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Annette Cyr, Chair & Founder,
Melanoma Network of Canada

As you know, May is Melanoma Awareness Month. While there
is certainly a lot to be thankful for and a lot to celebrate, I am
increasingly concerned about drug access for patients across the
country. For instance, since Cancer Care Ontario made a ruling
last summer on Ipilimumab, in effect restricting access to this
drug by forcing a choice between immunotherapy for patients,
other provinces have since followed suit. As well, with the
pCODR (Pan Canadian Oncology Drug Review) recommendation
that Opdivo (Nivolumab) be restricted to patients without the
BRAF mutation, it poses some real hardships for melanoma
patients, who for so many years were seeking some form of
effective treatment and now may be without. To compound
these issues, we are also seeing private insurance companies
refusing to cover some of the new therapies even when a drug
has been Health Canada approved. Make no mistake, cost is the
number one factor in these decisions.
In recent years’ politicians and healthcare leaders espoused the
new frontier of personalized medicine. The reality is Canada
cannot afford personalized medicine without some major
changes in our healthcare system. Our government leadership
(Federal and Provincial) did not have the foresight to plan a
national cancer strategy and to adequately support new
research and therapeutic breakthroughs that provide hope for
personalized medicine nor did they plan for the future potential
of cancer patients living as a result of new medical breakthroughs. Our new reality poses some serious ethical dilemmas
regarding access to potential lifesaving treatments. While these
new treatments are coming fast and furious, government and
private insurers are putting the brakes on access to these new
therapies. The result is that some patients are dying waiting for

treatments that could potentially not only provide a good
quality of life, but in some cases may in fact be a cure. We as
patients, and patient organizations need to stand up and make
our voices heard so that this doesn’t just become a numbers
game based solely on cost to our healthcare system. There are
real people behind these numbers. We are all potentially just
one day away from a cancer diagnosis.
The Melanoma Network of Canada (MNC) is actively involved
on your behalf at both Federal and Provincial levels to advocate
for access in a timely manner. As well, we have been working
with individual patients on a case-by-case basis with private
insurance companies to try to plea for coverage. In some cases,
we have been successful and in other areas there has been
disappointment. How can you get in involved? If you feel
passionate about this issue or have experienced delays in
treatment or delays in drug access, we would love to hear from
you – we need patients and their families to get involved in our
advocacy efforts.
On a lighter note, Melanoma Awareness Month has special
meaning for us all. Although of course we promote melanoma
awareness year round, May is a special time for us to partner
and have a collective voice nationally and internationally. This
May we have one of our largest fundraising events - our sixth
annual’ Tee Off for Melanoma Awareness’. We hope that even if
you can’t join us you will consider supporting the event as a
sponsor/donor. We have numerous events going on across
the country – check out our calendar to see what’s happening
near you.
Currently we are working on a new jingle and video to promote
sun safe behaviours and awareness to our youth and to complement our camp program. Check back to our website or
follow our social media links for details of the launch of this
exciting initiative. Have a sun safe summer and wishing you all
good health.

Take a Photo – Help Provide a Melanoma Patient with Support
Did you know you can donate to Melanoma Network of Canada without spending a dime of your own money?
Melanoma Network of Canada has partnered with Johnson & Johnson on a fabulous new initiative. All you have to
do is download the free app on your iPhone or Android and donate one of your photos. It’s as simple as 1,2,3 Selfie!
https://donateaphoto.com/en_CA

ON THE
CALENDAR:

@donateaphoto

MAY

May 1st - Melanoma Monday
May 4th -Patient Information Session (London, ON)
Featuring Dr. Scott Ernst, Medical Oncologist, London Health Sciences Centre
May 8th - International Melanoma Awareness Day
May 12th- CN Tower Night Lighting for Melanoma Awareness Month (Toronto, ON)
May 13th- Melanoma Network of Canada presents at the Ontario Camp Association Conference
May 26th -Tee Oﬀ for Melanoma Awareness Golf Tournament

JUNE

June 2nd -6th- ASCO Conference
June 8th - Patient Information Session Toronto, ON (Sunnybrook Hospital Toronto, ON)
Featuring Dr. Teresa Petrella, Medical Oncologist, Sunnybrook Health Sciences Centre
June 24th - Canadian Dermatology Association Award Acceptance (Fredericton, NB)

Ways to Give

Looking for some easy ways to donate to Melanoma Network of Canada?
Many workplaces run United Way campaigns. You can designate your funds to Melanoma Network of Canada
directly by providing them with our name and charitable number. # 854913050 RR0001
Spring time means spring cleaning, which often leads to garage sales. If you are looking for a way to give back to
your community, you can donate your spring garage sale proceeds to Melanoma Network of Canada. Melanoma
Network of Canada receives the proceeds to help melanoma patients all over Canada, and you receive a tax
receipt!

