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Fall 2020

September 10-11 2021

Canada Wide Virtual
Walk and Roll
Join us across Canada in this
year’s Canada Wide Virtual
Walk and Roll. Get your teams
ready and join today!

Coming soon! Online Educational
Sessions, including ‘Ask the
Expert’
Patients and caregivers can
submit their questions to
experts for multiple topics of
interest. Some sessions will be
live. See inside!

Montreal National Conference
rescheduled
Due to the current COVID-19
pandemic and our concern for
patient safety, the foundation
has postponed the 2020
Montreal Conference until fall
of 2021.

PATIENT JOURNEY VIDEOS
Watch now!
https://www.gbscidp.ca/patient-videos/
Thank you to our patients and caregivers that
shared their journeys.
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Larry Brenneman

A Message From The Executive Director, Donna Hartlen

Tom Feasby, MD

We are still here for each of you!

Serge Payer

I don’t have to tell Canadians how trying these times have been since we were thrown
into a pandemic world. Many of us have been challenged before. Overcome adversity.
Gotten better slowly. Climbed and conquered a mountain. Live with a new appreciation.
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These times of uncertainty can be scary
and bring fears to the surface that can
percolate during any viral season. Many of
us are self-isolating to protect our self or a
loved one. The foundation is a big family of
those that understand the challenges and
hard decisions being made for themselves
and their families during these times. We
are here to try and answer your questions.
We are here to provide a support
community. Don’t hesitate to reach out to
us.
There have been some positive things that
have come from COVID-19. Yes, that’s
right, positive! All of those projects that
needed technology training were done in
record speed! Kim Brooks (Volunteer Coordinator) and the liaisons were fantastic in the
spring and had peer-to-peer support meetings up and running in no time using Zoom for
business The foundation will carry on with these online support sessions throughout the
pandemic and beyond.
The foundation heartbeat is still strong and we are working hard to continue to bring
patients together, create new resources, tools through education, advocate, and build
awareness.
We do however need to try and have a little fun! This summer we started the awareness
challenge. You can help us raise awareness in your community with a poster in hand
like above. Please check it out on the website or Facebook. Also coming up is the online
educational sessions and a chance to ask questions of experts. Also, our Canada Wide
Virtual Walk and Roll. I’ll be kicking CIDP to the curb and raising awareness in my town
with a 20km ride with my team and helping to fundraise for a continued bright future for
the foundation. We need your help to make these projects a success!
There will soon be much brighter days. Remember to thank our first responders when
you have your appointments. They need to hear it for the long haul. Hang in there. Stay
safe. Warmly, Donna

Thank you to the following sponsors for your continued support
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Chronic Inflammatory Demyelinating Polyneuropathy
DR. CHRIS WHITE

You may have heard of some new antibodies associated with chronic inflammatory demyelinating
polyneuropathy (CIDP). You may be wondering if you need to be tested for those antibodies, and if you had
those antibodies what would that mean. I hope to give you a little background to help you think about these
antibodies and whether you need to discuss this with your treating neurologist. Please be aware that we are
early in learning about these antibodies and there is much that is to be learned yet
If you’ve met other people with CIDP you are aware that you share many similar symptoms. However it is also
likely you have noticed that all people with CIDP are not the same. For a long time it has been clear that there
are variations in presentation of chronic acquired demyelinating polyneuropathies. Many of those differences
are based on how the disease presents in an individual patient. For example some disorders seem to pick off
individual nerves. Examples include diseases like Multifocal Acquired Demyelinating Sensory and Motor
Neuropathy (MADSAM), or Multifocal Motor Neuropathy with Conduction Block (MFMN). It is also clear that
different disorders respond differently to treatment. For example MFMN does not respond to corticosteroids
like prednisone. Lastly we had been aware that some of these disorders have specific associated antibodies
like anti Mag, and anti GM1 with Distal Acquired Symmetric neuropathy (DADS) or MFMN.
About ten years ago two new antibodies have been discovered in patients who were diagnosed with CIDP.
Since then some other antibodies have also been discovered. These antibodies are directed against proteins
that are found in peripheral myelinated neurons. Most interestingly they are all located at the paranode. This
is a very important area that helps with conduction of an electrical impulse along a myelinated nerve fibre.
We are still learning about neuropathies associated with these antibodies. The number of identified antibodies
is also growing and includes:
Neurofascin 155
Neurofascin 140/186
Contactin 1
Contactin associated protein 1
While some patients may look like they have typical CIDP there may be a difference in how these neuropathies
present. For example tremor may be a more common problem in anti-neurofascin associated CIDP. Distal
weakness is also commoner in paranodal antibody associated CIDP than in typical CIDP. Most importantly
these disorders may respond differently to medical therapies than typical CIDP.
Typical CIDP has a number of possible therapies, but prednisone and IVIG are commonly used first line
therapies. For many patients first line treatments result in significant improvement. However at least in some
of the paranodal antibody associated variants of CIDP IVIG may be less effective. Growing evidence suggests
alternate therapies may be more effective. Two therapies that appear to be effective in some of the paranodal
neuropathies are rituximab and plasma exchange. Given this information it is important we recognized variants
early on that may need alternate therapy strategies. This raises the question of who should be tested.
There are no firm guidelines on when to test or who should be tested for these antibodies. This is my opinion.
There are two groups that should be tested:
1) Newly diagnosed CIDP patients.
2) CIDP patients that are not well controlled on their current therapies.

