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Message From the Chair
2014 has proven to be another year of hope and optimism for melanoma patients. We saw the
introduction of two new therapies – Mekinist (Trametinib) and Tafinlar (Dabrafenib) from GlaxoSmithKline – currently used as a monotherapies for the treatment of patients with unresectable or
metastatic melanoma with a BRAF V600 mutation and several new therapies are enroute for 2015.
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Amongst the optimism, there still lies great challenges. The US Food and Drug Administration
(FDA) fast tracked the approval of a new and promising anti-pd-1 drug therapy from MERCK. KEYTRUDA (Pembrolizumab) is the first anti-PD-1 (programmed death receptor-1) therapy approved in
the US and received FDA’s Breakthrough Therapy designation for advanced melanoma, which was
granted based on the significance of early study findings and the unmet medical need. (see more
updated trial results from the recent ESMO conference http://www.esmo.org/Topics/Melanoma)
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This is great news for patients south of the border. However, Canada has no such expedited approval process for promising therapies. Trials are continuing in Canada with this new therapy as
well as another anti-pd-1 from Bristol Myers Squibb. We hope to see announcements from Health
Canada approval in late 2015 – but again, the drug will then need to be reviewed through the PanCanadian Oncology Drug Review (pCODR) for provincial coverage, province by province.

The Faces Behind Strides for
Melanoma Cont’d

MNC provided a submission to pCODR on behalf of patients for the approval of Yervoy (Ipilimumab) to be used and covered provincially as a first line therapy this past August. This means that
patients would not have to be prescribed a traditional chemotherapy (generally DTIC), but would
have access to Yervoy without having to waste precious time on a traditional therapy that has been
shown to have poor response rates. It is a small move, but one that has big implications for metastatic patients in need of effective and timely treatment options.
As well, our oncologists are continuing to face challenges in providing timely access and treatment
in many cases. There is much talk in the media about ‘personalized medicine’ as the future for
treating patients. There is much talk in the media about ‘personalized medicine’ as the future for
treating patients. However, we don’t see the drug review processes keeping up with the needs of
patients. And for nearly every new change or iteration proposed in the usage of approved drugs,
there needs to be a re-submission to Health Canada for review and approval. For instance, we have
existing therapies that have been demonstrated in clinical trials (in the US or elsewhere) to work
even better in combination with another drug therapy, yet our physicians are not permitted to
combine the therapies, even if they believe it is in the best interests of the patient.
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Message from the Chair continued
Now, I understand that
evidence-based medicine is
important to protect society
from harmful therapies and
usages, but somewhere
there has to be a balance to
allow for the physician’s best
judgement and the interests
of critically ill patients. There
needs to be a change if
patients are to receive the
best available care and have
a chance at a quality of life
and potential long term
survival. Here’s hoping that
2015 will provide more sensible approaches and solutions!

Prevention - A Road Map to a Healthy Future

It has been an incredibly busy year. We have been able to reach
many more patients and their families this past year, providing
support services, guidance and a good ear for those of you who
needed someone else to speak to that has stood in your shoes. I
personally want to thank all of you who have given back financially
or by volunteering your time. It has made a difference. On behalf
of Diane, Chelsea and I, as well as our dedicated Board of Directors Cheryl Robinson, Jonathan Harty, Rob Trewartha, Margo Kennedy, Dr.
Anthony Joshua, Dr. Danny Ghazarian, Dr. David Goldstein – please
accept our best wishes for a peaceful, healthy and joyous holiday
season and New Year.
Annette Cyr
Chair of Board & Founder

