapers across the nation.

Boris Struk, who has won a Pride of Australia Medal, with his son Ryan.
Ref:  54100150

Brief: MUSCU

Copyright Agency Limited (CAL) licenced copy

Moonee Valley Leader
Monday 13/7/2009
Page: 3
Section:  General News
Region:  Melbourne  Circulation:  51,633
Type: Suburban
Size: 305.31 sq.cms.
Frequency: M------



Ref:

A special deal for
really special boy
By Lucas Wilson

Life will be made a little more
bearable for little Aiden Koch,
thanks to the generosity of Morley
Auto Group owner Colin Morley.

Merv and Bonita Koch recently
approached Colin looking to buy a
van suitable for their son, Aiden,
and said they never expected to be
treated with such kindness.

Aiden, 41/2, was born with
severe muscular dystrophy.

6 We're really rapt.

It's going to make

such a difference

for Aiden. 9
- Merv Koch

The condition refers to a group
of genetic, hereditary muscle dis-
eases which weaken the muscles
that move the human body and
cause progressive skeletal muscle
weakness.

It makes Aiden vulnerable to
sickness and even a common cold
or flu could see Aiden
hospitalised.

Merv and Bonita planned to
take Aiden north over winter as
the warmer weather could prevent
him becoming sick.

A van was needed to cater for
Aiden's needs and to tow a
caravan for the family to live in
during the trip.

Touched by the family's situa-
tion, Colin provided the Koch's
with a Hyundai iMax people
mover. complete with personal-
ised registration plates reading
'AIDENZ', for a discounted price.

He also offered to drive the van
and caravan to Darwin, as it
would be difficult taking Aiden on
such a long road journey north.

"I just thought it was a good
cause," Colin said.

Generous: Merv and Bonita,
with son Aiden, thank Colin
Morley for the special deal on
their new car.

''The family needed a hand and
we're happy to help."

Merv, Bonita and Aiden will fly
to Darwin next Tuesday, July 21,
to meet Colin on July 24.

From there, the family will trek
to Kununurra and Broome for
three weeks before travelling
down the west coast of Australia.

Merv and Bonita thanked Colin
for his help and kindness.

''We're really rapt. It's going to
make such a difference for
Aiden." Merv said.

''We didn't expect such gener-
osity, but we were just blown
away. He (Colin) has done really

well and taken us under his
wing."

Cohn's offer to drive the van to
Darwin was an even bigger ges-
ture, Merv said.

"It's the icing on the cake. It
has made the dream come true,"
he said.

r

''This trip is something we've
always wanted to do."

Merv may need to return to the
family dairy farm in Tongala
during the trip, but will rejoin
Bonita and Aiclen.

When the family returns, a hoist
and ramp will be fitted to the van.
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Qld: Parents devastated Zoe's Place will close indefinitely

