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The foundation has had a busy 2017 in all areas of our mission. I want to thank our volunteers,
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Angelika Hahn, MD

directors, medical advisory board, sponsors, and generous supporters, as without the generosity of

Kurt Kimpinski, MD

time and charitable gifts, we would be unable to realise many of our programs.

Hans Katzberg, MD
Rami Massie, MD

Elizabeth Pringle, MD
Zaeem Siddiqi, MD

I ask each of you for a BIG favour! Please go to gbscidp.ca and register now!! We need your

Jiri Vasjar, MD

updated information. There is a lot of news that will only be coming electronically, and sometimes

Douglas Zochodne, MD

specific to region or diagnosis, such as, patient surveys, educational events, walk and roll, support

Chris White, MD

Proudly Supports

meetings, volunteer opportunities, and in some regions, we foresee calling on you to help advocate
for our patient community.
As we begin anew in 2018, the foundation will be looking to expand our leadership.
Announcements of opportunities for the board of directors, regional coordinators, and committee
chairs will be made early in the year. Consider your talents and the opportunity to be part of our
growing foundation. Wishing you a safe and wonderful Holiday season!

Warmly, Donna
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What is Plasmapheresis?
by Dr. Hans Katzberg

Plasmapheresis is a method of filtering the blood in order to remove products that are known to cause disease in hopes
of helping improve symptoms. First, a brief primer on how plasmapheresis works: components of blood include 1) the
red blood cells themselves 2) buffy coat, which contains smaller cells including platelets which help with blood clotting
and white blood cells which help to prevent infections and 3) plasma, the left over fluid left once the other components
of blood are separated. Plasmapheresis, the plasma component of the blood, which also contains potentially harmful
antibodies, are filtered, while the important white and red blood cells are given back to the patients.
The effectiveness of plasmapheresis in GBS was first demonstrated in the 1980’s, and up until 2001, a total of 6 clinical
trials evaluating over 600 patients have confirmed the benefit of plasmapheresis. The benefits include speeding up
improvement from GBS as well as increasing the chance of complete recovery from GBS. Two studies in the mid 1980’s
and mid 1990’s, which were of high quality, tested plasmaphersis in a blinded and randomized fashion evaluating a
small group of patients with CIDP (around 20-30). These studies showed an improvement in neurological disability
scores and a review of these studies performed by the Cochrane group, which critically analyzes clinical trials, also
confirmed that these two small studies did show that plasmapheresis improve neurological symptoms. More studies
were recommended to confirm these results. Although it can be considered, plasmapheresis is not usually a commonly
used treatment for MMN, both because of the lack of good studies proving that it works in this condition and because
plasmapheresis is a difficult long-term solution in patients with MMN who often need prolonged, ongoing treatment.
Other neurological diseases that are treated with plasmapheresis include inflammatory muscle diseases including
myositis, various types of multiple sclerosis, inflammations of blood vessels affecting the brain, spine or nerves
including vasculitis and encephalitis, and diseases of the connection between nerves and muscles (neuromuscular
junction) such as myasthenia gravis and Lambert Eaton Myasthenic Syndrome.
! continued next page

We would like to thank our private donors
and the following sponsors for the support of our
2017 programs. It is through your generosity
that we can continue to publish
our ‘News and Views’