WE ARE HONOURED
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Melanoma Network of Canada is thrilled to let you know that our Screen Me™ Sun Aware™ Camp program was
recently chosen by the Canadian Dermatology Association as the recipient of their 2017 Public Education Award
in the Not-for-Profit category. The committee was impressed with the Screen Me™ Sun Aware™ Camp program
as it not only reaches a significant number of children, but also teaches young campers good sun safety habits,
which they will then carry into adulthood. In 2016, there were 63 camps registered, 800 staff who completed
sun safety training, and over 70,000 youth who learned sun safe behaviours. We expect the program to continue
growing in 2017.

www.screenme.ca

|

www.dermatology.ca

Screen Me™ Sun Aware™
Camp Program Updates
Melanoma Network of Canada is excited to announce that we are working
with several partners to develop a jingle and video to educate children and
youth on being sun aware and sun safe in a fun and engaging way. Currently,
there is little to nothing available to assist in educating children and youth on
sun safety practices. Therefore, it is MNC’s goal to develop and distribute this
new jingle and video through our Screen Me™ Sun Aware™ Camp Program
and make it available to schools and public health units all over Canada. This
jingle and video have the potential to reach a vast number of children and
parents with its prevention and early detection messaging to prevent further
skin cancers and melanomas. With skin cancer the number one cancer worldwide, we really believe that using this tool to educate youth will help reduce
rates in the future.

www.screenme.ca

NATIONAL VOLUNTEER WEEK
Celebrating Our Volunteers Past, Present and Future
past
It has been my privilege to volunteer on the Board of Directors for the past 5 years.
We have achieved great results from a small staff, a small group of dedicated volunteers and limited financial resources, and looking back we’ve come a long way in
eight years, with better things to come in the future.

Snapshot, 2011 Melanoma Network of Canada was a relatively new organization

Past

Jonathan Harty, Board
of Directors, Treasurer and
Secretary 2011-2017

when I joined the Board, seeking to meet the underrepresented needs of a growing
melanoma patient community across Canada. The organization was at that time run
by our full time volunteer Chair/Founder and two-part time staff. There was no office
space; rather each staff member worked from home. Although a basic website had
been developed, as well as a few written resources, no fundraising initiatives had yet
been developed and MNC was reliant on pharmaceutical industry grants that were
not assured year-to-year. The organization needed a dependable stream of revenue
to achieve its expanded advocacy, education and patient support goals.

Snapshot, 2017

• Melanoma Network of Canada is now widely considered the number one resource for melanoma information and support
in Canada.
• Melanoma Network of Canada advocates in each province and nationally for better treatment options and is at the forefront
in the fight for comprehensive access to new treatment therapies and clinical trials.
• Melanoma Network of Canada hosts a national “Strides for Melanoma” walk for awareness annually. The walk has grown
from 3 sites in 2011 to 16 sites in 2016.
• Melanoma Network of Canada created, launched and continues to execute the Screen Me program geared at educating
young people about the importance of sun safety through the Ontario Summer Camp program. It is widely accepted that
changing sun behaviors in our youth is key to reducing the number of melanoma and skin cancer patients in the future.
• Melanoma Network of Canada worked diligently to advocate change in legislation and was invited to Queens Park, ON to
witness the bill passing into law banning teens from access to tanning beds.
• Melanoma Network of Canada has developed a comprehensive and innovative “Peer to Peer” training program to enable
melanoma patients to support one another in effective and meaningful ways.
• Melanoma Network of Canada plans and executes Patient Information Sessions and Lunch and Learns in various cancer
centres across the country. Ten sessions are planned for 2017.
• Melanoma Network of Canada has created comprehensive informational resources and distributes these resources
nationally to cancer centres, patients and other key stakeholders.
• Melanoma Network of Canada has funded research projects at McGill University and at the Ontario Cancer Research
Institute.
• In addition to the above noted achievements, Melanoma Network of Canada now has dedicated office space, computers, a
telephone system and employs three full time staff members, including a paid Executive Director and one paid intern.
TM

I am proud of what we’ve achieved in terms of melanoma education, awareness, advocacy and research as indicated above.
But what I’m most proud of are the individual interactions, conversations and appreciation I’ve experienced with melanoma
patients and their supporters. Moreover, while there is nothing better than knowing you’ve made a difference in someone’s
individual journey, having been exposed to the disease, our educational efforts, particularly with youth may prevent many
more from having to experience the disease at all.

