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The Myasthenia Gravis Association of BC
THE ANNUAL GENERAL MEETING FOR SPRING 2022 IS ON!!!
THE MEETING WILL BE HELD AT THE CENTRE FOR ABILITIES ON MAY 15th
AT 1:30 PM. WE LOOK FORWARD TO SEEING YOU ALL AND WELCOMING
NEW MEMBERS.
You are cordially invited to attend
THE ANNUAL GENERAL MEETNG AND SPRING SUPPORT GROUP MEETING
NO SPECIAL GUEST SPEAKERS; JUST OUR MEMBERS!

COME AND SHARE YOUR STORIES, HIGHS AND LOWS, ABOUT LIVING
WITH MYASTHENIA GRAVIS DURING A PANDEMIC.
THERE WILL BE A BRIEF BUSINESS MEETING,
THEN OUR USUAL LIVELY DISCUSSION AND STORIES.
A NEUROLOGIST MAY ATTEND TO ANSWER QUESTIONS
Refreshments will be served.
Friends, relatives, health professionals and other interested
parties are welcome to attend.
For further information, please contact
Brenda Kelsey or Linda Briggs at 604-451-5511 local 1284 or
email: Myasthenia.Gravis@bc-cfa.org

Nominations for new directors to the board are needed and
still welcome. No previous experience is necessary. This is a
commitment of one to three years with two afternoon meetings
annually. Nominations, elections and re-elections will be conducted
at our next scheduled meeting. If anyone is interested in becoming a
Board Member, please contact the office.
PLEASE HELP US REDUCE PRINTING AND POSTAL COSTS BY READING THE
NEWSLETTER ONLINE ON OUR WEBSITE - myastheniagravis.ca.

Send us an email with Newsletter in the subject line and we will be sure to inform you when it has been posted.
Articles contained in this newsletter are for information only. The MG Association of BC does not give medical
advice. In matters of medical treatment, patients should consult with their physicians.
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Annual Report of MGABC for 2021

2021

Every year at this time, I look back and review the events and accomplishments of the
Myasthenia Gravis Association of BC. The last 2 years have cancelled events, but we
have still had some accomplishments. The MGABC managed to keep going in spite
of closures and Covid restrictions. Many thanks to all of you, who kept in touch, asked
about vaccinations and vaccines, and generally made Linda, Barb and me feel useful.
During 2021, we welcomed 11 new MG patients into our group. There were 6 males,
average age 58 years, 5 females, average age 36 years. Definitely within the MG
statistics. All these people required some counselling and literature.
During Covid our 2020 annual meeting was a Zoom meeting. It was a new and exciting experience for many of us. It was noted that our auditing fees were getting very
expensive. A non-profit society does not need an annual audit unless stated in its’ by
laws. Prior to the AGM, the board of directors decided to change our by-laws from
“annual audit” to year-end financial statements. This motion was passed at the Zoom
AGM on October 14th, 2021. This year our auditing fees would have been $10,000.

We are certainly looking forward to having an open AGM meeting in May 2022.
Many thanks and appreciation to Linda Briggs, our Treasurer and Vice President, Barb
McDonald, our clerical person and editor of the Newsletter. The MGAC could also not
accomplish anything without our board of directors, thanks to you all. We did welcome
a new board member, Stephen Baker, MG patient and retired nurse from the UK.
Many thanks to Lorne Holyoak and Brenda Bergen who retired from the board this
year.
The MGABC would like to acknowledge the support of Joshua Wylie, Director of the
CFA and his staff, they are always willing to help and advise us.
Respectfully submitted,
Brenda Kelsey
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A Neuromuscular Disease Doesn’t
Always Preclude a Medical Certificate

