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NEWS

A 'common'
but unheard
of condition

SOPHIE BOYD

THE thing Hannah Wilson
wants more than anything is
to be treated like everyone
else.

The 11-year-old Wodonga
girl, who wants to be a chef
or digital illustrator when
she grows up, was born with
a genetic condition which
causes tumours to form
along nerves in her body.

Neurofibromatosis affects
one in every 2500 Australians
and is characterised by freck-
ling on the skin, brown skin
spots called café-au-lait
marks and benign tumours.

Hannah and her brother
Liam, 9, - who wants to be
a gaming Youtuber - were
both diagnosed with Neu-
rofibromatosis type 1 before
their second birthday.

The growths forming be-
neath Hannah's skin, includ-

ing along her optic nerve,
cause her constant pain and
she's already had to undergo
surgery to remove two tu-
mours from her back.

But the most painful part
of the condition for Hannah,
is people's reactions.

"We're not that different
to regular people,” Hannah
said.

"We can do the same
things other people can do."

Their mother, Vanessa
Engel, 29, said despite being
more common than both
Cystic Fibrosis and Multiple

Sclerosis combined, few
people have heard of Neu-
rofibromatosis.

She believes the condition
is less well-known because it
doesn't present as what peo-
ple think of as a 'traditional
looking' disability.

The genetic condition can
be invisible with tumours

growing below the skin caus-
ing nerve pain, butit can also
result in protruding tumours
which often lead to unwant-
ed comments.

"A lot of people question
and judge and make their
own assumptions,” Ms En-
gel said.

"One of the reasons NF
isn't as heard of is because
we do live in the shadows,
children and adults who
have NE.

"TI've heard a lot of cases
of adults who don't like go-
ing outside, they don't like
people looking at them, they
wear a lot of baggy clothes."

Hannah said people have
made comments in the past,
which weren't nice.

"In year three and year
four, people starting asking
why I had so many spots,”
she said.

"You can't catch it...
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have a rare genetic condition, Neurofibromatosis, and want to raise awareness of the
disease within the community. Pictures: MARK JESSER

"I didn't ask to have it."

Ms Engel said seeing her
children learning to dislike
something about themselves
because of others' reaction
was heartbreaking.

"That's the hardest part as
a mum, she's starting to hate
this condition," she said.

"She never asked to have
it and people judge her be-
cause of it.

"I just want everyone to
treat my children equally
and I want awareness, just
because they were born
different doesn't mean they
are different.

"I always tell them their
condition doesn't define
them and I make sure they
grow up knowing that."

Unfortunately, there is no
cure for the condition which
can lead to cancer, deafness,
blindness and physical dif-
ference.

explore your
new favourite

travel destination

Savour Russian caviar with your blini pancakes. View the swirling onion domes and

sturdy towers of Moscow’s Red Square. Soak up the steam in a traditional banya
(sauna). Be awed by the Peterhof Palace. You can soak up all these experiences
and more on Viking’s 13-day Waterways of the Tsar cruise from Moscow to St
Petersburg, departing the capital on 15 September 2022.
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Camping and caravans are the big winners in a pandemic travel world. Dani Joffe
had planned a trip to Nepal in 2020. Then when COVID-19 hit and she was faced

with having to find an adventure elsewhere, she had a travel epiphany. She tells us

her tips for first time caravanning.

Known contradictorily as killer whales and sea pandas, about 200 cute but deadly

orcas are drawn to Bremer Bay, Western Australia, every summer. They come to

hunt, feed and frolic in a deep-sea canyon, 24 nautical miles (45 kilometres) off the

isolated south-west coast. Not only is it one of the few places in the world to see
orcas in the wild, it’s the only place in Australia for tourists to embark on an orca

expedition.
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