
Welcome to winter and our winter edition. 
We all wondered whether winter would 
arrive and now we can be quite sure it is 
here, right across Canada.  If you are taking 
the time to enjoy our frosty outdoors, don’t 
forget proper eye coverage and sunscreen 
for exposed areas.  I remember last year 
attending a melanoma conference in the 
mountains and taking a breath-taking 
gondola ride up the mountain, and coming 
back with mildly burnt cheeks. A really 
great thing to be showing off at a melano-
ma conference! UV is so much stronger at 
higher elevations and with the reflection of 
snow and ice – it was a true reminder that 
it is so easy to forget that protecting your 
skin and sun safety is a year-round need.  It 
is part and parcel of a healthy lifestyle – so 
if you are gearing up with a new diet for 
2016, a change to a healthy lifestyle or that 
new fitness program, how about keeping a 
bottle of sunscreen, sunglasses and good 
clothing cover on hand to keep you youth-
ful, healthy and disease free?  I know I have 
had my reminder.

Melanoma Not Treated Equitably with Other Cancers
As the New Year starts, I continue to be optimistic that we will see 
ongoing advances in treatment for melanoma with combination drugs 
and new therapies in the pipeline.  Along with treatment, at MNC, we are 
working hard to improve awareness of the disease and the absolute 
need for improved wait times for patient treatment. However, this last 
year we have been made aware that surgery for melanoma patients is 
often delayed due to lack of hospital funding and pressure on hospital 
budgets.  It would appear that melanoma and other serious skin cancers 
are often side-lined and not treated with the same urgency as other 
malignancies. 
We are deeply troubled and concerned with our findings. The general 
public, our patient population as well as physicians expect that cancer 
treatment in this country is based upon urgency, equity and need, 
regardless of cancer type or budgets. Melanoma and advanced skin 
cancer patients need to be offered the same standard of care as other 
life threatening malignancies. Targets for hospitals and tracking for wait 
times needs to be part of this.  This is a priority for MNC in 2016.  We will 
be with provincial governments to determine the scope of this issue and 
to have melanoma treated consistently with other cancers. If you are 
interested in participating in these discussions, please let me know.
Welcome Deborah Greenfield – Executive Director, MNC
We are extending a big, warm welcome to Deborah Greenfield. Deborah 
has joined MNC as Executive Director, effective January 11th.  Deborah 
brings us significant senior leadership experience in the not-for- profit 
sector, having worked the last eight years with the Ted Rogers School of 
Management as Director of Development.  Prior to that, she held senior 
roles with Centennial College, the Grand Theatre and Canadian Red 
Cross.  Please join our Board of Directors and staff in welcoming her.
On behalf of the Board of Directors, I would also like to thank Carol 
Anne Ruscica, our outgoing ED, for her commitment and energy she 
brought to the role.  She will be missed by staff and Board alike.  We 
wish her well in her future endeavors.  
Wishing all of you a happy and healthy year ahead and hope to see you 
soon. 

Another Year of Optimism 
for Melanoma Patients

Annette Cyr, Chair of Board & Founder
Melanoma Network of Canada
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EQUAL ACCESS TO CANCER DRUGS
In several provinces not all cancer drugs are funded by 
the government, and particularly ‘take-home’ drugs that 
can be taken orally instead of intravenously at the 
hospital.
Currently there are seven take home drugs for melanoma 
while 12 new or existing drugs are being investigated for 
new uses in treating melanoma. This is encouraging news 
for melanoma patients.  However, if you live in Ontario or 
the Atlantic provinces, these drugs are not covered by the 
provincial governments.  If you live in Western Canada or 
Quebec, they are.  The reality is that access to cancer 
drugs is not the same across the country, and this has to 
change.
The CanCertainty Coalition is a united voice of more than 
30 Canadian patient groups, cancer health charities, and 
caregiver organizations, joining together to significantly 
improve the affordability and accessibility of oral 
take-home cancer medications in Ontario and Atlantic 
Canada.  We encourage our patient network to make this 
voice louder and speak up to this issue.  Contact your 
provincial governments, your health ministers, and show 
that you support cancer drug coverage being the same 
across the country.
Please don’t wait until this issue affects you or someone 
you love.  Speak up know.  You cannot fully fund one 
cancer and not the other. 
For more information, please visit 
www.cancertaintyforall.ca

Watch our Facebook and Twitter pages for great 
infographics to share with your friends and followers.
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ON THE 
CALENDAR:

