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MESSAGE FROM THE CHAIR
New Adjuvant Therapies on the Horizon

develop a recurrence of disease and of the 12% regional disease, up to a half
would have a recurrence. Those are pretty high numbers and for the patient
community, having options for treatments beyond surgery that work to
potentially prevent a recurrence and spread of disease is crucial.

ANNETTE CYR Three-time

melanoma survivor. Chair &
Founder, Melanoma Network
of Canada with Dr. Butler MD,
Medical Oncologist, Princess
Margaret Cancer Centre,
University Health Network.

At MNC Toronto Melanoma Information
Session 2018

Since 2012, melanoma patients in
Canada have seen new and effective treatment therapies introduced
for metastatic melanoma, stage
IIIC/D and stage IV unresectable
disease, giving us hope for survival.
However, fully resected patients in
earlier stages IIIA/B with no current
evidence of disease but at high risk
for recurrence, have had little
therapeutic options beyond
surgery. Dr. Scott Ernst, medical
oncologist at London Health
Sciences, at one of our patient
information sessions, indicated that
at initial diagnosis, 80% of melanoma patients had localized disease
that had not spread and another
12% had regional disease – melanoma that spread beyond the primary
site to lymph nodes.
The need is substantial. Of the 80%
localized disease, Dr. Ernst commented that up to one-third would

This fall, we anticipate a number of the immunotherapies and targeted drug
therapies will be moving forward for review through Health Canada and
through the pan-Canadian Oncology Drug Review to hopefully provide
access to stage III patients. Earlier this month, Melanoma Network of Canada
released a patient and caregiver survey in anticipation of submissions of the
targeted therapy combination Dabrafenib, as well as an immunotherapy,
Opdivo. If you haven’t had the opportunity to complete the survey, please
check our website or send an email directly to acyr@melanomanetwork.ca or
contact us directly for further information 1-800-560-8035. Your voice in this
process could mean the difference in having access to earlier treatment
intervention. I know how important this issue is for all of us.
Clinical Trials - A few quick words. As of August 15, 2018, there was approximately 96 different trials running for melanoma across the country. Of course,
the larger cancer treatment centres offer a significantly greater number of
clinical trials than smaller hospitals – Princess Margaret in Toronto has 55 trials
running; Cross Cancer in Edmonton has 22; Jewish General in Montreal has 23
and Ottawa has 17. Many of these trials may not be appropriate for your
needs or stage of disease, but it is a reminder to keep asking. If something is
not available at your treatment centre, then it may be a consideration for you
to look at other treatment centres or even out of province. You can also check
out www.cancerview.ca which has a listing of all current clinical trials in
Canada. You can search by disease, by drug therapy, by province, by treatment centre etc. and you can also set up notifications for your personal needs
for any new trials being listed.
Strides for Melanoma National Walk – September 23. I know where I will be
on Sunday, September 23rd and I hope you will join hands with all of us. Our
organization relies on donations from our patient community to operate
effectively and work on your behalf. Our organization helps thousands of
folks yearly, and puts out the best and most current resources on melanoma
available in Canada. MNC provides an important patient voice when it comes
to drug access, clinical trial design and access and an important influencer in
prevention of this disease. We hope you will agree – every dollar makes a
difference!

Chair & Founder, Melanoma Network of Canada

CLINICAL TRIALS
For those seeking clinical trials in Canada, you can visit the
Canadian-based registry for cancer trials at Canadian Cancer Trials. www.canadiancancertrials.ca/
or in the US at www.clinicaltrials.gov/ and www.Clinical Trials.gov
For more information on clinical trials visit www.melanomanetwork.ca/clinical-trials or call 1-877-560-8035

