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MESSAGE FROM THE CHAIR
Melanoma Network of Canada
and event fundraising, while
building the brand and expanding
the organization’s reach. Falyn is
looking forward to learning about
our organization and the challenges
we face specific to melanoma and
skin cancer. She has a personal
connection to the disease which
gives her an increased passion and
commitment to make a difference for
families facing melanoma and skin
cancer.

ANNETTE CYR

Three-time melanoma survivor,
Chair & Founder, Melanoma
Network of Canada

Welcome to 2020! I am so very
pleased to start the year off by
welcoming our new Executive
Director, Falyn Katz. Falyn joins
Melanoma Network of Canada

FALYN KATZ
Executive Director

(MNC) with a significant level of
senior fundraising and leadership
experience in the cancer care
sector. Most recently, she worked
with Prostate Cancer Canada as
Senior Director, Philanthropy, where
she elevated corporate, individual

This New Year brings great
anticipation for progress in the
treatment of melanoma and skin
cancers, like cutaneous squamous
cell carcinoma (cSCC). We have been
anxiously awaiting provincial listings
for adjuvant therapies for melanoma
– in particular the adjuvant (for
stage III fully resected patients),
targeted therapy combination of
Dabrafenib and Trametinib, and
the adjuvant immunotherapies –
Pembrolizumab and Nivolumab.
While all of these therapies received
positive recommendations from the
federal pan-Canadian Oncology Drug
Review (pCODR) and the pCODR
Expert Review Committee (pERC)
reviews, and all but Pembrolizumab
have concluded price negotiations by
the provinces, we are still waiting for
the majority of the provinces to list
the treatments for coverage in their
respective drug formularies.
The concern for the patient
community is that compassionate
access programs for adjuvant therapy
provided by the pharmaceutical
companies either have ended or
are ending shortly. Compassionate
access is a bridging program the drug
companies most often offer to cover
the period while pCODR reviews are
taking place and price negotiations.
The programs bridge the gap
waiting for provincial approval and
provide patients with drug access
free of charge. However, when the
program ends, there is a gap in
access to treatment. Patients on the
program can continue, but no new

enrollments are accepted. This really
creates a problem for patients and
their families and contributes to high
levels of stress and anxiety, not to
mention the risk of disease recurring.
We are working on these issues
on your behalf. Merck Canada has
extended their compassionate access
program for adjuvant treatment
Pembrolizumab until the end of
March, at which time we are hoping
for quick end to price negotiations
and as quick provincial acceptance
for coverage. Ontario announced
this week that they are covering the
targeted therapy combination for
adjuvant use, and British Colombia
has already done so. We are waiting
for provinces to list Nivolumab
for adjuvant use. Please check
our website for updates or call us
directly. As always, your individual
coverage may vary depending on
your province or private insurance
carrier. Check with your oncologist
for your individual options.
Cemiplimab (Libtayo) for the
treatment of metastatic cSCC
received a positive recommendation
from pCODR in early January. Final
recommendations and then price
negotiations are expected shortly.
This is incredibly good news for
those patients who are so negatively
affected by metastatic cSCC, as it is
the first really effective treatment
beyond surgery and radiation to
be made available for this often
overlooked patient group. MNC
prepared a strong submission in
support of approval and we know
all of those who participated made
a real difference in the positive
recommendation.
And now – let’s all make a difference!

Annette Cyr, Chair of the Board
Melanoma Network of Canada

TURNING UP THE HEAT ON TANNING
In 2013, MNC was successful in
lobbying government to enact
restrictions on tanning beds to those
over 18 years of age. We are incredibly
pretty proud of our effort and the
outcome. While we would have liked
to see a total ban on these potential
cancer causing radiation emitters, we
know it is often smaller steps that
make for long-term change.

You can help us today!
In 2020, we are turning up the heat on
tanning beds provided and promoted
in fitness facilities. We have a team
of volunteers working on a project
to have them removed completely!
With your support, we will ensure
fitness centres make a truly healthy
commitment by eliminating tanning
bed use in their facilities.

Get involved. Contact Mary Zawadzki
at 1-877-560-8035 x 108
mzawadzki@melanomanetwork.ca

Have a healthy, sun safe
winter. Don’t forget to
wear an SPF full spectrum
sunscreen of 50+, sunglasses
are a must and enjoy!

HOST AN EVENT IN SUPPORT OF MELANOMA
Wouldn’t it be great to give back to
the community while at the same time
honouring someone with a special
event in support of melanoma?

programs across the country and
develop more prevention and
awareness campaigns to help decrease
melanoma rates in our lifetime.