Aviation Medicine with Cameron Boyd M.D., FLIGHT SURGEON, CAME
A 61-year-old prospective pilot requested an initial Civil Aviation Medical Examination to
determine if he would be considered fit for a private license. He had been diagnosed with a
fairly unusual medical condition a couple of years earlier and had planned to become a pilot
after his retirement.
When he called the examiner’s office to schedule his examination, he told the secretary he had
been diagnosed with Myasthenia Gravis. The secretary made the appointment and ask that
he bring all his medical information with him to the appointment.
Myasthenia Gravis is a relatively rare neuromuscular disease characterized by muscle
weakness which can worsen with activity and improve with rest. It was first identified in 1672
by an Oxford physician Thomas Willis who gave it its name from the Latin and Greek for
grave, or serious, muscle weakness. It is believed to affect about 2 people in 10,000 and
though more common in women aged 30 to 40 and men over 60, and all races.
The prospective pilot brought all his diagnostic tests, surgical history, treatments and a letter
from his physician outlining his current function. There was no doubt about the diagnosis as
the history, nerve conduction tests and EMGs were all positive for MG.
The patient had decided to have a thymectomy earlier though his thyroid was not that
pronounced. The surgery did however result in about a 50 per cent improvement in his
muscular function. His most obvious improvement came when he was treated with
pyridostigmine. In his notes, the doctor indicated that the patient had never had a myasthenic
crisis and indicated he felt the case was mild.
After the examination and reading all of the reports, the Civil Aviation Medical Examiner
happily endorsed this ‘pilot’ as fit and he was able to complete his pilot training with a follow up
in one year for a Myasthenic update.
Courtesy of Canadian Aviator Magazine
Feb./Mar./2022
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Rituximab Equally Effective in MG Patients 65 or Older, Analysis Finds
by Steve Bryson PhD | August 19, 2021

One year of rituximab therapy was effective in people with myasthenia gravis (MG) ages 65 or older, with no
significant differences in response or safety seen in this older patient group relative to younger patients, an
analysis of medical records found.
“Rituximab should be considered in the treatment paradigm in older patients and in non-refractory [treatable]
MG patients of any age,” the researchers wrote.
The analysis, “Retrospective Analysis of Safety and Outcomes of Rituximab for Myasthenia Gravis in Patients ≥
65 Years Old,” was published in the journal Muscle & Nerve.
Rituximab is a biological therapy, marketed under the brand name Rituxan in the U.S. and Mabthera in Europe,
designed to suppress immune B-cells that generate antibodies. It is approved to treat autoimmune conditions
such as rheumatoid arthritis, characterized by immune attacks on the lining of the joints.