Continued next page !

GBS/CIDP Foundation of Canada

3

News and Views

August 2020

Chronic Inflammatory Demyelinating Polyneuropathy – Con’d
Patients with longstanding CIDP who are well controlled on their current therapies without significant
side effects need not be tested as at this time it is unlikely to alter therapy.
At your next visit with your neurologist you may want to ask them about these antibodies and whether it is
worth being tested. My understanding is that different provinces may have different access to the antibody
testing and funding for the tests.

The Bottom Line
1)
2)
3)
4)

There are some newer antibodies associated with CIDP
They may have slightly different symptom profiles than typical CIDP
Some of these variants of CIDP may not respond as well to conventional therapy especially IVIG
Consider testing newly diagnosed CIDP patients and poorly controlled patients with CIDP.

Dean Lower, AB
Board of Directors

Dean was originally diagnosed with GBS in 2016. After
a period of a little over a year, his diagnosis was
changed to CIDP.
At the darkest hour of Dean’s journey, the GBS/CIDP
Foundation offered support, understanding and
guidance for him and his fam ily. Dean believes that his
m iraculous recovery would not have been possible
without the hope the foundation was able to provide.
Dean initially joined the GBS/CIDP Foundation as a
liaison and then m oved into a Board of Director position
as of 2019. His goal is to create a strong, long lasting
foundation that will continue to educate, advocate, and
provide the sam e support and hope he and his fam ily
received throughout his journey. In 2018, Dean was
awarded the W alter Keast Award for his volunteer
efforts for the GBS/CIDP Foundation.
Over his 30-year career, Dean has held several senior
executive roles in num erous business sectors. He has
held both board and advisory positions in private
com panies. Entrepreneurial in nature, Dean is now
healthy enough to em bark on a new, exciting business
venture.
Dean has been m arried to Lorraine for 23 years. They
have two sons, Liam and Declan. Dean was once very
active in sports, both as a player and a coach. He is
now finding a new sense of norm al as he regains his
strength and endurance.
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Be Inspired
LYNN STEEVES
You can do it! What’s the worst that could happen? Well, you’re not going to learn
any younger! If you don’t do it, who will?
As a child and adult, I heard these phrases many times from my parents. My mom
and dad taught me how to work hard, but also how to play hard. I did not
understand the extent of these valuable lessons until Jan 4, 2014. Over the next 2
weeks I would become totally paralyzed and put into an induced coma and on life
support.
When the doctors brought me out of the coma, I was still paralyzed, on the
ventilator and unable to communicate. I was scared and disappointed. I was more
afraid to live than die. After unsuccessfully trying to tell the ICU nurse to just shoot
me, (she interpreted it as “oh, you’re thinking about something...”) I decided to
fight for my life. Maybe it was all the medications, but I saw my dad sitting calmly
beside me saying, “you can do this, Lynn”. He had passed away the previous
year.