How to
Navigate Your
Long-Term
Disability
Claim
By: Ilene Shiller, MSW, RSW. Case Manager, Money Matters Program.
Wellspring Cancer Support Foundation
You’ve filled out the paperwork and been approved for long-term disability
(LTD). So, now what? Your case manager at the insurance company will periodically ask for medical updates from you and your doctor. They are checking
whether you continue to meet the definition of “disability” under your LTD
policy. In many policies, for the first two years you will be considered to be
disabled if you are unable to carry out the duties of your own job. Be prepared
to tell your case manager not only about your current and upcoming treatments and tests, but also about any side effects that you are experiencing. Two
important tips here: First, tell them how you feel on a “bad” day because it is
the “bad” days that prevent you from working.
Second, describe the restrictions caused by your side effects. For example, it is
not enough to say that you are tired. You need to give an example of the
fatigue: “I am so tired that if I go to a medical appointment in the morning, I
need to nap in the afternoon.” Use the same approach for all of your side
effects. For example, “my lower back pain prevents me from standing for more
than five minutes” or “my brain fog makes it difficult for me to recall words and
to focus on more than one thing at a time”.
Once your treatment is over, your case manager will want to talk about your
return to work. It is important to understand the mindset of the insurance
company when it comes to returning to work. They are not prepared to wait
until you are 100% better as they believe that if you have some capacity, you
can do some work.
A vocational rehabilitation specialist from the insurance company will meet
with you to assess your readiness for work. They will also design a gradual
return to work plan, which is a schedule that gradually increases the number of
hours and days you work until you reach full time hours and days. It is important for you to be an active participant in the design of your gradual return to
work plan. If you have more energy in the afternoon, ensure that your first days
of work start later in the day. If you want to avoid the stress of traffic, suggest
that you work from 10 a.m. to 2 p.m. for the first part of the schedule. Your
input will help ensure a successful return to work.

For further information about LTD,
please watch Wellspring’s video series
called “Understanding Long-Term
Disability Benefits”. It is available free
of charge at: wellspring.ca/understanding-your-long-term-disability-ltd-benefits/.
Wellspring’s Money Matters program
helps cancer patients navigate the
maze of income replacement options
available if they are too ill to work. If
you have questions about your LTD or
other financial matters, please feel free
to contact a Money Matters case
manager: wellspring.ca/online-resources/money-matters/.
Wellspring also offers a six-week online
Returning to Work program—an
educational and support program
designed to help cancer patients
achieve a successful and sustained
return to work following an absence
due to cancer. visit wellspring.ca/online-resources/returning-to-work/.
Through a network of community-based support centres, Wellspring
Cancer Support Foundation helps
people living with cancer, as well as
those who love them, overcome the
many emotional, social, practical,
informational and physical/functional
challenges that typically follow a
diagnosis. visit www.wellspring.ca

Juravinski Cancer Center and mentioned he didn't think an appointment would be available before year
end. The Dr. suggested I go on my
planned trip and try not to worry too
much, so Jim, my husband and I left
November 14th for South Africa.

PATIENT SPOTLIGHT

Boundless
Ingrid shows us that
age is just a number
and what is possible
during diagnosis
and treatment.
In May 2013 , I noticed a small lump

around the base of my right nostril
above my lip and over the next few
weeks I noticed it growing in size. I
had an appointment with my
dermatologist in June and had the
area examined. He decided on a
biopsy and the results came back as
"fatty tissue". At the time, he said I
was lucky (meaning it could have
been cancer). He then suggested I
mention this to my dentist and ask if
he could biopsy the lump from
underside (meaning inside mouth
and through my upper palate).
Unfortunately, my dentist would not
be able to do this at his dental office
but suggested that I be referred to a
dental surgeon. I went to that
appointment 3 weeks later and I had
3 appointments with the dentist. His
thinking about the lump was that it
could be an area of inflammation
and suggested a double strength
antibiotic. This was repeated twice
more. When I told him that my

husband and I had a trip booked for
Cape Town, South Africa for mid-November and asked him about
removing the lump. He didn't think
he could remove the lump in that
time period and suggested I see a
plastic surgeon.
An appointment was received for
September 2013, at this appointment my face was examined and my
history noted; the surgeon said no
problem to remove the lump in the
outpatient clinic at Joseph Brant
Memorial Hospital (JBMH). He
thought the lump was probably
nothing of concern. At this time, we
also mentioned our upcoming trip to
Cape Town. He thought he would
not have the time to fit in the
surgery (in meantime his receptionist searched his schedule & found a
spot in late September). I had the
lump removed and 3 weeks later
received the result showing a form of
melanoma. He discussed this with
me and sent a referral to the