Older Late-onset Patients Have Overall Positive Prognosis
The therapy is also being investigated as a potential treatment for MG to suppress the autoimmune response
targeting the neuromuscular junction, where nerves connect to the muscles they control.
Although rituximab is not approved to treat MG, some patients are using the therapy off-label. However, studies including MG patients 65 years of age and older suggest the efficacy of rituximab is variable.
To provide further supporting data, a team led by investigators based at Brigham and Women’s Hospital in
Boston, examined the medical records of 40 MG patients treated with rituximab — including 14 who were 65
or older (mean age, 68.9) — and compared its safety and efficacy in this group with the 26 younger patients
(mean age, 39.9).
Apart from age, there were no significant differences between the younger and older patient groups regarding the use of MG treatments, disease duration, and the time since thymectomy — the surgical removal of the
thymus gland to stop the production of disease-causing antibodies.
MG severity at the time of starting rituximab (baseline measure) was assessed using the Myasthenia Gravis
Foundation of America Clinical Classification (MGFA-CC) system, dividing MG into five main classes and several subclasses to identify patients who share distinct features of severity.
The MGFA post-intervention status (MGFA PIS) measured treatment response. The study’s primary goal was
the proportion of participants achieving an “improved” or better status on the MGFA PIS, defined by “minimal
manifestations,” “pharmacologic remission,” or “complete stable remission.”
Overall, the analysis revealed that 30 patients (76.9%) achieved MGFA PIS “improved” or better status after
one year of rituximab, with no significant differences seen between those younger than 65 and those age 65
and older.
After one year of treatment, 15 patients (38.5%) reached an MGFA PIS “minimal manifestations” or better
status, with no differences between the two age groups.
After six months, 24 (60%) patients had already scored an MGFA PIS “improved” or better status. Again, the
outcomes were similar between those who were older or younger.
The impact of rituximab therapy did not significantly differ between patients classified with MGFA class 1/2,
and those with MGFA 3 or higher (indicating more severe disease) before treatment began.
When divided by age and the specific autoimmune target within the neuromuscular junction (acetylcholine
receptors or muscle-specific kinase), there were no significant differences in outcomes. Participants who received a second course of rituximab before the 12-month follow-up did not have a better outcome.
Overall, the median daily dose of the immunosuppressive MG therapy prednisone significantly decreased
from 20 mg at baseline to 10 mg at one year. The median prednisone dose dropped from 20 mg to 9 mg for
those 65 years and older, and from 20 mg to 10 mg for patients younger than 65 years.
Continued next page
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After one year of rituximab treatment, 12 study participants stopped one maintenance immunomodulatory
therapy, with nine stopping either plasmapheresis (plasma exchange) or intravenous immunoglobulin infusion (IVIG), both design to remove disease-causing antibodies in the bloodstream. A further eight patients
lowered their doses of immunomodulatory therapy.
A statistical analysis found the age of the patient when first prescribed rituximab did not predict outcomes.
However, those who failed to respond to MG treatments (refractory MG) were significantly less likely to
achieve MGFA PIS “minimal manifestations” or better status after one year of rituximab.
Notably, one year of rituximab as the only treatment (monotherapy) was significantly more common among
patients who responded to MG therapy than those who did not (55.6% vs. 7.1% in the refractory MG
group).
Six participants died during follow-up. One 64-year-old patient developed lymphopenia, or low levels of
white blood cells, within one day after the first rituximab dose, which led to a systemic inflammatory response syndrome and multiple organ failure. Another 71-year-old was diagnosed with rectal cancer four
months after treatment initiation, and was lost to the study four months later; date and cause of death were
unknown.
The four other deaths were not related to MG or rituximab. Among other study participants, no one stopped
rituximab due to adverse events. Severe infusion reactions in 14 patients required a change to the infusion
rate, but all completed the regimen.
Eleven out of 19 experienced serious adverse events (SAEs) related to rituximab; three were 65 years and
older, and eight were younger than 65 years. Of these, beyond the death of the 64-year-old, 10 required
hospitalization for infections.
“For comparison, 18 of 40 included patients (45%) had experienced SAEs while receiving other maintenance therapies prior to rituximab which either led to hospitalization or required therapy cessation,” the
researchers wrote.
Overall, the findings “that patients 65 years old [and older] were equally likely to achieve good MG outcomes without increased SAEs suggest that older patients may be a subgroup that could benefit,” they
added.
“This work supports use of rituximab, and future study of other anti-B cell therapies, in older and/or nonrefractory MG patients,” the team concluded.
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How Can Hospitals Better Serve
Rare Disease Communities?

By Shawna Barnes Feb 28, 2022 “The Whispered Roar”

Shawna resides in Maine with her husband, two dogs, and a cat. She manages
multiple chronic conditions, including myasthenia gravis and chronic pain.

“ It’s just anxiety”
“ It’s just stress or PTSD”
“ You just need more rest”
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For many of us in the rare disease community, these comments aren’t uncommon. As
someone with seronegative myasthenia gravis, I hear them almost every time I go to the
emergency room.
I experience bulbar symptoms, including difficulty chewing or swallowing, and respiratory
weakness, which causes difficulty breathing. My atypical presentation of MG has given me
unique insight into the way many of those experiencing acute exacerbations of a chronic
disease are treated in the ER.
One experience from 2017 highlights just how unique we myasthenics are. I had recently
received a working diagnosis of MG and was having difficulty breathing. My husband hates
when I have breathing issues because he feels so hopeless to assist me, so he insisted I go
to the ER.
The attending doctor was familiar with MG, but because my presentation is atypical, they
thought my symptoms must have been caused by something else. I have a PTSD diagnosis
in my chart, so any difficulty breathing is often attributed to either that or anxiety.
The doctor offered me intravenous medication to help me calm down and breathe better. Due
to my training as a medic in the Army, I realized it was an anti-anxiety medication. I refused
the treatment and we left the ER.
Continued next page
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Where is the disconnect?
Unfortunately, these types of situations can lead to distrust
of healthcare professionals and affect the care a patient
receives.
Because myasthenia gravis is a rare disease, it’s typically
not taught in depth, if at all, to people pursuing a general
medical degree. IF a patient appears to know more about
their disease than their care provider, it can create tension
or even conflict. Some providers don’t want to admit that
their knowledge about a particular condition is limited, and
patients want to be heard and respected.
In my experience, some medical providers don’t seem to value listening to their patients,
especially those of us with rare or chronic illnesses. Every MG patient has a different
presentation and well require different treatments for their specific symptoms. Our
knowledge and experience are invaluable, since treating MG is anything but textbook.
Medicine is an ever-evolving practice, and researchers are constantly learning new
information and developing new therapies. To better serve the rare community,
healthcare providers must be open to continuing their education. And as rare patients,
we need to give our medical providers support, guidance, and encouragement to uphold
their Hippocratic oath.

