THE PENNY’S STORY
Blaine, Sarah, Evan and Julia were like any typical
Canadian family living at the foothills of the majestic
Canadian Rockies. As a family they enjoyed an active
outdoor life with Blaine pursuing his passion for running
ultramarathons. Then in 2008 his son Evan, aged 3
years at the time, woke up with intense stomach pain.
His complaints were so severe that Blaine and Sarah
took him to the Alberta Children’s Hospital (ACH). After
an ultrasound, the doctors were 80% certain Evan
was suffering from appendicitis, so they scheduled
emergency surgery.
But Evan seemed to sense that something bigger,
something life altering, was about to happen. Just as
Evan was being wheeled into the operation, Blaine
recalls his son looking him in the eye and asking:
“Daddy, can we play together again sometime?” Those
are the last words Evan has spoken since 2008. When
Evan didn’t wake up from the surgery, it became clear
that was something was very wrong. They soon realized
he’d suffered severe brain damage.
Evan spent several months in the hospital “clinging to
life,” says Blaine. “We didn’t know what the next hour
would bring for Evan. At one point, he suffered hundreds
of seizures a day.” Eventually, Evan was diagnosed with a
probable mitochondrial disease. Today, Evan is a spastic
quadriplegic who can’t talk or eat. He’s fed by a tube,
has trouble lifting his head, suffers chronic bouts of
pain, and has no reliable way to communicate with the
outside world. From what the Penny’s and their doctors
can tell based on how Evan reacts to those around him,
he seems to have cognitive function. It’s just that he’s
effectively trapped inside his body.
“I think that, because of Evan’s situation, my family and I
actually enjoy a greater quality of life, if you can believe
that, in the sense that we really make the most of
everything. We’re reminded daily that we’ve got to keep
doing what’s important in life, and that’s looking after
our family and looking after our health. When we go to
work, we give it our all. And we keep working to grow
MitoCanada, because it provides that hope for a future,
for a better life for Evan.” - Blaine Penny
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