
You are cordially invited you to attend

The Annual General Meeting and Spring Support Group Meeting 

When: Sunday, April 30, 2017 @ 1:30 pm
Where: Room 307, Centre for Ability, 2805 Kingsway, Vancouver

       Special Guest Speakers
       Eric Kong - The Kong Family Legacy  

       Elaine Allan BA MBA - The Importance of Developing
                                               Fundraising Strategies 

       Dr. Kristin Jack will 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
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Myasthenia Gravis Association of British Columbia

2805 Kingsway, Vancouver BC V5R 5H9 ∙ Tel 604-451-5511 local 1284 ∙ Fax 604-451-5651
E-mail: Myasthenia.Gravis@bc-cfa.org  ● Website:  www.myastheniagravis.ca

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.

The Myasthenia Gravis Association of BC

 2017 Membership Drive and Fundraising Begins!
                                 

Every October we ask MGABC members to renew their memberships.  The annual cost is 
$20.00 per member.  This fee includes a bi-annual newsletter, free information pamphlets, notifi-
cation of special programs of interest to Myasthenics, support group meetings with speakers, as 
well as staff willing to support you.  Memberships renewed after September 30th will be good for 
the coming year.  If this fee, for any reason, poses a hardship financially, please let us know and 
we will extend your membership free of charge.
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Every year at this time, I look back at the calendar to review the events and accomplishments of the 
Myasthenia Gravis Association of BC. For such a small organization of 250+ members, supporting an 
orphan disease, we achieved a lot in 2016.
 
At the Annual General meeting in April, Dr. Fykman came and spoke about the diagnostics and 
research being done in the immuno-biology lab at UBC. The newest finished project at the lab 
is the testing of Musk positive MG. This means doctors will no longer need to send suspected 
Musk blood samples to England or the US (at great cost and time), as they can be done at 
UBC. The provincial government has approved payment of this Musk test. However, funding 
was not available until the end of 2016. Dr. Frykman requested MGABC send out a notice to other MG 
support groups asking for financial help in the interim.  We did as he requested. Since 2009, MGABC has 
donated $39,500 to the immunobiology lab for MG research and equipment.  As well during 2016, MGABC 
sent out approximately 250 pieces of literature to our members as well as to neurologists, occupational 
therapists, pharmacies and a nurse in Calgary who was setting up an MG Clinic.  We responded to 
innumerable phone calls and e-mails from new and current members, family members and other care 
givers.  It seems a lot of the requests were in response to the MG patient experiences in hospitals.  There 
were also 19 new patients (9 female and 10 male) in need of counseling and literature. 
  
In February of 2016 we were contacted by Eric Kong, who wished to set up a substantial legacy for 
Myasthenia Gravis in his mother s name. With the help of the board of directors and especially Dr. Oger 
[ret], Mr. Kong was put in touch with the VGH/UBC foundation and the Lily Kong Legacy for Myasthenia 
Gravis was established. Since the additional passing of Mr. Kong’s father, the fund has been renamed The 
Yiu Kong and Lily Kong Legacy Fund. 
 
The Fall support group meeting was a big success, with great attendance and Dr. Jack on hand to 
talk about the results of the Thymectomy study and the Genome Study, our members having participated 
in both. She answered questions and promoted a lively discussion amongst the group. 
 
Due to financial changes in the Scotia Bank Charity Challenge registration, we only raised $1200. This 
was primarily a result of the entrance fee waived against our small number of walkers and runners. This 
disappointing result was discussed at a board meeting and it was decided we would not use the Charity 
Challenge as a fund raiser for the time being. 
 
All these accomplishments could not have been achieved without the advice and help of the board of 
directors of the MGABC. I am always very grateful to Linda Briggs, our VP and Treasurer. Linda works 
tirelessly to keep finances up to date. The auditor said that for such a small organization, our financial 
records are in excellent shape. 
 
Our clerical person, Barb McDonald, is excellent in keeping our correspondence businesslike and timely. 
She formats and edits the two newsletters that are sent out twice a year. We receive compliments from our 
members and other MG groups about their quality. 
 
I would again, like to thank our Board of Directors, for their sage advice and support, Angie Kwok, Director 
of the Centre of Ability and her staff for their assistance, always cheerfully given; and our members for their 
support in attending meetings, paying memberships, making donations, and keeping us up to date with 
their MG issues and new information.  
 
Respectfully submitted,

‘
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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, Univer-
sity of Pennsylvania, PA

THE NEUROHOSPITALIST          

Myasthenic Crisis 

• Epidemiology – Fifteen to 20% of myasthenic patients are af-
fected by myasthenic crisis at least once in their lives. 

