MESSAGE
FROM THE CHAIR

Annette Cyr, Chair of Board & Founder
Melanoma Network of Canada

What really matters? With so much

negativity in the media and bad news
stories ﬂoating about, it is easy to lose
focus on what is important. A diagnosis of
cancer creates a new reality for many of us.
In so many ways, it awakens us to what
really matters – having good health or
access to eﬀective and timely treatment,
having good friends and family to help us
through troubling times and hopefully,
even in the darkest days, a future we can
look forward to and be thankful for.
I am reminded each day, by the phone calls
from all of you, that I am truly fortunate.
Again, this year, we have ﬁelded over 2000
calls, emails, and on-line patient forum
inquiries from people dealing with melanoma from across the country. While I have
lived with melanoma oﬀ and on for almost
17 years (and hoping I have seen the end of
it), I know so many others that have not
been as fortunate as I, and either
succumbed to the disease or are still in the
throes of treatment.
The Melanoma Network has been there to
assist patients and their families with
information resources, supportive services
and someone to listen when the outlook
seems rather grim. Recent surveys we
have conducted of patients indicate that
88% have experienced fear and anxiety,
and approximately 60% have some form of
depression associated with the diagnosis.
This is consistent with prior surveys and
shows an overwhelming need for increased
mental health support services. As a result,
with your donor dollars, we piloted our
new ‘Within Reach’ training program for
peer volunteers.

Sixteen former patients have become actively available for patients and
caregivers, providing information resources, support and someone to
talk to who has ‘been there’. Our thanks to Stan (Montreal), Sue (Toronto), Joan (Bowmanville), Jeremy (Mississauga), Dot (Ottawa), Michelle
(Burlington), Tom (St. Catherines), Connie (Regina), Darren (Winnipeg),
Karen (Edmonton), Carl (Vancouver), and Ella (Halifax) – you are all
amazing and have made a diﬀerence in the lives of others at a very
distressing time.
This year we created ﬁve active Patient Exchange (support) groups in
Ottawa, Toronto, Oakville, London and Calgary joining in January 2017,
to exchange information, share ideas and experiences and to address
feelings of isolation, often associated with a diagnosis. Our thanks to
our talented and skilled volunteers, showing that patient connection
really matters – Tanya and Emma (Toronto), Leanne (London), Dot
(Ottawa), Annette and Marg (Oakville) and soon to be Diana (Calgary).
Thanks also to Les in Saskatoon for helping get our resources out there
for people in real need.
We are so thankful that in the past year has seen several new drugs
approved by Health Canada – Opdivo (nivolumab); combination therapy
Zelboraf (vemurafenib) and Cottelic (cobimetinib) and most recently, the
combination therapy Opdivo and Yervoy. These new drugs are providing options for patients and hope for an improved quality of life and
long term survival. A daunting challenge for us ahead is to ensure these
drugs therapies are approved for coverage in each province. Recently,
based solely on cost, provinces across the country declined coverage for
patients to receive both Yervoy and Keytruda – we can now only have
one paid for provincially. This presents signiﬁcant barriers for physicians to provide the best care for their patients and for patients to
receive the appropriate treatment. I know there will be similar challenges ahead and we will be calling on you to help us raise the alarm and
work with governments to ensure we have the best, aﬀordable coverage
available.
With 2017 on our doorstep, I would like to extend my thanks to all of
you who have made a contribution in time or dollars to help MNC
continue to be a strong voice and support for patients. If you have not
had the opportunity to donate this year, please take a moment to do so.
Thanks to our wonderful staﬀ – Alexa, Jane and Maureen, and to our
hard-working Board who have contributed so much to our success in
the past year. Wishing you all a healthy and prosperous 2017 and
continue the focus on what really matters.
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Congratulations

Congratulations to Camp Robin Hood, our
2016 Hypar Shade Sun Safety winner.
Camp Robin Hood successfully practiced
sun safety with their 500 campers and
staﬀ to receive their Sun Aware Camp
Certiﬁcation for the 3rd year.
For receiving their certiﬁcation and submitting a winning contest entry detailing
their sun safety routines throughout the
camp season, Camp Robin Hood will
receive a UV protective Shade Sail. This
shade structure, worth $10,000, comes
fully installed and will ensure campers are
sun safe for years to come. Visit
screenme.ca/hypar-shade-system-contest-2016 to see the winning submission.
Our thanks to Shade Sails Canada for
contributing this incredible prize for the
2nd year.

