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MESSAGE FROM THE CHAIR
Access to Adjuvant Therapy for Stage III Patients

many of you that participated in our survey, Melanoma Network of Canada
submitted the results of the feedback from our patient survey conducted in
August and September to the Pan Canadian Drug Oncology Review pCODR
https://cadth.ca/pcodr. This submission helps the decision making body
understand the unmet need for these specific drug therapies. pCODR then
spends several months reviewing the data on this submission – from us, from
the medical community and the drug manufacturer, to come to a recommendation for the provinces as to whether or not the provinces should consider
funding this drug therapy.

ANNETTE CYR Three-time

melanoma survivor, Chair &
Founder, Melanoma Network
of Canada with melanoma survivor
Sandy Hodder.

At MNC Toronto Melanoma Information
Session 2018

This fall has been exceptionally
busy for all of us at MNC and our
patient community. Progress is
being made to bring therapies
currently only available for metastatic stage IV patients to stage III
and stage IV patients who have
had their melanoma fully resected
(removed with no further evidence
of disease). As many of you likely
know, trials have been running in
the country over the past two years
for adjuvant therapies in the hopes
of preventing any future recurrence
of disease. Data from clinical trials
has shown very strong results in
reducing recurrence rates, which is a
comfort to patients, their families
and our health care providers. We
are entering another new period
of hope and improved health
outcomes for many with the expectation of reducing the numbers of
metastatic patients in the future.
This will save lives and also reduce
long term health care costs.
We have been working one on one
with many patients and their
caregivers to help with drug access
issues again in 2018. Thanks to so

In this case, melanoma is once again at the forefront for opening up adjuvant
treatment in the immuno-oncology world by providing treatment for stage III
and IV fully resected patients. One of our submissions was for the targeted
combination therapy of Dabrafenib (Tafinlar) and Trametinib (Mekinist) for
BRAF positive patients. This combination also received Health Canada approval in September, which means that stage III patients who currently cannot get
access through private insurance coverage, or a clinical trial, have the possibility to pay out of pocket for the drug therapy. More often than not, this is just
not in the realm of affordability for patients, so, of course our hope is that this
file proceeds quickly and that provincial governments look to fund these therapies where private insurance is not available, and as quickly as possible.
The second submission in September was for Nivolumab (Opdivo), again, for
use in the adjuvant setting for stage III and IV fully resected patients. We are
pleased to announce that Bristol-Myers Squibb Canada received Health
Canada approval November 16th, 2018 – NOC (notice of compliance), which
now provides a compassionate access bridge program to allow stage III
patients that are within 12 weeks of surgery to be able to access Opdivo, where
there is limited or no private insurance coverage. This is such wonderful news
and so important for patients. If you have any questions about access, please
speak to your medical oncologist or contact our office directly (905) 901-5121
x 105. Charlene will be pleased to help.
As well, in December, we will be providing our submission to pCODR for pembrolizumab (Keytruda), which is also looking to be available in the adjuvant
setting for stage III patients. We are hopeful there will also be a program available to help patients with access while we wait for government approvals.
Thanks to all of you for the significant response to our patient survey for adjuvant access for these needed therapies.
It is such a privilege to work so closely with our dedicated and compassionate
healthcare providers, our volunteers and our exceptionally talented staff at
MNC, who also give freely of their time to support MNC with our outreach and
educational materials and programs. On behalf of our Board of Directors, we
wish you all a wonderful Christmas and holiday season and may the New Year
bring you and your family’s health and happiness. Thank you for your continued support.

