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Researchers from the Prosserman Family Neuromuscular Clinic at the University Health Network (Toronto,
Ontario) are conducting a short survey to understand how symptoms of CIDP affect patients’ daily lives and
well-being. They are also studying which CIDP-related problems are more bothersome to patients.
If you wish to participate in the study or are interested in additional information, please click the link below.
http://barnettoutcomesresearch.hostedincanadasurveys.ca/index.php/331173?lang=en

On Sunday August 25th, Justin and Nancy Galaski hosted a

Grill Out

GBS

in Aurora. For those who do not know Justin, they

wouldn't believe that the man flipping the burgers was unable to
walk or even lift his arms one year ago when he was admitted to
Southlake Hospital with GBS. We had just over 100 people in
attendance with food, raffle prizes and a silent auction. We raised
$7,700.00.
We would like to thank Jessica J, Justine W, Tiffany S, Lopes family,
Mayer Family, Zagala Family and Costa Family for donating the
amazing raffle prizes and thank you Manuel Jordao for organizing
the silent auction.

Thank you to the following sponsors for their 2019 support
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September 5, 2019

Update on Immune Globulin Supply in Canada
Dear IG patient/caregiver,
As we have informed you since May, Canadian Blood Services experienced a shortage of the SCIg product Cuvitru.
Due to an increase in supply of Cuvitru in recent weeks, this shortage is no longer active and supplies are now at normal
levels.

Patients currently receiving SCIG (Cuvitru)
Currently treated patients should continue with NO changes to their current access to SCIg. Patients that were switched to
alternates will continue on alternates until further notice.

Vial Substitutions
All vial sizes should be in good supply, and vial substitutions should cease.

Patients currently receiving IVIG
Currently treated patients should continue with NO changes to their current access to IVIG.

Vial Substitutions
Gammagard inventory is beginning to stabilize reducing vial size substitutions.

Patients waiting for SCIG
Patients currently in the queue to start SCIG should expect no delay in their training.

Moving Forward
We appreciate everyone’s concern and patience during this shortage. If you have any questions or concerns about your
treatment please contact your healthcare provider.
We will continue to update you, and work with Canadian Blood Services and industry, for the patient, ensuring that
patient care is the primary concern to all involved.
CIPO National

GBS/CIDP Foundation of Canada

1-877-607-2476

1-647-560-6842

GBS/CIDP Foundation of Canada
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Building Awareness 2019
The foundation had a very busy spring raising awareness in the medical community. We were an exhibitor at
the following medical conferences.
Canadian Association of Rural Physicians (CARP)

Canadian Association of Neuroscience Nurses (CANN)

Canadian Association of Emergency Physicians (CAEP)

Canadian Neurological Sciences Federation (CNSF)

CAEP 2019 in Halifax

CNSF Montreal

Helpful Hint – Opening Wide Mouth Jars
How many of us have, before and after GBS, run their jars under hot steaming water to help open a jar?! Other solutions
that don’t work without some strength are latex rubber grips or claw like jar openers you can purchase. Well, stop there.
Here is a new, simple trick. Follow the pictures and directions. Go try a jar right now!

Find a can opener, bottle opener,

Position opener until you can

or you can find proper seal

feel a tug on the underside of

openers in kitchen stores.

the lid. Lightly lift the edge of
the jar lid until you hear a pop
sound.
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Open jar lid EASILY. Voila!
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Spring Walk and Rolls
Many thanks to our walk chairs, volunteers, teams, community representatives, and supporters for the great turn out!
This spring saw walks in Calgary, Halifax, Edmonton, and Montreal. You made great strides in building community
awareness and fundraising in support of continuing our ongoing programs. Thank you for walking and rolling.
Keep watching for upcoming Walk and Rolls in your regions!!

