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Children’s Alzheimer’s heartbreak
for Essendon family

Rachel Clayton, Moonee Valley Leader

May 15, 2019 3:30am @ @ @
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The parents of a young boy dying of a rare and frightening genetic
disease are calling on people to support a campaign to help prolong
their son’s life.
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It is a rapidly degenerative condition that causes fatal brain damage.

There is no effective treatment or cure and the life expectancy for children with the
condition is just 12 to 20 years. There are about 70 to 100 patients with Sanfilippo in
Australia.

Today is Mucopolysaccharidosis (MPS) Awareness Day and children’s Alzheimer’s is
one form of the MPS group of diseases.

aqnLnoA eiA oeepy pubuj

https://www.heraldsun.com.au/leader/north-west/childrens-alzheimers-heartbreak-for-essendon-family/news-story/0714c2aa8ccffd7afab3d7f92218f7de 2/5


https://www.heraldsun.com.au/leader/north-west/lifechanging-drug-spinraza-for-spinal-muscular-atrophy-patients-costing-adults-at-least-500000/news-story/b80cf13a4683febc0e354f0b1c3accff
https://www.heraldsun.com.au/leader/north-west/moonee-valley-council-cans-graffiti-cleanup-kits/news-story/d0b7a0033c81704c4605504d6f773a02
https://www.heraldsun.com.au/leader/north-west/moonee-valley-swelters-due-to-lack-of-trees/news-story/9199d0218981a276fb647704ed24b05a
https://www.heraldsun.com.au/leader/east/garage-remotes-targeted-in-thefts-from-cars-in-monash/news-story/216deef15b5b1e540636e0182de30d9f
https://www.heraldsun.com.au/leader/south-east/drivers-wild-wrongway-springvale-rd-crash-ends-with-undies-surprise/news-story/6a09808db9cdad275b0dc1fdc7ee02ad
https://www.heraldsun.com.au/
https://www.heraldsun.com.au/news/
https://www.heraldsun.com.au/sport/afl
https://www.heraldsun.com.au/sport/
https://www.heraldsun.com.au/entertainment
https://www.heraldsun.com.au/business
https://www.heraldsun.com.au/lifestyle
https://www.heraldsun.com.au/real-estate
https://www.heraldsun.com.au/
http://www.heraldsun.com.au/digitalprinteditions
https://plusrewards.com.au/heraldsun/offers

15/05/2019 Hope for Jobe: Sanfilippo syndrome to cut Jobe Koistinen’s life short | Leader

1 Sun: wa

A NEWS AFL SPORT ENTERTAINMENT BUSINESS LIFESTYLE R

Mrs Koistinen said because the boys were born premature at just 29 weeks, she was
always on the lookout for any developmental delays.

“By the time he was two years old, Jobe’s fontanelle — the soft spot on head — had
not closed and his head size had grown quickly in a short space of time,” she said.

An MRI showed large spaces in Jobe’s brain.

Mrs Koistinen Googled Jobe’s clinical notes and found what the doctors were testing
for.

“I thought, that’s worst-case scenario, it can’t be us, it won’t be Jobe,” she said.
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@) Tenille Koistinen with Jobe. Picture: Caroline Bowen

“We are grieving for our son’s life and yet he’s still this sweet, thriving three-year-old
boy, and isn’t showing symptoms at this stage.”

There are clinical trials under way around the world but there’s no approved
treatment for the condition.

Earlier this year, Jobe underwent screening for an experimental clinical trial in
Spain but did not qualify.

Mr and Mrs Koistinen hope a future treatment or experimental trial will improve
Jobe’s chances of living beyond his life expectancy.

“As a parent all we hope to do is protect our children, fight for them and do
everything in

our power to rid them of pain,” she said.
“We appreciate any support people can give whether donating funds, sharing Jobe’s

story, or letting us know about potential fundraising opportunities,” Mrs Koistinen
said.

HOW YOU CAN HELP

Donate to the Hope for Jobe campaign

Like the Facebook page
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