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A word from our Chair and our Chief Executive Officer
I would like to congratulate and thank
the excellent work carried out by my
colleagues of the Board of Directors
and by Myeloma Canada staff. Thanks
to their dedicated efforts, Myeloma
Canada has achieved many successes
this year. Let me highlight some of
them.
One the first tasks undertaken by the
Board was a thorough review of the organization’s governance
policies. This allowed us to align Myeloma Canada’s governance
policies with the demands of today.
We also welcomed two new Directors to our Board: Mr Ellis
Basevitz and Mr Aldo Del Col. Mr Basevitz, a myeloma patient
who was diagnosed in 2005, will serve as Treasurer. Mr Basevitz
is a partner at a Montreal accounting firm and has over 45
years of accounting experience. We are extremely grateful to
have him amongst us.
The Board also welcomed the return of Mr Aldo Del Col, CoFounder of Myeloma Canada, to the position of Vice Chair.
Since his diagnosis in 2002, Mr Del Col has dedicated a
significant amount of time and energy into ensuring the
growth and success of Myeloma Canada. He has served as
Executive Director for many years and, more recently, as
Scientific Advisor. Mr Del Col will act as Vice Chair of the
Board of Directors and Chair of the Science and Research
Committee.
As part of an extensive national consultation process,
Myeloma Canada met over 250 patients and caregivers in
12 cities to better understand local and regional issues. A
wealth of information was gathered. It will serve as the basis
of the 2015-2018 strategic plan. I would like to thank everyone
who contributed to this rigourous consultation process.

Your input has equipped the Board with solid information to
better serve the myeloma community.
It became clear during the pan-Canadian consultation
process that Myeloma Canada had to do a better job of
listening to the local and regional concerns of patients and
caregivers. As such, we created a Patient Advisory Council and
Mr David McMullen, a patient living in Hamilton, Ontario,
was appointed Chair.
Another major achievement was the strategic planning
meeting that was held in November 2014 during which the
Board crystallized the direction of the organization’s scientific
development. As such, I am pleased to announce the formal
launch of the Myeloma Canada Research Network (MCRN).
This scientific arm of Myeloma Canada’s operations brings
together 16 academic research centres in nine provinces.
It will be the hub for phase 1b and 2 clinical trials for
Canadians diagnosed with multiple myeloma. The MCRN
will accelerate the development of new therapies in Canada.
Myeloma Canada recognizes the importance of research to
the Canadian myeloma community and is committed to the
work of the MCRN.
On behalf of the Board and myself, I would like to thank
the volunteers, donors, researchers, caregivers and business
partners who have generously contributed to carrying out
Myeloma Canada’s activities this year. The organization’s
achievements were made possible because of you. Thank you.
In the coming months, you will begin to see the results of our
combined efforts. I encourage you to continue to support
your national organization. Together, we will beat myeloma.

Denis Bilodeau
Chair of the Board of Directors

A Rewarding and Promising Year for
the Canadian Myeloma Community

as you recognize many of your ideas being implemented over
the coming months. I thank you for all your input and for your
openness during this process.

In 2014, Myeloma Canada undertook an important consultation
process that will serve as the basis for the organization’s
2015-2018 strategic plan and the shared vision for the decade to
come. The process involved candid conversations with over 250
patients and caregivers in 12 communities across the country.
The interesting and constructive conversations I had with
participants left me personally and professionally enriched. I was
deeply moved by the generosity of spirit and the warm welcome
shown to me by participants.

While we undertook these pan-Canadian discussions, Myeloma
Canada continued to work in each of its four strategic pillars:
education, awareness, advocacy and research. To fulfill these
objectives, several activities were held to provide the greatest
number of patients and caregivers from across the country
the opportunity to ask questions and learn about the disease,
the resources available to them and the new therapies in the
pipeline, to meet other members of the myeloma community and
to support one another.

After conducting the consultation meetings over the course of
the year, I am convinced that the Canadian myeloma community,
together, wants to affect positive change for Canadians living
with multiple myeloma. I hope that you are as excited as I am

One activity that met these objectives was the organization’s
signature event, the National Conference, that welcomed more
than 200 participants in Edmonton. Other events included
InfoSessions and an advocacy training session. Participants

A word from our Chair and our Chief Executive Officer
in some of the InfoSessions had the privilege of hearing
internationally renowned clinicians and researchers. Sessions
were held in Vancouver, St. John’s, Montreal, St. Catharines,
Hamilton and Ottawa.
Patients and caregivers eager to learn how to get their voices
heard by government decision-makers were keen to attend the
Advocacy Summit held in Toronto in November. This training
session was followed by a Myeloma Canada Awareness Day at
the Legislative Assembly of Ontario, Queen’s Park. During the
Awareness Day, over 15 Myeloma Canada representatives, under
the leadership of Myeloma Canada, met with more than 20
members of the Provincial Parliament of Ontario to sensitize
them of the needs of patients living with multiple myeloma.
With our partner, the Cancer Research Society, we gave out the
first research grant of $120,000. This grant is awarded to a team
of Canadian researchers working in the myeloma field whose
work will have a concrete, positive impact on patients.
This year, we also bestowed two awards: The Marion State
Memorial Myeloma Canada Nursing Award, which recognizes
the extraordinary work of nurses working with multiple myeloma
patients; and, the Carolyn Henry TEAM Award recognizing
excellence in advocacy.
To raise awareness, Myeloma Canada supported the Making Miles
Matter for Myeloma: Run for Ruth, a campaign that involved a
24-year-old student, Nelson Wiebe, running in five marathons
across the country. The event was made possible by the generous
financial support from Celgene.