• Assessment of Respiratory Dysfunction in Myasthenic Cri-
sis – 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 inten-
sive 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 complica-
tion 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…
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Lily Kong (Pang Chui Ling) was a beloved daughter, mother and grandmother who centred 
her life around her family, including three sons and six grandchildren. Lily immigrated from 
Hong Kong to Vancouver in 1967 where she quickly embraced life in Canada. She was recog-
nized amongst her family for her culinary skills in Chinese cuisine and love for travelling.

In 1997, Lily was diagnosed with Myasthenia Gravis – an autoimmune disease that causes 
muscle weakness due to a defect in the transmission of nerve impulses sent to muscles. Lily 
was under the care of Drs. Gillian Gibson, Kristin Jack (2nd from left, bottom row) and Joel Oger. 
Sadly, Lily passed away just shy of her 90th birthday.

To honour Lily’s memory, the Kong family provided a generous donation of $400,000 to estab-
lish the Lily Kong Legacy Fund. This endowment fund will help support education, clinical 
care and research into Myasthenia Gravis with the aim of improving outcomes for patients and 
their families who live with the disease.

“Our family is touched and inspired by the support and care from all the staff at 
VGH. This endowment is in recognition and celebration of our mother’s wishes 
to thank her medical team, and to bring awareness and help those who are im-
pacted by Myasthenia Gravis.” – Eric Kong

Inspired by their matriarch, the Kong family has created a legacy fund in her memory to help those impacted by 
Myasthenia Gravis.

In Honour of a Mother’s Memory
Charlene Taylor  Associate Director, Gift and Estate Planning, VGH & UBC Hospital Foundation
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MYASTHENIA GRAVIS IN PREGNANCY

Myasthenia Gravis  (MG) is estimated to affect about 700,000 people worldwide, and has a 
higher incidence in women of child-bearing years. The effect of pregnancy on the disease is 
rather unpredictable: in a previous study 41% of women who became pregnant deteriorated, 
295 had no change and 31% improved.  It appears deterioration is more likely in the first tri-
mester or after delivery.

As a successful outcome is wanted, it is best to plan the pregnancy, if possible, to ensure man-
agement of your MG and to have a management plan in place.  This plan should include your 
specialist in neurology, obstetrics, anesthesiology and neonatalogy.  Treatment for MG should 
be modified during pregnancy.  Pyridostigmine is safe during pregnancy, and is often the only 
medication used. Steroid use may increase the risk of premature ruptures as well as other com-
plications.  The use of cyclosporine and azathioprine have been successful when the use of 
prednisone is not possible (ie.diabetes)  The safety of azathioprine is controversial in pregnac-
ny – methotrexate and mycophenolate should never be used during pregnancy.    Intravenous 
immunoglobulin (IVIG) appears to be well tolerated.  

Vaginal delivery with 
regional anesthesia is 
preferred.  If cesarean 
section is selected, the 
use of neuromuscu-
lar blockers should be 
avoided during anes-
thesia, and the mother 
should be closely fol-
lowed during recovery.  
All infants should be 
observed for symptoms 
of neonatal MG in the 
first 48-72 hours.  Neo-
natal MG is a transient 
form of MG caused by 
transfer of mother’s anti-
bodies to the fetus, and 

can occur even when the symptoms are mild in the mother.  Treatment of neonatal MG consists 
of supportive care, pyridostigmine and when needed, plasmapheresis. The condition resolves 
spontaneously.

It is best to plan the pregnancy, if possible, to ensure management 
of your MG and to have a management plan in place.
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MYASTHENIA GRAVIS AND DRUG INTERACTIONS

At the October 2016 Conquer MG patient seminar, Dr Mitra Habibi, Clinical Pharmacist and As-
sistant Professor from the University of Illinois Chicago College of Pharmacy, spoke to the group 
about how to avoid unwanted drug interactions.

Dr. Habibi offered common sense advice about sharing medications with others....DO NOT DO IT!
She also discussed “black box warnings” – the strongest warnings issued by the FDA – that apply 
to individuals who have MG.  Many drugs can worsen MG, but these specifically carry significant 
risks and should be avoided:

• Fluoroquinolones (Ciprofloxacin (“Cipro”), levofloxacin, gatifloxacin, femifloxacin, norfloxacin, 
ofloxacin)

• Ketek Telithromycin

…You can see a short clip or the full presentation on the Conquer You Tube channel.  It addresses 
other antibiotics to avoid, the use of magnesium, side effects of steroids, and pain management for 
individuals with MG.