    By Petrina Berry
    BRISBANE, July 10 AAP - Masako Ryder is devastated that one of Australia's only hospices for 
children, Zoe's Place, will close indefinitely.
    The Brisbane mother of three is coming to grips with the breakdown of her marriage and life as 
a single mum of three daughters, including one who requires 24-hour care.
    Nine-year-old Cleo is vision impaired, has cerebral palsy and epilepsy.
    Ms Ryder juggles caring for Cleo with the demands of her toddler Lucia.
    In the middle is six-year-old Sophia, who Ms Ryder fears is growing up too quickly, as she 
automatically assumes the role of mum's little helper.
    Ms Ryder says when it all seemed too much there was always Zoe's Place but soon she won't even 
be able to claim that.
    Zoe's Place was put into voluntary administration in late June while under investigation for 
allegations of substandard care.
    SV Partners director Terry Rose, who is leading the administration process, says the hospice 
will close on July 13 while he searches for a service provider to take over the running of Zoe's Place.
    A meeting with creditors will be held on July 14 to discuss whether the hospice should be 
placed in liquidation.
    More than a hundred families across Queensland and northern NSW currently rely on Zoe's 
Place.
    Ms Ryder says there are no other cost effective alternatives and many families are 
devastated.
    "I'm at a loss. I'm going through a separation. I come from Japan so I don't have any family 
living in Brisbane," Ms Ryder said.
    "I'm basically on my own. Zoe's Place is like family to me. They gave me emotional support, not 
just respite."
    Sunshine Coast mother of two, Tyler Vanasten, sends her 16-year-old son, who has muscular 
dystrophy, to Zoe's Place nearly every two months for several days at a time.
    Ms Vanasten says she needs Zoe's Place to care for Jayden while she completes her paramedic 
degree, which includes work placements.
    "If Zoe's Place is closed for some time then I won't be able to complete my degree," Ms 
Vanasten said.
    "I would have to go back to being a single mum at home on the pension, which isn't what I 
want."
    The troubled hospice was founded by Nigel and Erika Reed and named in memory of their daughter 
Zoe whose battle with cystic fibrosis ended when she was only 11 in 1994.
    After her death, Mr Reed walked five continents to raise the money to open a centre that gives 
parents with terminally ill or disabled children, who need 24-hour care, respite.
    Ms Reed says so many parents believe in Zoe's Place and it's heartbreaking to think after five 
years of operation it all could come to an end.
    "Really it's been 20 years since the concept was born but it's not so much about our dream but 
my concern is for the families," she said.
    "There's a huge demand. Nearly 3,000 children have a terminal illness or serious disability in 
Queensland.
    "This figure will grow as the state expands. There is a huge need out there for Zoe's 
Place."
    She says when a family includes a child with a "life limiting illness" it affects everyone.
    "They become dysfunctional and it's common for marriages to end and usually the man cuts 
loose," she said.
    The Reeds' own marriage ended while caring for Zoe.
    Ms Reed says allegations of substandard patient care were also disappointing and 
unproven.
    The Queensland Nursing Council and Zoe's Place board are investigating alleged breaches of 
patient care and safety at the hospice.
    Past and current staff and parents of patients lodged complaints with the Health Quality and 
Complaints Commission in May.
    Ms Ryder says she was shocked to hear the allegations.
    "I've never had problems leaving Cleo in their care. In fact the allegations never made me 
doubt them," she said.
    "I think it's a shame. A lot of us have nothing but good things to say."
    AAP peb/pjo/mmr/de
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Brainwave support for children
B rainwave, Australia's

only national charity
supporting children suffer-
ing from brain illnesses, is
delighted to announce the
receipt of a generous dona-
tion of $45,000 which will
enable it to establish the
Brainwave Family Weekend
Camps, code named Camp
Brainwave; a welcome
boost to their range of care
programs in 2010.
Established in Victoria in
1994, Brainwave's mission
is to support the treat-
ment and care of children
suffering from brain ill-
nesses (neuroscience).
Neuroscience covers a wide
range of disorders includ-
ing brain tumours, epilepsy,
muscular dystrophy, MS
as well as acquired brain
injuries.
Providing support and
practical assistance to
families whose worlds
are turned upside down
when their child is diag-
nosed with a brain illness,
Brainwave is constantly
looking for new ways
to boost their range of
care programs. Camp
Brainwave will be a key part
of these programs in 2010,
brought to fruition by this
generous donation.
Brainwave plans to run two
camps in Victoria in 2010 as

part of their pilot program.
Twenty families will be
invited to participate, offer-
ing parents and their chil-
dren a range of fun artistic,
physical and challenging
activities to share, creating
life long family memories
in an understanding and
supportive environment.
Parents often feel emotion-
ally isolated and remote
and initiatives like Camp
Brainwave facilitates the
sharing of information
and offers some emotional
encouragement to families,
helping parents to under-
stand that others share
similar experiences and
challenges.
Brainwave has helped over
500 families nationally
over the past year, includ-
ing 10 year old Emily from
Melbourne, Victoria, who
is the proud recipient of
a Gomier Trike, thanks
to Brainwave. When told
of the donation and the
plans for Camp Brainwave,
Emily's mother Charmaine
said, "That is great news! It
will be a great opportunity
for families to spend some
positive time with their
kids and to meet other
families with similar needs.
Having the forum to share
information and experi-
ences with other parents is

very valuable. The positive
experience and memories
created for all families will
be priceless."
This desire to bring families
together and facilitate a
sharing environment has
led Brainwave to launch
Brainspace, an online
portal designed to help
parents, children, experts
and professional carers
communicate and share
information, thoughts and
experiences. Brainspace
will connect people and
help to bridge the isola-
tion that families often
feel whilst also providing a
practical tool.
Josephine Nicholls,
Brainwave's Founder and
Executive Director said,
"We are overwhelmed by
the generosity of this dona-
tion and delighted that it
will enable us to establish
Camp Brainwave in 2010.
In these difficult financial
times it becomes even more
important to raise funds
to support the treatment
and care of our Brainwave
children and their families
and we are delighted to be
able to thank our donor for
enabling us to boost our
care program in 2010. Our
children will be extremely
grateful for the support."
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