Communication is the key
Hospital administrators should encourage open communication between providers and
patients. It’s important to foster an air of cohesion and calmness rather than one of
divisiveness and combativeness.
If we as patients have previously been dismissed by medical staff or struggled to obtain
treatment, trusting that our providers have our best interests at heart can be difficult, but it
may also lead to better care.
So how do we bridge this divide? How can patients and providers come together to
ensure that the patient receives proper and effective treatment?
My first suggestion is for hospitals and clinics to create a registry for local patients
with chronic or rare diseases. Enrolling will cause their chart to be flagged when they
visit the ER, and staff will be provided with pertinent information about their condition,
including possible symptoms and acute issues, helpful
treatments, and medications to administer or avoid.
Having access to a patient’s chart is one thing, but
having this type of information readily available would
benefit both patients and providers immensely.
I also encourage both sides to practice calm but direct
communication. Patients aren’t always blameless when
encountering healthcare providers. We must advocate
for our well-being without being rude.
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Merck Acquiring Cladribine as
Potential Generalized MG Treatment
myastheniagravisnews.com
Merck KGaA has acquired Chord Therapeutics and the rights to continue developing
CRD1(cladribine), Chord’s lead candidate for treatment of generalized myasthenia gravis.
.
“I am particularly pleased that Chord’s focus on severe, rare neurological conditions will
becomplemented by Merck’s established leadership with cladribine,” Arthur Roach, founder and
director of Chord Therapeutics, said in a press release.
.
Merck KGaA, known as EMD Serono in North America, markets Mavenclad, a short-courseoral tablet
form of cladribine approved to treat active and relapsing forms multiple sclerosis. Cladribine is also
approved to treat select blood cancers.
“The very substantial synergies that will result [from the acquisition] have the potential to create
important new treatment options for patients,” Roach said.

