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The Myasthenia Gravis Association of BC

SUPPORT GROUP MEETING 2019

The Myasthenia Gravis Association of BC
cordially invites you to attend

The Fall 2019
Support Group Meeting
When: Sunday, October 20th, 2017 @ 1:30 pm
Where: Room 307, Centre for Ability, 2805 Kingsway, Vancouver

Special Guest Speaker

Dr. Kristin Jack BSC MD FRCPC Neurology
Myasthenia Clinic, Vancouver General Hospital

Novel Therapeutic Strategies In MG
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

2020 Membership Drive and Fundraising Begins!
Every October we ask MGABC members to renew their memberships. The annual cost is
$ 20.00/member. This fee includes a bi-annual newsletter, free information pamphlets, notification of special programs of interest to Myasthenics, support group meetings with speakers as
well as staff willing to help and support you. Memberships renewed after September 30th will
be good for the coming year. If for any reason, this fee poses a financial hardship, please let us
know and we will extend your membership free of charge.
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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FROM THE WORLD WIDE WEB

There’s An App For That!!!

The Myasthenia Gravis Foundation of America, Inc (MGFA) is pleased to announce the creation of “my MG,” an innovative mobile application (or “app”) that gives people who have Myasthenia Gravis (MG) a new tool that enables them to
track their MG. “My MG” is a software application designed to run on Smartphones, tablet computers and other mobile
devices for use in daily life. On this website you have all the main features of the “my MG” application along with an option to print a full report of the survey data you have recorded.
Using the “myMG” app to record MG symptoms and other notes enables you to have a more interactive dialogue with
doctors. Go to the Survey Tab to record your symptoms and how they affect your daily life. Record any notes that you
think may explain changes in your symptoms (change in meds; forgetting your meds; ran a marathon).
Go to the Charts Tab to see how your survey results change over time. When you are ready to visit your doctor, use the
Charts Tab to print surveys recorded since your last visit.
“My MG” puts the MG-QOL15 and MG-ADL tools into the patient’s hand.

MG Advocacy

We are again reminding you of the necessity to take proactive measures with your MG and be sure all
health care professionals who are working with you are aware of your disease.
POSITIVELY MG - A COLUMN BY MEGAN HUNTER

“With a rare disease, you must be your own advocate”
April 10, 2019 by Megan Hunter
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Hearing the words “you have a rare disease” is not something you ever expect. Nor is it anything you could ever
really prepare for. But unfortunately, it does happen – and it may have happened to you if you are reading this.
Going to a general practitioner when you have a rare disease can be super terrifying. They often have heard
about your condition only in passing during their studies and may not remember much about it. Or perhaps your
condition is among the rarest of rare, and no “regular” doctor knows anything about it.
They don’t know what medications are contraindicated, what they need to watch out for, or how to know if you are
heading for a crisis. This is not only scary for you as a patient, but also for your family, who are watching from the
sidelines. Having been in this position a couple of times myself means that I have had to learn more about my
condition and become a patient/expert in order to be able to properly stand up for myself and know what I am getting myself into every time.
continued next page
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I carry a file with me to every doctor’s appointment and hospital admission that includes copies of my medical
aid card and ID book. I have the phone numbers of my treating doctors in case I end up in a different hospital, or
under the care of a different type of doctor for another reason.
I have also researched a list of all contraindicated medications and have given copies to my local pharmacy, my
doctor, and the ward that I am usually admitted into for treatment. I also carry a few extra just in case. This helps
me to know that any medication I am getting is checked and is safe to take without sending me straight into crisis. I have a list of my current medication, dosage, and inserts from
the packaging – thus if I am unable to talk, others can know what I am taking as I go into
a state of panic! My husband teases me, as it is the first thing I ask about when I come
around from any type of anesthetic, and he now knows to have my file in his arms the
minute I open my eyes.
I have also kept track of all the treatments I have had – even I they are not related to my
condition. For example, I track all my operations for endometriosis and ovarian cysts, as
well as my open lung biopsy, wisdom teeth extraction etc. This has helped tremendously
when doctors need a full medical history, as I can then remember exactly what medicine I
have had and whether I have had any reaction to it, or how long ago I last had it.

