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MESSAGE FROM THE CHAIR
Life-Saving Work in Action – How MNC Helps

that have received prior treatments.

ANNETTE CYR

Dr. Elaine McWhirter MD, MSc., FRCPC. Medical Oncologist, Juravinski Cancer
Centre & Annette Cyr at the 2017 Hamilton Melanoma Information Session

patient and
three-time
melanoma survivor.
Chair & Founder,
Melanoma Networ
of Canada.

It has been nearly 10 years since the Melanoma Network of Canada was launched.
During this time we have seen significant changes in the melanoma treatment
landscape – the majority of which have been very positive. Introduction of both
targeted therapies and immunotherapies, as well as improvements in surgical
procedures and radiation have served to provide hope, improved treatment
options and for many, a chance for life and a quality of life that may not have been
the case only a few short years ago. We are proud of our significant contribution to
create more awareness of this disease and to influence approval of drug therapies
and access across Canada.
As I have shared with you in prior newsletters, as a patient community, we are
facing significant and dire obstacles in accessing timely treatment. This past
January, I was contacted by a young couple (we will call them Tom and Donna for
confidentiality) in Alberta that were struggling to afford treatment. Tom had been
diagnosed with metastatic melanoma, had been put on a targeted therapy, which
worked for a short time, and then the disease returned and spread quickly in the fall
of 2017. His only hope was to try an immunotherapy combination. The issue was
timely access. His private insurance company denied coverage. The combination
therapy, while recommended for treatment in Canada, is still in a lengthy holding
pattern while our provincial governments negotiate with the pharmaceutical
company on pricing, making coverage through our provincial plans unavailable.
Working with the drug manufacturers access program, he was turned down for
coverage two additional times. Tom and Donna decided they could not wait as his
condition was rapidly deteriorating. They opted to pay for the drug on their own
for as long as they could afford to. He started treatment in October and the best
news was that the combination therapy was working by the end of December. The
downside was the therapy was costing up to $14,000 a month, which was unsustainable for the couple. They reached out to MNC in January to see what we could
do to help.
Immediately, we worked to gather background information and document the
issues. We then began the task of reaching out to all stakeholders – the doctor,
insurance company, employer, pharmaceutical company, access program coordinator, and even the couple’s local MLA. The last thing you should have to worry about
when facing a life threatening disease is fighting with insurance companies, the
government or other parties to get access to appropriate and potentially life-saving
treatment that has been approved by Health Canada. I think it would be shocking
to most Canadians to find out that you or your loved one could be in this type of
situation. We assume that our health care system will be there for us when we need
it. At present, Canada-wide, this is not a guarantee as our provincial governments
and private insurers are not making timely treatment access for melanoma patients
(as well as other cancers) a priority. Pharmaceutical companies also have a role in
ensuring affordability of drugs and that when submitting for drug approval, that
they do not have treatment protocols that are overly restrictive, excluding patients

Fortunately, after nearly two months
of almost daily effort, we are proud to
say we received the following from
Tom and Donna:
‘I received notice today that (our
insurance company) will now cover
my treatments starting in March
2018. Thank you so very much for all
of your efforts to help us achieve this
break. I know you spent many hours of
lobbying on our behalf, calling and
giving us direction and hope, communicating with (our doctor) and (the
pharmaceutical company) and
Bayshore and the (insurer), the access
program, our MLA for discussions just to
mention the ones I am aware of. Words
cannot express how this will positively
impact our lives. I want to contribute to
your organization in the near future
once this all comes to reality. Thank
you, Thank you, and Thank you for all
you have done for us.’
MNC was also able to influence the
Ontario Provincial Government to
take advantage of a program offering
significant subsidy of one of our
combination therapies, that most
other provinces had enrolled in. This
allows patients to gain early access to
combination therapy until the end of
2018, while pricing negotiations are
underway. The only province that has
not signed up is Quebec, which we
hope will come on board soon.
Needless to say, we are proud of our
efforts to support our patient community and to strive to have the best
possible treatments for patients
Canada-wide.
In 2018, we have an opportunity to
influence change. There are three
major provincial elections happening
– Ontario, Quebec and New Brunswick. You can get involved by reaching out to us for more information on
Making Melanoma a Priority and
letting your local provincial candidates aware of our issues.
acyr@melanomanetwork.ca