HYPAR
SHADE
W

SUN SAFETY
WIN N ER 2016
CAMP ROBIN HOOD

And congratulations to Campﬁre Bible
Camp for their 2nd place submission.
Well done!

SUN AWARENESS
YOUTH PROGRAM

www.shadesailscanada.com

63
CAMPS
REGISTERED

NOVEMBER

· November 29: Giving
Tuesday

DECEMBER

· December 7th: GTA,
Toronto, London, Ottawa
Support Groups.
melanomanetwork.ca
for location and to register.

70,000 800
CAMPERS LEARNED
SUN SAFE BEHAVIOURS

JANUARY

· January 4th: GTA, Toronto,
London, Ottawa, Calgary,
Oshawa Support Groups.
melanomanetwork.ca
melanomanetwork.ca
for location and to register.
· January 25-27: Ontario Camps
Association Annual Conference

STAFF SUN
SAFETY TRAINED

FEBRUARY

· January 4th: GTA, Toronto,
London, Ottawa, Calgary,
Oshawa Support Groups.
melanomanetwork.ca
· February 13th: Melanoma
Patient Information Session
– Toronto (location TBC)

Out & About with MNC in 2016

Avison Young’s dAY of Giving on October
13th. Three Toronto Avison Young oﬃces
came together to walk and raise funds for MNC
on this annual global initiative. This year’s dAY
of Giving was in honour of Sean Faught, an
Avison Young employee and melanoma
patient. #FaughtStrong

Crossover Cancer
Basketball tournament on May 12th at
HoopDome in Toronto.
Thanks to Dylan L. and
his crew for designating
the funds raised at this
ﬁrst annual tournament
to MNC.

Aiden T. visits the MNC oﬃce to deliver a
donation and introduce us to Mr. Nobody.
The Nobody project encourages students to
become a somebody by doing good deeds
and giving back.

#NotJustSkinCancer plays at
the Toronto Blue Jays game
on July 2nd. John Bosscher,
Natalie Atkinson, and Caroline
Cooper enjoy the game from
the Jays Care Community
Clubhouse, courtesy of Jays
Care Foundation.

MNC was proud to award the
2015 Sun Aware Camp Certification Program’s contest winner
with a custom Hyper Shade Sail
System from Shade Sail Canada.
Congratulations to the City of
Greater Sudbury Adventure Day
Camps.

PATIENT
SPOTLIGHT
by Colleen Piekarski

COLLEEN
PIEKARSKI

Two and half years ago I was a healthy 52 year
old Irish lass, happily married with four young
adult children ages 20, 22, 24, and 26, teaching
nursing at our local community college. I had
never been ill, never really been a patient.
Cancer was certainly not on my radar…. it does
not even run in my family.

This is my story.

In February 2014, after ﬁnding a growing bump in my
hair/scalp I was diagnosed with Stage 3 melanoma…a
weird location for a girl with a full head of hair. The
biopsy results were serious. I immediately had
aggressive head and neck surgery wherein a 2 inch
circle of my scalp and 14 lymph nodes were removed.
The scalp part was replaced by a skin graft from my
thigh.
At the time of surgery, I received a ton of information
which I could hear but not comprehend....and I’m a
nurse. I searched the internet and nearly went nuts.
Doom and gloom. In a moment of absolute despair I
found the Melanoma Network of Canada online.
Desperate to talk to someone to, I emailed for peer
support. Twenty four hours later Annette Cyr linked
me to peer support and Sue Cox called. Sue listened
to my entire story and provided an overview of the
latest and upcoming research. She gave me information and hope. I had found someone I could relate to.
I carried on.
Because 2 nodes were positive, I then received 20
rounds of aggressive radiation to the entire back of
my head. Daily I lay face down with my head in this
weird Spiderman mask bolted to a table and shoved
my head into a radiation machine. I permanently lost
all the hair on the back of my head. I was a funny
looking site with a long head of hair on the front and
nothing on the back. Reverse mullet!
Post radiation, I was started on a drug trial using
Ipilimumab. ...to “mop up any aberrant cells that got
away” said the oncologist. I had some troublesome
side eﬀects – red raw eyes, sore joints, sore belly, and
lots of rashes. Multi-system inﬂammation. It also