Chair & Founder, Melanoma Network of Canada

ON THE COVER Dr. Petrella, medical oncologist, Annette Cyr & Dr. Wright, surgical oncologist. Photo from Melanoma
Information Session Sunnybrook, Toronto October 2018

Life with

MELANOMA

Kristin de Montbrun

What it Means to
Survive a Lifelong
Journey with Visible
Scars
There’s no doubt that your life will
change after being diagnosed with
Melanoma – depending on how
serious your stage may be, or how
much scarring you have after surgery.
Either way, there are ways you can
continue living your life the best way
possible.
Surviving melanoma means living
with visible scars – despite removing
the melanoma itself. The surgery can
affect how one may feel about their
looks but there is a possible method

to treat and reduce the thickness of the scar. While cosmetic treatments can help
diminish the appearance, it is not covered by health insurance. What’s important
is how you feel from within. However, if you are someone who is anxious about
their new scar or even an old scar that hasn’t healed the way you’d hope, there are
ways to cope with scars:
Find support: Scars of all shapes and sizes can often lead to depression, anxiety,
or other harsh thoughts. It may result in drastic lifestyle changes, meeting new
people, and even fears of leaving your home. In many cases, scars from skin
cancer may lead to post-traumatic stress disorder. However, it is normal to seek
support when you need it the most. Find a strong network of support to help you
overcome the social and emotional impact of skin cancer scars.
Be patient: The healing of scars can take over twelve months to years to heal
completely. While some scars may heal faster, it’s important to understand that
the process takes time. Some factors may be caused by genetics, other health
conditions, environment, age, etc.
Whether the problem is visible scars or the invisible symptoms of fear, the
lifelong effects of skin cancer can lead to stress, anxiety, and possibly depression.
Many may also feel the sense of guilt or shame for feeling insecure due to their
image, it is common and a natural feeling. If you feel you need help, or to talk
about your struggles then seek the support you need to help you cope with your
lifelong journey. Remember, you are not alone in this journey!

ASK ABOUT OUR FREE

MELANOMA

SUPPORT SERVICES
· Email & Phone Support
· Melanoma Information Sessions
· Peer-to-Peer Melanoma Support
Program

· Patient Video & Resource
Library
· Online Patient Forum
· Support Groups

For support information contact Charlene Hally, MSc.
Chally@melanomanetwork.ca or visit melanomanetwork.ca

A Dance WITH
MELANOMA
By Melanie Adams

As a blonde haired, blue eyed, fair
skinned girl born in the 60's, and a
lifetime lover of the outdoors, my
melanoma diagnosis shouldn't have
really been a big surprise, after all, I
have had more sunburns in my life
than I care to admit. A faithful
sunscreen wearer today, I wasn't
always. It is almost with horror that I
recall having competitions with my
big sister as to which one of us could
pull off the larger intact sheet of skin
following our sunburns. Today I
preach (loudly) about the importance of sunscreen and wear it as
part of my routine.... a bit late to the
game I would suggest.
For a number of years I had been
watching a mole at the side of my
torso and even joked it was my
hidden 'beauty mark'. It had been
changing but I paid little attention
to the ABCDE's of melanoma. That is
until the day this growing 'beauty
mark' began to itch and bleed. I
knew instinctively something was
not right and went directly to my GP.

Melanoma didn't really cross my mind, this part
of my body never saw the light of day after all!
Clinical perspective December 2016: Superficial spreading melanoma of the
right flank, post biopsy wide local excision and axilla lymph node T3a, NO, 14
mitosis/mm2, 2.4 mm depth, non-ulcerated, Clark level IV.
Personal Perspective: Phew, dodged that bullet. A couple of scars to remind
me of the ordeal and carry on - this time with sunscreen! Back to my family and
career I love and just look forward.
Clinical Perspective June 2017: Patient suffered recurrent disease involving
right flank. In transit metastasis, BRAF positive. Surgical resection completed
and new staging of T3B. "With the recurrent lesions showing up shortly after
her initial primary surgery, this certainly indicates the aggressive nature of her
disease. Patient was offered systemic adjuvant treatment. Standard treatment
is to use Interferon. BMS adjuvant clinical trial is about to open up and I will
bring back the patient to discuss once ethics board has approved patient information."
Personal Perspective: Well this was a bit of a shock and I think this was the
first time in my life I ever experienced anxiety. Waves of fear, nightmares, and
a crazy imagination took me places I certainly didn't need or want to go. What
I knew intellectually versus what I was feeling were very misaligned. Enter
meditation, nutrition counselling, yoga, forest bathing... anything I could
muster to feel I had some control of what felt uncontrollable (I am most
definitely an A type personality). I was carried by an incredibly strong and
loving husband (and dare I mention equally as handsome!), our beautiful
positive children and so much love from friends and family.