So, with much determination, a fabulous medical team, supportive family and friends, as well as a strong faith, I endured
several months in the hospital, and then dedicated the next year and a half to working at the best recovery possible.
My oldest granddaughter and I learned to walk. Her for the first time me for the second. This was one of many milestones
for me. Recovery was very hard, physically and mentally. When months of physio (aka boot camp) at the hospital ended, I
knew I needed to keep moving forward. I was determined to work at recovering everything I possibly could.
I was still not living at home, and still walking with a walker, when my husband pulled up with the truck and stock trailer. In
it was a new paint mare he had bought for me. I was not impressed. “Why did you buy me a new horse when I can’t even
walk alone yet?” He said, “ you will”.
Eventually, when I could walk unaided and had moved back to our farm, I would visit Mona. She was lovely, had great
manners and was beautiful. I did want to ride again. What’s the worst that could happen?
I needed to build some confidence first, I was very nervous to get bumped and fall. I didn’t know if I was strong enough to
sit in the saddle. I certainly wasn’t strong enough to even lift the saddle. So, I registered for private riding lessons. The
instructor helped me move around the horse, clean her feet, and then helped me into the saddle, placing my feet into the
stirrups - I was still unable to move them properly. It was scary, but incredible. I looked forward to my riding lesson each
week, and progressed over the next couple months to saddling, mounting (by myself) and even galloping!
My new horse, Mona, and I learned to build trust and confidence together. We went to the mountains with some good
friends that fall. There were 9 people, 2 teams with wagons and 9 riding horses. Mona had never drank from a river, heard
her horseshoes clinking on rocks, or had trees brush against her. She was as nervous as me! It was a great mountain
getaway; I was getting stronger emotionally and physically.
I continued to work hard. I began swimming 2 times a week. Swimming used to be my favourite sport.
At the pool one evening I was asked if I would consider joining the adult competitive swim team. I was flattered and I
surprised myself by saying yes. Another great choice! This certainly was a challenge. The results were worth every stroke.
I regained a lot of coordination and spatial awareness as well as making some new friends full of encouragement.
I pass this encouragement along to you. Regardless of your abilities, keep working, keep moving, keep trying, and keep
learning. If you don’t do it, who will?
Being proactive is working for me. I want to keep everything I have worked so hard to recover. I work out with a personal
trainer once a week. She focuses on increasing equal strength on my left and right sides. I have some residual paralysis
and nerve damage, comparable to being in my 70’s. This affects my balance therefore I fall often, putting me at risk for
Continued page 8 !
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GBS/CIDP Canada wide Virtual Walk and Roll
Saturday, October 17, 2020 10:00 AM
Where: your Town
Saturday, October 17 at 10:00 AM
From Vancouver Island to Newfoundland let’s
join together as a virtual community to
walk, roll, bike and more for GBS/CIDP/MMN
patients and families!
We encourage participants to build fundraising
teams or join as an individual participant.

For more information and to register go to:

www.gbscidp.ca
https://www.canadahelps.org/en/charities/gbscidp-foundation-of-canada/p2p/Canada-VirtualWalk-and-Roll-Oct17-2020/

For an un-receipted donation of $25. we can send you a GBS/CIDP Foundation of Canada Walk
and Roll T-shirt for family and friends. While supplies last.
Email: info@gbscidp.ca to arrange.
GBS/CIDP Foundation of Canada is a not for profit organization serving patients and families with
Support, Education, Research and Advocacy
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Serving Patients with Support, Education, Research, Advocacy

Online Educational Sessions
GBS/CIDP/MMN Education Sessions – Canada wide
Sunday, Sept 27- Online Conference
2:00 PM ET

Moving from Loss through to Acceptance
A presentation with Q&A period, where grief,
loss, learning to thrive are discussed. Jackie
Robertson, Reg. Psychotherapist. Family based.
Questions can be submitted to: www.gbscidp.ca
You must pre-register to attend.

Sunday, Oct 4 – Online Conference
1:30 PM ET – English session
3:30 PM ET – French session

Sylvia de Melo, RN will present information on
Subcutaneous Immunoglobulin – SCIG vs IVIG.
Questions can be submitted to: www.gbscidp.ca
beforehand.
You must pre-register to attend.