2022 Will Be The Year I Leave Fear Behind

Column by Michelle Gonzaba
December 22, 2021

Generalized MG (gMG) is a neuromuscular condition triggered by an autoimmune responsethat causes
muscles throughout the body to weaken.
Cladribine is designed to affect a patient’s immune system. It works by selectively killing offlymphocytes or
specific types of white blood cells, including T- and B-cells.
This effect is long lasting, particularly on memory B-cells — the cells responsible for“remembering” viruses and
bacteria, allowing the body to rapidly mount an immune responsewhen it next comes into contact with those
particular threats.
A pilot study in 13 people with refractory (difficult-to-treat) gMG found significant clinicalimprovement with
cladribine’s use, as measured by the Myasthenia Gravis Composite scale.Merck intends to advance an oral
form of cladribine to potentially treat gMG.
“Cladribine has a unique mechanism of action which is relevant in antibody-mediateddisease such as NMOSD
[neuromyelitis optica spectrum disorder] and gMG,” said DannyBar-Zohar, MD, head of global development for
the biopharma business of Merck.
“In exploratory studies, cladribine demonstrated promising results in these diseases. Thesedata have prompted
us to initiate further development with cladribine in gMG and NMOSD topotentially bring a new therapeutic
option to patients and expand our portfolio in this area,” Bar-Zohar added.
Chord was launched in October 2020 with the help of Omega Funds, a healthcare venturecapital fund.
“I am very pleased with Chord’s progress over the last year since our launch. I am grateful toOmega Funds
for their support and financing, and for sharing our vision of the potential ofcladribine in NMOSD and gMG,”
said Tom Plitz, CEO of Chord. “We are thrilled that our workis now continued by Merck and delighted with this
opportunity to considerably accelerate thedevelopment to bring this drug to patients in need faster.”
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The acquisition is expected to close in early 2022.
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THE NEUROHOSPITALIST
Myasthenic Crisis
• Epidemiology – Fifteen to 20% of myasthenic patients are
affected by myasthenic crisis at least once in their lives.
• Assessment of Respiratory Dysfunction in Myasthenic
Crisis – Mysathenic Crisis can involve the upper airway
muscles, re- spiratory muscles, or a combination of both
muscle groups. Both inspiratory (inhale) and expiratory
(exhale) respiratory muscles can be affected.
• Respiratory Management of Myasthenic Crisis – Intubation and Mechanical Ventilation.
Respiratory support is imperative in the management of the crisis with over 20% of patients requiring
intubation in the emergency department and almost 60% being intubated after admission to an
intensive care unit.
• Noninvasive Ventilation – This procedure (NIV) may be used to prevent intubation or reintubation
of patients in crisis. Positive pressure is applied during both phases of respiration.
• Complications in the management of Myasthenic Crisis – Fever is the most common
complication associated with the crisis.
• Precipitants of Myasthenic Crisis – The most common precipitant is infection, such as bacterial
pneumonia, followed by bacterial or viral upper respiratory infections. Though one third to one half of
patients may have no obvious cause for their myasthenic crisis.
• Cholinergic Crisis – Patients taking an excess of acetylcholinesterase inhibitors may precipitate a
myasthenic crisis. Symptoms may include increase in perspiration, salivation, nausea, vomiting and
diarrhea. Although cholinergic crisis is an important consideration in the evaluation of the patient in
myasthenic crisis, it is uncommon.
• Treatment of Myasthenic Crisis - The 2 primary pharmacologic therapies available for myasthenic
crisis are intravenous immunoglobulin (IVIg) and plasma exchange (PE). Some evidence shows PE
may be more effective than IVIg in the treatment of the crisis.
• Thymectomy – Thymic hyperplasia is common in young myasthenic patients, especially women.
Thymic tumors found in 15% of patients with MG and in 32% of patients with myasthnic crisis should
be treated with thymectomy.
Please access this link… Https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3726100

Linda C Wendell MD - Dept of Neurology, University of Pennsylvania, PA and
Joshua M Levine MD - Dept of Neurology, Neurosurgery and Anesthesiology
and Critical Care, University of Pennsylvania, PA
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DONATIONS as of February 18th, 2022...
Carole Ilegam			
Mary Gilhome
		
Gerald Gray
			
Marilyn Rilkoff
		
Mark Revell
		
Al Thorp				
Fabiola Lamb 			
Al and Beverly Craig		
David Sutherland			
Barb Noiles 				
Hui Isabella Liu			
Velma Cotton			
Dorothy Symons 		
Jeanette Espinosa 		
Nancy Headley 		
R. Douglas Reid			
C.Wendy Robertson

Elisabeth Sephton		
Mark Isaccs			
Wendy Macfarlane		
Robert Lefeaux		
Nora Moore			
Edna Duke			
Karren Shimonek		
Leslie Potter			
Barbara Thomas		
Elizabeth Richards 		
Tom Barrett (monthly)
Gayle Wilson 		
Rosa Tesler-Mabe		
Terry Ann Callender		
Pauline Buckley
Peter Rogers
Brenda Kelsey

Ken Moore
Lillian Neufeld
Scott Didick
Linda Beare
Marie L Paterson
David MacLean
Jane Bryans			
Ken C Moore
Damiano Botteselle
Tom Clark 		
Janice Wong
Paige & Brian Patterson
Judith Codrington
Roelant Hurkens
Don Osterhout
H. Leslie Jensen			
Wilhelmina Van LInden Tol

PayPal Giving Fund: No access to donor names, but you know who you are and we thank you.

Donations In Memory of...
In Memory of Janet Olliver from Stephen Olliver
In Memory of Albert Wong from Janice Wong
In Memory of Stan Morgan from Ken Isbister

Corporate and Research Donations
Mark Anderson Hilary Dube Ruby Palmer
Kathie Lefeaux Hilary Matthews
Patricia Phillips in honour of her daughter, Kathryn
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Many Thanks to All!