‘Within Reach’ - Extending a Hand to Other
Patients in Need

On the prevention front, the Sun Aware Camp Certification
program that we launched this summer was a great success. With
support from the Pantalone family through the ‘Under the Canopy’
event and with support from the Douglas Wright Foundation as
well as MNC, we had 17 camps participating in this pilot program.
We were able to educate nearly a thousand camp counsellors
and staff and over 25,000 kids to provide them with valuable
information and prevention tools to make their summer camp
experience a sun safe one. Campers were encouraged to head
to the www.screenme.ca website to learn more about sun safety,
read our trendy blogs and take part in our games and contests.
We awarded weekly prizes to 2 campers each week of the summer
and the top prize of a $1,000 gift card went to Arianna Anger.
Congratulations Arianna – hope you enjoyed your shopping
spree! The pilot was a great success and will position us well to roll
out the program to a wider group of camps next summer. We are
seeking corporate sponsors for this program, so please send them
our way. We have had interest from Alberta and Nova Scotia as
well – we look forward to expanding the program, so visit our site!
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To bridge our growing need for resources and support MNC is
pleased to launch our updated ‘Within Reach’ – Peer to Peer Support
program. We are seeking volunteers from across the country who
are keen to share their experience with melanoma and lend some
support to newly diagnosed patients or patients who have a need
for someone to talk to. Volunteers will complete our new online
training program and will have the opportunity to provide phone
support for other patients. Volunteers will have access to a resource
centre to help others in finding valuable information. We will guide
you all the way! Time commitments will vary, from as little as an hour
or two a month. We encourage you to get involved! Call Diane at
905-901-5121 ext 102 or email dharty@melanomanetwork.ca
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New & Improved Online Patient Forum
Our popular online discussion forum is back!! Accessible through the
website, the online forum is a vital tool for our patient community. It allows patients, care givers, and health care professionals to ask questions
and exchange ideas, information and support – all from the comfort of
their homes and at times that are suitable and convenient for them.
A new feature of the forum is users can now apply key words to search
through the discussion threads to quickly access common questions or

SAVE
THE
DATE

TEE OFF FOR
MELANOMA
AWARENESS

Share Your Thoughts,
Get Timely Answers,
Reach Out to Others Across Canada
concerns. The discussion forum has a healthy number of users with a
timely exchange of questions and comments and it provides an excellent avenue for patients to feel part of a wider community. We have
also added some new discussion threads for patients with Uveal melanoma and advanced Basal Cell Carcinoma to help meet their unique
needs. We have also added a section for French speaking patients!

Hole in One
Sponsored By:

Monday,May21st2015
Glen Abbey Golf Club,
Oakville, Ontario

2014 Strides for Melanoma Walk
- Our Biggest Event Yet!
It was thrilling to have walk locations in cities coast to coast the year
- A truly national event! We raised an incredible $150,000 thanks to
patients and their family and friends, our corporate sponsors and
supporters like yourselves! These funds are absolutely critical to the
organization and help us to continue to provide, and expand, our
services and initiatives.
We are very grateful to KPMG for their national sponsorship and
Trikon for their local Edmonton sponsorship. Special thanks also go
to Dr. Lisa Kellett (www.dlkonavenue.com), Dr. Shateel Sapra (www.
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icls.ca) and Johnson & Johnson for their support and sunscreen donations. We are hoping to make the 2015 even better and with your
help we can do it! If you are interested in volunteering or would like
to know more about starting a walk in your location please reach
out to 905-901-5121 ext 102 or email dharty@melanomanetwork.ca

LOOKING FORWARD TO SEEING YOU IN 2015–
SAVE THE DATE: SUNDAY SEPTEMBER 27TH
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The Faces Behind Strides for Melanoma

We are blessed to have an amazing group of volunteers at MNC. In fact, our walk is reliant on their commitment and passion. We are
eternally grateful – words fail to express our appreciation! They are so special we knew that you would want to know them too!

“I was interested in getting involved with the
MNC and Strides for Melanoma because I lost
my dad to melanoma in March of 2013. It has
greatly impacted me and my family’s life, and it
is something that no other family should ever go
through. Organizing the walk this year meant
so much to me because it felt like together we
truly made strides in raising melanoma awareness and education. It feels amazing to know
that together we are making more people
aware of how they can protect themselves and
lessening the heartaches across Canada. Thank
you to the MNC for this incredible opportunity.”