present

Present
Sue Cox, Patient,
Melanoma Network of
Canada Volunteer

Volunteering with Melanoma Network of Canada has been the most rewarding
thing I've ever done..period. As well as many media and speaking
engagements that I have done for Melanoma Network of Canada, I recently
volunteered my time to open the Melanoma Network of Canada resource
booth at the melanoma clinic in Sunnybrook Hospital. I give a couple of hours,
one day per month, which really isn't a lot of my time when you think about it.
The people who are in the clinic just want someone to chat with, someone they
can tell their story to and I'm that person. And yes, I can relate to most of what
I'm told, having been a stage IV patient myself just over 6 years ago and now
being cancer-free; that alone helps people. Just the fact that I'm there and
healthy gives patients hope and isn't that what it's all about? Having someone
to tell your fears to and getting hope in return? Plus, the free sunscreen doesn't
hurt!

future
A marathon runner, spinning teacher and mother of 3 kids, 42-year old Windsor
resident Anita Dimambro was diagnosed with melanoma when she was 40.
Although she was not a sunscreen user, she was not a sun worshipper. For 9
months before her diagnosis, she was not feeling well. She took her daughter
for a check-up and asked the doctor to check a mole on her back, which was
rubbing against her sports bra. The results from the biopsy, showed she had
Stage II malignant melanoma.
“I was aware of this mole for over a year. I didn’t know what melanoma was and
how dangerous it could be,” states Anita Dimambro. “I’ve never once said “Why
Me”, but I often say if only I would have known more. If we can educate and
bring awareness to this form of cancer, I believe we can circumvent later stage
diagnosis.”

Future

Anita Dimambro, Strides
Walk Coordinator,
Windsor September 2017

Anita had surgery to remove the melanoma, followed by treatment with high
dose interferon, a biological therapy that became part of her weekday regime
for 20 sessions. After finishing her treatment, she was supposed to have
another 11 months of injections 3 times per week, which she and her doctor
ended early after 6 months as she was losing too much weight to continue the
treatment.
“Today at 42, I’m dealing with some residual effects of the cancer treatments
and therapies,” adds Dimambro. “My melanoma diagnosis and treatment
taught me to take life one a day at a time."

Why be a Volunteer
If you would like to volunteer your time with us, we would love to hear from you. We are specifically in need of
“Strides for Melanoma” Walk coordinators (for Vancouver, Edmonton, Saskatoon, Mississauga, Ottawa,
Montreal, Newfoundland, New Brunswick) and any center where you happen to be, patients to provide other
patients with an empathetic ear through our Peer to Peer support program, and patients and their families
that are interested in advocacy for treatment and drug access.
Please reach out to Cheryl Pereira at 1.877.560.8035 x 105 or email cpereira@melanomanetwork.ca

PATIENT
SPOTLIGHT
Claudia
Cornwall

When a clinical
trial is your last
resort….
“It’s melanoma,” my husband, Gordon Cornwall, said. My heart sank. In December
2011, he had noticed “a pimple-like thing” on his left arm. At ﬁrst, he thought nothing of it. But when it didn’t go away, our family doctor sent Gordon to a dermatologist who diagnosed a squamous cell skin cancer. She booked surgery for the
middle of February 2012
So here we were two weeks later, staring at pathology results.
Not only did Gordon have melanoma, the most dangerous
kind of skin cancer, but he also had a particularly nasty version
of melanoma: “a nodular type.” Often misdiagnosed, these
melanomas account for just 15% of cases, but 40% of deaths
from melanoma. “You got the worst of the worst!” I
complained.

I began searching on ClinicalTrials.gov, an American website
that lists experiments from all over the world. I couldn’t find
any Canadian clinics still recruiting patients for anti-PD1 trials,
but the United States had several. I called a number of them
but for different reasons, Gordon wasn’t a good fit. Then I
spoke to Dr. Hamid Omid at the Angeles Clinic in Santa Monica
who said Gordon could probably enroll in an anti-PD1 trial that
he was running—of a Merck drug called MK 3475. I could
hardly believe what I was hearing. We might actually get
somewhere!