We returned late December, but
during our travel I noted some
swelling occurring across the cheek
to the ear, through the excision line. I
had my first appointment at the
Juravinski Cancer Center with Dr.
Young, after reading my history and
examining my face, he was surprised
at the size of the swelling. He then
suggested a radiologist be called at
this time to further examine my face.
I was subsequently seen by a radiologist and after conferring with the
oncologist it was decided for me to
have a course of radiation treatments to the area on my face. Within
a week, appointments for mask
making and an MRI appointment
were received. Then dates for 3
radiation treatments were received
also. After 3-weeks the radiation
treatments were completed (with no
side effects), and by the next 3 weeks
my face had almost returned to
normal size. The radiologist was very
pleased with the results.
While all this was going on I was
given an appointment date to see a
head and neck oncologist (Dr. Tozer)
at the Juravinski Cancer Center
February 2014. Over the next 5
months I did very well and was
monitored on regular basis for any
new symptoms.
In June 2014, I noticed some swelling again in the right side of my face
and a new appointment was booked
to see Dr. Tozer. I was given a course
of chemotherapy (dacarbazine)
which I tolerated fairly well. After this
I felt well enough to go on a 7-day
camping/canoeing trip to the north
shore of Northern Ontario, as far as
Wawa. At the follow-up appointment at the Juravinski in September,
I was then started on a course of an
immune boosting medication (an
Immunotherapy, Yervoy) to be
administered by IV infusion on a
3-weekly dosing schedule. This was
completed by December, 2014 and

after explanation by the oncology
team it was decided that no further
appointment dates were to be
scheduled unless necessary by me,
and the results from the CT scan
were satisfactory.
Over the next year, I was able to take
several trips with Jim. In April, 2015
we took an Atlantic Ocean cruise to
Barcelona, Spain where we disembarked and started a 3-week backpacking trip through Spain and
Portugal flying home from Lisbon in
May, 2015. During the summer
months we had family visiting from
South Africa and were kept busy and
active (swimming, walking, and
biking). Also, we were able to
squeeze in a 7-day canoe trip to
Georgian Bay (our favourite canoeing region) of Ontario.
We were able to get up to Ottawa for
Winterlude in 2016, and try out our
skates for a chance to skate on the
frozen canal (very wobbly, needed
an arm to hang on to), and skiing in
the Gatineau Park was beckoning.
Come spring we were booked for
another trip to Cape Town for 5
weeks from March 2014 to April. In
April I started with headaches which
became worse by mid-April and
needed to increase my dose of Lyrica
(for nerve pain) plus use of Tylenol
with Codeine. Then one morning, I
woke up with blurred vision (only 7
days before due to fly home).
On return, we made an appointment
to see Dr. Tozer, at this time I was
examined and an MRI was booked
and new medication to help reduce
swelling in the brain was ordered
(cause for headaches). Report from
the MRI showed a small area of
probable tumor on one of the cranial
nerves. A specialist in radiation was
called in (Dr. Greenspoon) to examine me and suggest a treatment plan
for this area. It was suggested that I
have a course (5 treatments) again
after cyberknife radiation. All was
explained to me regarding preparation of the special mask and the
delivery method of this type of
radiation, to which I agreed to have
all completed by mid-June with no
side effects and tolerated very well.

Our Adventures

Ingrid & Jim off
to South Africa

Ingrid Fishing
on Manitoulin!

Jim & Nami
Winterlude in Ottawa

At my next appt with Dr. Tozer he offered me a 2-year course of another type of
immune-boosting medicine (Keytruda) to be given on the same type of schedule as
Yervoy and lab tests prior to each IV infusion. This started late July 2016. Over the
next year, infusions were tolerated well with lab levels staying fairly stable; I only
required few changes to oral meds as per lab levels. We were able to take a week
holiday to a Cuban resort in March 2017 between infusion appointments. We loved
walking the golden beaches for up to a km one way and back.
After a month or so at home we were itching to go elsewhere, so our travels included
touring the upper peninsula of Michigan State to view the large sand dunes. The view
is awesome, especially at sunset. Again, after a month or so, we took another trip to
Mazatlán, Mexico to a wonderful resort at ocean side. Our room from the 14th floor
gave us awesome views of the resort, 5 palm tree edged pools with the surf waves of
the ocean a little further out. We enjoyed taking the local bus into the harbor side and
old town of Mazatlán. We felt very safe here.
Meanwhile, I was getting my infusions regularly; having CT scans and MRIs with
satisfactory results. I saw Dr. Greenspoon every 3-4 months and he was pleased with
my progress. I was to continue my infusions until mid-July 2018 and this was accomplished. Our trip while on my infusions was a 2-week trip to Croatia to a small town on
the Adriatic riviera (a town my hairdresser was from). She had been telling me about
this place for several years. The place was a gem with many open-air small cafes to
have many espresso coffees each day. The waterfront was nice and wide for strolling
along. One could jump into the Adriatic every few yards and the water was so warm.
We had a small room nearby, and would be out early each day exploring many streets
of the town. By mid-day it was too hot to be out so this was siesta time and the many
restaurants were filled late into the evening when it was cooler.
Now my 5-year story comes to an end with Dr. Tozer telling me that appointments
every 6-8 weeks will be booked and CT scans and MRI’s booked every 3-4 months to
monitor my progress. I had a few blips along the way, such as cellulitis 3 times
requiring hospital stays for 2-5 day periods and 2 weeks of antibiotics by IV (with the
use of our CCAC clinic to assist.) I am feeling well at present and will be forever
grateful to the care and attention I received through Juravinski Cancer Center.
September 2018 sees me turning 80 and participating in the Strides for Melanoma
(5km walk) fundraiser in Hamilton on September 23rd. My goal is to raise $300.00
CAD. Please join me in raising money for Melanoma Network of Canada. Your support
will have a direct impact in the lives of melanoma patients, to help increase awareness and prevention of this deadly disease, and fund future critical melanoma
research.
Story provided by Ingrid Fothergill