EDMONTON

- Brooke Dolan

CALGARY

- Jen Whitehead

- Sue Cox
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WINNIPEG

- Shauna Derksen

2015 will be my first year with the Melanoma
Walk! About 2 years ago at my daughter’s
school I met a Mom named Mandi. Her son and
my daughter became quick friends. When I met
Mandi at the school BBQ I noticed that she was
on her own and not really socializing. I also noticed she was wearing the telltale head scarf
that just screams “I have Cancer”…I strolled up
to her and we became quick friends just like our
two little brats. I asked what type of Cancer she
had… “Stage 4 Metastatic Melanoma” was her
answer, my next words were…how can I help
you? I did my best to help my friend Mandi for
18 months…those were the last 18 months
of her life. She passed away on February 16,
2014. Mandi would have coordinated this walk,
so I do it in her memory, for her and all others
fighting this terrible disease like she did. She
and I discussed her hopes of spreading awareness of Melanoma…and I plan to do just that.
I hope to teach my daughter (a little redhead)
about sun safety and Melanoma Awareness.”

“I don’t know what I would have done or where
I’d be without MNC. I found people that understood what I was going through, how I was
feeling and what steps I needed to take to get
my questions answered so I could sleep at night
again. Not only have I found a place with MNC
but my husband and grown ‘kids’ have too, as well
as friends, family and extended family, who I put
to work for our 1st annual Strides for Melanoma
walk. I was more than happy to take MNC to the
beach where I took in too much sun as a teenager.. it was a full-circle moment for me to be there
educating people on life without sun tanning!”

“I discovered MNC’s website when looking
for information online for my partner last
fall. I decided I wanted to help increase general education and awareness about melanoma and even raise some funds for this
organization. Organizing the walk in Winnipeg seemed to fit the bill! I had an awesome
circle of family and friends who also quickly
came on board and we managed to put on a
successful walk at the beautiful Assiniboine
Park. We had a lot of community support, and
a great turnout, and managed to raise quite a
bit of money. More importantly, we began to
network with other stakeholders to improve
education and awareness around this nasty
cancer, and through that perhaps we can prevent some folks from getting the disease.”

VANCOUVER

“As a volunteer Board of Directors member, I
was very pleased to be asked to “step-up” from
a supporting role to lead organizer of our 2014
Hamilton walk. I was well supported by volunteers; Liz, Fiona, Tristan and Kevin who showed
up early and had us all organized and ready to
go by time first walkers arrived. It was a great
day and I was most pleased to have the chance
to meet each and every walker in person to learn
why they were participating, hear their or their
loved one’s experience with the disease and
personally thank them on behalf of the organization. Thanks to ArcelorMittal Dofasco who
allowed us to use their wonderful facility at FH
Sherman again this year free of charge! Well
done, Hamilton!

HAMILTON

- Jonathan Harty

“As a board member of MNC, helping to coordinate the walk allowed me to take on a greater
investment in the organization. I gained a much
deeper appreciation for the incredible work that
happens behind the scenes at these events - from
staff, volunteers and the wonderful teams that
fundraise and come out to support the event. It
also allowed me to participate in an event that
makes a great difference for patients and families. When my twin sister was diagnosed with
Melanoma in 1998, there was no Canadian network - no patient support groups or information.
Thanks to the MNC, valuable information and
support is now available to patients and families. This walk was a labour of love and wonderful
way for me to pay tribute to my sister. She would
have been so touched to see so many walkers
out supporting the cause. I look forward to participating again next year. My deepest appreciation to all of the walkers and for their incredible
fund raising efforts, and to the volunteers who
made the day so special and such a success!”

- Margo Kennedy
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TORONTO

The Faces Behind Strides for Melanoma Continued

“After only weeks from losing his mother to melanoma, Pierre-Antoine wanted to make a difference. Although the walk was looming close, he
stepped up and organized our first walk in Quebec. In just a few short weeks, he organized his
friends, family and business contacts and created a day his mother would have been proud of. ”

QUEBEC

- Pierre Antoine Garneau

“As Chair of the Melanoma Network of Canada, it
is vitally important to me that we have representation in each province. It was because of this
need, I decided to grab the bull by the horns and
organize a walk in Montreal. What a fantastic day
we had! It was grey and cool but the rain held off
and we met such incredible people – one family
that had just lost their mom two weeks before,
and yet had the strength to show up and help
all of us. It was also great to meet those of you
whom I had talked with on the phone, but never
in person! Thanks Julie for your help as well as
Marg, Diane, Marie-Josee for getting Montreal
off to a great start.”