made my skin super itchy… Itchylimumab I called it.
Anyway we stopped the drug for a while and I went on
steroids. Six months later, melanoma showed up in my
thyroid gland and some chest lymph nodes. I had failed
the trial. I was shocked to hear the melanoma had
returned as I was feeling really good by then. In fact I was
skiing the day before I got this bad news….metastatic
melanoma.
I was urgently switched to another trial using Nivolumab
at Princess Margaret Hospital. After 8 weeks of initial
treatment, I had a fantastic response. So I continued to
receive Nivolumab every two weeks in Toronto at PMH for
the next 6 months. Nivolumab was very easy to tolerate….really no side eﬀects other than thyroid shutdown, a
minor issue easily managed by medication, and vitiligo,
random loss of melanin throughout my skin. After 16
rounds of Nivolumab, the doctor felt treatment could be
discontinued. I was in remission. So I rang the bell at PMH
- even had a bell ringer dance party to celebrate my good
fortune with my family, Team Graﬃ, and friends. What a
party. Until then my doctor had ﬁrmly suggested I not
travel outside of Canada. However in spring of 2016 he
gave me the green light to go abroad. I grabbed my best
hats, sunscreen, and health insurance and headed to
Australia with my sister. It was absolutely thrilling to
snorkel the Great Barrier.
In closing, I am truly grateful for the cutting edge science
that is currently happening in melanoma research and to
the MNC for sharing it with me. Thank you Annette and
Sue. It has now been thirty months since that ﬁrst desperate phone call.
My beloved husband John and four children, Leslie, Jonathan, Christopher and Katrina, have been my rock through

all of this. Our families,
friends and colleagues
have been our extended
“ I’ve
substituted my
team of support and love business
career
for ayou all.
Team Graﬃ.
Thank
career
Today Inurturing
am enjoying my life
relationships
to the fullest. Iand
am healthy
accumulating
and
hopeful.

experiences ”

- Colleen Piekarski

Team Graﬃ

Patient & Caregiver Support Group

Have you been
diagnosed with

melanoma?
We need to hear

from you

We understand how diﬃcult a diagnosis of melanoma
can be – no matter what stage. Join us at the MNC
patient support meetings to meet others facing similar
experiences.
Led by skilled health care professionals along with cancer
survivors, the sessions are structured but also ﬂexible in
format and topics. The groups share information,
understanding, challenges, questions, tips and invite
guest speakers. We provide an evening of encouragement, connection, and support.
Support groups run monthly on the ﬁrst Wednesday of
the month, 6:30 pm – 8 pm. Registration is required.
Calgary: Wellspring Calgary TBC (Jan. 2017)
GTA: Wellspring Birmingham-Gilgan House, Oakville
London: Wellspring London and Region
Oshawa: TBC (Jan. 2017)
Ottawa: The Court at Barrhaven
Toronto: Gilda’s Club Greater Toronto