Bay to think things over. With tears streaming down my face about
what could be my disparaging future, I took to the internet. Everything online was doom and gloom. I read everything – from medical journals to personal blogs. In the midst of despair, I found the
Melanoma Network of Canada, a credible website and organization with a Board of Directors comprised of the brightest in the
business. Desperate to talk to someone who would understand
my situation, I reached out to MNC. Twenty four hours later,
Annette Cyr, founder and Chair of the Board of the Melanoma
Network of Canada contacted me directly with the intention of
connecting me to peer-support.

The Profound
Impact of
Kind Strangers

Twenty-four hours later, I got a phone call from a complete stranger, a peer supporter from the network, who single-handedly
changed my outlook going forward. In our two hour conversation,
Sue Cox covered everything - she listened to my entire story, in
detail, overviewed the latest research and even “kindly kicked me
in the pants”. She gave me current information and realistic hope
that I so desperately needed to hear. She told me that there was
signiﬁcant cutting-edge research happening in melanoma: that
weirdly, it was a “good time” for this serious diagnosis (at least a
better time than in the past). After an incredibly uplifting conversation, with a healthy dose of reality and optimism, Sue told me to
pick myself up from the kitchen ﬂoor, put on my best head scarf
and go to the local OHL game that night.

This fall, my family and I want to give
back to the Melanoma Network of
Canada. So my son Christopher, who
works in public relations, and I are
organizing the ﬁrst Strides Walk in
North Bay. We are thrilled to join the
over 20 cities across the country,
coming together to raise awareness
for the ﬁght against melanoma. Most
importantly we are hoping to raise
funds to help others ﬁnd the education and support that our family was
able to access back in 2014 when I
was diagnosed with melanoma.

Sue and I later met face to face in the summer of 2014 when I was
having radiation therapy. That day we coincidentally both brought
each other orchids… ﬂowers known to represent love, beauty and
strength. That day we laughed more than anything else. In the fall
of 2015 Sue and her family travelled north to North Bay to attend
my “bell ringer dance party”, post Nivolumab treatments at PMH.
It is now over 48 months since that ﬁrst desperate phone call. That
phone call to MNC changed my life forever. I had to displace
sadness and prioritize strength: put one foot ahead of the other,
hopeful that things would be okay. Since then I have had one
recurrence and consequently have been part of the cutting
research trials discussed with Sue that ﬁrst day. I am doing
extremely well now in 2018. The docs are pleased and I am happy
and hopeful.

In February 2014, after ﬁnding a growing bump on my scalp, I was diagnosed with stage 3 melanoma. I
immediately had aggressive head and
neck surgery at Sunnybrook Hospital
where the surgeon removed a 2-inch
circle of my scalp; additionally removing 14 lymph nodes as well. Two
weeks after this surgery, we got more
bad news; melanoma was conﬁrmed
in two lymph nodes. The Sunnybrook
medical team told us that I needed
adjuvant therapy which included
aggressive radiation and experimental drugs right away.

In addition to the personal peer support given me, I so appreciate
that MNC does advocacy work for all melanoma patients. The
MNC is the voice that has helped with the funding of drugs like
Nivolumab, my wonder drug. Because of this political activism,
many are now able to reap the beneﬁt of research such as immunotherapy. Undoubtedly there will be more work to do: more
people to support, more research to fund, and more money to
raise, and MNC will be there. The work of MNC is both personal
and political; its work has lead many people including myself to
hope and health.