Pre-recorded

Ask the Experts. This gives patients and caregivers
an opportunity to ask their questions.
Questions are to be submitted beforehand
for the Doctors to answer during a recorded
session to be released early-mid fall 2020 @
www.gbscidp.ca

English version – Dr. Rami Massie
French version – Dr. Sandrine LaRue

Questions will be accepted until Sep 23, 2020.
Registration: Please register at www.gbscidp.ca to reserve your place. Some sessions may
be limited. So register early!
Cost:

None

PO Box 80060 RPO Rossland Garden Whitby, ON L1R 0H1 1-647-560-6842

GBS/CIDP Foundation of Canada
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Be Inspired – Con’d
injury. Maintaining strength and flexibility by being proactive is much more
appealing to me than recovering from an injury
Use whatever resources you can- know what your insurance plan covers, or find
activities that are free like walking, or biking, or snowshoeing.
I recommend being proactive in all aspects of our life. Prevention is key for me!
When I turned 50 my goal was to hike to Havasupai Falls in the Grand Canyon.
This is a 10-mile hike in to the canyon floor, with a 25-pound backpack, on rocky
terrain in 90-degree heat.
It was grueling. When I arrived at basecamp, I went to my tent and cried from exhaustion, and also from joy. This
incredible hike would also prove to be worth all the effort, it was amazing. I plan to do it again.
In 2016 my daughter, Emily, asked me to run a 5k with her. I told her that it sounded fun, but I hadn’t learned to run yet.
My neurologist was somewhat skeptical, physio didn’t like the idea, and ortho had just made me a new brace for my drop
foot. But I thought, “Well I won’t learn any younger!”
So, with the encouragement of my personal trainer, I decided to try. I ran two 5k runs that summer, finishing in the top third.
I was very pleased with the results considering 2 years earlier I was told I might never walk again. This year I will compete
with all 3 of my girls, and my mom, in the Rocky Mountain Soap Race.
My life is forever changed. Life is always changing in some way, for all of us.
I have learned to modify what I do. I have learned to accept the new me.
In conjunction with the GBS/CIDP Awareness Challenge 2020, I am challenging
myself to do an open water, long distance swim in the Shuswap Lake, where I learned
to swim as a little girl. COVID has made training more challenging, but I will do my
best! I am not afraid to try because I’m not afraid to fail. It’s ok if I don’t complete it, I’m
confident to do and accept my best. That’s an accomplishment in itself. It will be a fun
day full of memories and triumphs. “A goal should scare you a little and excite you a
lot”. I read this on Pinterest and now it’s permanently on my wall.
My hope through this long journey of recovery is to inspire you to keep reaching your
goals and dreams, whether big, small or modified. Re-learn something you once loved
or learn something new.
Be inspired, you can do it
Lynn Steeves

Thank you to Reds Rentals and Marina of Sicamous, BC for their donation to the
foundation in support of Lynn’s swim.

Online Peer-to-Peer Support Group Meetings

In May-June due to COVID-19, the foundation and our liaisons moved our
local support group meetings online using Zoom to provide ongoing support
to our patients and loved ones safely. We expanded the meetings regionally
and we saw 190 attendees over a 2-month period. We have begun planning
to provide these meeting across the country again this fall. Keep visiting
https://www.gbscidp.ca/new-events/ for updates to the schedule!
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The Foundation Releases Patient Journey Videos March 2020 During Rare Disease
Month
DONNA HARTLEN
During the Toronto National Conference October 2019, we videotaped multiple patients and caregivers in wonderfully
candid interviews conducted by Ali Greene. We cannot thank each participant enough. We are so proud of your bravery!
You have helped the foundation build awareness with the medical community and more importantly each video may
connect with a patient that will feel more hopeful and less isolated. We are currently subtitling 6 of the English interviews
for our francophone patients.
Please take some time, perhaps grab a tissue or two, and watch their journeys.
YouTube: https://www.youtube.com/channel/UCxTL2-6BiNHGTzvncBC4_mg
Website: https://www.gbscidp.ca/patient-videos/

Looking for GBS, CIDP,
MMN, and Caregiver
Francophone Participants
to be Interviewed!
Are you a francophone patient
or caregiver that has
experienced the affects of
GBS, CIDP, and MMN? If you
are interested in participating
in professional French
interviews, please email
info@sgbpdic.ca.