I am grateful for the fundraising initiatives carried out by
volunteers in communities across the country: golf tournaments,
garage sales, runs, walks and concerts, to name a few. Your good
work is supporting Myeloma Canada’s goal to improve the quality
of life of patients and caregivers. Thank you.
Myeloma Canada also hosted its signature fundraising event,
the Multiple Myeloma March, in eight communities across
the country with volunteer-led coordinators. Thank you to
the volunteers and other members of the Canadian myeloma
community for your very generous support. I would also like
to extend my heartfelt thanks to our corporate and individual
donors whose generosity allows Myeloma Canada to carry out
its mission.
Finally, I would like to thank our Board members who, despite
hectic schedules, were able to move forward important initiatives
that are key to the sustainability of the organization. Projects
such as the restructuring of the organization’s governance
policies and the development of a 2015-2018 strategic plan, all
within a tight timeframe.
Although multiple myeloma is a rare disease, it is a growing
area of focus for a number of researchers and innovative
pharmaceutical companies. In the coming years, we will see
new therapies emerge; a promising sign for people living with
multiple myeloma. By working together, we can make myeloma
matter and conquer this disease.
Enjoy your reading.

Major projects conducted in 2014 included the pan-Canadian
consultation process and the drafting of a three-year strategic
plan, mentioned above. The initiation of the Myeloma Canada
Research Network (MCRN), the review of the organization’s
governance policies and the launch of the Support Group
Leaders’ Summit were also key milestones. Myeloma Canada
also continued its flagship activities such as the National
Conference, InfoSessions, the Advocacy Summit and the
Scientific Roundtable. Through our consultation discussions,
participants confirmed that these activities met an important
need.
Francine Gendron
Chief Executive Officer, Myeloma Canada
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Education
National Conference: A Message
of Hope and Community
The annual National Conference is Myeloma Canada’s
signature event. On the occasion of the tenth anniversary
of our first Conference in 2005, we presented a
comprehensive program in a welcoming atmosphere
that was tailored to address the interests of the 200
patients, caregivers and healthcare professionals in
attendance.
The two-day conference, hosted in Edmonton, Alberta,
May 2-3, was meaningful and information-charged.

Presentations:
•

 ow the treatment of multiple myeloma
H
has changed by Dr Xavier Leleu, Associate
Professor, Hôpital Huriez, Lille, France;

•

 rugs used in multiple myeloma by Dr Nizar
D
Bahlis, Assistant Professor, Southern Alberta
Cancer Research Institute, Calgary;

•

 ew myeloma treatments by Dr Andrew Belch,
N
Professor, Medical Oncology, University of
Alberta, Edmonton;

•

 yeloma 101 by Dr Christopher Venner,
M
Assistant Professor, University of Alberta,
Edmonton;

•

 lonal evolution and genomics-guided therapy
C
in multiple myeloma by Dr Paola Neri, Clinical
Assistant Professor, Southern Alberta Research
Institute, Calgary;

•

 nderstanding your blood results by
U
Dr Irwindeep Sandhu, Assistant Professor,
Division of Hematology, University of Alberta,
Edmonton;

•

 rogress in the management of relapsed
P
multiple myeloma by Dr Donna Reece,
Associate Professor of Medicine, Princess
Margaret Cancer Centre, Toronto.

2014 National Conference presentations may be
viewed at www.myeloma.ca.

The meeting featured Quality of Life sessions that
provided practical strategies to promote the wellbeing of patients and their caregivers. Internationallyrenowned experts presented the latest developments in
the research and treatment of multiple myeloma. These
presentations, listed below, may also be viewed online
by visiting www.myeloma.ca.
Two notable awards were also presented. Nanette CoxKennett was presented the Marion State Memorial
Myeloma Canada Nursing Award for her extraordinary
contributions to the Canadian myeloma community.
The second was the Carolyn Henry Memorial TEAM
Award that was presented to the Canadian Organization
for Rare Disorders (CORD) for its commitment to
working to improve the lives of patients.
During the closing remarks, Janet Kraemer, a patient,
shared her inspiring story entitled, ‘Silver Linings or
Never Lose Hope’.
Francine Gendron, CEO of Myeloma Canada, and
Aldo Del Col, Co-founder and Vice Chair of the Board of
Directors of Myeloma Canada, highlighted the progress
the organization has made in advocating the needs of
patients to government bodies; facilitating access to
new treatments for patients; furthering research; and
promoting access to new drug trials in Canada.

Myeloma Canada Patient
Information Library
Comprehensive, easy-to-read, educational material is made
available to the myeloma community free of charge. The
Multiple Myeloma Patient Handbook has been praised for
responding to the needs and questions of patients in the form
of an accessible and comprehensive booklet.
Educational publications available include:
• Myeloma Canada Brochure
• Multiple Myeloma Patient Handbook
• Myeloma Bone Disease InfoGuide
• Understanding Your Blood and Blood Tests InfoGuide
To order a copy of any of the publications listed above, email
info@myeloma.ca or download a copy at www.myeloma.ca.
The educational publications are made available thanks to
grants from Janssen and Novartis.

The Myeloma Canada Information Library
includes the Multiple Myeloma Patient Handbook,
Understanding Your Blood and Blood Tests
InfoGuide and Myeloma Bone Disease InfoGuide.