MONTREAL

- Annette Cyr

“For the third straight year Laura was the backbone of the Strides Walk in Ottawa. Laura’s family is no stranger to melanoma and she is keen
to promote awareness at every opportunity
she can. She has contributed to our newsletter,
spoken at events and become part of the MNC
family!”

OTTAWA

- Laura Davidson

“I got involved with the MNC Walk to help Annette, my Dad, and Lise in the fight against Melanoma. Lise recently passed away in September
from a rare form of Melanoma. It means a lot to
me to know there are strong women at MNC
who are committed to making a difference.
Thank you for the opportunity to contribute and
honour Lise in this way.”

MISSISSAUGA

“In September, 2013, at 29 years old I got an
“ugly mole” removed from my arm. It came back
as being melanoma. I was in complete shock
and didn’t really know how to handle this situation, but decided I was going to face it head
on. After a series of tests, and 5 other suspicious
moles removed by my dermatologist 3 hours
away, I was given a clean bill of health! I am one
of the lucky ones, but still continue to take every precaution. After all of this, I truly wanted to
turn the most negative part of my life so far into
something positive. I enjoyed my experience
at the walk and we are already talking about
2015. Meeting other survivors was another
amazing experience. They thanked me for doing this and shedding light on something that
is not often talked about in PEI. I am so happy
to have gotten involved with the walk and cannot wait to do it again, even bigger, in 2015!”

- Danette Murray

“My younger brother, Liam, was diagnosed with
melanoma in October 2011 at the age of 36. I
immediately started sourcing information on
melanoma and supports available for him and
our family. I was so grateful to find MNC. I was
able to find a source of information, right here in
Canada, which I will be forever grateful for finding. From the discussion forums on the website
to emails from Annette, I found the support we
needed. Unfortunately, my brother passed away
in August 2012. To give back to MNC for their
support, I coordinated the Walk of Awareness
which was held in October 2012. We had a great
turnout and raised a lot of money our first year!
Raising the funds we can, right here in Dartmouth, to support the efforts of MNC is just my
small part in the great work they continue to do!”

DARTMOUTH

- Seana Blanchard

“In 2013 my Mom, at the age of 56, was diagnosed with amelanotic melanoma, after going
to the hospital for stroke-like symptoms. Due
to its lack of pigment it was almost impossible
to detect until it had already spread to the lung
and brain. Mom passed away just 3 months
after diagnosis. I wanted to organize a walk in
Yarmouth to spread the word about early detection and especially prevention! I am very proud
of our little community and the huge show of
support, and happy to have the opportunity
to work the Melanoma Network of Canada to
spread awareness for such an important issue!”

- Mandi Nickerson

- Suzanne Lynch
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SUMMERSIDE
PEI
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YARMOUTH

Focus on the present
moment and enjoy
your celebration in
whatever form it takes.
Remember what the
holidays are truely
about.