A ton of information was thrown my
way that day. I heard it but could not
absorb it. It was so overwhelming! My
husband and I went home to North

We are thrilled to host the North Bay Strides for Melanoma
Walk 2018. We want to invite friends, families, survivors and
supporters from Sturgeon Falls, Sudbury, Mattawa, New
Liskeard, Kirkland Lake, Timmins, and the surrounding areas
in northeastern Ontario, along with the rest of the province
who would like to see the north.
Story provided by Colleen Piekarski
Image of Sue Cox and Colleen - Colleen’s bell ringer dance party - 2015

STAY CONNECTED
MNC Support
& Event Calendar

SEPTEMBER
Sunday, September 23rd, 2018

5th - Melanoma Patient
Education Support Groups
6:30 – 8 pm
Locations:
Wellspring Birmingham
Oakville, ON
Hearth Place Cancer Support
Centre, Oshawa, ON
Calgary Support Group
23rd -

YOUR STRIDE
CAN CHANGE A LIFE
On Sunday, September 23rd, Melanoma Network of Canada (MNC)
will be holding its 7th annual Strides for Melanoma Walk for
Awareness in 19 cities across Canada.
The demand for patient support is growing every year. There are
more melanoma patients and caregivers calling MNC for one-on-one
support and questions; more hospitals and health clinics requesting
resources and information. An increased demand for more support
services; such as support groups, peer counselling and national
melanoma information sessions. To meet the needs, and continue
MNC’s vision of providing support and awareness, we must increase
our funding to continue to oﬀer our services and support to
melanoma patients and their families.
“on average one person dies from melanoma every hour in
North America. Yet the survival rate is high if detected early,
which is why events like Strides for Melanoma are so important, not just to raise funds, but also to raise awareness in a
community and also to start a conversation about sun safety”
-Dr. Paul Cohen M.D., F.R.C.P.C., D.A.B.D, Canada AM Advisor Dermatologist

REGISTER TODAY

National Sponsors

20 Locations register today
melanomanetwork.ca/strides18

OCTOBER
3rd - Melanoma Patient
Education Support Groups
6:30 – 8 pm
Locations:
Wellspring Birmingham
Oakville, ON
Hearth Place Cancer Support
Centre, Oshawa, ON
Calgary Support Group
11th - Sunnybrook Toronto
Melanoma Information Session
5:30-8:30 pm

NOVEMBER
3rd - Melanoma Patient
Education Support Groups
6:30 – 8 pm
Locations:
Wellspring Birmingham
Oakville, ON
Hearth Place Cancer Support
Centre, Oshawa, ON
Calgary Support Group

Community Sponsors

20th - Hamilton Melanoma
Information Session
5:30-8:30 pm
melanomanetwork.ca/patienteducation
Patient Information Sessions

MULLED APPLE
Makes 3 Servings

Smoothie

Ingredients:
3
1 tbsp
1 tsp
1/2 tsp each
2
1
3 tbsp
1/2 cup
1/2 cup

Apples (use your favourite variety)
Ginger, sliced
Ground cinnamon
Ground nutmeg, ground clove
Bay leaves
Clementine
Hemp hearts
(optional, for added protein)
Ice
Almond milk

Directions:
1. Preheat the oven to 375 degrees F.
2. Cut the apples in half and scoop out the core
with a spoon. Place halved apples in a baking
pan cut side up.
3. Sprinkle with ground spices, bay leaf, sliced ginger and
the zest and juice of 1 clementine. Bake for about 35
minutes or until soft.
4. Place the apples with all the juice left in the pan into a
blender with ice, almond milk and hemp hearts (optional).

Healty Tip
• Do you have a sweet tooth? Most of the sugar we eat should come from sugars naturally found in
nutritious foods like whole fruits. Added sugars in processed foods and drinks are empty calories
and can add up fast, increasing the risk of obesity, type 2 diabetes and some cancers.
• Hemp hearts contain heart-healthy omega-3 fatty acids which help lower inflammation. They are
also high in fibre and a source of protein. One serving of this smoothie provides about as much
protein as 1 egg. Protein is the most satisfying nutrient, helping you feel full for longer. Digesting
protein also burns more calories than digesting fat or carbohydrates does.
• Hemp seeds are high in magnesium, a mineral that helps control blood sugar and blood pressure
and is needed for healthy bones.
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