DO NA T E NO W
Canadahelps.org

A donation receipt is given for donations
of $10.00 or more

P2

GBS/CIDP Foundation of Canada

Issue: 2017

News & Views

Fall/Winter

Plasma Exchange Con’d
Plasmapheresis must be performed in hospital and requires supervision by a transfusion medicine specialist,
specialized equipment and specialized nurses who are present monitoring the transfusion to ensure safety. The number
of exchanges varies from patient to patient and from treatment to treatment, however for most neuromuscular
conditions, usually five exchanges are required to help with symptoms. These are often spaced out every other day to
allow the patient to tolerate the procedure. The timing of each plasmapheresis treatment itself varies from patient to
patient, but on average each treatment takes about 2 hours. There are multiple ways to perform plasmapheresis,
including spinning the blood down, filtering blood across a membrane, absorbing the immune properties of the blood
and a combination of these methods. When plasmapheresis is done in a certain way known as “centrifugal filtration”, it
can be done through a peripheral intravenous line in the arms, however on occasion in order to give the full exchange,
a larger catheter has to be placed in one of the veins in the arms, chest or neck. This also limits on going and frequent
treatments.
During the plasmapheresis process, certain important chemicals in the body including calcium may be removed, but
complications from this can be prevented by giving calcium supplements during the infusions. Other side effects to
plasmapheresis include shifting of some of the fluid components in the body, blood clotting events, infections from the
catheter infusion lines but these are all rare. In fact, when done with an expert group with a peripheral or intravenous
line in the arms, few patients (less than 10%) have any side effects. Because of the specialized nature of the treatment
and the need for hospital resources to perform the transfusions, plasmapheresis is not frequently as a first-line
treatment in the treatment of neuropathies. Usually plasmapheresis will be used in patients who have not responded
well to other treatments or are in a setting with severe symptoms such as the hospital. On occasion patients are treated
over a period of time to help them bridge onto other therapies or get over a particularly severe attack of neurological
dysfunction. Most patients start to feel improvements towards the end of the treatment cycle up to a few weeks after
and patients may feel prolonged benefits from the treatment. Plasmapheresis can be used in combination with other
medications given by mouth, but it is not usually given after infusion treatments such as IVIG, as the exchange will
wash out the infusion given prior.

Calgary Walk and Roll in Honor of Laura Rutherford
Date: Saturday, May 12, 2018
Time: 10am Registration
Place: Park to be determined
Details on registering of teams, location, placing donations, will be available on gbscidp.ca on Feb 15, 2018. The
pathway selection will be wheelchair accessible. We look forward to walking or rolling with you!!
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Reasons to be Happy
by Michael Coleman

"My name is Dr. Gupta, and I am a neurologist. You have a

On March 25th, 2016, around midnight, I found myself

rare condition called Guillain-Barré Syndrome. I am going

freezing uncontrollably. I lay in front of my fireplace with

to be honest with you: there is a very real chance you will

my arms at my sides. My shoulders now felt as though

not survive the week. I am admitting you to ICU, we need

they were being ripped aggressively out of my sockets and

to act fast."

I lay there in uncontrollable tears. My wife and two
daughters were upstairs asleep. Not wanting to over-

This was March 26th, 2016, the third time in my life I was

dramatize anything, I gave her a gentle nudge and told her

in a hospital emergency room being told I may not survive

“I am going to go to emergency...just to be safe. It's

the week.

probably nothing, but I’m out of ideas."

A few weeks prior to meeting Dr. Gupta, I began

I spent eight hours in the hospital and went through

experiencing some incredibly unique symptoms that were

nearly every test available, but the doctors couldn't find

nearly impossible to explain. These weaknesses were

anything. I continued to text my wife letting her know I

somewhat confusing, as at age 42, I was literally in the

was okay, not really knowing what I was in for, but

best shape of my life. I had committed to a strict program

wanting to be brave and strong. That morning, a new

and was feeling incredible! But I started feeling strange

doctor on shift came to release me. She was kind and

sensations.

empathetic

and

told

me,

"We've

looked

at

almost

everything and can't really see anything. We're going to
I make my living as a professional actor (most notably

send you home, but if these problems persist, come back

playing the role of “Happy” on ABC’s Once Upon a Time)

and see us in a few weeks."

and as I left a TV interview one day I tripped a few times to
the ground on nothing but the air. It was bizarre to say the

Now in complete tears, feeling

least. I assumed I was just getting clumsy due to my busy

completely over-dramatic, but

schedule and I was probably just over-exhausted. Then I

more scared than I’d ever been

had a weird feeling in my mouth of cold, short, minty

in my life, I begged her, "Please

shortness of breath. It was as though I'd just climbed a

don't make me go home. I am

cold mountain and swallowed a pack of mints—all of the

probably being dramatic here,

time.

but I think I’m dying. I am so
scared. Please try everything/anything else before I have

And then my shoulders began to hurt like I've never hurt

to go. If I go, I'm not sure I'll be able to come back."

before. They hurt so bad I often lay down on the floor in
the fetal position crying in uncontrollable pain. It was

After a few moments, she decided she’d explore one more

almost impossible to sleep.

test but told me it was a long shot; very painful and not
likely to find anything. Desperate, I said I would do

I went to a walk-in clinic to get checked out. I also suffer

anything to not go home. She scheduled a lumbar

from other ailments, so I’m not always an easy diagnosis.

puncture for me.

