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Raredisorder’s a
marathon battle

WhenAmy Bowen'sson
Christianwas borntwo years
ago it had been the “"perfect
pregnancy” and “perfect
birth" for the first-time mum,
and he seemed be a perfectly
healthybaby.

Butalarmbellsbegan
ringing when Christian still
had no neckcontrol at four
months old.

After10months of medical
and genetic tests, Christian
was diagnosed with an
extremely rare neuro-
developmental disorder
called PURA syndrome.

“It wasthe hardest 14
months of my entire life,”

Mrs Bowen said. “No one
couldgive me answers.”

The Lilydale mum recently
co-founded the PURA
Foundation Australiaalong
with Melinda Anderson,
mother to Sarah,15,and
Rebecca Nunn, mum toJack,
4, tosupportother families of
children with the syndrome,
which affects onlyabout
600 patients worldwide.

The three mums are part
of ateam ofabout 60
runners and wa lkers
competing in the Melbourne
Marathon this Sunday.
Todonate totheteam,
visit purafoundation.au
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