
L E I L A  R O S E
F O U N D A T I O N
N E W S L E T T E R
January-June 2019

IN THIS ISSUE:
A message from the Founding Directors:  
(Dr Andrew and Tracy Chow).

Fundraisers in your area

A family's personal journey

Leila Rose Foundation
196A Liebig St, Warrnambool, 3280
www.leilarosefoundation.org
Charity ABN - 29 242 079 660

HELPING FAMILIES AFFECTED BY RARE CHILDHOOD CANCER
Every parent deserves knowledge, every child deserves hope

Dr Andrew ChowTracy Chow

Over $660K in funds 
distributed to families

Over 153 families 
supported

$



Over $660K in funds 
distributed to families

More than 30 
volunteers

Over 153 families 
supported

$

A MESSAGE FROM THE 
FOUNDING DIRECTORS:
DR ANDREW AND TRACY CHOW.

The last 12 months have been a rewarding albeit 
challenging time for the Foundation. We have achieved 
a great deal in the last year and continue to maintain a 
strong financial position which holds us in good stead for 
the future. 

Since formation we have assisted 153 families and 
distributed financial support of over $667K directly to 
those families.

We welcomed Dr Lucy Forrest as our new Family Support 
Coordinator during April 2018. Lucy brings a wealth of 
experience in supporting children and families in the 
paediatric cancer area.

Shortly prior to Lucy’s appointment, the Executive 
Director of the Victorian Comprehensive Cancer Centre
(VCCC), Professor Grant McArthur signed on as the patron 
of the foundation and Associate Professor Tracy
O’Brien, Director of the Sydney Kids Cancer Centre 
agreed to join us to provide scientific advice. Both Grant 
and Tracey are leaders in their respective fields and they 
are extremely generous in providing time and advice to 
the foundation.

Tracy Chow is now the fundraising manager and has had 
great success both locally and in Melbourne with her 
fundraising efforts. 

We are fortunate to have a Board that are forward 
thinking and determined to ensure the Leila Rose 
Foundation remains sustainable and relevant to those in 
the community that we are here to support.

We are proud of the fact that over 95% of donated funds 
continue to go directly to the families that we support.

Dr Andrew Chow

Tracy Chow



CEO REFLECTIONS 
AND HOPE:
CHRIS BROADLEY

Cian jumps into nation’s top fundraising 
spot for heart charity Tania Marschke

Central 
WesternDaily

In 2019 we have seen many advances 
in the survival rates of cancers 
through new diagnostic approaches, 
therapeutic improvements as well 
as innovations in other medical 
modalities. Despite this we are 
reminded that we still haven’t won 
the battle against rare childhood 
cancer. 

Nelly’s moving and positive article which follows in this 
newsletter reminds us that the challenges of rare childhood 
cancer continue. That in everything we do we must leave no 
stone unturned in continuing to provide support to families 
affected by rare childhood cancer.

In this newsletter we are keen to reach out to our community 
to let you know about our achievements and to open the door 
for you to contact any one of the team to let us know if we 
can do more to support you.

Last year we were delighted to hear 
from one of our past families about 
their son Cian, who was fundraising 
for the “Jump for Heart,” skipping 
competition, and had in fact become 
their top fundraiser.

Cian has had an amazing transition 
from a rare life-threatening tumour 

to front page headlines in his local newspaper. One of the 
all-too-rare success stories which never-the-less gives us hope 
that we will one day combat rare childhood cancer.

We are proud of the role that we as a foundation were able 
to play in Cian’s recovery and it is stories like this and that of 
the Nelly and Eli’s that drive our resolve, to chase that all-
too-elusive grant, and stage fundraisers to continue to make a 
difference to families affected by rare childhood cancer.
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A FEW WORDS FROM  
AND FOR OUR FAMILIES:

DR LUCY FORREST  
FAMILY SUPPORT COORDINATOR
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It is my very great privilege to work 
with the team at Leila Rose Foundation 
to support families who are living with 
rare childhood cancer. We support 
children and families from around 
Australia, and from urban, regional 
and rural areas; and we are currently 
supporting 72 families from every state 
and territory except South
Australia.

A diagnosis of rare cancer can be 
devastating for families: there may be 
little information about a child’s cancer 
due to its rarity, and there may be 
few families travelling the same path, 
making it a lonely journey.

“I offer families 
practical and 
emotional support”

What can I do to support families? As 
the Family Support Coordinator with 
Leila Rose Foundation, I offer families 
practical and emotional support as 
they navigate their way through the 
challenges and stresses they are 
facing. Alongside the clinical care team 
at hospital, I offer counselling support, 

and can provide families with information, help link them to 
services, and assist them with organising payment of bills.

Over the last few months, families have contacted me when 
they are facing a new diagnosis, when their child is in the 
middle of treatment and to let me know their child is in 
remission. They also contact me to let me know when things 
are not going so well, and their child is in palliative care, or 
the family is bereaved. Regardless of the family’s situation, we 
are there throughout, to offer support and care.