The doctor identified the sensations to the strong
possibility of a new anti-depressant I was taking. He

A few hours later, my wife and I waited for the results. As

recommended I stop taking it and come back a few weeks

we were talking the entire left side of my face dropped. I

later. I did as directed… almost. A few days later things

felt strange but didn't know what was happening. My wife

got worse so I returned to the same doctor. Everything

looked like she was seeing a ghost. She panicked and

was being intensified to extreme levels. Once again I was

rushed to get the nurse. She came back with the nurse and

sent home and told to return in a few weeks as there

as they were checking me out, the right side of my face

wasn’t anything new in my diagnosis.

dropped too. Five minutes later Dr. Meera Gupta entered
! continued next page
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my room and delivered the sentence I started this story

recovery was just delayed. At this moment in time, I had

with off the top.

every confidence I was going to die. But I was not going to
go quietly or without a fight. Ten years before, I was told

"My name is Dr. Gupta, and I am a neurologist. You have a

this same outcome was a possibility with another disease,

rare condition called Guillain-Barré Syndrome. I am going

and not only did I survive, but I was cured.

to be honest with you: there is a very real chance you will
not survive the week. I am admitting you to ICU, we need

Almost completely paralyzed and without nerve

to act fast."

connection to most of my body, I lay there for another day
and suddenly... a twitch. I got a feeling back. I was still

I was rushed to ICU where the rest of my body quickly

being fed exclusively through IVs and not even allowed a

followed suit on the "dropping" sensation. As I waited for

drip of water orally for fear I'd choke on it, but I was now

the intravenous immunoglobulin treatment (one of two

headed in the right direction. I stayed in that hospital for a

possible treatments for my rare condition), my body

few more weeks and eventually was able to get into a

quickly went into what felt like dental freezing from the

wheelchair and reclaim some mobility.

top of my head to the tips of my toes. I could feel
hot/cold/sharp/dull but had zero ability to talk to my

At this time, I was offered an opportunity to attend a Once

nerves. I couldn't blink, swallow, and fought to breathe. I

Upon a Time convention in the UK in April. Aha!!! A target

lay there in near complete paralysis as I heard people

for recovery. I told my neurologist I'd never been to the UK

discussing my odds of survival and recovery.

and I must go! She told me I was crazy and would likely
still be in a wheelchair, requiring around-the-clock

I should note that at this time my daughters were 6

medical attention.

months old and 4 years old. My thoughts were on nothing
but I can't die. This would be an incredibly cruel thing to

But when you've got to go to London? You've got to go. I'd

do to my wife. I have to help her raise these babies.

never been and was certainly not going to miss this trip. I
started working doubly hard on my rehab. I was told I'd

I was flooded with love and support from friends and

get more results from doing

family. I still remember the jealousy of the nurses and my

70% than doing 100% but I've

fellow ICU patients when I got Zootopia balloons from Judy

never been that guy. So I did

Hopps herself (Ginny Goodwin is the lead actress in this

200% against their wishes and

animated feature and is also the Snow White to my Happy).

would sneak in extra work

Still able to speak a little, I was able to brag, “She's kind of

when the nurses weren't

a friend of mine. We were roommates on a show for a bit.”

looking and the other patients

That, and my celebrity guests who came to check in on

were asleep. I wasn't allowed to

me. The friends I've made on Once Upon a Time are truly

be alone, but I'd often get into

some of my best friends in the world, and we have now

my wheelchair and sneak off to

been through Hell and back with this disease of mine. My

a part of the hospital where I

agents, cast-mates, everyone was so incredible during this

could struggle with my

time. You really find out a lot about people in times like

exercises.

this and I was overwhelmed with love.
I still had lots of "dental freezing" feelings throughout my
A few days after my initial five days of IVIG treatment saw

body and this prohibited me from being able to walk or

me getting progressively worse. The doctors came in and

even talk. But now that I knew I wasn't going to die and

told me I'd need help breathing and they were going to

would contribute to raising my two girls again, my new

give me a tracheotomy. Terrified, I begged them to let me

focus was London. The doctors eventually agreed I was

use my CPAP machine for a night or two in the hopes my

better off at home under my ! continued next page
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Reasons to be Happy con’d
wife’s supervision than in the

This Guillain-Barré Syndrome is a scary business and can

hospital if I was just going to

attack anyone, including children. If you want a good cry,

run away every day. I was

watch videos online of various people battling incredible

released under the condition

odds against this monster. Some of the strongest people

that I'd promise to come in

I have ever witnessed are the kids who are told they'll

every single day for intense

never walk again but still kick this disease right in the

rehab. I worked with a team

nose and reclaim their entire body.