GBS/CIDP Foundation of Canada
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National Conference
Serving patients with support, education, research, and advocacy
Mix and Mingle Social and Fundraiser
Friday Evening, Oct 25, 2019
6pm-9pm
Conference Day
Saturday, Oct 26, 2019 – 7:30am – 5pm
GBS – Dr. Anita Florendo-Cumbermack
CIDP – Dr. Steven Baker
MMN – Dr. Hans Katzberg
Children diagnosed with GBS, CIDP, and MMN – Dr. Jiri Vasjar
How to talk to your Doctor – Wilma Koopman
Medical Cannabis in Pain Management – Dr. Robert Sealey
Subcutaneous Immunoglobulin – TBA
Peripheral Nerve Research – Dr. Douglas Zochodne
What’s New in GBS, CIDP, and MMN Research – Dr. Vera Bril
Chair Yoga - Nancy Edwards
The Benefits of Exercise: It’s more important now than ever – Mona Walls
Immunization – Dr. Hans Katzberg
Aging with GBS, CIDP, and MMN – Dr. Vera Bril
Securing Plasma for Canadians – Sylvain Grenier
ASK THE EXPERT – Open Floor Question and Answer

Register Early and Save!

www.gbscidp.ca
Topics may be subject to change
Special Hotel Room Rate of $129 until Oct 1, 2019
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Board of Directors
GBS/CIDP Foundation of Canada
Marilyn Rose, President, Director, AB
Marilyn Rose, current President of the GBS-CIDP Board, has been involved with the
foundation for several years. She began as a liaison in 2011, shortly after her
daughter’s recovery from GBS. She joined the board in 2017.
Over the past 35+ yrs., Marilyn’s’ career in Nursing, Child Protection /Crisis
Intervention Social Work and Community Development has given her a diverse and
extensive background working in the field of human services. She has previous
experience as a board director and has worked in the non-profit sector over the past
10 years as a Community Development Consultant.
Marilyn is passionate about making a positive difference in the lives of others,
including people & senior dogs she volunteers to rescue and foster. She is a certified pet therapist, an
accomplished Singer/Songwriter and Professional Inspirational Speaker.
She is married, has four grown children and 6 grandchildren!

Darryl Bedford, Vice President, Director, ON
Darryl Bedford is a Professor in the School of Information Technology at
Fanshawe College in London, Ontario. Since 2002 he has taught
courses in the fields of web application development and computer
security.
Darryl is also the President of the Faculty Union at Fanshawe (Ontario
Public Service Employees Union Local 110), a position he has held since
2010. Related to his union role, he was a member of two provincial
collective bargaining teams (2014, 2017) for college faculty and served
on the Board of Trustees for the CAAT Pension Plan from 2010 to 2018
including one term as the Chair of the Board.
On a personal note, Darryl was diagnosed with CIDP in 2004-05. He is active in the London community and a
father to a teenage son.
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Board of Directors – con’d
Howard Huss, Treasurer, Director, ON
Howard has been an active member of the Board of Directors of the Foundation
since his diagnosis with GBS in the fall of 2008. He was extremely grateful for the
support he and his family received and he wanted to pay it forward and do the
same to those who are going through this.
During his time with the GBS/CIDP Foundation of Canada, Howard has held
various positions within the foundation, starting as a liaison and moving into his
current role as Treasurer in 2018.
Howard is married to Katherine, his wife of 20 years and has 2 daughters, Rebecca
and Lauren. They all like to spend time exploring the outdoors in Ontario and
across Canada. The East Coast of Canada is a particular favorite spot of theirs.

Holly Gerlach, Secretary, Director, AB
Holly Gerlach joined the Board of Directors in January 2019
after volunteering for several years as a liaison.
Holly was diagnosed with GBS in 2011 at the age of 26, just
weeks after giving birth to her daughter. She spent almost three
months in ICU and went on to have a miraculous recovery.
Holly got involved with the foundation shortly after to provide
hope to newly diagnosed patients, and to help advocate for the
illness that forever changed her life. She was awarded the Walter Keast Award in 2017, recognizing her
passion to give back to the GBS-CIDP and variant community.
Holly works as a Human Resources Advisor for manufacturing company in Edmonton, Alberta. Holly and her
daughter, who is now 8 years old, share a life with Holly’s fiancé and his two children. She enjoys spending
time with her family and friends, and working out in the gym.

Tamer Mikhail, Director, ON
An engineer, with over 20 years of engineering and management
experience with Expertise in product design and development, Machine
design, management consulting and Asset
management. Currently holds multiple patents. Tamer is also on the
board of the Rougebank foundation.