Melanoma Clinical
Trails: The Forecast is
Bright
By Dr. Elaine McWhirter MD, MSc., FRCPC

We are seeing
a 3 year
survival rate
of 58%! This
is in sharp
contrast to
the preimmunotherapy era,
when only
about 10% of
patients
survived for 2
years.

Melanoma continues to be one of the most rapidly increasing
cancers, with an estimated 7200 patients diagnosed in 2017, and
unfortunately, approximately 1,250 people died of the disease. It is
truly amazing to consider how many new trials and updated resulted
have been published in just the past year for the treatment of melanoma. While the two main classes of drugs used in melanoma, targeted
therapy and immunotherapy, were first approved in 2012, significant
advancements in our use of these drugs have taken place over the past
few years.
One of the most exciting results comes from the longer term follow up
of metastatic melanoma patients treated with combination immunotherapy using Ipilimumab (Yervoy) and Nivolumab (Opdivo), published
in the New England Journal of Medicine in September of last year. After
at least 36 months of follow up for patients on the CheckMate 067
clinical trial, we are seeing a 3 year survival rate of 58%! This is in sharp
contrast to the pre-immunotherapy era, when only about 10% of
patients survived for 2 years. However, there can be significant side
effects with this combination, compared to the use of PD-1 inihbitors
such as Nivolumab or Pembrolizumab (Keytruda) alone, making
improvements in the tolerability of combination immunotherapy an
active area of research.
Similarly, long term follow-up results with treatments targeting the BRAF
mutation in patients with metastatic melanoma(‘targeted therapy’) were
reported in October of last year. BRAF mutations are found in approximately 40-50% of patients with melanoma. As reported in the Journal of
Clinical Oncology, the combination of Dabrafenib (Taflinar) and Trametinib (Mekinist) demonstrated a 5 year survival rate of 28%; in patients
with normal LDH and limited sites of metastatic disease, 51% of patients
were alive at 5 years! Updated results with Vemurafenib (Zelboraf ) and
Cobimetinib (Cotellic) from July 2016 showed a 2 year survival rate of
48.3%.
For many years Interferon was the only standard adjuvant treatment
offered to patients who had recently undergone resection of high risk
melanoma. In 2016, overall survival data from a clinical trial of adjuvant
Ipilimumab versus placebo for patients with Stage 3 melanoma was
published in the New England Journal of Medicine. This study demonstrated a significant improvement in survival, with 65.4 % versus 54.4 %
of patients surviving 5 years, in favour of the ipilimumab treated
patients. In September 2017, interim results from a study of adjuvant

Ipilimumab versus Nivolumab
reported that at 12 months, 70.5 %
of patients treated with Nivolumab were free from disease recurrence, compared to 60.8% of
patients in the Ipilimumab group.
There were also significantly fewer
serious side effects in the nivolumab-treated patients.
Targeted therapies have also been
studied in the adjuvant setting for
patients with resected Stage 3
melanoma. As reported in the
New England Journal of Medicine
in September 2017, patients who
received one year of Dabrafenib
plus Trametinib compared to
those who received 2 placebo
tablets had a highly significant
improvement in survival. The 3
year overall survival rate was 86%
in the combination therapy group,
compared with 77% for patients
receiving placebo. While Nivolumab, and Dabrafenib plus Trametinib are all approved in the
setting of metastatic melanoma,
the are currently awaiting Health
Canada approval for use in the
adjuvant (post operative) setting,
for patients who’ve had surgery for
melanoma that was also found in
nearby lymph nodes (Stage 3).
Practice changing trials are also