of physiotherapists who helped me relearn how to walk (not
easy, I tell you. Walking is way harder than you think if

Adam Horowitz and Eddy Kitsis legally made me Happy

you're starting from scratch). I worked with an occupational

several years ago (they created the series Once Upon a

therapist who helped me retrain my brain on the simplest

Time), and through the community I've met through their

tasks like using my left and right hands appropriately. I

incredible story I've found countless reasons to be Happy

worked with multiple speech therapists. It was exhausting!

for the rest of my life. The love and support of those
connected with this show in the cast, crew, or fandom

Every day I was in multiple therapy sessions. It became a

has been so incredibly moving that I’m not sure I could

full-time job. Physiotherapy. Speech therapy. Massage

be anything but Happy for the rest of my life.

therapy. Acupuncture. Laser therapy. Neurological therapy.
Getting better became a full-time job. But the
Many people spend a year or so in hospital, but I was

connection I now have to myself and my body is like I’ve

motivated and determined to heal faster than anyone who's

never known. While I would never wish this condition

ever come in contact with this condition.

upon anyone, I know I have come out of it on the other
side stronger, more connected, and more appreciative of

A week before London, now driving but unable to blink and

everything in my life. I will spend the rest of my days

now on crutches (better than my wheelchair), I told my wife

helping those who go through this awful condition.

and doctors I was going. Sleepy and Sneezy offered to stay
by my side 100% and take care of me. And with my dwarf

The treatments and incredible generous people I met along the way are as follows:

brothers willing to take responsibility for me, I was granted

Lion’s Gate Hospital (North Vancouver, British Columbia)

permission to go.

•

Occupational Therapy

•

Physiotherapy

•

Speech Therapy

Susan Rankin (Canopy Health, North Vancouver, British Columbia)

After London, the team at Creation Entertainment welcomed

•

me with open arms. Even with my crooked face, they

Emma Milley (Canopy Health, North Vancouver, British Columbia)

offered me opportunities to participate in Once Upon a
Time conventions. I love these people like family.

•

Physiotherapy specializing in facial palsies

Neurological Integrated Systems

Dr. Glenn Van As (Canyon Dental and Laser Skin Care)
•

Low level Laser Therapy

Gordon MacDonald

18 months later, I’m still in various therapy sessions each

•

week, but I feel like I am close to a full recovery. I am still

Massage therapy (Numerous therapists at Canopy Health, North Vancouver, British Columbia)

partially paralyzed in the left side of my face, but a new
treatment where they inject botox into your buccinators
muscle may be the very thing to recreate the symmetry I am
missing in my face. (I find out next week!)

•

mother... everyone in my day-to-day life were incredible
sources of strength and inspiration. I was able to overcome

Focusing on specific troubled areas week to week

Dr. Minesh Naran
•

Trigger Point Therapy

•

High Level Laser Therapy

Ramona Ramov (Nancy Y. Van Laeken (Vancouver, British Columbia)
•

My wife, my children, my cast-mates, my agents, my

Microcurrent Therapy

Botox

Yin Yoga (Y Yoga, North Vancouver, British Columbia)
•

Meditation and reconnection to my body on a daily basis

Dr. Susan Rungta (Vancouver, British Columbia)
•

Therapist for PTSD (we used “EMDR” Eye Movement Desensitization and Reprocessing)