Gordon had more surgery to take out a wider margin of tissue
from the site of the tumour. Despite this, the cancer spread
rapidly. Two more lumps appeared on his arm and a third in his
lymph nodes. He had surgery to remove the lumps and some Gordon flew to California on June 10 for further tests to make
of his lymph nodes, as well as radiation.
sure he met all the criteria for participation in the study. The
next day, he called me, “Are you sitting down?” he asked. I
Dr. Sasha Smiljanic, Gordon’s oncologist, thought a new
caught my breath. “The MRI I had this morning found a brain
immunotherapy, ipilimumab, might prevent a recurrence.
tumour,” he reported. I knew that disqualified him for the trial.
Health Canada had approved the drug in February 2012, but
“Oh no!” I said.
our BC Cancer Agency had not yet decided to fund it. Luckily,
Dr. Smiljanic knew how to get the drug from its maker, Bristol
Dr. Hamid recommended Gordon get the tumour surgically
Myers Squibb, through a compassionate care program.
removed, have radiation, and after that, return for another
Starting in September 2012, Gordon had four infusions at
drug trial to kill the remaining tumours. But what were the
Lions Gate Hospital in North Vancouver.
chances of this working, we wondered. Perhaps it was time to
give up chasing cures and aim to make whatever time Gordon
All was quiet for several months. And then in May 2013 came
had left as good as possible.
devastating news. A PET scan revealed half a dozen tumours in
Gordon’s torso and abdomen. Dr. Smiljanic recommended an
However, when Dr. Smiljanic heard about the developments,
even newer immunotherapy called an anti-PD1, only available he urged Gordon to press on. He arranged for Gordon to see a
in clinical trials. He referred Gordon to Dr. Michael Smiley in
neurosurgeon, who removed the brain tumour in short
Edmonton, who was investigating the therapy. Unfortunately, order—on June 19, just a week after Dr. Hamid discovered it. A
Gordon did not qualify for any of his studies.
month later, Gordon had radiation and we began the search
for that elusive drug trial.

Natalie Love & Family
Dr. Hamid’s MK 3475 study was no longer accepting new patients. It was a particularly attractive trial since all participants got
the investigational drug; there was no control group. Could I find another clinic offering the same study? I started working the
phone. After many calls, I was thrilled to discover that the START clinic in San Antonio, Texas, was running the study we
wanted. It had just two slots left—and a deadline. The drug company, Merck, wanted the last patients enrolled by August 8.
We scrambled to get Gordon in and even though we missed the deadline, Merck let him participate. On August 12, Gordon
flew to Texas for his first infusion. Three days after he came home, he noticed one tumour on his right shoulder had started to
soften and shrink. He kept quiet about it because he figured I would assume he was crazy. But by the fifth day, he couldn’t
keep the news to himself any longer. When he told me, I did think he was crazy! I had no idea an immunotherapy could work
so quickly. The tumour on Gordon’s shoulder melted away before our very eyes. He had four more infusions. In early December, a PET plus CT scan confirmed that all Gordon’s tumours were gone. I told everyone that Christmas came early that year.
Gordon’s scans continue to be clear and we are cautiously optimistic about the future.
Though Gordon’s story shows the benefits of being able to participate in a clinical trial, our provincial insurance, BC MSP, did
not help us with the costs. We had to pay for travel, accommodation, as well as some for some scans and medical tests in San
Antonio. Merck provided the drug, so we didn’t have to pay for that! Gordon visited Texas once for a pre-treatment check-up,
5 times for treatments, and 5 times for follow-ups. The total cost to us was about $15,000.
MK3475, now called pembrolizumab or Keytruda, has been approved in Canada.
More information on this story can be found in my book, Battling Melanoma: one couple’s struggle from diagnosis to cure,
published by Rowman & Littlefield.
By Claudia Cornwall
Looking for more patient stories? Visit www.melanomanetwork.ca/about/patientstories/

New Patient Programs &
Outreach Coordinator Joins
Melanoma Network of Canada
MNC is proud to introduce the newest member of our team. Cheryl Pereira is taking on
the role of Patient Programs & Outreach Coordinator. Cheryl earned her Master’s degree
in Public Health with a focus on health promotion and community outreach, specializing
in program and education strategy, development and evaluation. Cheryl will oversee,
coordinate and plan our Sun AwareTM Camp Programs, our Peer to Peer support program,
Patient Exchange Support Groups, pubic prevention and awareness programs and
advocacy as well as Patient Information Sessions across Canada.
You can reach Cheryl at
1.877.560.8035 x 105 or
email cpereira@melanomanetwork.ca

Cheryl Pereira
BSC, MPH

SAVE THE DATE
September 24, 2017
18 Locations Across Canada

www.melanomanetwork.ca/walk2017

Tee

ﬀ

for MELANOMA
AWARENESS

6th Annual Golf Tournament & Luncheon

GOLF
TICKETS
INCLUDE

· breakfast on the go
· green and cart fees
· prize competitions
· cocktail reception
· 2 drink tickets
· Gift bag
· buﬀet lunch with Danielle Michaud, CITY TV
· on the spot mole scanning by MedX
· live and silent auctions (tickets to Bruno Mars, Blue Jays,
Air Canada and much more)

Register Today

www.melanomanetwork.ca/teeoﬀ2017
Melanoma Network of Canada | info@melanomanetwork.ca | 1-877-560-8035