We know that families can have questions, worries, and also 
feelings such as grief, anxiety and fear. A childhood cancer 
can impact parents, siblings, grandparents, friends and school 
networks, as well as the child themselves. I am here to offer 
support to families at all stages of their journey, whether they 
are in hospital or at home.

If you, or someone you know would like support, please feel 
welcome to contact me. T: 0478 033 866 or 
E: support@leilarosefoundation.org

As Leo Buscaglia says: “Too often we underestimate the 
power of a touch, a smile, a kind word, a listening ear…
the smallest act of caring”, and yet these things are so very 
important, and lie at the heart of all we do for our families at 
Leila Rose Foundation.
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My name is Nelly and I’m 29 years old. 
I’m a first generation migrant refugee 
from Afghanistan. My family and I fled 
the war to find a peaceful life here in 
Australia when I was 9 years old. My 
family and I are forever grateful to be 
in a country where we feel safe and 
which we can call home.

I have a beautiful little boy Elias (also 
known as Eli, or Monkey as we love to 
call him). Eli is almost 2.5 years old.

Not long after Eli and I moved into our 
own home, our world fell apart. On 1st 
March 2018, Eli was diagnosed with 
Rhabdomyosarcoma on his prostate 
and bladder. What started off looking 
like a urinary infection led to a lump on 
his belly and a trip to Emergency.

A few hours and two ultrasound scans 
later, the nurses told me that it looked 
like a tumour was blocking his bladder. 
I knew something was terribly wrong 
but never thought that I would ever 
hear the word “cancer”. That same 
evening, we were transferred to the 
Monash Children’s Hospital in Victoria 
and he had his 1st general anaesthetic 
for an MRI. The next day was a biopsy 
surgery and they took bone marrow 
samples to rule out metastasis. On 
5th March, he started an intensive 
treatment of chemotherapy.

Eli is currently at week 11 of 24 weeks of his maintenance 
treatment. Eli’s now had too many general anaesthetics and 
scans and other procedures to mention. He’s had all the side 
effects that chemotherapy causes. All his beautiful hair and 
long luscious eyelashes are gone. I couldn’t bear to witness 
his hair falling out so I asked if I could have it shaved while he 
was having a routine scan on the 2nd week of his treatment. 
Since he has a general anaesthetic for every scan, it meant he 
wasn’t aware or in any discomfort. I’ll never forget Richard, 
the Anaesthetist who shaved Eli. He is one of many Angels 
who deserves a lifetime of good things.

Eli has struggled to gain weight so has a nasogastric tube 
inserted. Since he’s such a cheeky little Monkey, I’ve had to 
learn how to do it myself to save us the 45-minute trip to the 
hospital every time he pulls it out. And all I get is a cheeky 
grin and an “Uh-oh Mummy, fix tube” when he accidentally 
pulls it out.

Parents have it tough when their child is sick, it tears the soul 
apart. Sometimes being at home alone with my thoughts after 
Eli’s gone to sleep is really hard. I think the hardest part for 
me is not that Eli is sick, it’s that I have no power to make it 
go away. I can’t protect my beautiful baby from the cancer.
His little body is battling to fight this cancer but his 
personality shines so bright that I’m blinded by it sometimes. 
Eli’s determination and his bright and bubbly personality have 
won everyone over at the Cancer Centre in Monash Children’s 
Hospital. His infectious toothy smile and loving nature sets 
him apart from everyone else, but of course I’m very biased in 
that opinion!

He’s becoming a very cheeky and cheerful little toddler. He 
especially loves to grab the doctors and nurses by their hand 
to come and play; and he has everyone wrapped around his 
little finger and obeying his every little command!
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His resilience is what I strive for. His smile 
is what I fight for. And his laughter and 
happiness is what I dream of. He may be 
battling a monster inside but it has not 
dulled his beautiful spirit one little bit. And I 
am so proud to be called his Mama.

So many people have been by our side from 
day one and continue to support us in every 
possible way so the burden of this journey 
doesn’t fall on me alone. We couldn’t have 
done this without my Mum and my partner 
Matt. Although we have a long road ahead 
of us, Eli and his diagnosis has brought out 
a lot of love and resilience in us.

I look forward to seeing Eli grow up with so 
many wonderful role models around him and 
I’ve become even more determined to ensure 
he has a fulfilling and loving life and we do 
our best to make the most of each day no 
matter how hard that is to achieve sometimes.

So Eli is my reason for sharing our story. 
Without him, I would have a completely 
different story. Because of him, I’m now able 
to face the world and say with pride that I 
am fierce and I am determined and I am not 
going to buckle under pressure no matter 
how tough it gets. Every little step is worth 
it and I am able to tolerate it for the sake 
of my son getting better. This journey is so 
hard but it’s our’s and our’s alone.

One day Eli will be old enough to ask me 
questions and I want to be able to answer 
him proudly and honestly and say that I was 
strong and determined enough to get us 

both through it. And that we made it out of the darkness, but instead 
of the pressure crushing us, we let it form us into diamonds.