JAN

•  MNC provides patient submission to Pan Canadian 
Oncology Drug Review (pCODR) in support of 
cobimetinib when used in combination with vemurafenib 
for the treatment of BRAF V600 mutation-positive 
unresectable or metastatic melanoma
•  MNC presents at Young Canadian Roundtable on 
Health on advocacy and reaching youth with sun and UV 
safety messaging
•  Attends The Sandbox Project Conference, which brings 
together researchers, practitioners, policy makers, 
charities, industry, families and young people for updates, 
networking and solutions-oriented collaboration towards 
improving the health and wellbeing of children and youth 
in Canada
•  Attends Ontario Camps Association’s annual 
conference with information booth on MNC’s Sun Aware 
Camp Certification program

JANUARY FEBRUARY
•  MNC attending and 

MARCH

presenting at 10th Canadian 
Melanoma Conference

•  Melanoma Patient 
Information Session – 
Monday, March 7
6:30 pm – 8:30 pm
Michener Institute of Applied 
Health Sciences, 
222 Patrick Street, Toronto
Please register at 
www.melanomanetwork.ca
/patienteducation/ 
or call 905-901-5121 ext. 103



THE CONSENT PROCESS
IN CLINICAL TRIALS 
– Is a Clinical Trial Right for You?

Content provided by Tracey Moffat, 
Clinical Trials Nurse 
Princess Margaret Hospital 

Until recently, the prognosis for patients diagnosed with 
metastatic malignant melanoma was poor. Standard of 
care chemotherapy generated very poor response rates 
of approximately 10-15% of patients and average survival 
was estimated at 6-9 months. Patients therefore relied 
heavily on clinical trials for better treatment options.  
In 2012, new targeted therapies like BRAF inhibitor 
(Zelboraf™) and immunotherapy (Yervoy™) received 
Health Canada approval as they had shown dramatic 
efficacy over historical chemotherapy. Since 2012, two 
more targeted therapies (Mekinist and Tafinlar) made it 
through the regulatory approval process and provincial 
funding reviews, providing additional options for melano-
ma patients in most provinces, and a number of other 
therapies and combination therapies are in clinical trial 
or under review. Since these drugs are relatively new, 
there remains many unanswered questions about true 
response rates, overall survival, and long-term side 
effects. There are a number of new therapies in clinical 
trial which are hoped to provide even better results for 
patients shortly.
To many patients, signing a consent form is just some-
thing one does prior to receiving treatment in a health 
care facility. How many patients actually read it com-
pletely from beginning to end or really understand what 
they have just read? Many patients place confidence in 
their health care team to act in their best interests and 
they assume that if they are being presented with an 
option, it must be a good one, if not the best one? Gener-
ally this is considered true, however in clinical trials there 
is more uncertainty than one would like to think. 
The clinical trial consent process remains a topic of 
interest as new treatments quickly become approved for 
cancers such as melanoma, because not so long ago 
there really was little effective treatment available. Now, 
with this new found hope for melanoma patients, clinical 
trials with new drugs and combinations of drugs are 
often the new accepted standard ‘treatment.’ Patients 
need to be aware of the nature of these research studies 
and the real possibility they will not receive maximum 
benefit should they be randomized to a potentially less 
effective ‘treatment’ or treatment arm.

It is very important when considering participating in a 
clinical trial that the informed consent document is read 
and the information is taken into serious consideration. 
Things to consider from a patient perspective: 
(1) How is the clinical trial designed? Will the drug be 
randomized? If so, what are my chances of getting which 
treatment? If randomized, will I know what treatment I 
will be getting?
(2) How is the drug administered, orally, or IV? If IV, could 
a central line be required for access? 
(3) What is the time commitment? How many trips to the 
hospital are expected? Once at the hospital, how long is 
the anticipated stay?
(4) What are the expected side effects and ultimately, 
health risks? 
(5) Is there extra testing required? e.g., blood tests, 
biopsies or extra procedures for study? 
(6) Who is the contact person if difficulties are encoun-
tered when not at the hospital?
Patients should be encouraged to take the consent 
document home to read and discuss with those closest 
to them, make notes, and write down questions to bring 
back to the study team.  It is very important patients are 
comfortable with their choice to participate, not only in a 
clinical trial, but in any treatment option. It is also essen-
tial for patients to know the consent process is just that, 
a process. 
Once consent has been provided and the document 
signed, the process does not end. As patients progress 
through treatment while on a clinical trial they should 
remain informed. If new information arises in regard to 
safety, or anything that may affect a patient’s choice to 
continue treatment, he or she should be informed 
through the study team and asked to agree or ‘re-con-
sent’ to the new information provided. 
The consent process should never be a scary process lost 
in medical jargon. The study team’s job is to ensure 
participant’s concerns are heard and questions are 
answered to the best of their ability while acknowledging 
the voluntary nature of clinical trials.
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My story
I was first diagnosed with melanoma cancer in 2009, in 
the left ear, Stage III.
I had a part of my left earlobe removed, and then had 
procedures to get biopsies from the lymph nodes in my 
left shoulder, then thyroid to determine if the disease 
had metastasized to other parts of the body. My final 
surgery was to take a piece of my lung to determine if it 
had spread there. Fortunately the cancer was restricted 
to the ear. In 2013, following some progressive growth 
in my lungs, it was determined my cancer had indeed 
moved into my lungs, and I was Stage IV. Not a happy 
time.
I was then treated at the Royal Victoria Hospital in 
Montreal. I was eventually put on a BMS double blind 
trial for a new drug called Nivolumab with the other 
arm being Dacarbazine, the standard chemotherapy 
treatment. From November 2013 to March 2014, I was 
treated and there were no positive results. I had 
unfortunately been randomized to the Dacarbazine arm 
of the trial, and I was eventually released from the trial 
temporarily in March 2014.
In May 2014, I began treatment with Yervoy for a very 
short 4 treatment cycle, which would eventually allow 

