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Leukodystrophy Australia  
is a not-for-profit organisation whose 
continued work is reliant upon the 
passionate work of volunteers, and on 
the generosity of donors, subscribers, 
fundraisers and philanthropic 
organisations to maintain the level of 
support that we know families 
affected by this group of conditions 
need and deserve.



What is Leukodystrophy?
The term ‘leukodystrophy’ refers to a group of 50 (plus many 
more unclassified) rare disorders, mostly genetic, that affect 
the myelin (white matter) of the brain and spinal cord. They 
are degenerative disorders that can lead to deterioration in 
many of the body’s neurological functions, with a flow-on 
effect on other functions.

Receiving a diagnosis of leukodystrophy can be a 
challenging and stressful time. Due to the rarity of the 
condition, it can be hard to access accurate and relevant 
information; the symptoms can be quite vague and 
associated with other disorders, so diagnosis is often difficult 
and time-consuming.  It is common for people to feel a 
sense of shock, isolation, and fear of the unknown during 
this time.  Depending upon the leukodystrophy, the rate of 
progression can vary a lot from one person to another.  

Although there is currently no cure for any of the 
leukodystrophies, world-wide research is making advances 
into earlier and more accurate diagnosis, as well as new 
therapies to reduce the impact of the condition. There are 
many treatments that can ease symptoms and support 
some people as they live with leukodystrophy. These offer 
hope to those affected, their families, friends and 
communities.

Frequently asked questions
When is it appropriate for me to contact 
Leukodystrophy Australia?
We provide support at any stage of the leukodystrophy 
journey, from awaiting confirmation of diagnosis, to  
dealing with the impacts of the condition, to bereavement 
and beyond.

Who does Leukodystrophy Australia support?
Leukodystrophy Australia currently supports 
approximately 300 individuals and their families across 
Australia. We welcome anyone who has had some kind of 
contact with leukodystrophy either personally or through a 
family member or friend. 

What will Leukodystrophy Australia do if I contact them?
The level of contact you have with Leukodystrophy 
Australia is entirely up to you. We are guided by whatever 
you are seeking, and will do our best to help. If we are 
unable to help directly, we will assist in finding other 
relevant services or supports. 

Does it cost anything?
Membership is free for individuals diagnosed with 
leukodystrophy, and their immediate family. People not 
directly affected by leukodystrophy are able to become 
members of Leukodystrophy Australia though a small 
annual subscription. Please consult the Leukodystrophy 
Australia website for further details.

Leukodystrophy Australia relies on fundraising activities, 
donations from the public and corporate sponsors, as well 
as small grants from government bodies, charitable trusts, 
and other philantropic organisations, in order to support 
families.

How can we help?
Leukodystrophy Australia was 
established in 1992 by Sr Julie 
Thomas OAM, as a not-for-profit 
charitable organisation, and has 
since grown to be an Australia-
wide group run by a dedicated 
team of volunteers, supported 
by a Family Advocacy Program 
(Social Workers). 
Leukodystrophy Australia exists 
to provide information, support 
and advocacy to individuals and 

families affected by leukodystrophy, to raise awareness of this 
group of conditions, and to encourage leukodystrophy-related 
research. We do this by:

Providing emotional and practical support to individuals 
and families.
Providing information and advocacy.
Providing professional liaison with local services (with 
consent).•

•

 Providing up-to-date information via our website, newsletters, 
and social media. 
Linking families with similar conditions or experiences, for peer 
support.
Raising funds to enable us to offer a range of supports to 
individuals and families, including access to equipment, 
services and financial aid.
Community education and awareness-raising.
Supporting research, community education and 
awareness-raising.
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