Evaluation of IL-17A as Therapeutic Target for Myasthenia Gravis
Henry Kaminsky. MD, Professor of Neurology, George Washington University

Cytokines regulate how the immune system functions.  We had previously found that a subset of 
patients with MG have elevated blood levels of IL-17, a cytokine known to promote autoimmune 
activity.  Drugs are under development that lower IL-17 levels.  We 
determine that in the animal model of myasthenia gravis, mice without 
IL-17 develop less severe, to no, weakness.  They have lower ace-
tylcholine receptor antibody levels and less antibody that injures the 
neuromuscular junction.  Our studies would support using treatments 
that lower IL-17 levels as a therapy for human myasthenia gravis. A 
manuscript is under development for peer-reviewed publication.
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Highlights from Dr. Nicolle’s Presentation
to the Myasthenia Gravis Society of Canada, November 27, 2016

Dr. W. Nicolle MD FRCPC D. Phil., Chief, Division of Neurology, Director EMG labo-
ratory and Neuromuscular Group, Dep’t of Clinical Neuromuscular Sciences, Western Univer-
sity, London Ontario.

•  Myasthenia Gravis is Rare

It affects 1 in every 5-10,000 individuals

The number of individuals per 100,000 with a disease: 
Diabeties – 11,300 over 20 years of age – 2,700 diagnosed over 65 years of age.
Parkinson’s 285
Multiple Sclerosis 118
MG 13
ALS 5 (Lou Gehrig’s Disease)

•  Myasthenia Gravis is just one of many AUTOIMMUNE DISEASES

•  What is NOT caused by MG

Numbness, headaches, memory loss, pain, reduced vision. MG does not affect the eyes 
themselves but the muscles that move the eyes. Vision should not be affected.

Are you sure symptoms are a result of MG ? There is no sense adding medications or in-
creasing doses if the symptoms are not a result of MG.

•  What is important ?

In his clinic, Dr. Nicolle has seen over 1,000 MG patients in the last 22 years.  He often sees 
referrals for 2nd and 3rd opinions if a patient is not doing well.  Some of the reasons the pa-
tient is not doing well is the symptoms are not related to MG (1/3), another 1/3 have MG but 
the symptoms are secondary to MG.  Other diseases, side effects of medication, depression, 
sleep apnea etc.  Treatment of MG will not help the symptoms and may even make it worse.  
One third have MG and their symptoms are related to MG, but they are not doing well. This 
indicates dosages may not be correct or they have not been on the drug long enough.  Truly 
severe cases of MG are rare, less than 5% of the patients seen in his practice.
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RITUXIMAB OFFERS HOPE FOR
REFRACTORY MYASTHENIA GRAVIS

Rituximab.  Anecdotally we know that many MG patients who have refractory MG (disease 
does not respond to first line treatment) have seen a turnaround in their treatment after using 
the drug rituximab.  A Phase II study (testing includes a greater number of test subjects) is be-
ing lead by Richard Nowak at Yale University.  The study is examining how well MG pateints 
tolerate the medication and how their disease is affected by it.  

It is equally important to ask how long-lasting the treatment might 
be.  In the November issue of JAMA Neurology it was reported 
that examined cases at one clinic location with 16 patients – their 
illness improved to the point of achieving remission or minimal 
symptoms.  Nine of the patients had a relapse within 36 months, 
and seven remained “relapse free’ within an average of 47 months 
after treatment.  The study concludes rituximab appears to be an 
effective option in patients with this type of refractory MG.

ONLINE:  Myasthenia Gravis Support Canada

On Facebook, you can connect with others affected by 
Myasthenia Gravis through the Myasthenia Gravis Sup-
port Canada Facebook page. It’s another way to learn more 
through discussion, postings and comments.
Use this URL:
https://www.facebook.com/groups/1380379838949713/
and link text is
Myasthenia Gravis Support Group Canada

A reminder to members and BC neurologists, there are two Myasthenia 
Gravis Support Groups on Vancouver Island:
Parksville – John Skalos, North Island MG Association, 250-754-9636 
email: lisaandjohn@shaw.ca
Victoria, Dennis Shpeley, MG Victoria Support Group, 250-478-0131 
email: shpeleys@shaw.ca

8
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In Memoriam

In 2017, the Myasthenia Gravis 
Association lost two long standing 
members and volunteers.
Judy Bonny (nee Ashkenazy) 
(1940-2017) and
 Judy McDermid (nee  Milligan) 
(1951-2017)

Judy Bonny went to the University 
of Southern California, majoring in 
Journalism and English. After years 
of teaching at Baker University in  
California. Judy became a program 

developer and then the director of the Office of Opportunity which created and implemented 
programs for disadvantaged families.  One of the most important programs was “Headstart” for 
children.  In 1968 when Judy was diagnosed with MG, her parents became active members 
of the Association and Judy’s father wrote an article that was printed in the Readers Digest in 
1972 “ Judy has Myasthenia Gravis” promoting and bringing awareness to MG.

We especially remember Judy Bonny as the original editor and clerical person for the Associa-
tion and a kind and trusted friend.  Our condolences and thoughts go to her husband, Gene, 
her sons, Jeff and Tom.