Education
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Advocacy Education Sessions Focus
on Access to New Treatments
Members of the myeloma community had the opportunity to
attend Myeloma Canada’s first Advocacy Education Sessions
in Montreal, Ottawa, St. John’s and Vancouver.
The inaugural Advocacy Education Sessions tackled the issues
of the availability of treatments for patients and:
• The drug approval and reimbursement process in
Canada;
• Promising new treatments; and
• Effective ways to advocate for access to new treatment
options.

These prominent physicians were not the only ones with an
important message to share. Nelson Wiebe, who ran several
marathons for the Making Miles Matter for Myeloma: Run
for Ruth campaign, spoke at the sessions in Vancouver and
St. John’s, encouraging community members to join him in
his efforts to raise awareness about the disease and funds for
research.
The Advocacy Education Sessions program was made possible
thanks to a generous grant from Celgene.

Speakers included: Dr David Conrad, Hematologist,
Researcher, University of Ottawa; Dr Kuljit S. Grewal, Associate
Professor of Medicine, Hematology, Memorial University;
Dr Chaim Shustik, Professor of Hematology and Oncology,
McGill University Health Centre; and, Dr Heather Sutherland,
Clinical Associate Professor, Hematology, University of British
Columbia.

InfoSessions Attract World-Class Researchers and Clinicians
Patients and caregivers benefited from presentations on the latest research findings and treatments from world-class specialists
at three of the five InfoSessions hosted by Myeloma Canada.
In February, Dr Xavier Leleu, Associate Professor of the Department of Hematology at Hôpital Claude Huriez in Lille, France,
spoke to the Vancouver myeloma community about first-line treatments for patients who are eligible for transplants.
In March, Dr Antonio Palumbo, Chief Myeloma Unit, Department of Oncology, University of Turino, had an open discussion in
Toronto with patients and caregivers on New Treatment Strategy and Multiple Myeloma.
In June, Vancouver community members were honoured with a talk by Dr Mohamad Mohty, Professor of Hematology and Head of
the Hematology and Cellular Therapy Department at Saint-Antoine Hospital of Université Pierre et Marie Curie in Paris, France.
Dr Mohty discussed best practices before and after a stem-cell transplant as well as new ways to enhance a patient’s quality of life.
In October, Dr C. Tom Kouroukis, Associate Professor and Division Head of the Department of Oncology and Malignant
Hematology of the Juravinski Cancer Centre at McMaster University spoke to the Hamilton myeloma community about standard
and emerging treatments of myeloma.
Dr Donna Reece, Professor and Director of the Program for Multiple Myeloma and Related Diseases at Princess Margaret
Hospital, accompanied by pharmacist Linda Elnazir, spoke to patients and caregivers in St Catharines, in November about
treatment options for patients.
Myeloma Canada would like to acknowledge the support of Janssen and Celgene in helping make these InfoSessions possible.
National
Conference

17 %

of 2014 spending

Investment in Patients
& Educational Programs

InfoSessions with
Dr Antonio Palumbo,
Dr Xavier Leleu,
Dr Mohamad Mohty,
Dr C. Tom Kouroukis,
Dr Donna Reece &
pharmacist Linda Elnazir
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Awareness & Outreach
Myeloma Canada Announces Winner of Nursing Award
In their role as front-line members of the hospital healthcare delivery team, oncology nurses are
vital as a patient interface in delivering treatments, providing information, follow-up and general
support to myeloma patients. Myeloma Canada believes it is important to acknowledge nurses’ role
as integral members of the healthcare delivery team and recognize outstanding contribution to
myeloma nursing.

Nanette Cox-Kennett

With the support of Celgene, Myeloma Canada announced the creation of a nursing award in 2013.
The award was named in recognition of Marion State, a myeloma patient and a nurse herself, for
her extraordinary contribution to the Canadian myeloma community. The first recipient of the
award is Nanette Cox-Kennett from Edmonton. With more than 20 years of oncology experience,
Nanette has been working for the past five years as a Clinical Manager and Nurse Practitioner for
the Cross Cancer Institute Bone Marrow Transplant Team/Hematology Group. Myeloma Canada
thanks Nanette for her extraordinary contributions to advancing myeloma patient care and for her
dedication to improving the lives of those living with myeloma.

Marion State received a diploma in nursing from Toronto General Hospital in 1966, followed by a Bachelor of Nursing from
Ryerson University in Toronto. After being diagnosed herself with multiple myeloma in 1996, Marion founded a support
group for multiple myeloma patients in the Greater Toronto Area in 1998. It was the first group of its kind in Canada. Marion
continued to live an active life until her passing in 2012.

Taking Our Cause to Queen’s Park
The Premier of Ontario, Kathleen Wynne, and members of the Ontario Provincial Parliament had the opportunity to hear, firsthand, the concerns of the myeloma community during Myeloma Canada Awareness Day at Queen’s Park on November 5, 2014.
Led by Francine Gendron, CEO of Myeloma Canada, over 15 patients and caregivers divided into groups to meet for over 30
minutes with 22 key government decision makers from 20 provincial ridings. The patients and caregivers raised awareness about
the disease and had meaningful conversations about issues of concern. Topics the Myeloma Canada representatives addressed
with the Premier, the Chief of Staff to Ontario’s Minister of Health and Long-Term Care, the Senior Policy Advisor to the Premier
and Members of the Provincial Parliament (MPP’s) were access to new treatments and the need for quality healthcare.
The Myeloma Canada Awareness Day made great strides in advancing awareness and the needs of the myeloma community
among key decision makers. As a result of its success, Myeloma Canada has established an active and engaged Patient Advocacy
Committee comprised of 15 individuals.
With the continued involvement of patients, caregivers and healthcare providers, initiatives such as this one will be implemented
across the country to advocate for the myeloma community. A special thank you to the patients and caregivers who took part in
this important activity.