GBS/CIDP Foundation of Canada
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Board of Directors – con’d
Jim Strongolos, Director, ON
It was July 14,1997 at 52 years old when Jim was diagnosed with GBS. Jim was operating his own consulting
company in logistics and engineering and happily married with 2 teenage daughters
when GBS came crashing down.
What a journey? Jim continued to try and keep his consulting business intact while
focusing on his recovery.
Jim got involved with the GBS/CIDP support group and the Hospital Foundation while
recovering and joined Susan Keast in 1998 on a three member Board that led to the
formation of the existing non profit foundation of Canada in 2003.
Jim is blessed to be able to help and volunteer for such an organization that always focuses on the support of
patients and their families with their GBS journeys and the challenges that come with being afflicted. Jim is
now 74 years young, and 22 years later, still feels very proud to be part of the Foundation.

Ron Van Holst, Director, ON
Ron Van Holst is an engineer with over three decades experience in technology
intensive firms including Canada’s leading industrial research firm as well as
start-up companies. Ron also served for over five years on a non-for-profit
board in the Ottawa valley (a retreat centre for youth education), it was a very
hands-on role actively participating in everything from program development
and delivery to facilities maintenance and kitchen duties. Most recently he held
leadership role for a data-intensive program in a not-for-profit agency funding
innovation on behalf of the Ontario government, a role that allowed him to see
a wide variety of applied research projects across all sectors including a wide
variety of healthcare related projects.
Ron’s interest in GBS-CIDP came through his wife being diagnosed with GBS June 1, 2017 where he was
noted by the principle care physician on being an excellent advocate for her in her condition; he learned a
great deal about GBS advocacy through the support groups of the GBS-CDIP foundation and is motivated to
help.
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CIDP Patient Journey
Submitted by: Donna Hartlen
GBS/CIDP Foundation of Canada has almost completed a study of the CIDP patient experience. The research
was conducted by Bryter Inc. and sponsored by CSL Behring Canada. The CIDP patient journey maps the
clinical, behavioral, and emotional patient journey. The objective of the research is to find ways to improve
the patient experience by understanding information and resource gaps, identifying patient challenges, and
unmet needs.
In order to fully understand the experience of a CIDP patient’s journey, we required participation of patients,
caregivers, and medical professionals, which all play a role in the journey. The approach to this research is
broken into the following participant categories and activities:
!

2-week digital ethnography of 11 patients

!

In-home filmed / Skype interviews of 11 patients and 3 caregivers

!

Healthcare Professional telephone interviews. There were 7 neurologists and 3 registered nurses.

GBS/CIDP Foundation of Canada worked to ensure a good cross-section of patients. Patient participants
include patients from Alberta, Ontario, Quebec, and Saskatchewan and aged 37-77. Also taken into
consideration is the time since diagnosis. This ranged from 39 years ago to just diagnosed within 6 months.
Also considered were differing degrees of physical impairment.
The following topics were discussed during research interviews:
!

Getting to know the patient, their life and daily routines

!

Journey from initial symptoms to today

!

Impact of diagnosis

!

Living with CIDP today

!

Impact on life, self, work, and relationships

!

Experiences with treatments and care

!

Pictorial metaphor technique to understand deeper held emotions

!

Challenges and unmet needs

The analysis phase of this research is almost complete. The foundation looks forward to disseminating the
findings of the research to the medical community and our members toward the end of the year.
The foundation would like to thank all participants for their commitment to this project.
Without your participation, we could not have completed this research .

GBS/CIDP Foundation of Canada
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GBS/CIDP Foundation of Canada invites you to
Mix & Mingle
Join us for our Social Fundraiser
Friday, October 25/19
6 – 9 PM
Silent Auction items, Games and Social evening

Reserve your visit to the GBS|CIDP Patient Journey Exhibit
Being held at the Westin Toronto Airport Sutton Ballroom
950 Dixon Road, Etobicoke, ON
Tickets:
https://www.canadahelps.org/en/charities/gbscidp-foundation-of-canada/events/gbscidp-nationalconference-2019/
In support of the GBS/CIDP Foundation of Canada’s programs
Visit www.gbscidp.ca for full details

Disclaimer
Information presented in the GBS/CIDP Foundation of Canada newsletter is intended for general educational purposes only, and should not be
construed as advising on diagnosis or treatment of Guillain-Barré syndrome, Chronic Inflammatory Demyelinating Polyneuropathy, or any
other medical condition.