me to be treated with Nivolumab.  However, as I 
prepared to start Nivolumab in September, an MRI of 
my head revealed 2 tumors which would need to be 
removed before I could proceed with this new treat-
ment. The tumors were removed from the right side of 
my head, and after a 3 night hospital stay, I felt quite 
good. That surgery was followed up with stereotactic 
radiation to remove any tumour fragments that may 
have been left behind.
In December 2014, I began to experience some 
post-surgery challenges: Gout in the left foot, and more 
importantly Deep Vein Thrombosis in the right leg, from 
my thigh to my ankle. I was also put on a drug called 
Fragmin to thin my blood. One week later I had a proce-
dure to add an Inferior Vena Cava filter just below my 
lungs, as there were concerns that the clots were dan-
gerous for my lungs and head.
In 2015, I was finally put on Nivolumab – 4 intravenous 
doses, followed by more whole brain radiation, a renal 
filter put into my vena cava, and finally, more head 
surgery to remove 2 tumors on the left side of my brain 
in July 2015. At this point in 2016 my head seems to 
have settled to a good place, and my lung situation has 
improved.  
 

Stan Czebruk
PATIENT

SPOTLIGHT

Stan (third from the left)
and his family at the 
2015 Strides for 
Melanoma Walk 
in Montreal 

I have melanoma. I have had the cancer for 7 years. It is a huge part of my life, which greatly 
impacts my day to day lifestyle. It follows me everywhere I go, and I think about the cancer 
and its e�ects on my life and family daily.
No question, cancer is bad. And you really can’t do anything about your past, and why you, 
amongst the millions, were targeted for cancer. You have to move on, and start to battle the 
cancer with all the positive energy you can muster out of your body.
A healthy body and mind will make all the di�erence in your battle.
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My Observations through Treatment 
I currently have 4 unique doctors handling my treatment:   an oncologist, a 

brain surgeon, a radiation oncologist, an internal medicine doctor.  Each 
one has specialized knowledge in their core competency, but may not be 
as knowledgeable in the other areas. As you progress through the treat-
ment process, your diagnosis can change. Make sure you’re aware and 
understand the changes and inform each of your doctors on all changes. 
Medication or procedures for one process can change the outcomes of 

another process, and they need to be aware.

Time to Heal
The next biggest challenge is time. You’ve done the treatments, or had the 

surgery. You’ve started or completed the radiation. Now you must heal and wait, 
and it is a slow process. Unlike a wound, which is bandaged or casted and takes a 

specific time to recover, the cancer may be removed, may be slowed or may continue. It 
is important that you realize you are in it for the long haul, and recovery will take time. Stay positive, and 
prepare yourself for a long battle. Focus on how you will succeed in driving out your cancer.

Exercise 
Stay physically healthy. Walk, ride a bike, do yoga, dance, just keep your body and mind in good shape. Every 
day is a new day, and you keep your mind and body busy to get stronger physically and mentally. This is really 
important, and somewhat ironic, as you need to be in good shape to tackle cancer. The stronger the body and 
mind, the stronger the fight.

Attitude 
I was the lead coordinator for the 2015 Montreal Strides for Melanoma Awareness walk. The organization of 
the walk kept me busy and focused, and was extremely important at keeping my head level. My last bit of 
advice: keep a positive attitude. Speak to positive friends, read, get informed on the internet, exercise, work, 
volunteer, do whatever you can to keep the mind positive. Your attitude will be a driving force to your success.