From hockey and golf tournaments to
birthday and dinner parties, there are
many events that allow you to gather
with friends and family, raise money
for a noble cause, and rally around
someone going through their cancer
journey.

Please join us in the ﬁght against
melanoma!

Of course, with any event comes
planning and organization, and
the Melanoma Network of Canada
(MNC) team is here to help. We have
everything you need to get started
on planning a successful event, from
theme ideas to organizer’s checklists.

Here’s our guide to
a great event:
1
2
3
4
5
6
7
8
9

Let Us Know About Your Event
Form A Committee
Set The Date and Venue
Set Your Fundraising Goal
and Budget
Do You Need A License?
Use of Melanoma Network of
Canada Name and Logo
Promote Your Event
After the Event
Have Fun!

Remember, with the funds raised
through these events, we can
strengthen and expand our patient

“It was an incredible experience; the
sense of community was overwhelming.
I’ve been teaching indoor cycling for
16 years, as an athlete and motivator
I represented the epitome of health,
so to many they were stunned that I
was the face of cancer. As the event
approached, I wasn’t sure if I’d have
the courage to share my story but
the immense curiosity surrounding
melanoma had to be answered. On
that day, we rode our bikes for those
that had won, lost and those currently
in the fight. IT WAS INCREDIBLE! I was
honoured and humbled that I was given
the privilege.” – Anita DiMambro on
hosting a third party fundraiser
“For our 2nd Axe Out Melanoma
fundraiser in May 2019, we were able
to raise close to five thousand dollars.
We are looking forward to this year
and what it will bring.”
- Mark Newell on hosting his
second fundraiser for MNC

For information on hosting an event
in support of MNC, contact: Filomena
Feltmate 1-877-560-8035 x 103
ffeltmate@melanomanetwork.ca

PATIENT SPOTLIGHT

CANDYCE CHARLES

By Candyce Charles
On Tuesday, June 13, 2017, I was
diagnosed with uveal melanoma. This
was my lucky day. For over 10 months,
I had been experiencing huge flashes
of light in the periphery of my right
eye, along with rapidly declining vision,
many floaters and the sensation of
a tiny foreign object lodged under
my eyelid. Flashes of light in the
eye often indicate a detaching or
detached retina. In my case, it was
cancer. Several doctor visits, including
a retina specialist, netted me a cataract
diagnosis. As luck would have it, I was
referred to a cataract surgeon who had
prior work experience in the ocular
oncology department at Princess
Margaret Hospital and he recognized
my symptoms immediately. He quickly
located a tumour in my eye. He
asked me if I knew what melanoma
was. Though not intimately familiar
with it, I knew it was cancer. And so my
journey began.
I was offered two options for treatment
– targeted radiation, which would
include two surgeries or enucleation
(eye removal). Both options provide
the same survival rates. I was only 46
years old. What if I remove my eye and
something happened to my remaining

eye in future? I was unwilling to take
this risk and opted for radiation, known
as plaque brachytherapy. Radioactive
iodine seeds are housed in a plaque
which somewhat resembles a bottle
cap, surgically affixed to the eye for a
one week period, followed by surgical
removal of the plaque. Each plaque
is custom made to each individual
tumour based on tumour size and
location within the eye.  
The next topic of conversation was
metastasis. This is when the fun truly
began. I happen to adore my ocular
oncologist and his gentle way of
delivering serious information. Even
with his gentle delivery, the word
“metastasis” almost caused an anxiety
attack so severe, I was thankful to
already be in a hospital. Nobody in
my family had cancer. This was my
first experience with this evil, evil
beast and it had unfolded so rapidly,
the shock and fear hadn’t even taken
root. Yet. My oncologist explained
uveal melanoma’s tendency to favour
the liver but doesn’t necessarily
discriminate and may also metastasize
to the lungs, bone, and/or other
areas, I officially hit overload. My
switch flipped to the off position. I
was unwilling and unable to take in
any further information. Thankfully