WE APOLOGIZE FOR ANY ERRORS OR OMISSIONS

Spring 2022
LITERATURE ORDER
Name_______________________________________________________________________
Address_____________________________________________________________________
LITERATURE AVAILABLE:
1. Myasthenia Gravis Facts
2. MG Glossary: Definitions of medical terms used in M.G.
3. MG Survival Guide
7. Drug pamphlets:
(a)Mestinon
(b)Imuran
(c)Prednisone
(d)Cyclosporine
(e)Cellcept
8. Drugs that aggravate MG - 2012
9. Tacrolimus* - New drug for immunosuppresive medication
10. Plasmapheresis
11. IVIG - Intravenous Gamma Globulin
12. Ocular MG
13. Nutrition for Healthy Bones
15. Dentistry and the Myasthenic
16. Pregnancy and Myasthenia Gravis
17. Myasthenia Gravis in Children and Adolescents - NEW
19. Congenital Myasthenia Gravis
20. Emergency Care of Myasthenia Patient
21. Mestinon - A possible emergency measure
22. Assessment & Management of Speech & Swallowing in Myasthenia Gravis
23. Hospital Package: Nursing Care of the Myasthenic; Hospitals Can be Dangerous;
Anesthesiology Drugs
24. Practical Guide to MG
25. Dr Oger’s book for Family Physicians - free to MG members
26. MG ID Emergency Alert Card
27. Providing Emotional Support for patients with MG
28. Myasthenia Gravis Information for GPs NEW
29. Tips on applying for CCP Disability Benefits
31. Disability Tax Credit - Form T2201 must be downloaded at

www.cra-arc.gc.ca/E/pbg/tf/t2201

BOOKS AVAILABLE:
o My Imaginary Illness - Dr. Chloe Atkins, A Journey into uncertainty and prejudice in
medical diagnosis (for short term loan or purchase through your local book stores)
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Please note: General Myasthenia Gravis information is now available in Mandarin. If you would like a copy,
please contact our offices.
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MEMBERSHIP and DONATIONS

MGABC’S membership year is January 1st to December 31st. Membership received after October 1st will
be good for the following year. To donate, please complete the form below and return it with your cheque or
money order (we cannot accept credit card payments and we ask that you do not send cash in the mail).
Your donation and membership fees help defray operating costs, and entitles you to the following;
Newsletters biannually...MG literature and pamphlets
Notice of meetings...Up-to-date information on MG

You can Help find a Cure !

Your support can make a vital difference in the research for a cure for Myasthenia Gravis.
Please make your donation by cheque or money order to UBC - MG Research and mail to:
UBC - MG Research
c/o # 500 - 5950 University Blvd
Vancouver, BC V6T 1Z3

MGABC
2805 Kingsway
Vancouver, BC V5R 5H9

OR MAIL TO

If mailing to our offices, please be sure to indicate FOR MG RESEARCH on your cheque. Thank you !

-------------------------------------------------------------------------------------------------------------------------------------------Make Cheque payable to:
Mail your cheque to:

MYASTHENIA GRAVIS ASSOCIATION of BC
Myasthenia Gravis Association of BC
2805 Kingsway, Vancouver, BC V5R 5H9

Last Name_______________________________________First Name___________________________________
Address____________________________________________________________City______________________
Prov.___________Postal Code____________EMAIL_________________________________________________
Phone_________________________________

MG Patient

Yes

No

Membership $20.00

$___________________ (no tax receipt will be issued)

Donation

$___________________ (a tax receipt will be issued for donations)

TOTAL AMOUNT ENCLOSED

$___________________

Have you moved? Please send in the information as soon as possible!
Last Name_______________________________________First Name__________________________________
Address____________________________________________________________________________________
City________________________________Prov.___________________________Postal Code______________
Phone_________________________________ E - MAIL_________________________________________
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If you are no longer interested in receiving our mailings, or would like to receive
them by e-mail, please send your request to us at Myasthenia.Gravis@bc-cfa.org with
the words “E-mail request” in the subject line. Thank you.