Five Ideas for Maintaining
Holiday Cheer

The sprint to the New Year is well underway—shopping, decorating, baking, visiting with friends and family. When you add in doctor’s
appointments and treatments, it’s no wonder there seems to be so much going on this time of year! And while it’s impossible to
completely get rid of the extra stress brought on by the busy holiday season, here are five things to consider if you also find yourself
coping with cancer during the holidays.
(1) Find the joy in simplicity.
In previous years, you may have been the one to do most of the holiday decorating, shopping, cooking, baking, and entertaining. This
year, you might need to scale back your activities so you can focus on the one or two holiday traditions that matter the most. This might
mean, you decide to:
• Do your shopping online, order from catalogues, give gift certificates, or ask a friend to do some shopping for you.
• Wrap gifts in gift bags or using gift-wrapping services in stores and shopping malls.
• Make heartfelt, homemade gifts or write personalized notes to let your loved ones know how much you appreciate them.
• Reduce the amount of time you spend in the kitchen by ordering holiday treats, or even the entire meal, from your favorite bakery,
restaurant, or grocery store.
• Ask someone else to host the holiday festivities this year.
Which brings us to our next point…
(2) Ask friends and family for help.
If your list of holiday tasks becomes too much or you could just use an extra set of hands, reach out to your friends and family. For
example, ask a group of friends to come over to put up decorations around your house and then stay for coffee or hot chocolate
afterward. Or, have each person bring a special dish to share for a large family meal. Remember, getting together with the people you care
about is more important than the food or decorations. Family and friends will gladly play a role in your celebration and may feel flattered
that you asked for their input and contribution.
(3) Take care of yourself.
Carefully schedule your visits to and from friends and be aware of the physical stress that entertaining and traveling puts on your body so
you do not overextend yourself. Be selective about which holiday party invitations you accept, and don’t feel guilty if you have to decline
(even at the last minute).
If you are visiting relatives or friends out of town, consider staying in a hotel instead of a family member’s home. This may give you more
chances to relax and restore your energy, and it will also give you more control over your space and time.
(4) Give yourself permission to feel and express all of your emotions.
The holiday season often adds pressure to put on a happy face, when in reality, you may be feeling more distress than joy. Savour the
good times, but feel free to take time to grieve or reflect if you need to. Let others offer their support and show that they care. Sometimes,
though, friends and family members may be less than understanding and pressure you to act more cheerful throughout the holiday
season. Try to be patient, but also remind them (in a way that feels comfortable to you) that the holidays are not a vacation from the
challenges of living with cancer.
(5) Celebrate the true meaning of the holidays.
Finally, don’t concentrate on what might be missing from the holiday table, what tradition wasn’t kept, or what might be different about
this year’s holiday season from years past. Try to focus on the present moment and enjoy your celebration in whatever form it takes.
Remember what the holidays are truly about—a time for renewed friendships, being thankful, and sharing with others.
Cancer.Net (http://www.cancer.net/blog) Amber Bauer, ASCO staff Viewed November 26, 2014
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Patient Spotlight: Lemons to Lemonade
The funny thing about the big changes
in our lives is that is that they are usually
decided in seconds and in the most
mundane circumstances. My name is Beth
and four and a half years ago I sat down to
use the toilet and looked down at a mole
on my left thigh. It seemed different. Just a
slight change but I thought I should have my
family doctor take a look. I am lucky enough
to live in a small town with a functioning
hospital in walking distance. My doctor had
me meet there in the emergency room while
she was doing rounds. One quick look and
she referred me to the surgeon who again
took a quick look and within two weeks the
mole was removed. I was not worried a bit!
I had had a lump on my arm removed
about 10 years before that turned out
to be a thorn that had been stuck in
my arm for years. I was strong and
healthy - why worry?

time…small town) I called my nurse friends
and I called the Cancer Society. During my
first meeting with my surgical oncologist I
knew what would be the mostly likely next
step, full body scan to eliminate the presence
of any other cancer, Sentinel Node Biopsy
and possible Local Wide Dissection. My only
question was “what are the odds at this point
of finding anything else?” I was told given
the size of the primary tumor only about
20%. Well I was in the twenty percent.

Within a month of finishing my
last self-injection of Interferon, I
was registered in Niagara College
in the Personal Support worker
Program. A far cry from the Property
Management field I had left when I
became ill. I completed that and was
hired to work in a group home setting
for adults with acquired brain injuries.
Now I have successfully completed
a PSW/RPN Bridge program that has
put me in my second term as a Practical
Nursing Student with only two more to go.