being reported that impact the surgical management of melanoma. The
MSLT-2 (Multicentre Selective Lymphadenectomy Trial), addressed the
question of whether patients with a positive sentinel lymph node biopsy
require subsequent completion lymph node dissection. Patients with
positive sentinel nodes were randomized to either completion lymph node
dissection or nodal observation with ultrasound. The results of this study,
published in the New England Journal of Medicine in June, 2017, demonstrated that completion lymph node dissection did not improve melanoma specific survival, and had significantly higher rates of lymphedema.
New treatments for both patients with localized as well as metastatic
melanoma offer much hope and promise. With the help of patients in
Canada and around the world enrolling on clinical trials, day by day we are
able to help improve the lives of all our patients.
For more information on clinical trials
visit melanomanetwork.ca/clinical-trials or eamil info@melanomanetwork.ca

Dr. Elaine McWhirter MD, MSc., FRCPC. Medical Oncologist, Juravinski Cancer
Centre & Alexa Cain, Executive Director - Melanoma Network of Canada
2017 Hamilton Melanoma Information Session
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PATIENT SPOTLIGHT

Our Patient Story

It’s “our” story, because my husband Bob has been with me every step of the way.
I could not ask for a better partner in life.
By Michele Christl

A fortunate round of golf with my
dermatologist, Dr. Marnie Fisher, in
the summer of 2014 was followed
with the removal of a mole on my
shoulder that was diagnosed as
melanoma. A further wide local
excision by my plastic surgeon
resulted in a Stage 0, melanoma
in-situ diagnosis. No further
treatment required except annual
check ups. Whew! Dodged a
bullet…or so I thought…
While on holiday in November
2016, I felt two innocent, little
bumps under my skin near my old
incision. Upon our return, my
plastic surgeon removed the
bumps and wished me a Merry
Christmas. Then came the call to
come back in, and on December
12th we learned the diagnosis of
metastatic, malignant melanoma.
Ugh. My husband Bob and I were
in total disbelief and in shock. We
immediately asked what the next

steps were – CT scans, brain MRI,
SLNB, much bigger surgery, skin
grafting, pathology and staging.
Merry Christmas!
We got home and Skyped our
family to share our news and
cancel our plans to fly out west for
Christmas. We had a new priority.
Since it was the holidays, we were
getting appointments well into
January and February that sounded like an eternity to us. So, we
started to work with the office
managers, schedulers and nurses
to help us move our dates up. It
was not time to be shy. We called
everyday to get in on cancellations
and made ourselves available at
the drop of a hat. By the end, we
had all our scans, tests and surgeries completed by late January. The
SLNB was clear and my surgery was
successful in removing the entire
tumor with clear margins; however,

the tumor was actually located
within a lymph node on my shoulder- Stage 3C.
At a time when you are paralyzed
with fear, sharing your diagnosis is
a difficult and personal choice. We
chose to let a few dear friends
know and asked them to share the
news with others; and especially to
anyone who may be able to help.
The level of support overwhelmed
us. It’s amazing how social media
keeps us connected, and it was
through one of these connections
that a friend thoughtfully introduced me to Annette Cyr, one of
the MNC founders.
What a remarkable and generous
woman. She called and walked me
through my diagnosis, helped me
understand my next steps, what
resources to use and how to
prepare for my first oncology
appointment. Annette also

