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Dear Prospective Supporter 

I am writing on behalf of Leukodystrophy Australia, seeking support in the fundraising efforts, run by The Charity Challenge  

https://thecharitychallenge .com/ 

Leukodystrophy Australia provides support and advocacy for individuals and their families in their journey living with 

Leukodystrophy and beyond.  Please see our attached brochure for the important work we do. 

Annual events run by The Charity Challenge are the backbone in revenue for our small group and it is fair to say, we would not 

exist without their marvelous support.  These events https://thecharityc hallenge.com/se arch  comprise: 

➢ Leukodystrophy Australia - Sydney Golf Day @ Long Reef, Collaroy, Friday, 2 October 2020 

➢ 2020 Charity Challenge Ball, Hyatt 4 Point Hotel, Darling Harbor on Saturday, 21 November 2020 

➢ Leukodystrophy Australia - Melbourne Golf Day @ Woodlands Golf Club, Wednesday 9 December 2020 

Leukodystrophy is a group of rare neurological, degenerative disorders that affect mainly children, although they can appear at 

any life stage. These disorders can lead to deterioration of many of the body’s neurological functions, with a flow on effect to 

other body functions, often ending in death.  There is no cure at this time.  Receiving a diagnosis is challenging and stressful for  

all families. Please see our family story overleaf. 

Leukodystrophy Australia does not receive any government funding and relies on the generosity of donors and philanthropic  

organisations to assist these families. 

As part of our fundraising efforts, we are seeking contributions as prizes or auction items at the above-mentioned events. Funds 

raised will be used by Leukodystrophy Australia to continue to provide ongoing support and advocacy for individuals and 

families affected by Leukodystrophy. 

Examples of items previously donated include: 

• Travel vouchers, leisure flights or holiday packages to resorts, holiday homes, hotels, weekends away, etc. 
• Electrical and white goods- such as TV’s, DVD players, washing machines, dryers, fridges, etc. 

• Outdoor furniture and sporting goods 

• Wine and food hampers, restaurant vouchers, retail vouchers, etc. 

• Novelty items of general interest 

• Experience vouchers, tickets to events or exhibitions 

Please help in any way you can.  Your family, friends or colleagues may also be able to help.   

Please feel free to call our Office Manager, Bronwyn Byrne on any of the below listed numbers for any queries you may have. 

Thank you very much for your consideration and generosity, 
From all the families supported by Leukodystrophy Australia  
  



A Day on the Green 

 

One step closer to a cure for Leukodystrophy 

The Charity Challenge golf  events and gala ball supports Leukodystrophy Australia – and is a vital support group for those 
impacted by more than 100 devastating neurological conditions, which of ten prove fatal for children.   Here is just one 

story: 
 

Amber is just one of  2 children in Australia who has Hypermylenating Leukodystrophy – a rare form of  the genetic 

condition that attacks the brain and nervous system with only 100 reported cases in the world. 

Her mother Jenny says at 7-year-old Amber has a smile that lights up a room but she battles mobility issues, pain, 

and fading vision. While she understands everything that’s happening around her, she needs a communication book 

to ‘speak’ and can’t walk on her own. 

But it doesn’t stop her f rom living, f rom wanting to experience a childhood  of  fun, like a weekly dance session.  

Her mother Jennifer, a nurse, is grateful for the support of  groups like Leukodystrophy Australia but knows that 

without a cure, she may not get to see her little girl grow up.  

“Most people are being diagnosed af ter the kids are falling over, and then they’re told you’ve got three to four years. 

Some don’t live past their early teens. Last year we had a 3-year old, a 7-year old and a 9-year old die,” says 

Jennifer. 

“At my last appointment, we were told they are hoping Amber will make it to young adulthood, unless she gets a 

complication.”  

She recently had an implant which acts like a permanent epidural to control her chronic pain.  

“How I stay positive is to celebrate the small gains and the good things. I live for today. I don’t know what tomorrow 

is,” says Jenny. 

Researchers including Royal Melbourne’s Associate Professor Michael Fahey are paving the way forward for an end 

to neurological diseases that have been life limiting for children like Amber.  

“Right now, they are trying to work out the neural pathways and understand how the damage is being caused. Until 

then, we need to try and maintain as much function as possible,” says hopeful mum, Jennifer.             August 2018 

A day on the golf course – raising money in support of families living with Leukodystrophy and in support of 

research.  

For more information, media interviews and high res photography, contact:  

 
Bronwyn Byrne 
Leukodystrophy Australia 
Mob: 0418 755 994 

info@leuko.org.au            
www.leuko.org.au 

   