ment for six weeks. Aside from some of the more manageable (albeit uncomfortable side effects like the rash, joint tenderness, vitiligo, fatigue, GI issues) my
kidneys and thyroid had become a concerning issue and I was then prescribed
prednisone to settle the kidneys down and the hypothyroidism was treated
which I understand will be a lifelong managed medicated event. As soon as the
blood markers and my physical symptoms were acceptable we began again.
That was really the worst of the year and in hindsight quite manageable.
I have always taken the view that in life unfortunate things will just happen.
How we weather them, move through them, manage them, and overcome
them is the choice we have. I needed to move through this to move past it, and
I chose to do it with a sense of humour (often dark) and as much grace as I could
muster. Our children would be watching closely as we navigated this, it became
a wonderful opportunity to demonstrate our philosophy of life. Biweekly
infusions, specialist appointments, scans, blood work all became our new norm
and carried a strangely predictive rhythm in what had become our unpredictable reality.
Melanie and her “handsome loving husband”
in Quebec City... 5 days post last treatment
and 3 hours before the Mt. Morency hike!

After taking on exhaustive personal
research and speaking with many
medical professionals a decision was
mad. In September 2017, I began a
yearlong clinical trial of biweekly
infusions comparing Nivolumab
OR Nivolumab plus Ipilumab with
the trial objective to conclude which
protocol will extend progression
free survival or overall survival.
The trial protocol would last one
year with biweekly infusions and
would take place in the chemo unit
of our cancer centre. It was at this
stage I enlisted my mighty network
of friends and family for support.
When asked “what can I do for you?”,
I pulled out my description of the
patient sitter - which included the
drive to and from the hospital,
morning snack, a creative lunch and
something entertaining to keep us
busy for the day long adventure.
Over the 26 infusion dates I had so
much fun with this. The role of the
patient sitter became a bit of a competition and every visit was different
and something to even look forward
to. Our biweekly lunches became
the talk of the unit and my patient
sitters were happy to share their
effort with patients and nurses in
our pod on each day.
At around week 16 I experienced a
setback which took me off treat-

The analogy I chose to focus on wasn't a battle or fight with
cancer - it was a dance with treatment - and neither of us
were always the best dance partner.
We took turns stepping on toes... the tango is now over and I took a dramatic dip
off the dance floor and pray that I will not have to repeat the performance. In
fact, I am writing this overlooking an incredible view of the St. Lawrence from
the Charlevoix where I am enjoying a week long celebration with my preferred
dance partner, my husband. Together we are changing the music and working
on our happy dance.
The universe is a mystery and if you watch closely you will see it presents you
with many gifts, even when they look like they are wrapped in dark clouds. I am
now one week past completing the year long trial. I have remained NED. I take
great comfort in knowing that as part of a trial I will continue to be watched
closely and I will even look forward to my oncology appointments, my clinical
team have become my extended family. I regret I never mastered letting go of
the scan anxiety.
I ask the universe to take me in her arms and that I am a miracle of science that
will see this recital over for good, but knowing if this music begins again, I am
well rehearsed and know the routine. I will embrace my husband, children,
family and friends and lead them in the Happy Dance. Cue the music.
Melanie Adams is the CEO and strategic leader of a hospital foundation who has dedicated
the past 20 years to working with philanthropists and health care leaders improving capacity, access and raising research funds to improve and save lives - she is incredibly grateful to
be on the receiving end of the magic philanthropy delivers!
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OF THE YEAR

Jessica Huck
Meet our volunteer of the year, Jessica Huck, who knows exactly how to offer her
educational expertise and personal patient story with those attending the melanoma clinic day at Odette Cancer Centre located at Sunnybrook Health Science
Centre in Toronto, ON.