WELCOME
DEBORAH!
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In January, MNC welcomed Deborah Greenfield as the new 
Executive Director, as mentioned in the Chair’s message. 
Deb is currently pursuing her MBA to complement her C.F.R.E. 
designation.  She has co-authored a chapter in Excellence in 
Fundraising in Canada, Volume II and was instrumental in the 
development of the first and only masters degree program in 
philanthropy offered at a Canadian university. Her experience in 
designing and implementing strategic plans for local and 
international markets will serve MNC well in its continued growth 
as a melanoma patient support and awareness network. 
You can reach Deb at: 
905-901-5121 ext. 102
dgreenfield@melanomanetwork.ca

Deborah Greenfield, new 
Executive Director at MNC



STRIDES for MELANOMA
Walk for Awareness

SCREENME.CA

SAVE THE DATE – SUNDAY, SEPTEMBER 25TH, 2016

Why do we walk for melanoma?  We walk to show support for our family members, our friends and community members who 
have been affected by this disease.
We walk to raise awareness that melanoma is one of the only cancers in Canada with rates on the rise.
We walk to shout it to the rooftops that this disease can be preventable with some simple sun/UV safety habits.
We walk because we’re louder together and we make greater strides with more feet.
Please plan to join us for the 5th annual Strides for Melanoma – Walk for Awareness, our national fundraising event that raises 
funds for melanoma patient support, education and awareness initiatives. Walk locations across Canada.  
Help us make even more strides for melanoma awareness this year.  

Interested in starting a walk in your community?  
We would love to help you.  

Please contact Maureen Grice at 
1-877-560-8035 ext. 103 or 
mgrice@melanomanetwork.ca

Strides for Melanoma – Why Do We Walk?

Camp Season is Around the Corner – Are you Ready?
Our Sun Aware Camp Certification Program is 
designed to protect children and teens from skin 
cancer by supporting camp owners and directors to 
implement best practices in sun safety.  Our goal is 
to teach youth from a young age the dangers of UV 
exposure, and what better place to begin than at 
summer camp! 
In 2015, we reached over 100,000 campers with 92 
camps enrolled.  This year, we plan to enhance the 

program based on valued feedback from 
camps – the directors, counsellors, and campers 
– and increase the number of camps who attain 
certification. The program is free and is the first 
of its kind in Canada.
Are you interested in learning more?  Please visit  
www.screenme.ca or call 905-901-5121 ext. 104
A special thanks to our Sun Aware Camp 
Certification partner, the Douglas Wright 
Foundation.

pg. 6



Tee Off for 
Melanoma 
Awareness

In our last issue, we described our new peer support program, Within Reach, which we’re in the 
final stages of developing.  We’re happy to report that it is being piloted as you read this by peer 
volunteers and those looking for support, and we will then use the feedback to do any final 
fine-tuning!

In the meantime, if you’re interested in becoming a peer volunteer, please contact us and we’ll be 
happy to provide further information. 
Maureen Grice 
email: mgrice@melanomanetwork.ca 
ph: 905-901-5121 ext. 103 / 1-877-560-8035

If you play only one round of golf this year, 
make it a meaningful one

This year’s Tee Off for Melanoma Awareness golf tournament 
is in memory of Sean Jackson, a strong advocate for melano-
ma research and awareness, who passed away in 2015. The 
tournament raises critical funds for continued melanoma 
patient support and education, and allows us to develop 
signature programs such as our Sun Aware Camp Certification 
Program that focuses on teaching youth sun safety habits that 
can be practiced for life. 
MNC’s 5th annual golf tournament will be held at Lionhead 
Golf Club, a spectacular golf venue located in Brampton, 
Ontario, on Friday, May 27th.
Register early! Registration opens March 1st, and if you 
register a foursome before March 31st you’ll be eligible to win 
a complimentary foursome of golf at Lionhead or 

Royal Niagara Golf Courses.  
And if golf isn’t your thing, you can still come out and support 
this lively event.  Join us for a bbq lunch, silent and live auctions 
and much more.  Or, consider volunteering.  What better way 
to give back than spend a beautiful morning on the fairways!
Please join us as we honour Sean and raise funds to teach 
youth and families across Canada the safe way to enjoy the 
sun.
See you on May 27th.

SJ
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Melanoma
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of Canada

Sun Safe.
Sun Aware.

Top 

SUN SAFETY 
TIPS Not Just for the Beach

1.  Protect yourself with 100% UVA and UVB sunglasses or goggles.

2.  Wear broad spectrum sunscreen with SPF 30 or higher on all exposed areas.

3.  Reapply sunscreen every two hours, or after excessive sweating.

4.  Keep your head covered – not just to keep you warm, but to protect your scalp 
     from UV damage.

5.  Take extra care to cover often-missed spots such as lips, ears, around the eyes, 
      chin, scalp and hands.

Be sun safe and have a great March Break!

Sun Safety this March Break

Heading out of town this March Break?  While you will most likely pack sunscreen 
and hats for your trip to the beach and warmer climates, what about the colder 
climates and ski hills?
Snow reflects up to 80% of UV rays.  That’s higher than water or sand. 
The same rules for sun safety apply in winter – and all year round. 
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