incredible odds and I am now about 90% recovered with
every intention of a full recovery.
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Québec IVIG Transition
by Dr. Rami Massie
In 2016, Héma-Québec launched a large call for tender for several of its blood products, including intravenous and
subcutaneous immunoglobulins. I had the opportunity to participate in that selection process, along with other
representatives of the different organizations affected by that decision, including patient representatives from
Dystrophie Musculaire Canada and from Quebec hemophilia groups. This resulted in the attribution of a large share of
the administered immunoglobulins in the province to a new company, Octapharma, and its main IVIG product Panzyga.
Octapharma was awarded a contract for providing about 40% of all intravenous immunoglobulins administered in the
province. Prior to that, Privigen (CSL Behring) constituted 75% of all IVIG, with the rest being shared between Gamunex
(Grifols) and Gammagard Liquid (Shire). Privigen's share was reduced to about 26% while Gammagard Liquid's share was
increased to 26% and Gamunex was to be slowly phased out.
Héma-Québec had a similar experience in transitioning between different IVIG providers in 2012. Based on that
experience, they came up with a strategy in 3 phases to complete the transition over 14 months. The goal was clearly to
complete this process as fast as possible, while minimizing the impact on patient's health and nursing personnel. The
transition plan was discussed with several of the same professional and patient representatives, including myself, and
other representatives from blood banks and infusion centers across the province. Héma-Québec provided key contacts
to support that transition both within their organization and also with Octapharma and Shire.
At the Montreal Neurological Hospital, we were happy to see Octapharma being proactive in trying to help with the
details of that transition. In addition to the clinical support provided by their representative, I was approached by the
Medical Scientific Affairs director to monitor the response of our patients to that change of products. We were all
interested in documenting whether there was any change in the patients’ clinical status and disease progression related
to the change in IVIG product, but also whether side-effects differed. With that in mind, we launched a research project
to review all patients followed by neurologists at the Montreal Neurological Hospital, who switched from their regular
IVIG brands to Panzyga between February 2017 and March 2018. The project specifically targeted CIDP patients as
these were the most commonly treated patients with longterm IVIG. Furthermore, clear ways to objectively measure
their disease status existed and were assessed regularly at the Montreal Neurological Hospital during their clinical visits
(Patient reported outcomes such as RODS score, muscle strength scales such as NIS scores and grip strength). These
scales are useful in day-to-day decision-making to help the neurologist document objective evidence of improvement
or worsening that the patient may not be aware of. They also provide a tremendous tool for research study as they are
standardized and allow for comparison in outcomes and longterm follow-up. Other patients with autoimmune disorders
will also be included to look at the side effects reported, including multifocal motor neuropathy, stiff person syndrome,
myasthenia gravis or auto-immune myositis. For all patients, we will assess the clinical global impression of change to
see whether they felt better, worse or unchanged with the new IVIG product at their first visit after the switch compared
to the last visit before. We will also note all reported side effects for 3 months before the switch and 3 months after the
switch.
Since that transition will be completed in March 2018, we hope to have full results by the summer of 2018. While the
chart review has not started officially yet, most patients are tolerating this change relatively well and concerns are
addressed regularly by their treating neurologists. Switching back to their prior IVIG brand, when feasible, had to be
done only in rare and exceptional circumstances. The study should allow us to explore whether differences in IVIG
brand lead to different clinical effects on patients or have different side-effect profiles and will hopefully help guide
future decisions, both by the treating neurologists and by blood bank services, in choosing IVIg products.

**New Email Address** For general enquiries, please email info@gbscidp.ca
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Assistive Devices and Orthotic Management
by Devon Blackburn

Orthotic management is the rehabilitative health science that deals with the application of externally
worn assistive devices (orthotic devices, orthoses) to the human body in order to align, protect and
improve the function of a body segment. This is accomplished by using pressure systems and
controls for motion such as assistance or limitation, which are built into and applied by the orthosis.
The need for orthotic management may arise from a disease process, traumatic injury or may be
congenital in nature.
Assistive devices are the mean by which orthotists and certain other health care providers employ
therapeutic forces to body parts to replace function, create conditions for stability in standing and gait or protect body
parts from further injury.
There are a multitude of orthotic devices designed to manage various conditions that affect a person’s ability to walk or
to function in their daily life. These are categorized by body segment(s) supported, e.g.
•