Myeloma Canada patient representatives from left to right: Steve
Homewood, Dan Childerhose, Robin Sully, Ontario Premier, Kathleen
Wynne, Bob McCaw, Kirk Boyd, Francine Ducas

From left to right: Norma Lindner, Jill Lang Ward, The
Honourable Mario Sergio, MPP, Minister Responsible
for Seniors Affairs, Leslie Weatherby

Francine Gendron, David McMullen, Omar
Khan, Chief of Staff and Arielle BaltmanCord, Senior Policy Advisor, Office of the
Honourable Eric Hoskins, MPP, Minister of
Health and Long-Term Care

Awareness & Outreach
Myeloma Canada Support Group
Leaders Summit
Myeloma Canada is proud of the success of its Support Group
Leaders Summit. Held in Montreal on September 12-13, the
event brought together 24 leaders and healthcare partners
from across the country whose aim was to learn from one
another and to develop strategies to develop optimal programs
and services for the greatest number of patients.
St. John’s Leader, Anna Marie MacIsaac, spoke about social
media initiatives, such as launching Facebook pages, and how
they create a sense of belonging by sharing experiences and
offering support. Robyn Wilkenfeld, Bereavement Coordinator,
from the Jewish General Hospital Hope and Cope Wellness
Centre, provided leaders with tips for dealing with illness.
The Summit coincided with the Scientific Roundtable, which
allowed attendees to witness clinicians, researchers and
healthcare professionals exchanging scientific knowledge and
working together to improve patient outcomes.
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Medical representatives from leading pharmaceutical
companies were also invited to give an update on the new
molecules in the myeloma research pipeline.
Recognizing the importance of working with and learning
from the international myeloma community, Myeloma Canada
invited Eric Low, Chief Executive, Myeloma UK to share his
organization’s best practices and priorities. Many of the
UK’s priorities are in keeping with Myeloma Canada’s focus:
namely, promoting research, strengthening advocacy and
broadening awareness of the disease across the country.
Mr Low also sits on the Board of Directors of Myeloma Canada.
The 2014 Support Group Leaders Summit was made possible
thanks to generous grants from Celgene, Onyx, Janssen and
Novartis.

Montreal co-leader Stephen Angelini announced the
upcoming launch of the Myeloma Canada Community Forum.
Scheduled to launch in 2015, the initiative will increase
interaction among patients and caregivers across the country.

Irene Podgorski and Robin Sully, Ottawa
Support Group

Stephen Norman, St. John’s Newfoundland
Support Group

Susan Witcher and Charles Dennis Witcher, Mona Dartige, Regina Support Group
Calgary Support Group

Diane Poupart and Stephen Angelini
Patient Forum Moderators

Mike Kacsor, Toronto and Dstrict Support
Group

Ian MacDonell, North Island Support Group Anna Marie MacIsaac, St. John’s
Newfoundland Support Group

Mary Lynn Edinga and Lorelei Dalrymple, Trish MacDonald and Julie Salsman, Halifax
Edmonton Support Group
Support Group

Ev McDowell and Jeff Parton,
London Support Group

David McMullen, Toronto and District
Support Group

Gord Ross and Norma Lindner,
Halton Peel Support Group
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Awareness & Outreach
Pan-Canadian Consultation Process
Consultations
took place in:
•

Calgary

•

Edmonton

•

Halifax

•

London

•

Mississauga

•

Montreal

•

Ottawa

•

Saskatoon

•

St. John’s

•

Toronto/Halton-Peel

•

Vancouver

•

Winnipeg

Ten years running, Myeloma Canada remains true to its roots by focusing on patients’ needs.
In 2014, it set out to solicit input from the Canadian myeloma community to ensure the
organization remains relevant and sustainable.
The initiative is referred to as the pan-Canadian consultation process. The initiative involved
hiring a communications expert who, with the CEO of Myeloma Canada, Francine Gendron,
met with over 250 patients, caregivers and healthcare professionals in 12 cities across the
country. Through the consultation process, Myeloma Canada set out to better understand the
regional needs and challenges of the myeloma community with the aim of providing relevant
programs and services.
While the process was underway, a recurring need came to the foreground of the discussions:
patients asked for a mechanism to voice their needs and concerns to Myeloma Canada and
its Board. Before the formal consultation process wrapped up, a Patient Advisory Council was
established and a Chair was appointed.
The information gathered from these consultation exchanges will be compiled in a report and
presented to the Board of Directors in 2015 to serve as the basis of a three-year strategic plan.

