
As feAtured in Club news:

COMMUNITY STORIES

Introducing Alex: 
A Very Special Little Boy

This Club News, we’d like to introduce Alex. 
Alex is a very special boy who the Club is currently 
raising funds via our collection tins throughout the 
Club. Alex’s story came to us from his Mum, Bess, who 
was an employee of Club Kilsyth before the fire in 2005. 

Alex is 2 years old and has a rare genetic condition called 
Pelizaeus-Merzbacher Disease (or PMD). PMD is an 
inherited X chromosome condition involving the brain 
and spinal cord (central nervous system) and is in the 
group of genetic disorders called leukodystrophies. 
Leukodystrophies are characterized by degeneration 
of myelin, which is the covering that protects nerves and 
promotes the efficient transmission of nerve impulses. 
PMD is thought to affect 1 in up to 500,000 people.

Alex has been diagnosed with Classic PMD which is the 
more common type. Within the first year of his life, he 
experienced weak muscle tone (hypotonia), involuntary 
movements of the eyes (nystagmus), and delayed 
development of motor skills such as crawling and walking. 
As Alex gets older, nystagmus will stop but other 
movement disorders will develop, including muscle 
stiffness (spasticity), problems with movement and balance 
(ataxia), and involuntary jerking (choreiform movements).

Alex requires assistance for the majority of his functional 
movements across his day including rolling, creeping, 
coming up to sit, maintaining sitting, coming up to 
stand, standing and stepping. Alex’s sensory processing 
challenges and physical disability result in him having 
difficulty feeling his body in space. He requires maximal 
support to sit to be able to feel his body and maintain 
upright positions comfortably. Alex also requires many 
more opportunities to engage in purposeful, active 
movement in upright positions in order to learn to move 
and build his physical skills.

Because of Alex’s diagnosis the family find it extremely 
challenging to meet their financial commitments. Alex’s 
mum Bess is unable to work as he requires full time care. 

Alex is moving into the next stage of life as he has 
outgrown a lot of his ‘baby’ equipment and requires the 
next level of equipment to meet his needs. 

You can donate 
at the Club

To help purchase 
new equipment for 

Alex’s daily 
activities.

We thank you for 
your donation
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