For more information and to register

melanomanetwork.ca/patientsupport
or call 1-877-560-8035 ext. 103

Your input on this 20 minute
survey may be invaluable
for provincial funding of combination
therapy Nivolumab and Ipilimumab
If you are a patient or caregiver, your point of
view will make a real diﬀerence and help
inform decision making on drug therapies for
melanoma patients in Canada! The Melanoma
Network of Canada is collecting data on patients’
experiences with or without the combination
drug therapy; as well as perspectives from other
patients and caregivers on the unmet needs for
treatment. Your input is important to determine
approval for provincial funding of the combination therapy Nivolumab (Opdivo) and Ipilimumab
(Yervoy).
Take the 20 minute survey visit

melanomanetwork.ca/MNCsurvey
or call 1-877-560-8035 | info@melanomanetwork.ca
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MNC

Tee

ﬀ

for MELANOMA
AWARENESS

Stay tuned for the Early Bird Registration Contest. Visit our website in the new year

www.melanomanetwork.ca/teeoﬀ2017

SUPPORT
COMES
IN MANY
WAYS

Supporting MNC is not only about donating funds. A big part of our network
involves volunteers who give their time, their expertise, and experience to help us
execute our programs.
We are currently looking for volunteers to help with distributing MNC’s melanoma
information and providing resources at various information sessions and clinics
across Canada.
If you have an interest in helping to educate and create awareness about
melanoma and MNC’s programs, let us know. We can provide training and tips.

Please contact Maureen Grice at
mgrice@melanomanetwork.ca
1-877-560-8035

Together Our MNC Community
Raised Over

$244,584

Towards Melanoma
Research, Support & Education
Supporting Sponsor

Local Sponsor
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The 5th annual Strides for Melanoma Walk for Awareness on Sunday, September 25th drew record walkers across
Canada who all joined together to support their families, friends and loved ones aﬀected by melanoma.
With 16 locations hosting a 5km walk, Strides for Melanoma raised $244,584 These funds have a direct impact.
They’re used to continue and grow MNC’s programs that provide support and information to patients and their
families across Canada, education for sun safety practices, and advocacy for future UV prevention initiatives.
This year, our national sponsor, Neutrogena, ensured that all walkers and their families were well protected by
supplying everyone with sunscreen. A huge thank you to Neutrogena for your support and your commitment to
sun protection and healthy skin.
Thanks also goes to local sponsors Bristol-Myers Squibb and Merck.
And ﬁnally, to our valued volunteers across the country who gave their time and eﬀorts to make the walk the
incredible event that it is, thank you. We couldn’t do it without you.

STRIDES TOP 5
FUNDRAISING
TEAMS
84 teams in total

1 Big Sky – Montreal
$14,580.00
2. Team Huck – Toronto
$ 8,850.00
3. Team Hounsell – Hamilton
$ 8,454.30
4. Soles for Moles – Mississauga
$6,295.00
5. Kris’ Crew – Winnipeg
$5,195.00

TEAM HUCK

Strides for Melanoma 2017: Sunday, September 24th, 2017

Give Hope
& Support

MELANOMA INCIDENCE
RATES IN CANADA
(CANADIAN CANCER SOCIETY)

2014: 6500
2016: 6800
PATIENT SUPPORT CALLS
AND EMAILS TO MNC

2014: 1500
2016: 2000

DONATE TODAY

At this special time of year, giving is in the hearts and minds of
many people. We appreciate the generosity of our donors who
ensure we continue to provide our patient support programs,
education and prevention initiatives, and advocacy across
Canada.
This past year, as with others, we saw an increase in inquiries
from patients and caregivers looking for support. And we
responded. We started up local support groups and launched
Within Reach, our peer support program enabling anyone with
melanoma to access support and information from peers.
“Although doctors try to explain this cancer and treatments to their
patients, there are so many variables, so much unknown. How did
other people navigate through this complicated disease? My conversation with MNC gave me a better
understanding of the questions that I need to ask so that I can
make informed decisions on my path through this extremely
serious type of cancer.” - Susan Hill, melanoma patient
WE NEED YOUR HELP.
6,800 Canadians will be newly diagnosed with melanoma this
year and countless others will face a recurrence of the disease.
Please help us continue to support these patients with our
programs and resources in 2017.

We are proud to be part of Imagine
Canada’s Ethical Code of Fundraising