Testimonial:

“It’s been a pleasure to have Jessica Huck come to the Odette Cancer Centre at Sunnybrook Health Science Centre to host a Melanoma Network of Canada information
table. She always comes prepared and is ready to chat with patients, families and
caregivers in a friendly and helpful manner. Her welcoming demeanor and willingness
to offer information and support has been well received by not only our patients,
families and caregivers, but also by staff and volunteers. Thank you Jessica for being a
FromIngredients:
left: Jessica Huck, Charlene Hally &
valuable resourceDirections:
to our patients and for your ongoing partnership with the Odette
Glenn melanoma clinic day at Odette
2
cups
Frozen
Cherries
Cancer Centre, Toronto
Cancer Centre.” - 1.
Aalima
Preheat the oven to 350 degrees F.
(or use any fresh or frozen fruit)
2. Mix the filling ingredients together and place into a
2 tsp
Fresh Ginger, grated State Of The
Art Genome
Editing
Technology
to ramegreased
9 inch by 9 inch
baking
dish or into 8 greased
1 tsp
Lemon Zest
kins.Targetable Survival and Metastatic
Identify Novel
1 tbsp
Maple Syrup or HoneyPathways in3. Melanoma
For the topping, combine the flour, parsnips, baking
powder, baking soda, cinnamon and sea salt together. Work
A major strength of our project is that our genome editing approach has an emphaRoot Cobbler Topping
the butter though with your hands, breaking it up into small
sis on cellular targets for which there are FDA approved drugs. Therefore, any target
1 1/2 cups
Red Fife Flour (or any whole
pieces.
that we identify as being essential for tumor cell survival, for example, can quickly
grain flour)
4. Slowly combine
remaining The
ingredients
in just until
be tested in our pre-clinical
models the
of melanoma.
funds allocated
to usitby the
1 cup
Parsnips (or use carrots,
beets,
a sticky
Do notfor
over
work
or it will
become
MNC
enabled usforms
to cover
partdough.
of the salary
PhD
student
Saythen
Prahbu. We
dense.
squash etc.) grated partnered with the lab of Dr. Sidong Huang (Goodman Cancer Research Center) to
perform an shRNA
lethality
screen.
Saythen
first step in
5. synthetic
Scoop with
a spoon
and place
on has
topcompleted
of the largethe
cobbler
1 1/2 tsp
Baking Powder
this multi-institution
project,
and
has
sent
samples
for
sequencing,
so
that
we can
or individual cobblers.
1 tsp
Baking Soda
identify which novel drug targets will act in combination with the inhibition of
6. Bake for about 45 minutes or until golden brown on top.
2 tbsp
Cold Butter
MNK1/2 activity to kill melanoma cells.
1/2 cup
Milk (or milk alternative)
Recipe provided by: Geremy Capone, Wellness Chef
We
are
also
excited
to report that members of the del Rincon and Miller labs came
2 tbsp
Maple Syrup or Honey
Cancer Rehabilitation and Survivorship Program
out to the Montreal Strides for Melanoma walk. Having been born in 1974, I was
1 tsp
Ground Cinnamon
ELLICSR:
Health,
& Cancer
Survivorship
Centre. for her
personally touched
by one
youngWellness
girls sign
that stated
she was walking
1/4 tsp
Sea Salt
mom (1974-2018).
My labMargaret
strives to Cancer
make a difference
Princess
Centre in finding a cure for melano-

RESEARCH
UPDATE
Sonia del
Rincon Project

Healty Tip

ma, and we are so
appreciative to the MNC for their financial support.
www.ELLICSRkitchen.ca