my boyfriend, also my rock, was
present and though he looked like
he was about to pass out, he had the
wherewithal to continue listening to
the severity of the threat.
The second liver metastasis was
mentioned, my thoughts drifted
to a lovely couple I had become
friendly with over the years, and who
coincidentally had shared their cancer
journey with me a few years prior. The
husband had a very rare cancer in his
eye that was not often seen, which
resulted in a delayed diagnosis and
this rare cancer had already set up
shop in his liver by the time he was
diagnosed. He underwent plaque
brachytherapy to treat the tumour but
sadly passed away shortly thereafter
of uveal melanoma metastasis to the
liver. Fear now begins to root deeply
inside me and it dawns on me that
cancer is not simply a disease of the
physical body. It’s far worse. It’s a
disease of the mind. I was better able
to deal with my treatment, subsequent
loss of vision, multiple medications and
umpteen doctor appointments. I never
could have imagined the evil inside this
beast, preying on my peace of mind
and leaving me sleepless, hopeless,
terrified, and depressed.
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It took me a while to realize how my
vision had been affected by radiation. I
had become unbelievably clumsy but
chalked it up to bad nerves. It wasn’t
until the “gas station incident” that I
realized I had zero depth perception. I
pulled up to the pump at my local
gas station while a woman was
simultaneously backing up and aiming
right for my car. I began honking
hysterically not understanding how
she couldn’t see me. This didn’t deter
her. She kept backing up. I exited my
vehicle angrily to see how many inches
she had left between our cars and was
stunned to see that she was nowhere
near my car. Not even close. She rolled
her window down to ask me what my
problem was and I burst into tears. I
suddenly understood the little blue
mountains of toothpaste in my sink,
somehow bypassing my toothbrush
entirely. My series of scrapes while
driving into my garage, damaging
my driver’s side mirror on three
occasions so far. My sudden screams
as a passenger in others’ cars, always
feeling like we were about to drive off
the road and into the ditch. Looking
back, some of the incidents are sort of
humorous. And also, sort of not.
Meanwhile, a tumour sample had
been sent for genetic testing in order
to understand the tumour’s capacity
for metastasis and to design my

metastasis surveillance schedule. Very
unfortunately, the genetic testing
revealed an aggressive tumour that
put me at high risk for metastasis. My
oncologist advised that although high
risk, it’s not inevitable. He said it’s not
a guarantee. Though I appreciated his
logic, this most unfavourable result
started me on a downward spiral
of fear, overwhelming anxiety, and
debilitating depression. Cancer is a
bully. Just like a neighbourhood bully
preying on fear and insecurity and
gaining momentum from it. I was in
no position to deal with this. Although
blessed with a very strong support
system between family, boyfriend
and extended family, and wonderful
friends, I needed professional help
as each day saw me sinking deeper. I
spent the next 18 months seeking
out ways to cope with the stress of
the diagnosis and its accompanying
prognosis and educating myself on this
beast.
I learned that uveal melanoma
affects only about 5 in a million
annually. Why couldn’t I have just won
the lottery? It behaves differently
than its cutaneous counterpart. Any
adjuvant therapies with proven benefit
to cutaneous melanoma patients have
not shown any benefit at all to UM
patients. Approximately 50% of uveal
melanomas will metastasize. I also

UVEAL MELANOMA
Support & Resources

www.melanomanetwork.ca/uveal
or call Mary Zawadzki, Patient Care Specialist
mzawadzki@melanomanetwork.ca 1-877-560-8035 ext. 108

learned that anxiety and depression
are common by-products of a cancer
diagnosis and as a result, many
resources exist to help patients and
caregivers on their journey. I am
extremely lucky to have been gifted
the time and resources required to
deal with my fears and regain my
peace of mind. Of course I still have
my moments. Waiting for MRI and/
or CT scan results still cause me a
tremendous amount of “scanxiety” but
thankfully, I now find myself back in
the calm, peaceful place where I had
previously dwelled and I am better
able to deal with these stressors. I
fear recurrence. Who wouldn’t? But
it’s no longer all-consuming as it once
was. Peace of mind is my small yet
effective way to stand up to the bully’s
threats and intimidation. I will no
longer be bullied.
I’m two and a half years out from
diagnosis as I write this, and I’m feeling
hopeful; optimistic even. Along with
regaining my peace of mind, I have
regained some vision in my right eye,
albeit wonky, so I’m not as much
of a threat to society when I’m out
and about as I once was. I am well
aware that this evil beast may make
an encore appearance. I am also well
aware that it may not. You see, being
high risk for mets is not a guarantee.

VOLUNTEER WITH US!

Make a difference in the lives of those affected by melanoma by volunteering at our
annual 5 km Strides for Melanoma Walk for Awareness taking place in cities across
Canada on Sunday, September 20th, 2020.
We are currently seeking volunteer walk coordinators
in: Hamilton, Montreal, Winnipeg, Ottawa, Dartmouth,
London, Summerside, North Bay, and Vancouver.