FO: foot orthosis

•

AFO: ankle foot orthosis

•

KO: knee orthosis

•

KAFO: knee ankle foot orthosis

•

HKO: hip knee orthosis

•

HKAFO: hip knee ankle orthosis

•

LSO: lumbo sacral orthosis

•

TLSO: thoraco lumbo sacral orthosis

•

Finger orthosis

•

HFO: hand finger orthosis

These are just few of the common categories that describe devices designed by orthotists in their orthotic practice.
Certified Orthotists
Certified orthotists are members of a unique paramedical health discipline who
provide biomechanical devices called orthoses to physically disabled persons to
enable them to improve function in their daily life. They have completed an
extensive training and certification process that includes an emphasis on
assessment, device design and fitting procedures. Once certified, a mandatory
continuing education program that ensures that certifees remain up to date with
the latest developments in technology and other areas related to patient care. In
conjunction with a prescribing physician, the orthotist works with the individual
to determine the optimal design of orthosis within the parameters indicated by
the prescription.
Orthotists frequently consult with physicians and/ or physical therapists to recommend possible designs or different
types of componentry for use in an orthosis based on their knowledge, experience and familiarity with a wide range of
technology.
Working in a private or public setting, orthotists employ on-site manufacturing capabilities. This allows them to not
only fit ready-made or custom fabricated devices but also modify fitted devices to fit the specific needs of their clients.
! continued next page
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Orthotic Devices and Guillian-Barre Syndrome
As with other neurological diseases, GBS sufferers may experience a variable presentation of weakness patterns
requiring a thorough biomechanical assessment and gait study assessment to determine the optimal design of an
orthosis if indicated. Factors such as specific muscle weakness patterns, ability to don and doff a device, the
environment/ living conditions encountered daily are just some of the considerations taken into account when an
orthotist begins formulating an appropriate orthosis design.
Ankle Foot Orthoses (AFO’s) are a class of orthotic devices commonly employed by orthotists to support GBS
clients in their walking ability and standing stability. Fabricated in many forms, AFO’s utilize various properties of high
temperature thermoplastics, thermosetting resins, advanced composite materials and hinge components to provide a
multitude of assistive functions about the foot and ankle. Commonly fitted devices include:
Flexible or Shoehorn style AFO:
This class of devices, manufactured from high temperature thermoplastic is designed to
manage the foot that specifically lacks only toe lifting capability with some minor lateral ankle
instability. These may be prefabricated or custom made depending on the fitting needs and
whether or not recovery is anticipated as they are of relatively lower cost.
Rigid AFO:
A traditional ¾ circumferential design best suited for wearers with
ankles requiring toe lift and who also having moderate to severe ankle
instability and severely limited range of motion.

Hinged AFO:
A traditional ¾ circumferential design employing high temperature thermoplastic. It is best
suited to manage toe lift needs in the presence of muscle tightness in the back of the calf. It
provides for a guided stretch to the tight muscles in the back of the calf during normal
ambulation. A multitude of ankle hinge components are available to provide specific
functionality for special needs.
Designs Incorporating Advanced Composite Materials:
A multitude of configurations are available and used where minimum weight and bulk,
cosmesis and high strength are required. This often the case where there is a generalized
weakness of the total calf musculature and where standing stability is poor. These can also
be employed to support a weakened knee which may have the propensity of giving way
during walking activities. These are excellent in allowing normal footwear
to be used. Available in prefabricated and bespoke versions.
Vari-Lock AFO
Represents a new class of variable ankle position locking AFO’s that allows for setting changes that
support walking activities and when needed, altered to allow the freedom to climb stairs.
For more information, contact Kintech Orthopaedics Ltd. Email: info@kintech.ca. tel.(905)278-6534
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Plasma Protein Products Transi on
December 2017

NEWS

CHANGES

In October 2017, Canadian Blood Services announced the
results of two requests for proposals (RFPs):

Hizentra will no longer be available. We will provide pre‐
ﬁlled 1g and 2g syringes to support the transi on. Vials
in these sizes will no longer be available.

Frac ona on services: Canadian source (toll) and
commercial frac onated product.

Cuvitru will be introduced. Cuvitru is a subcutaneous
Ig product manufactured by Shire.

Recombinant products: Majority of volume in
recombinant factor III and IX (rFVIII and rFIX).

Gammagard Liquid will be the main intravenous Ig (IVIg)
product. Privigen 20g vials will be available in limited
quan es. Gamunex and IGIVnex, manufactured by
Grifols, will con nue to be available.

Grifols and CSL Behring will con nue to provide frac ona on
services to Canadian Blood Services, providing limited
quan es of plasma‐derived products.
Shire will provide approximately 80 per cent of the
commercial immune globulin (Ig) that will be available.
There will be no changes to the provision of standard‐ac ng
rFVIII and rVIX products.
Transi on support
Each month, we will provide updated informa on on product
ordering, current na onal inventory levels and other relevant
informa on in this newsle er.
Na onal inventory
Please see the following page of this newsle er for an update
on impacted products in our inventory.
Limited quan es of discon nued products will be available
to manage the transi on to new products as local inventories
are depleted.
Ordering products
Please order products for pa ents who require a new
product. If your order exceeds a one‐month supply, please
submit it at least two weeks prior to pa ent use. Order forms
can be found at www.blood.ca.