The Foundation Builds Awareness Through
Medical Association Partnerships
DONNA HARTLEN
The foundation had plans to continue growing our visibility
within the medical community in 2020 through booth events at
medical conferences. COVID-19 became world reality and all
organizations had to change direction. We are proud to be
partnered with Canadian Association Emergency Physicians
and have our own webpage within their partnership
community. We have sponsored the Association
Electromyography Technologists Canada (A.E.T.C) and promoted among their members as a patient resource. Our
foundation brochure has been mailed as part of a Society of Rural Physicians of Canada (SRPC) package by sent to rural
physicians that were to participate in the 2020 Rural and Remote Conference that we were to attend. Booths will have to
wait until 2021, but we’ll continue to build the awareness that we need to get our patients an earlier diagnosis, treatment,
and connection to the foundation for hope. We know this will lead to a better outcome for some patients.
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Slow Down
Stress Matters
JENNY RYBIE

My first bout with GBS started December 10, 2009, when I was home
on maternity leave.
It was the day after a hard karate workout. My arms and legs were
weak and sore and I needed help to get out of bed. At first, I thought it
was a result of the workout but my back muscles were pulled up tight
like a set of window blinds and the pain and weakness increased
everywhere. I reached my lowest point a few weeks later, on my 26th
birthday. I fell down the stairs and lay there and cried because I
couldn’t get up on my own.
Diagnosis took more than a month. It was finally determined I got GBS
as a result of a flu vaccination. By now, I was regaining some strength.
However, I had lost 20 pounds, mobility in most of my body, and could
not even hold my nine-month-old. And, I was in pain. At the end of
March, I went back to my job, part-time, as a social worker with highrisk youth.
But I still had facial pain when hugged or had pressure on my face.
When my second son was born, in 2011, I learned, as the anesthetist
gave me an epidural that didn’t work, that the GBS had made my back
muscles “squishy.”

Round Two

In May 2015 my sons were three and six. On May 3, I started to feel
pain in my lower legs and told my husband it felt like GBS, only worse.
I went to three different ER's three days in a row and was sent home
each time with some form of pain med. The doctors said it would go away, it was stress, it was in my head. My
husband would not give up. Finally, after a spinal tap, which showed GBS, I was admitted on May 7.
I spent the first three days on pain meds. On Mothers Day I was transferred to ICU. I had a feeding tube as I
could no longer swallow or move my mouth at all. Fortunately, the boys’ two grandmothers and their aunt
looked after them. My husband would not leave my side. One pain med caused me to hallucinate, and I know
family and friends visited me but I cannot remember who or when. I dimly remember receiving mass quantities
of immune globulin through an IV and frequent visits from a respiratory therapist. I thought of my sons and
breathed on command.
They moved me out of ICU on May 22.
The pain was unimaginable. My entire body was on fire with every touch or movement. It was overwhelming. I
started physio in bed three times a week despite the pain. Slowly, slowly, parts of me gained mobility.
On June 22, I moved into a transitional medical facility. I was the youngest person there by 40 years. It was
depressing and I felt so alone. I decided I was not going to stay any longer than I had to.

GBS/CIDP Foundation of Canada
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Slow Down
Stress Matters – Con’d
My boys visited me once before I was in ICU but the younger was afraid to
come near me. My heart broke. I have always been a strong, independent
person. Losing the ability to care for myself, perform daily tasks, and to move any
body part was difficult. I don't like giving up control, and I lost all dignity in the
hospital when nurses performed all the tasks I should be able to do. I just stopped
caring and resigned myself to the fact that I had no choice. I could feel myself fall
into depression. But I knew I couldn't give up because I had two boys who
needed me.
First I asked to be switched from injections to pills for my pain meds. I had no
idea this change, a precursor to being allowed to go home, would be so drastic.
It took more than a week to adjust to this change.
After the med change, I scheduled my first pass to attend my older son’s
kindergarten graduation. My son’s face was the happiest I'd ever seen. After two
hours I was exhausted.