Pan-Canadian Consultation

Pan-Canadian Consultation

Myeloma Canada Patient Advisory Council
In mid-2014, the Myeloma Canada Board of Directors decided to initiate a Patient Advisory Council (PAC). This
council is responsible to advise the Board on specific regional and national issues, from a patient and caregiver
perspective. The council will have one member representing each of four regions in Canada, namely Atlantic
Canada, Quebec, Ontario, and Western Canada, plus a Chair.
In late 2014, the Board asked me to be the PAC Chair. Afterwards, there was a call for interest for PAC members,
issued nationally. The members representing each region will be appointed in early 2015. The council will then plan
its work for 2015 and beyond. This will include reaching out to the myeloma patient communities across Canada,
to hear patient/caregiver concerns and suggestions. The PAC will then periodically report to and advise the Board.
David McMullen, Chair, Patient Advisory Council

21 %

of 2014 spending

Investment in Awareness &
Communication

6%

of 2014 spending

Investment in
Access & Advocacy

Access and Advocacy
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Carolyn Henry Memorial
TEAM Award

Myeloma Canada Makes a Case
for Public Funding of Pomalyst®

This year, Myeloma Canada had the pleasure of presenting
the Carolyn Henry Memorial TEAM Award to the Canadian
Organization for Rare Disorders (CORD).

The pan-Canadian Oncology Drug Review (pCODR) issued
recommendations to provincial government drug plans that
Pomalyst® (pomalidomide) be publicly funded.

The award aims to recognize outstanding work undertaken
to improve the quality of life for people living with multiple
myeloma.

Myeloma Canada played a decisive role in influencing these
recommendations by providing pCODR with evidence
from over 400 patients and caregivers from across Canada
and the United States. Myeloma Canada partnered with
the International Myeloma Foundation to gather enough
information to ensure that the data was significant. Myeloma
Canada also met with key government decision makers,
including the Premier of Ontario, health policy advisors and
MPPs during the Myeloma Canada Awareness Day at Queen’s
Park on November 5, 2014.

Myeloma Canada wishes to acknowledge the exceptional
work done by CORD. Particularly the organization’s efforts to
provide a strong and united voice to advocate for better health
policies and an improved healthcare system for myeloma
patients.
The Excellence in Advocacy Medal (TEAM) from
Myeloma Canada, created in 2009, honours the
exceptional achievements of individuals or organizations
who seek to make a difference by promoting fair access
to myeloma treatments. At the 2012 Summit, the Award
was renamed the Carolyn Henry Memorial TEAM Award
to honour the efforts of this ardent advocate who was
dedicated to improving the quality of life of myeloma
patients. Carolyn lost her eleven-year battle with
myeloma in January 2012.

Myeloma Canada is pleased with the pCODR’s
recommendations to the provinces and hopes that provincial
drug programs will comply. Unfortunately, in Quebec, an
initial review on July 19, 2014 from the Institut national
d’excellence en santé et en service sociaux (INESS), rejected
the funding for Pomalyst® on the provincial drug plan.
We will continue to keep the myeloma community informed of
any developments.

Focus on Access: 2014 Advocacy Summit
Twenty Myeloma Canada Support Group members from across the country gathered on
November 4, 2014 in Toronto to attend the 5th Annual Advocacy Summit. During the oneday Summit, Bill Dempster, a public affairs specialist together with Francine Gendron,
CEO, Myeloma Canada, provided an overview of the Canadian healthcare system and how
the status of the system affects patients’ access to services and new therapies. Updates
were presented on new therapies being evaluated by Health Canada and the progress
being made to reimburse drugs by the provinces and territories.
Participants attended a training session to hone their skills and be better prepared to voice their concerns and needs when they
approach government decision makers. A tool that was developed for the training session was the Myeloma Canada Advocacy
Handbook. The Handbook is available online at: www.myeloma.ca.
Participants put their learning to work the next day at Queen’s Park during the Myeloma Canada Awareness Day.

Jill Lang-Ward, Leslie Weatherby, Robin Sully

Ev McDowell

Cindy Leder,
Francine Gendron
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Science and Research
On the occasion of the
annual Year In Review, I am
eager to share with you the
exceptional accomplishments
and developments that are
powering Canadian myeloma
research and helping fulfill
the potential for Canada to
become a world leader.
Given the complex nature
of
myeloma,
researchers
face
many
challenges.
Fortunately, we are currently
Aldo Del Col, Co-founder; Chair,
in a very dynamic research
Science & Research Committee
environment that is pushing
the boundaries of knowledge and transforming the
therapeutic landscape with innovative approaches such
as immunotherapy, genomics and cell therapy. These
scientific innovations will lead to increased and better
targeted options for treatment, with the hope that
myeloma will be reclassified as a chronic disease in the
not too distant future.
The key to success in advancing myeloma research in
Canada is collaboration and teamwork. The Scientific

Myeloma Canada Research
Network Expands to16 Sites
The Myeloma Canada Research Network (MCRN), the science
and research arm of Myeloma Canada, is the first and only
myeloma research group bringing together Canada’s leading
myeloma researchers from across the country. From its
beginnings in 2009, it has now grown to a network of 16
myeloma research and treatment centres in nine provinces
across the country.

Roundtable and the Myeloma Canada Research Network
provide outstanding examples of how to leverage the
exceptional expertise and knowledge of our Canadian
myeloma research community to work together to
improve patient outcomes.
On behalf of the Canadian myeloma community,
Myeloma Canada wishes to express its gratitude and
appreciation for the tireless dedication of researchers
and clinicians in their efforts to improve the lives of
myeloma patients while working towards the cure.
We also acknowledge the contribution of our industry
partners and their continued investment in research to
discover new treatments that will help patients living
with myeloma live longer, productive lives.
And a special thank you to myeloma patients and their
families everywhere who, despite the challenges of
living with an incurable disease, continue to advance
our common goal through their determined fundraising
and advocacy efforts.
Working together in collaboration we can all make
myeloma matter.

diagnosed, transplant-eligible patients, was opened in 2013
and includes hospitals in Vancouver, Edmonton, Saskatoon,
Toronto, Ottawa, London, Montréal, Saint John and Halifax,
with Calgary conducting the genomics component of the
trial. Proposals for four other clinical trials are presently
being developed.