suggested that I attend an MNC
hosted Patient Information Session
in Toronto where I could learn
more about the advancements
being made in melanoma treatment.
My oncologist, Dr. Butler recommended the clinical trial comparing pembrolizumab vs. Interferon.
While qualifying as a candidate, we
found a mass on my right breast
that would require a partial
mastectomy. “You’ve got to be
kidding!”. It was a recurrence of a
phyllodes tumor removed in 2013.
Fortunately, the tumor was benign
and I was healing quickly. However,
the clock was ticking as you only
have 27 weeks from your melanoma surgery to start the trial. Then
we find out that my hemoglobin is
too low!
I have a blood disorder called
thalassemia minor that for me is
asymptomatic, but results in low
hemoglobin around 93-97. The trial
requires 100. Somehow, I have to
increase my hemoglobin to 100
within the next 2 weeks! So I ate
liver & beets everyday and we
power-walked to the hospital for
blood work. 97, then 93 and then
99…ugh! On the very last day to
qualify, I stopped all fluids for 24
hours, took a 30-minute sauna,
power-walked to the hospital and
took my final blood test. I still
remember when my clinical nurse
Ruth called --- OMG you got to 100
exactly! We met the qualifications
for the trial, but we still had to be
randomized. It seemed like this
roller coaster would never end! On
May 12th – exactly 5 months from
the day I was diagnosed, we got
pembrolizumab.
A week later, we started the routine
that would dictate our time for the
next year. Every 3 weeks we have
blood work, see the oncologist and
have treatment the next day.
Throughout our whole experience,
we drew strength from the love
and support of our family and
friends; and doing a lot of

Team Bochele at Strides for Melanoma Awareness 2017 - Team Photo

head-clearing, soul-searching power-walks.
So when the MNC Strides for Melanoma Awareness hit our email, we knew we
had to jump in! Again, we reached out to our network and asked for their support
to donate to our walk as team “Bochele” (a combination of our names). We set a
team target of $5000; and asked anyone to join us! We were not prepared for the
outpouring of generous support, and we hit our targets in the first 3 days! Our
numbers kept growing …and we raised over $16,000! It was a very emotional
experience.
It is tough dealing with a cancer diagnosis -all the tests, appointments and
uncertainty. At times, you can feel like your life is out of your control; but we feel
that you always have control of the things you can influence. Early on, we took
control by working to move our dates up, we were polite and patient with all our
nurses, techs and staff; and punctual for all our appointments. We keep educated
about my cancer and developments. We kept up our exercise and paid more
attention to our diet and sleep.

“And we wear sunscreen like a second skin and
reapply it frequently”
We managed to make some family and golf trips in between all the madness. And
fundraising for the Melanoma Network through their annual walk, gave us great
satisfaction with the hope their awareness programs may save someone else
from having my diagnosis in the future.
I only have three treatments left, and there is anxiety that comes with that too.
However, we remain hopeful and thankful. Thankful for family and friends; and for
the amazing work of PMH, Annette and the hard work and progress of MNC.
Lastly, I am most thankful for my Bob.

Early Registration Offer: May 1st - May 6th

SAVE THE DATE - SEPTEMBER 23, 2018
melanomanetwork.ca/strides18

“We realize that the generosity of the MNC in funding our research is made possible through donor
funds, and we are humbled to receive such support.”

Stay Connected

MNC Support & Event Calendar

MAY

Melanoma
Awareness
Month

May 2nd
Toronto Melanoma Patient
Exchange Support Group
6:30 – 8 pm, Wellspring Greater
Toronto (Charles St. location)

Oakville Melanoma Patient
Exchange Support Group
6:30 – 8 pm, Wellspring Oakville

Oshawa Melanoma Patient
Exchange Support Group
6:30 – 8 pm, Hearth Place Cancer
Support Centre
melanomanetwork.ca/supportgroups

May 7th
CN Tower Lights Up Yellow for
Melanoma Awareness

CN TOWER
May 17th
ELLICSR Kitchen Melanoma
Cooking Class
12:15 – 1:15 pm, ELLICSR: Health,
Wellness & Cancer Survivorship
Centre

JUNE

JULY

National
Survivor
Month

June 3rd
National Cancer Survivors Day

July 4th
Toronto Melanoma Patient
Exchange Support Group

June 6th
Toronto Melanoma Patient
Exchange Support Group

6:30 – 8 pm, Wellspring Greater
Toronto (Charles St. location)

Oakville Melanoma Patient
Exchange Support Group

6:30 – 8 pm, Wellspring Greater
Toronto (Charles St. location)