Judy McDermid was born, raised and educated in Victoria BC. In her second year of Uni-
versity she was diagnosed with Myasthenia Gravis.  After surgical interventions, Judy had to 
spend 2 years in ICU and was left with compromised musculature, right side paralysis and no 
voice. This did not stop Judy from ‘talking’ about MG. Since the time of her diagnosis, she kept 
a journal and with the help of her husband, Larry and friends produced a play called “ This is 
my Voice” which played at the Little Red Church Theatre in Courtney, BC to sold out audiences.  
Throughout her life, Judy and Larry were devoted members of the North Island Myasthenia 
Gravis Support Group. 

Judy’s diagnosis and the circumstances of her illness, could well have stopped the aver-
age person. It is fair to say, Judy was not average. We remember her with love and send our 
prayers and thoughts to her husband, Larry, son Michael and extended family.



10

MG NEWSLETTER

WE APOLOGIZE FOR ANY ERRORS OR OMISSIONS.

DONATIONS as of March 21, 2017... 

Donations In Memory of...

Corporate Donations:

Eileen Maltinsky  Ruby Palmer   Maybelle Morrison
Joanne Mirabelli  William Husband            Dorothy Symons
Rose Pickard             Kenneth Moore  Al Craig
James Clogg             Jean Winslade  Ken C Moore
Phillip Klassen  Leslie Porter             Reina McAfee
Ian Bennett             Robert D Reid  Willeke Van Linden Toi
Olive Worsfold  Richard Douglas  Terry-Ann Callander
Gayle Wilson             John Philips             Grace Deroche
Jeff Greb   Tom Tronsgard  Andrew Dawes
Jantine Van Oort            Allen Thorp             Jean Carncross
Lorne Holyoak  James Postnikoff            Cecilia Diaz-Lavanchy
Lezlie Foster             Barb Thomas  Terry Raymond
Marie Paterson  Ken Palmer             Wendy Macfarlane
George Lopushinsky Doreen Kerr             Edward Gore
Pauline Buckley  Jane Bryans             James D Boyd
Diana Botteselle  Lorna Andrews  

Stephen Olliver for Janet Olliver
Eric and Laura Kong for Lily Kong

Brenda Kelsey for Judy Bonny    
Barbara Gray for Charles (Neil) Mandryke

Telus Cares – David Sutherland/Rose Hare,   Canada Helps Org.
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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
       (f) Tacrolimus
   8. Drugs that aggravate MG - NEW  2012
   9. Thymectomy
  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 NEW
  27. Providing Emotional Support for patients with  MG
  29. Tips on applying for CCP Disability  Benefits
  31. Disability Tax Credit  - Form T2201 or download forms at www.cra-arc.gc.ca/E/pbg/tf/t2201

BOOKS AVAILABLE:
o You, Me and MG by Deborah Cavel-Greant, published 2005 (FREE)
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)

Please note: General Myasthenia Gravis information is now available in Mandarin.  If you would like a copy, 
please contact our offices.

DONATIONS as of March 21, 2017... 



Make Cheque payable to:      MYASTHENIA GRAVIS ASSOCIATION of BC
Mail your cheque to:               Myasthenia Gravis Association of BC 

                                                             2805 Kingsway, Vancouver, BC  V5R 5H9               

Last Name_______________________________________First Name___________________________________

Address____________________________________________________________________________________

City________________________________Prov.___________________________Postal Code____________

Phone_________________________________     MG Patient           Yes             No

Membership ($10.00)                    $___________________  (no tax receipt will be issued)

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

TOTAL AMOUNT ENCLOSED      $___________________   

Last Name_______________________________________First Name__________________________________

Address____________________________________________________________________________________

City________________________________Prov.___________________________Postal Code______________

Phone_________________________________  

Have you moved? Please send in the information as soon as possible!

DONATIONS to MG RESEARCH

(note new account name)
UBC Myasthenia Gravis Research Account

mail to: Dr. Joel Oger, Director of MG Research
             c/o Myastenia Gravis Association of BC
             2805 Kingsway, Vancouver, BC  V5R 5H9

If you are no longer interested in receiving our mailings, please notify the MGABC

E - MAIL____________________________________________

MG NEWSLETTER
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

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.

--------------------------------------------------------------------------------------------------------------------------------------------

You Can Help!
Your support can make a vital difference in the fight against Myasthenia Gravis at UBC.

Online: www.supporting.ubc.ca/mg         Phone: 1-877-717-GIVE (4483)
By mail: Myasthenia Gravis Research, UBC Annual Giving, 500-5950 University Blvd

Vancouver, BC V6T 1Z3
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 $20.00

*If you are donating directly to UBC, please let us know so we may
include your name in the RESEARCH DONOR list.