The expansion of the MCRN will foster additional and more
collaborative research work and bring significant benefits to
Canadian patients, including:
• Attracting the best myeloma medical research and
clinician talent to Canada;
• Extending research activity to more myeloma treatment
centres in Canada, benefiting patients in more regions
of the country;
• Providing additional opportunities for our patients to
participate in clinical trials, enabling expanded access
to treatments not otherwise available in Canada;
• Potentially enabling earlier approval of new drugs
in Canada;
• Contributing more to global myeloma research
and treatment advances.
The first clinical trial, MCRN 001, a Phase II trial for newly

The Myeloma Canada Research Network has grown to
16 centres in 15 cities across Canada.

Science and Research
Myeloma Canada
Scientific Roundtable

MYELOMA
CANADA
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SCIENTIFIC
ROUNDTABLE
MAKING MYELOMA MATTER

The fifth annual Myeloma Canada Scientific Roundtable, held
in Montréal on September 12 and 13, attracted 23 of Canada’s
key investigators and clinicians from 12 academic centres
across Canada. The purpose of this annual forum is to update
and exchange information on the basic and translational
research being done in Canada and the US, and provide the
opportunity to discuss and plan future clinical trial initiatives
to be conducted through the Myeloma Canada Research
Network. Guest speakers included Dr Marta Chesi from
the Mayo Clinic, Dr Lawrence Boise from Emory University,
Dr Nikhil Munshi from the Dana-Farber Cancer Institute
and Dr Jonathan Keats from TGen. They provided updates

Leading myeloma experts from Canada and the US, as well representatives from
pharmaceutical and biotechnology companies attended the annual Scientific
Roundtable in Montreal.

on several exciting areas of research including genomics,
novel targets and immunotherapy. Medical and research
representatives from nine pharmaceutical and biotechnology
companies were also invited to update the attendees on their
company’s myeloma program and pipeline.
This year, support group leaders from across Canada who were
in Montreal attending the Support Group Leaders Summit
were invited to attend one of the sessions. This helped provide
insight into the science and research programs of Myeloma
Canada and focused attention on the reason for moving
research forward: the patient. The co-chairs of the event,
Dr Paola Neri and Dr Nizar Bahlis from the University of
Calgary did an outstanding job in developing the agenda
and attracting the internationally recognized myeloma
researchers.

From left to right Dr Andrew Belch from the Cross Cancer Institute, and the co-chairs
of the event, Dr Paola Neri and Dr Nizar Bahlis from the University of Calgary.

Myeloma Canada Partners with Cancer Research Society
Myeloma Canada’s goal as a patient-driven, patient-focused organization is to improve outcomes for all Canadians living with
myeloma. To support the progress of Canadian myeloma research, Myeloma Canada established an annual research grant of
$50,000 in 2011. In its continuing efforts to increase research funding, Myeloma Canada entered into a partnership agreement
with the Cancer Research Society that has increased the value of the Myeloma Canada Research Grant from $50,000 to
$120,000. The Cancer Research Society is a national not-for-profit organization whose sole mission is to fund cancer research
exclusively and to offer seed money for the most promising original ideas, projects and researchers across Canada.
This joint program will support the most promising Canadian myeloma research through
a national competition where the best proposal will be granted the award. A scientific
committee, comprised of peers, selects the project to be funded.
Myeloma Canada thanks the Cancer Research Society and all the patients, family members
and other supporters, who through their generous donations to Myeloma Canada, help
support Canadian myeloma research.
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Science and Research
Myeloma Canada Announces Recipient of the 2014 Research Grant
Guided by evaluation criteria developed by the Myeloma Canada Scientific Advisory Board and the
Myeloma Canada Research Network, an expert committee of the Cancer Research Society carefully
reviewed and evaluated the many research proposal submitted and selected Dr Sabine Mai of the
Manitoba Institute of Cell Biology as last year’s recipient of the research grant in the amount of
$120,000.
The grant will allow Dr Mai to continue her work with the 3D nuclear telomere organization in
multiple myeloma, which could provide a means of predicting disease progression and relapse.
Dr Sabine Mai of Winnipeg is the
recipient of the 2014 Myeloma
Canada Research Grant

Myeloma Canada Appoints New
Members to Scientific Advisory Board
Myeloma Canada proudly announced the appointment of
two new members to its prestigious Scientific Advisory Board:
Dr Paola Neri from the University of Calgary and Dr Jonathan
Keats from the Translational Genomics Research Institute
(TGen) in Phoenix, Arizona.
Dr Neri is a Clinical Assistant Professor of Medicine, attending
physician in the Hematology division at University of Calgary
and member of the Southern Alberta Cancer Research Institute
(SACRI).
Dr Neri received her medical degree at Magna Græcia University,
Catanzaro, Italy in 2000. She completed her specialty in Medical
Oncology in 2005 and received a PhD in Molecular Oncology
and Experimental Immunology in 2011. From 2003-2006
she was Research Associate at Dana-Farber Cancer Institute,
Harvard Medical School in Boston under the mentorship of
Dr Kenneth Anderson and Dr Nikhil Munshi. Her main focus of
research is to study druggable therapeutic targets in myeloma,
identify new biomarkers of response to novel agents and develop
in vivo murine tumour models.
Dr Neri is well published in the field and some of her research
work includes the development of the scid-hu myeloma model
and the pre-clinical investigation of several classes of drugs
in this disease. Several of these pre-clinically validated targets
are currently in early Phase I clinical studies (BAFF inhibitors,
HDAC inhibitors, ITGB-7 and PARP inhibitors).

