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CYSTIC
FIBROSIS
STEALS
TIME FROM
PATIENTS

IMPACTING YOUR
COMMUNITY

‘IT TAKES UP
A LOT OF MY TIME

TAMARA BOTTING
tbotting@sachem.ca

The cruelty of cystic fibrosis is
how much time it steals.

Not only does the disease cut
the lives of patients short — the
median age of survival for those
with a diagnosis in Canada is
about 53 years old—but the treat-
ments currently available here
can take literally hours to com-
plete each day. Torstar file photo
Binbrook sisters Madison, left, and Mikayla Bianchin both have cystic fibrosis, which requires them to spend about
three hours daily on inhalation treatments and chest physiotherapy.
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Tuesdays 10:00 - 5:00, Wednesdays 10:00 - 5:00, Thursdays 10:00 - 6:30
Fridays 10:00 - 5:00, Saturdays 9:30 - 2:30, * Sundays & Mondays - Closed
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BINBROOK SISTERS HOPING NEW DRUG

Continued from front

Binbrook sisters Mikay-
la Bianchin, 19, and Madi-
son Bianchin, 17, know it
all too well.

"It takes up a lot of my
time, my day," Madison
said. "I feel like I'm con-
stantly busy during the
school year."

Between inhalation
treatments and chest phys-
iotherapy, as well as hav-
ing to take about 50 pills,
the sisters each spend
about three hours a day
"Jjust so they can try to stay
as healthy as possible and
prevent their lungs from
deteriorating over time,"
said their mom, Tammy
Strong.

Last year, Madison went
on a school trip to Boston.
She had to bring her med-
ical equipment with her
and get up that much earli-
er than her classmates.

Mikayla noted that
when youre diagnosed
with cystic fibrosis, "(It)
has to come with you. CF
does not take a day oft."

Now 1n her third year at
Sheridan College's illustra-
tion program, Mikayla said
1t can be hard attending
post-secondary with cystic
fibrosis.

"It's a lot of work, and
youre ... trylng to stay
healthy enough to go (to
class),” she said. "Now that
I'm older, I feel like I'm
around the age where peo-
ple typically start to notice
their health declining if
they have cystic fibrosis."

For Strong, it's frustrat-
ing to see how much time
the disease has taken from
her daughters.

"They just want to be
teenagers. They want to
hang out, have time with
theilr friends," she said, but
instead they have to spend
over a thousand hours a
year just trying to stay

"Getting Trikafta 1s my dream. That Is
all | want; that would be the best
possible scenario for my life. We want

a new normal.”

healthy to keep the dis-
ease's worst symptoms at
bay.

"Quality of lifeisa bigis-
sue," Strong said.

There are also the ripple
effects. Strong was a stay-
at-home mom for 18 years,
just to make sure a parent
was available if either of
the sisters needed help
with their treatments, or
for when they were hospi-
talized — over the years,
they've collectively had 15
surgeries.

"The cost to society is a
big deal,” Strong said.

She wanted to help
bring in changes, not only
for her daughters, but also
for other families living
with cystic fibrosis. That's
why Strong has been a vol-
unteer with Cystic Fibrosis
Canada since her daugh-
ters were born. She's cur-
rently the Hamilton chap-
ter president.

The organization works
to combat the disease on
multiple fronts, including
supporting tamilies, rais-
ing funds for research and
advocacy.

One of the things they
are working on the hardest
on that frontis tryingto get
the medicine Trikafta
available to cystic fibrosis
patients in Canada.

Strong noted the drug

Local journalism makes a difference.
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— Mikayla Bianchin

has been approved in sev-
eral countries, including
the United States last year.

"People with cystic fi-
brosis regularly do lung
function tests. Their lung
function 1improves drasti-
cally with this drug. People
instantly notice a differ-
ence in their health,” she
said.

Besides improving pa-
tients' quality of life and re-
ducing how much time
they have to spend on daily
treatments, it could also
lessen their number of hos-
pitalizations and raise the
median age of survival for
Canadians with cystic fi-
brosis.

Geoffroy Legault-Thi-
vierge 1s a media relations
officer for Health Canada.

He said that to date, Ver-
tex Pharmaceuticals, the
manufacturer of the drug,
hasn't submitted an appli-
cation for Trikafta to
Health Canada for review.

"Every drug submission
1S ... reviewed by scientists
to assess the product's sate-
ty, efficacy and quality," he
said.

"While Health Canada
encourages manufactur-
ers to file drug submissi-
ons in Canada, it does not
have the authority to com-
pel a manutfacturer to do
so. Therefore, it 1s ulti-

%

mately up to a manufactur-
er to decide whether they
choose to seek market au-
thorization for their prod-
uct in Canada."

Legault-Thivierge also
noted that the prices for
patented medicines 1n
Canada are among the
highest in the world, "and
these high prices nega-
tively affect the ability of
patients to access new
medicines."

According to Cystic Fi-
brosis Canada's website,
the list price for Trikafta in

GOVERNANCE
OPPORTUNITIES

NON-PROFIT—MENTAL HEALTH

We are looking for people who want to help
create better everyday lives for adults living

with mental iliness in our community.

Please visit our website at www.trueexperience.ca
Interested candidates are asked to submit

WILL BECOME AVAILABLE IN CANADA

the United States 1is
US$311,000 annually.

Legault-Thivierge said
thatin August 2019, the fed-
eral government an-
nounced the final amend-
ments to the Patented Med-
icines Regulations, which
help protect Canadians
from excessive prices of pa-
tented medicines.

"The amendments were
scheduled to come into
force on July 1, 2020. The
COVID-19 pandemic has in-
creased demands on the
pharmaceutical industry

related to supply chains
and shortages. As such,
Health Canada delayed the
coming into force of the
amendments by SIX
months — until Jan. 1,
2021," he said.

In the meantime, the
Bianchin sisters wait and 2
hope while continuing =
thelr regular daily treat-
ment regimen.

"Getting Trikafta is my
dream. That is all I want;
that would be the best pos-
sible scenario for my life,"
Mikayla said. "We want a
new normal."

STORY BEHIND THE
STORY: When hearing
about the positive impact
the drug Trikafta could
have on the lives of Cana-
dians with cystic fibrosis,
we wanted to know more
about why it isn't available
here.

True Experience Supportive Housing and
Community Work Program is seeking candidates

to fill several vacant Board positions.

Specifically, the Board is looking for people with
expertise in one or more of the following areas:

application lefters and resumes indicating the
POSITION FOR WHICH THEY WISH TO APPLY BY

NOVEMBER 15, 2020 TO:

SANDIE HEIRWEGH, EXECUTIVE DIRECTOR

True Experience Supporting Housing and Community Work Program

201 Forest Street East, Dunnville, ON N1A 3G5
sandie@trueexperience.ca
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HALDIMAND MOTORS..

HWY #3, CAYUGA ' 905-772-3636 HOURS: Mon-Thu 8am - 8pm, Fri-Sat 8am - 5pm, Closed Sundays & Holidays

Get Ready tor Winter

Coolant Flush Service: Starting from $89.95
Transmission Service: Starting from $139. N
Diff Service: Starting from $99.95

Winter Tire & Wheel Packages

GET 50% OFF ALIGNMENT =9

with purchase of 4 Winter Tires

CONVENTIONAL
Oil up to 5 Ltr

starting from

W95

OIL CHANGE

Expires November 31, 2020

SYNTHETIC

79 95

Oil up to 5 Ltr
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