Responsibilities include:
• Logistics and Registration
o Assist with set-up and take down any MNC materials
needed the day of the event
o Coordinate signage and other items needed at the walk
o Oversee registration
o Assign volunteer duties on event day
• Marketing and Promotion
o Promoting Strides for Melanoma in your local community
(posters, postcards, Twitter, Facebook, word-of-mouth,
local papers)
o Recruitment of participants and teams
o Event day photography/videography

• Communication
o Participate in status calls
o Act as a liaison for Melanoma Network of Canada (MNC)
with regular communication
o Help recruit volunteers for day of event
o Present opening remarks and awards on behalf of MNC
• Sponsorship
o Assist with recruiting local sponsorship partners
• Finance and Administration
o Reconcile on-site donations (follow procedures outlined
by MNC)
For information on how you can get involved and volunteer
at this year’s Strides event, contact:
Mary Zawadzki at 1-877-560-8035 x 108
mzawadzki@melanomanetwork.ca

JOIN US FOR THE 2ND
ANNUAL COVER UP
FOR MELANOMA GALA!
Join us April 30th, 2020, as we host our 2ndAnnual Cover Up for
Melanoma – Secret Garden Gala. Steam Whistle Brewing – Toronto
Funds raised from this event will benefit our patient information sessions,
prevention and awareness campaigns, and peer support. Get your tickets today!
melanomanetwork.ca/tickets-cover-up-for-melanoma/

WIN 2 TICKETS TO THE 2ND ANNUAL
COVER UP FOR MELANOMA GALA!
Visit www.melanomanetwork.ca/contest or email
ffeltmate@melanomanetwork.ca for your chance to win two tickets to
attend our 2ndAnnual Cover Up for Melanoma – Secret Garden Gala. One
entry per person. Draw to take place April 1st 12pm ET.
For information on the Gala, contact: Filomena Feltmate
1-877-560-8035 x 103 | ffeltmate@melanomanetwork.ca

2nd annual cover up for melanoma

Secret Garden
gala

April 30th, 2020 - 7pm - Steam Whistle Brewing Toronto

Hors d’oeuvres, Silent Auction
Hosted by Global News Anchor Alan Carter & Weather Specialist Mike Arsenault
Funds raised from this event will benefit our patient information sessions,
prevention and awareness campaigns, and peer support.

win 2 free tickets

ENTER FOR A CHANCE TO WIN www.melanomanetwork.ca/contest

Important
Update
re MNC
Newsletter
MNC’s quarterly newsletter
“Melanoma Making
Connections” will be available
online only beginning this
Spring. Please ensure we have
your email address in order to
receive future newsletters.

Subscribe online at
melanomanetwork.ca/
mncnewsletters
or contact us at 1-877-560-8035
or (905) 901-5121 ext. 103

CALENDAR
FEBRUARY 5 AND MARCH 4
Aurora, Melanoma Support Group,
6:30 P.M. – 8:00 P.M., Aurora
Community Centre
Calgary, Melanoma Support Group,
6:15 P.M. – 7:15 P.M., Holy Cross
Centre
Niagara, Melanoma Support Group,
6:30 P.M. – 8:00 P.M., Wellspring
Niagara

FEBRUARY 20 – 23
Banff, AB – 14th Annual Canadian
Melanoma Conference, Fairmont
Banff Springs Hotel
APRIL 30
Toronto, ON – Melanoma Network’s
Secret Garden Gala, 7:00 P.M.,
Steam Whistle Brewing

Oakville, Melanoma Support Group,
6:30 P.M. – 8:00 P.M., Wellspring
Birmingham Gilgan House
Oshawa, Melanoma Support Group,
6:30 P.M. – 8:00 P.M., Hearth Place
Support Centre

MELANOMA PATIENT SUPPORT GROUPS
Join a Melanoma Patient Support
Group and meet others facing similar
experiences. Patient Support Groups
are lead by trained health care
professionals and melanoma survivors.
MNC has five locations currently
running monthly support groups in
Oakville, Oshawa, Niagara, Aurora and

Calgary. Melanoma Patient Support
Groups are free and held the first
Wednesday of every month. Come
share an evening with others facing
melanoma to ask questions, share
your experience, and break isolation.
To find out more visit our website:
melanomanetwork.ca/supportgroups

“It was so helpful to meet with
people who are experiencing
the same disease, I felt
heard and validated in my
experience” - Aurora Support
Group participant

For information on Patient Support Groups, contact: Mary Zawadzki, B.A. SSW RSSW | 1-877-560-8035 x 108 | mzawadzki@melanomanetwork.ca
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