6:30 – 8 pm, Wellspring Oakville

Oakville Melanoma Patient
Exchange Support Group

Oshawa Melanoma Patient
Exchange Support Group

6:30 – 8 pm, Wellspring Oakville

6:30 – 8 pm, Hearth Place Cancer
Support Centre

Oshawa Melanoma Patient
Exchange Support Group

melanomanetwork.ca/supportgroups

6:30 – 8 pm, Hearth Place Cancer
Support Centre

June 27th
National Sunglasses Day

Patient Information Sessions

June 27th
Ottawa Patient
Information
Session

1British

Columbia
VancouverNovember

UV Safety
Awareness
Month

melanomanetwork.ca/patienteducation

2Alberta
Calgary
Edmonton
-September

1Manitoba
Winnipeg October

5Ontario
Toronto - April 25th
Toronto - September 11th

1Quebec

Montreal July

Ottawa - June 27th
London - November
Hamilton - November

Sun Safety Tips!
Spring Time Sun Can Fool you
May 25th
Tee Oﬀ for
Melanoma Annual Golf Event

Tee

ﬀ

for MELANOMA
AWARENESS

7th Annual Golf Tournament & Luncheon

May 27th
National Sunscreen Day

Springtime temperatures may not be as intense as the summertime heat, but
it is still important to protect your skin against the sun’s damaging rays.

There are 5 easy things you can do:
1. Avoid the sun between the hours of 11 a.m. and 3 p.m. If you must
be in the sun, seek shade.
2. Wear a broad-brimmed hat.
3. Wear 100% UVA and UVB protective sunglasses.
4. Use sun-protective clothing that covers as much of your body as
possible.
5. Apply broad-spectrum sunscreen of at least SPF 30.

Spring Pea

Split Pea Soup
Makes 8 Servings
Ingredients:
2 cups
1 cup
1 cup
6 cups
1 1/2 tbsp
1 tbsp
2 tbsp
1/2 tsp

Garnish options:
Split Peas (yellow or green)
Leek or Onion, roughly chopped
Fennel
Vegetable or Chicken Stock
Olive Oil
Smoked Paprika
Lemon Juice
Salt & Freshly Ground Black Pepper

Directions:
1. In a large soup pot over medium heat, add olive oil.
2. Add onion and fennel, sauté until soft. About 5 minutes.
3. Add smoked paprika and cook another 2 minutes.
4. Add split peas and cover with stock, bring to a boil, cover with
lid and reduce heat to low. Simmer for 40 minutes.
5. Use a hand blender or carefully transfer to a stand blender and blend
only partially.
6. Serve in bowls.
7. Combine peas, herbs, olive oil, lemon juice and zest. Add a little to
each bowl of soup with a slice of goat cheese.

1 cup

1/4 cup
1 tbsp
8 slices

Fresh or Frozen Green
Peas (blanch 60
seconds if fresh and 3
minutes if frozen)
Fresh Mint or Chive
Extra Virgin Olive Oil
Goat Cheese

Healthy Tip!
Do you have trouble keeping
portion sizes in check? To help
reduce your portion sizes, use
smaller plates and bowls. Soup can
also help you eat fewer calories if
you are trying to lose weight or
prevent weight gain. Choose
broth-based soups rich in vegetables and pulses if you are trying to
lose weight. Add extra olive oil and
avocado if you want to gain weight.

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

Connecting & Supporting Melanoma Patients
With a Peer Who Has Shared a Similar Path
A cancer diagnosis is a life changing, frightening and stressful experience and
many patients often feel alone and isolated. Within Reach: Peer to Peer Support
Program provides an opportunity to connect melanoma patients with a trained
peer who has also faced the disease. This service is oﬀered by phone and can
connect patients anywhere in Canada.
Trained &
Certiﬁed
Peer Volunteer

Be Matched With A Fellow Patient
chally@melanomanetwork.ca
or 1.877.560.8035 ext. 105