• Increasing the fibre in your diet may help you control your weight, lower your risk of type 2 diabetes and heart disease and
lower the risk of some types of cancer.
• Aim to get at least 30 grams of fibre each day. To reach this goal, you will need to have at least 5 servings of vegetables and
fruit and at least 3 small servings of whole grains each day. (1 serving of vegetables is 1 cup of salad or ½ cup cooked or raw
vegetables; 1 serving of fruit is ½ cup chopped or 1 medium fruit; 1 serving of whole grains is 1 slice of whole grain bread or
½ cup brown rice).
• It’s important to increase the fibre in your diet slowly so your body can get used to it. Start with increasing the fibre in 1 meal
or snack and once you’re comfortable with that, increase the fibre in another meal or snack.
Team del Rincon & Miller labs

Makes 6 Servings
Ingredients:
2 cups
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Frozen Cherries
(or use any fresh or frozen fruit)
Fresh Ginger, grated
Lemon Zest
Maple Syrup or Honey

Root Cobbler Topping
1 1/2 cups
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2 tbsp
1/2 cup
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1/4 tsp

Red Fife Flour (or any whole
grain flour)
Parsnips (or use carrots, beets,
squash etc.) grated
Baking Powder
Baking Soda
Cold Butter
Milk (or milk alternative)
Maple Syrup or Honey
Ground Cinnamon
Sea Salt

Healty Tips

Directions:
1. Preheat the oven to 350 degrees F.
2. Mix the filling ingredients together and place into a
greased 9 inch by 9 inch baking dish or into 8 greased ramekins.
3. For the topping, combine the flour, parsnips, baking
powder, baking soda, cinnamon and sea salt together. Work
the butter though with your hands, breaking it up into small
pieces.
4. Slowly combine the remaining ingredients in just until it
forms a sticky dough. Do not over work or it will become
dense.
5. Scoop with a spoon and place on top of the large cobbler
or individual cobblers.
6. Bake for about 45 minutes or until golden brown on top.

Recipe provided by: Geremy Capone, Wellness Chef
Cancer Rehabilitation and Survivorship Program
ELLICSR: Health, Wellness & Cancer Survivorship Centre.
Princess Margaret Cancer Centre
www.ELLICSRkitchen.ca

• Increasing the fibre in your diet may help you control your weight, lower your risk of type 2 diabetes and heart disease and
lower the risk of some types of cancer.
• Aim to get at least 30 grams of fibre each day. To reach this goal, you will need to have at least 5 servings of vegetables and
fruit and at least 3 small servings of whole grains each day. (1 serving of vegetables is 1 cup of salad or ½ cup cooked or raw
vegetables; 1 serving of fruit is ½ cup chopped or 1 medium fruit; 1 serving of whole grains is 1 slice of whole grain bread or
½ cup brown rice).
• It’s important to increase the fibre in your diet slowly so your body can get used to it. Start with increasing the fibre in 1 meal
or snack and once you’re comfortable with that, increase the fibre in another meal or snack.

UVEAL
MELANOMA
WEBINAR
Treatment Updates and
Genetics of Uveal Melanoma

Monday, February 4th, 2019
6:00 pm EST. 3:00 pm PST.
Uveal melanoma is a cancer of the eye, and is the most common eye cancer diagnosed in adults. There has been
extensive research to help improve the management strategies and therapies used in the future among this rare
form of melanoma. We are pleased to oﬀer this informative webinar of the latest information on advances and
treatments for uveal melanoma patients. Presented by leading medical experts.

PRESENTATION TOPICS
Clinical Trials Update
Presented by: Dr. Marcus
Butler, MD

An Update on Diagnosis and
Treatment and the Value of
Genetic Testing

Genetic Testing of
Tumors and BAP1
Syndrome

Presented by: Dr. Hatem Krema,
Md, Msc, Frcs, Fico (Hon.)

Presented by: Jaime Jessen,
BSC, MSc, CGC, CCGC

FREE WEBINAR - REGISTER TODAY
www.melanomanetwork.ca/uveal-webinar

NEW EDITION

Melanoma

What you need to know

DOWNLOAD TODAY
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