A lot happened over the next
couple of weeks while waiting for
biopsy results. My husband, who
was due to start a new job after
have been laid off for quite some
time, was hit by a car. He was very
lucky but hospitalized for three days
and left with a broken dominant hand
and several weeks of recovery time. I
went with him to his first visit back to see
the surgeon after being released from the
hospital.
After the doctor saw him he asked me to
come in the room as he had the results from
my biopsy and would remove the stitches I
still had. That’s when I heard it, I had cancer
– superficial spreading melanoma of 1.2mm.
I was beyond shock. I had only sought
attention as a precaution, not as a worry that
I had a problem. This started a whole new
relationship with the medical services in my
area, and the people who work for them. Oh
and don’t forget the internet search engines.

The SNB showed three microscopic
metastases in the node. I didn’t even
hesitate when further surgery and follow up
interferon therapy was suggested. Just do it.
I was still pretty much moving on auto pilot
at this time. I hadn’t cried more than maybe a
couple minutes or felt hopeless. I was doing
what I had to do and just kept doing what
needed to get done but one day it kind of
crashed.

I got informed, I asked questions, I called
the surgeon (he happened to be the father
of the boy my daughter was dating at the

That day the fear took hold strong. Even if I
get through this, is the best part of my life
gone? Am I ever going to feel good again?

7

How much longer will I have with my family
and will I become a burden to them? I
couldn’t ask these questions of my family,
they were in it with me. My doctors and
nurses can’t answer these questions, only
what may happen. Who could help me? I
picked up the phone and arranged for some
peer support. Not long after I received a
call from a man - we can call him John. It
was after speaking to him, my outlook on
life changed again. I have quite a few more
years left in my life. I will get through this
part with all its fatigue, headaches, pain, and
lethargy and still find a place to enjoy my
family and friends. When the fatigue limits
my activities, I will use the time to think
what I want to do when this is over.

When I think about my question “Is the
best part of my life gone” my answer is a
resounding “NO”. In some ways my diagnosis
was a push, albeit a hard one, to challenge
myself. If I am strong enough to live with
Melanoma what else am I strong enough
to do and most importantly how can I do
what John did for me with that one little
sentence? I like to think of myself as more
than a survivor. I think of myself as someone
who took some pretty nasty lemons and
made a batch of sweet cool lemonade for all
to share.
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United Way Direct your Generous Gift to MNC
If you are like thousands of Canadians across the country that
generously donate to the United Way through workplace donations, please consider directing all, or a portion, to MNC. MNC
is not funded through any government grants or assistance and
relies heavily on the generosity of supporters like yourself. Last
year, many caring United Way donors directed gifts to MNC which
helped us to continue to provide much needed support services
and increase our awareness and prevention initiatives.
Your gift makes a world of difference and best yet - it is easy to do!
Just provide your employer with the following information

Agency Name: Melanoma Network of Canada
Charitable Number: 854913050 RC0001
Address: 11-1155 North Service Road, Oakville, ON L6M 3E3
You can also help MNC by spreading the word to your family,
friends and colleagues and letting them know how to direct their
United Way donations.
A huge Thank You to everyone who has chosen to make Melanoma
Network of Canada their charity of choice!

Upcoming Peer Support Teleconferences

Wednesday January 28th

Wednesday February 25th

Dr. Rob Rutledge

Connie Giordano Ziembicki, MHSc., RD
Registered Dietitian
Princess Margaret Cancer Centre

“How understanding your brain can empower your life”

“Your Diet, Your Health”

Recent brain science shows we can change the structure and functioning of our brains in a
positive way through simple daily habits like practicing relaxation and ‘taking in the good’.
Dr. Rob Rutledge, oncologist and support group leader, will extend these teachings to people
affected by melanoma and focus on ways to:
a. Calm yourself in stressful situations
b. Reframe distressing thoughts and emotions
c. Live your life in more calm, caring and connected way.

Wednesday March 25th

“Living with Metastatic Disease”

Peter Fitzgerald, MD MRCPsych (UK)
Psychiatrist,
Princess Margaret Cancer Centre, UHN.

Upcoming Patient Education Sessions
Saturday January 24th
222 St Patrick St.
Michener Institute, Toronto
9:00a.m. - 1:00p.m.

For more information, please check melanomanetwork.ca or call or email Diane at 905-901-5121 Ext 102 or dharty@melanomanetwork.ca
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