Dr Keats joined TGen as an Assistant Professor in July 2010.
He received his PhD from the University of Alberta in 2005
where he studied the clinical and biological consequences of
t(4;14)(p16;q32) in multiple myeloma under the supervision of
Dr Linda Pilarski, who is also a member of the Myeloma
Canada Scientific Advisory Board. After completing his PhD
he moved to the Mayo Clinic for his post-graduate training. At
Mayo Clinic he worked with fellow Canadian, Dr Leif Bergsagel,
to identify novel genetic events underlying the pathogenesis of
multiple myeloma.
Dr Keats’ work is focused on identifying genetic events that drive
the development, progression and resistance to therapy. His lab is
currently focused on understanding how some of the most frequently
mutated genes identified in his previous studies are involved in the
pathogenesis of multiple myeloma.

Dr Paola Neri and Dr Jonathan Keats were named members of the Myeloma Canada
Scientific Advisory Board in 2014.
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Myeloma Canada: Making Myeloma Matter
Stepping Out
to Make Myeloma Matter
Nearly 700 individuals in
eight communities across
Canada stepped out on
September 21 and 28 to
raise funds and awareness
at the annual Multiple
Myeloma March. The
2014 campaign raised
$262,247.07 and made
headlines in prominent
media outlets.
Funds raised during Myeloma Canada’s signature fundraising
event are dedicated to improving patient outcomes by advancing
research, providing better access to treatments, increasing
awareness of the disease and providing educational resources
to patients, families and caregivers.
Created in Montreal in 2009 by a patient and her friend, the
March now proudly counts Halifax, Mississauga, Montreal,
Quebec, Sault Ste. Marie, St. John’s, Windsor/Essex County
and Winnipeg among the vibrant and driven myeloma
communities that are making myeloma matter.
A special thanks to this year’s volunteers, coordinators and
their organizing committees who dedicated their time and

energy to make the Multiple Myeloma March a success. These
organizers are:
Participating cities

Coordinators

Halifax, NS

Trish MacDonald, Julie Salsman
and Michael Senz

Mississauga, ON

Anne Spencer and Dan Wigle

Montreal, QC

Francine Ducas

Québec, QC

Laurie and Maude Carrier

Sault St. Marie, ON

Jill Lang-Ward and Pam Orchard

St. John’s, NL

Anna-Marie and Bill MacIsaac

Windsor/Essex County, ON

Crystal Harvey and Erma Roung

Winnipeg, MB

Heidy Foot, Abbie Greider and
Gloria Lowry

If you would like to organize or participate in a March, please
contact us at info@myeloma.ca.

13

14

Myeloma Canada: Making Myeloma Matter
Giving Back: The Ellis Basevitz Fund
In 2005, at the age of 62, Ellis Basevitz was diagnosed with multiple myeloma. True to his belief in
giving back to the community, Ellis has, from the start, supported Myeloma Canada with enthusiasm
and generosity. He walked in the Multiple Myeloma March and has recently, thanks to his accounting
expertise and business acumen, been appointed as Treasurer of the Board of Directors.
This year, to mark his 70th birthday and show his gratitude to Myeloma Canada for its support since
his diagnosis, Ellis established the Myeloma Canada Ellis Basevitz Fund. Instead of purchasing gifts to
mark his birthday, Ellis’s friends and family have donated more than $13,000 to the Fund.
Ellis Basevitz

The One Crazy Stamper
Charity Crop for Myeloma

Trevor Olfert
and The Open Sky Orchestra

To honour a friend with multiple myeloma, Lora Sinkler-Lake
rounded up the Bolton, Ontario, scrapbooking community
last September to raise funds for Myeloma Canada. Together,
they created beautiful scrapbooks and raised over $4,135.
These funds will help Myeloma Canada get one step closer to
improving patients’ lives.

Over the past three years, Trevor Olfert and 40 musicians
have generously given their time and energy to host benefit
concerts for Myeloma Canada. In 2012 Trevor, a teacher at
St. George’s School in Winnipeg, offered to host a concert for
a colleague, Kera Leask Prymak, whose mother, Maggie, had
been diagnosed with multiple myeloma six years earlier.
This year’s edition raised, $8,700.