I hope that my story might help other parents to know that they’re  
not alone.

I want to take this opportunity to thank each and every one of the 
beautiful staff and doctors and nurses who’ve been through it all with 
us from the beginning. And will stay with us throughout our journey. I 
cannot thank them enough for their support and generosity and care 
and I want them to know that I have so much respect for them and 
the thousands of families they help each day. 

And the biggest thank you to the Leila Rose Foundation, without 
whom I would be struggling tremendously. Lucy and Tracy are true 
angels and they are always going to be a huge part of my life. It was 
through the support of the Foundation that I was able to breathe a 
little easier some days and other times it would make the storm not 
seem so daunting. From the deepest part of my heart and from one 
mother to another, I cannot express my gratitude enough. You give 
us much needed information and support that helps to make it a little 
easier. Thank you. We are forever grateful and hope to return the 
support one day. Nelly & Eli
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LRF EVENTS:   THE END OF 2018 WAS A   
     BUSY TIME FOR EVENTS

GOLF WITH A PRO 
The Leila Rose Foundation was again very 
fortunate to receive the support of Marc 
Leishman, during his return home over the 
Christmas period. Currently ranked number 
17 among the top golfers in the world, Marc 
was extremely generous in donating his time 
for 18 holes as an auction item at the recent 
‘Make a Difference’ gala event.

A Melbourne man who lost his wife to brain 
cancer just 3 months prior, was the lucky 
recipient and he and three friends thoroughly 
enjoyed the round of golf at the picturesque 
Warrnambool golf club. 

Since this event Marc has further extended 
his support for the Foundation by agreeing to 
join our team of dedicated ambassadors.

GLITZ AND GLAM BALL
The Glitz and Glam Ball was again a sellout 
and was a fabulous night providing everything 
that the names promised, full of glitz, glamour 
and dancing. The Warrnambool community 
turned out in force to raise $63K which will go 
directly to the families that we support.

On Friday 22nd March the Rose Ball was 
held in Brisbane. A great night was had by 
all at this the first event held in Brisbane 
– hopefully the first of many. The Rose 
Ball raised over $11K which will also go 
straight to support our families affected by 
rare childhood cancer. If you would like to 
coordinate a fund raising event in your area 
please contact us. We are keen to stage an 
event in Sydney during 2019 to support our 
NSW families. If you would like to be part of 
our organising committee please contact us 
at: events@leilarosefoundation.org

More exciting events are planned for 2019 - 
stay tuned to our facebook page and website 
for updates.
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DATE:   WEDNESDAY 15TH MAY 2019 TIME: 5:00 PM
         DURATION: 30 MINUTES

PRESENTER:  DR LORETTA LAU
   Molecular Oncologist | Personalised Medicine Program | Kids Cancer Centre
   Conjoint Senior Lecturer, School of Women’s and Children’s Health, Faculty of  
   Medicine, UNSW

TOPIC:   CURRENT CLINICAL STUDIES PROVIDING HOPE FOR RARE CHILDHOOD CANCER

WHO CAN ATTEND?  ANY FAMILIES OF CHILDREN WITH RARE CHILDHOOD CANCER – PAST AND PRESENT.

HOW DO I REGISTER?  RSVP TO THE LRF BY 
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TUNE INTO OUR WEBCAST:

 CLICKING HERE

mailto:chris.broadley%40leilarosefoundation.org?subject=
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ABOUT LEILA ROSE:

TO DONATE PLEASE CLICK HERE

Leila Rose was 10 months old when she was 
diagnosed with a rare and aggressive cancer in 
2009. She was diagnosed and treated at a leading 
children’s hospital in Australia. Her cancer was 
so rare that the hospital had only seen two other 
cases. The cancer specialists were able to provide 
an initial treatment regime but when that failed 
they could offer no other options. 

There was a thirst for knowledge, a burning drive 
to make sure that no stone was unturned and that 
every possible treatment option was considered. 
We also desperately wanted to achieve a balanced 
life for Leila – particularly in her last months. 

Unfortunately, our experience was that these 
needs were unmet by the health system. The lack 
of funding and limited research into rare cancers 
meant that excellent practitioners did not have the 
capacity or resources to meet our needs.

After the passing of Leila, we wondered how many 
other families had experienced this turmoil and 
how many are still going through it. We established 
the Leila Rose Foundation in 2011, in memory of
our daughter. 

Dr Andrew Chow & Tracy Chow – Founders of Leila 
Rose Foundation

THE LEILA ROSE FOUNDATION:
196A Liebig St, Warrnambool, 3280 www.leilarosefoundation.org

The Leila Rose Foundation is registered as a charity with the Australian Charities and

Not-for-Profits Commission ABN 29 242 079 660. The Leila Rose Foundation is an endorsed

Deductible Gift Recipient Charity.

http://www.leilarosefoundation.org