Panzyga will no longer be available.
Plasbumin will no longer be available in 5% 250 mL and
25% 100 mL vials.
Eloctate will be available during the transi on period for
pa ents who are within their ini al 50 to 100 exposure
days, and for pa ents currently receiving immune
tolerance induc on (ITI) treatment, un l they have
completed their treatments. It will also be available for
children under 12 years of age as required, un l
Adynovate is approved for this age group.
Adynovate will be introduced. Adynovate is a long‐
ac ng rFVIII product manufactured by Shire.
Alprolix will be available for children under 18 years of
age as required, un l Rebinyn is approved for pa ents in
this age group.
Rebinyn will be introduced. Rebinyn is a long‐ac ng rFIX
product manufactured by Novo Nordisk.

CONTACT US
Day‐to‐day opera ons and correspondence: Contact
your local hospital liaison specialist at cbs.hls@blood.ca.
Addi onal informa on on products and inventory:
Contact your local Canadian Blood Services site or
Jennifer Davis, plasma protein products and services
team, jennifert.davis@blood.ca.
New products and product support:
Shire
1‐888‐999‐0287
Novo Nordisk
1‐800‐465‐4334
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INVENTORY UPDATE
as of December 2017
CSL
Hizentra

Baxalta
Cuvitru

Grifols
Gamunex

CSL
Privigen

Grifols
Plasbumin
5% 250 mL

Biovera v
Eloctate

Baxalta
Adynovate

Total grams: 106,070

Total grams: 0

Total grams: 313,740

Total grams: 99,345

Total grams: 10,946

Total IU: 8,787,961

Total IU: 0

No further deliveries of
1g and 2g vials. Pre‐
ﬁlled 1g and 2g
syringes being
introduced to manage
transi on

1g and 2 g vials to be Product will con nue
delivered in December to be available

Product will be
available March 2018

No further deliveries Plasbumin 5% 50 mL
of commercial product vials will con nue to
be available

4g and 8g vials will be
available March 2018

Octapharma
Panzyga

Baxalta
Gammagard Liquid

Grifols
IVIGnex

Grifols
Plasbumin
25% 100 mL

Biovera v
Alprolix

Novo Nordisk
Rebinyn

Total grams: 149,830

Total grams: 1,625

Total grams: 73,260

Total grams: 21,573

Total IU: 3,345,376

Total IU: 0

Limited inventory
available un l
February 2018

Current inventory
includes 5g and 10g
vials only

Product will con nue
to be available

Product will be
available April 2018

2.5g, 20g and 30g
vials will be available
March 2017

1

IVIG Transition Update
By Donna Hartlen

The Board Welcomes Two Directors

Now that you’ve read ‘Plasma Protein Products Transition’ from Canadian
Blood Services, I want to reassure all of you that the foundation and its
patients have been represented during transition planning and will continue
to make sure that we are at the table. We continue to advocate for treatment
access to immunoglobulin therapies, voice our concerns about changing IVIG
brands, and for our subcutaneous immunoglobulin (SCIG) patients, what it
means to transition to a new product with a different patient care program.
Canadian Blood Services has provided a FAQs sheet for patients that have
concerns surrounding the RFP, IVIG and SCIG transition, timing, new patient
support programs, and product choice. Visit www.gbscidp.ca and it can be

Marilyn Rose, Edmonton, AB

found under Publications.
The foundation will continue to communicate news surrounding planning
discussions on gbscidp.ca. Please voice any concerns. You may email:
dhartlen@gbscidp.ca

and
Tamer Mikhail, Markham, ON
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2017 Walter Keast Award
Holly Gerlach, Edmonton Liaison
Awarded to an individual that shows a exemplary commitment to the
GBS-CIDP and variant community
Since Holly's recovery from GBS, she has been working to continue efforts in education, fundraising, and
patient support. She brought together a team of runners in the September Edmonton NERD run. Holly is part of
the spring 2018 Calgary Walk and Roll and will be helping out the Calgary nurses. Holly continues to promote
her book on her GBS experience and connects with patients and families in Canada and the world. She keeps
patients inspired on social media and has had speaking engagements at the University to build awareness of
the GBS patient experience. Congratulations, Holly!

NERD RUN – September 2017: Holly, Jenny, Kit, Dennis, and Jordan
The runners, with only 10 days to plan, raised $2000 for GBS/CIDP and $500 for the NMHI. Thank you to Marilyn
and Glenanne for supporting an information table. Looking forward to NERD 2018. Great job!

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.