MacGyver’s Golf Tournament
Karen Froome and her two
daughters hosted the First Annual
MacGyver’s Golf Tournament
at the Pineview Golf Course in
Ottawa for their husband and
father, Greg (aka MacGyver),
who was diagnosed with multiple
myeloma in 2013.
The Tournament raised $8,100.
The funds will benefit Myeloma
Canada’s patient education
programs and research initiatives.
Karen Froome and her two daughters

Trevor Olfert and the Open Sky Orchestra

Myeloma Canada: Making Myeloma Matter
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Golf Tournament Aims at ‘Driving’ Away Cancer
We are grateful to Gord Ross, his wife Claire, and their two daughters, Lily and Gracie who have put
their hearts and souls into organizing the annual Scramble for the Cure Golf Tournament. For the
past five years, Gord has held the event in memory of his father, Jim, and his sister, Becky, both of
whom succumbed to multiple myeloma.
The theme of the 2014 edition, was Driving Away Cancer. It raised $39,442. To date, the event has
raised over $100,000 in support of Myeloma Canada’s patient programs.
Gord and Claire Ross

Making Miles Matter for Multiple Myeloma: Run for Ruth
Nelson ran:
•

 he Edmonton
T
Marathon,
Edmonton, Alberta

•

 he Huffin’ Puffin
T
Marathon, St. John’s,
Newfoundland &
Labrador

•

 he Oasis Rock’n
T
Roll Marathon,
Montreal, Quebec

•

 he Ottawa Fall
T
Colours Marathon,
Ottawa, Ontario

•

 he New Balance
T
Fall Classic
Vancouver
Marathon,
Vancouver, British
Columbia

On Sunday, August 24, Nelson Wiebe, a 24-year-old student from Edmonton, ran his first
of five marathons to help raise awareness for multiple myeloma. Nelson felt compelled to
take action following his Aunt Ruth’s (Klassen) diagnosis in 2010. As he says, “I wanted to
do something to try and change her life and to keep her in my life.” Joining Nelson for the
Vancouver and St. John’s marathons was Don Wright a 73-year-old multiple myeloma patient
from Stillwater, Minnesota, who has run over 85 marathons since 2003. Myeloma Canada
wishes to thank Celgene for its generous support of the Run for Ruth campaign.

We also wish to thank the thousands of
other volunteers, donors and participants
in the various activities held by
Myeloma Canada to promote our cause
across the country.

Don Wright, US myeloma patient,
Francine Gendron CEO Myeloma
Canada, Nelson Wiebe initiator of Run
for Ruth who ran 5 marathons in Canada
to make myeloma matter, Ruth Klassen,
Nelson’s aunt who was the inspiration for
the run

7%

of 2014 spending

Investment in
Fundraising Initiatives

About Myeloma Canada
Myeloma Canada is a registered non-profit organization
created by, and for, people living with multiple myeloma. As
the only national organization exclusively devoted to the
Canadian myeloma community, we have been making myeloma
matter since 2005.
Myeloma Canada seeks to strengthen the voice of the
Canadian myeloma community by working with leading
myeloma researchers and clinicians, local support groups and
other cancer organizations to improve the quality of life of
myeloma patients, their caregivers and their families through
education, awareness, advocacy and research.
Our mission is to:
• Provide educational resources to patients,
families and caregivers
• Increase awareness of the disease and its effects on
the lives of patients and their families
• Facilitate access to new therapies, treatment options
and healthcare resources
• Advance clinical research and promote access to new
drug trials in Canada
What is Multiple Myeloma?
Multiple myeloma, commonly referred to as myeloma, is an
incurable cancer of the plasma cells. Plasma cells are found
in the bone marrow and are part of the immune system that
makes antibodies to help fight infections.
Because plasma cells are found in the blood, myeloma is
referred to as a hematologic or blood cancer. The word
“multiple” is often used because the malignant cells are not
typically limited to one area of the body, but affect the bone
marrow in multiple regions.
Although there is currently no cure for myeloma, the past
decade has seen effective new treatments that have increased
median overall survival from 3 - 5 years to over ten years.
Many patients now lead full lives for years after diagnosis.
What Causes Multiple Myeloma?
To date no specific causes for myeloma have been identified;
however, a possible link has been suggested between exposure

to chemicals, pollutants, radiation or other environmental
factors and an increased risk of developing myeloma.
How Common Is It?
Multiple myeloma affects approximately 7,500 Canadians, with
an estimated 2,500 new cases of the disease to be diagnosed
in Canada in 2015. Myeloma most often affects individuals in
their early 60’s, and is more common in men.
Characteristics of Multiple Myeloma
There are often no symptoms in the early stages of myeloma
and in some cases it may be discovered accidentally during
routine blood testing. When present, symptoms may be vague
and similar to those of other conditions.
Malignant plasma cells grow and crowd out healthy cells in
the bone marrow, impacting the body in a number of ways,
including:
• P
 roduction of fewer red blood cells, which may
result in anemia and fatigue
• Suppression of healthy white blood cell production,
which can lead to recurrent infections
• Attacking and weakening of bones, which may lead
to osteoporosis, pain and fractures
• Impairment of kidney and nerve functions
Myeloma is a complex disease and patients may experience
all, some, or none of the described symptoms.
Seven Canadians are diagnosed with multiple myeloma every
day. Although new treatments have helped some patients live
longer, more productive lives, we still lose more than 1,300
Canadians to this incurable disease each year. With increasing
research, the overall outlook for myeloma patients is steadily
improving.
Finding Support
There are 21 myeloma support groups in nine provinces
across Canada. Myeloma Canada provides financial support
to many of these groups so that they can continue to meet the
needs of their local myeloma community. For information on
local support groups, visit www.myeloma.ca and click on “find
support”.

To reach Myeloma Canada:
Telephone: (579) 934-3885 or 1-888-798-5771
E-mail: contact@myeloma.ca
Mailing Address: 1800 Le Corbusier Blvd
		

Suite 138

		

Laval, QC H7S 2K1

For more information about Myeloma Canada or to make a donation, please visit www.myeloma.ca