On July 8, I went to a restaurant to celebrate my brother-in-law’s birthday. It was
great, but I was tuckered right out after only an hour and fell asleep before I got to say goodbye to my boys.
That night I woke up disoriented and realized I hadn’t said goodbye. I started to sob uncontrollably. The staff
gave me a sleep aid to help calm me down and fall asleep again.
The next day I spoke with my husband and we decided I would aim to be home by July 15. I was able to move
myself around via wheelchair, I had taken a few steps with the help of my physiotherapists, and I was able to
transfer from the bed to my wheelchair and from the chair to the toilet. I knew I could do this. The doctors
agreed, with the plan that I would do physio on my own daily and that the local physio office would find me a
referral.
My third pass was for my younger son’s fourth birthday on July 13. We spent time at home and went out for
supper. It was the best day during those hard three months.
On July 15, my husband and kids picked me up and drove me home. I was never so happy to pull into our
driveway. I continued on the meds I had been on before: two for nerve pain, and one for pain and to help me
sleep
The next few weeks were a blur. We hosted a summer camp for our
karate students, and two amazing friends came to stay with us and
help.
I went to doctor appointments and did my wheelchair exercises daily.
Our family continued to help with my sons.
It was frustrating that it took two months for a physiotherapist to be
assigned to my file. When the therapist finally came, the exercises
were very basic. I had been a serious karate student, before GBS,
and desired to challenge my body more. Slowly I started to walk on
my own, and in October I started using a walker instead of my
wheelchair.
Over the next year I went to doctor appointments to experiment with pain medication and dosages. I started
attending a rehab facility that was an hour away from home. I went twice a week for full days and completed
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Slow Down
Stress M atters – Con’d
classes to strengthen my hands, arms, and legs. They even helped me relearn some karate moves. I also met monthly
with a psychologist who helped me focus on the future.
It was during this time that I found the GBS-CIDP Foundation support meetings. I was no longer alone.
Since 2017, I have been working towards returning to karate and to some kind of social work. I won’t be able to take up
working with high-risk youth again. I continue to be tired all the time, and I nap daily if possible. I have slowly weaned off
the pain meds, and remain on the pain/sleep aid as I struggle with sleep and still have nightmares about the hospital.
I assumed my sons would not really be affected by my GBS. Unfortunately, that is not the case. I have learned to be
specific when I say I’m not feeling well, as they both think I am going to end up in hospital. I talk with them about stress
and its effects, as the doctors believe extreme stress played a factor in my relapse. I have also tried to model self care,
positivity, and happiness. Now I tell the kids I need to take care of myself, and I’m just tired. I’m going to take a nap and
then we’ll play. Every time I have to go to an appointment I say I’m going so that when I come home I can be a happier
mom. I am hoping these lessons will be reflected in them as they grow up.

CIDP Patient Perspectives Needed!
Dear Friends:
GBS/CIDP Foundation of Canada invites you to participate
in a research study about CIDP that is being conducted by
Duke University.
This study focuses on therapies for CIDP and how they
affect patients’ health and quality of life. Participants will be
asked to complete an online survey that will take about 20
minutes.
Your Canadian voice matters! By participating in this study,
you could help shape the future of CIDP treatments and
education materials to ensure that they address what is
most important to the CIDP community. Please consider
joining this valuable study.
If you decide to participate, you may request a summary of
the study results. That way you can see how your answers
are helping our patient community!
Please click the link below to participate in the study.
https://urldefense.com/v3/__https://surveys.globaltestmarket.com/survey/lsr/bmr/v3/91212616_2?s=22&match=1&c=CA&l
=english&w=1__;!!OToaGQ!4PUYet2IHEO9KKSsWCmevwBBfqNC8MtwyjUaYfQoxxytJZb_c1WDdNKp1KXdoJ6wGLt6$
My sincere gratitude,
Donna Hartlen
Executive Director
GBS/CIDP Foundation of Canada
**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.
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