Megan Hunter

Though experience, I have learned never to just simply accept what doctors recommend or speak about. I ask
then to write down the names of the medication and I do my own research. I want to know any potential side effects or contraindications, and I also double check that I can have it with my myasthenia gravis without being sent
straight to intensive care.
I want be able to fight my case, to understand what the doctor is talking about (without them feeling like they have
to dumb it down for me) and also to create awareness whenever possible. I want to be able to answer questions,
CC explain my condition quickly and easily and understand the medical terms associated with my diagnosis. Because if I don’t take the time to do this, then how can I expect others to?
I encourage each of you to do your own research. Constantly be on the lookout to see if there are new treatments
available and bring them to the attention of your doctor with explanations why you need to try it.

And don’t ever, ever give up.

Speaking of someone who did not give up...

MG Vancouver Member
Euan Bowman
at the completion of the
Boston Marathon, 2019

Congratulations, Euan!!!
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PROGRESS IN AUTO-IMMUNE MYASTHENIA GRAVIS
Translated by Joel Oger from AFMtelethon

Therapeutic Trials test a potential treatment – a medication or even a device to evaluate if it would be well tolerated and efficacious.
Trying to optimize treatments that we know:
Long term treatment of generalized auto-immune myasthenia includes thymectomy and is generally followed by use of cortico-steroids.
As there are so many side effects to long term corticoid treatments, one generally uses an immune suppressor which is used as a
steroid sparing agent. Still, even with progressive reduction of steroid doses leads to use of massive cumulative doses of prednisone. A
number of small trials are going on at the present time to establish the best way of using immunosuppressors to help reduce long term
use of cortico-steroids. Other trials include:
BELIMUMAB
BELIMUMAB is an immunomodulatory drug used to treat lupus. It is an antibody that can neutralize the B-cells stimulatory factor which
is increased in MG. A phase II trial double blind, randomized, placebo control has taken place in Germany, Canada, USA and Italy. 18
participants have received BELIMUMAB for 6 months and 22 the placebo.
BELIMUMAB was well tolerated, however there was no significant improvement in MG symptoms (Primary end-point) There has not
been any difference on the secondary end-points.
TACROLIMUS
TACROLIMUS is an immunosuppressive drug used in preventing graft rejection. A study has been done in 150 people with MG during
1 year of treatment and follow-up. It has shown an improvement of clinical complaints and a reduction by ½ of the quantity of corticoids
used. (Ahn SW et al: J.Neurol SC. August 2018)
A meta-analysis summarizing 5 clinical trials with a total of 683 patients has shown that TACROLIMUS benefits MG symptoms. TACROLIMUS may not permit a reduction in the doses of steroid after 6 to 12 months but it does help significantly the symptoms of MG
and daily activity.
Intra-venous IMMUNOGLOBULINS
They are used to neutralize auto-antibodies. Purified IgG are being trialed in GMG in steroid dependent patients and in cases of MG
crisis.
Subcutaneous IMMUNOGLOBULINS
Published in September 2017 this trial has shown, however it is an open trial without blinding nor controls. It was done in only 23 adults
having worsening of their disease without controls nor blinding. Functional scores (QMG, MG-DL) have confirmed this efficacy. Tolerance is excellent and satisfaction questionnaires are really positive. The fact that this is a form of self-medication renders everyone
appreciative of the ‘real life” efficacy.
3,4 diaminopyridine
Improved the function of the neuro-muscular transmission. It has been used in Eaton-Lambert myasthenic syndrome as well as some
of the congenital myasthenias. It is now being trialed in MuSK MG.
PYRIDOSTIGMINE
It is another anticholinesterase (similar to Mestinon®) and is being evaluated in Denmark.
RITUXIMAB
This monoclonal antibody reduces the number of B cells and it useful in reducing the corticoid dependency of patients with
achRAb+MG. It works best in MUSK Ab + MG. It has been demonstrated to work in a group of 55 MuSK+ patients. A second trial is
coming up June 2020 in Sweden.
ABATACEPT
An immunosupressor used in arthritis care which reduces inflammation. Has been shown to work in mice and is now being applied to
Refractory Human MG at John Hopkins.
MORE PROGRESS IN ANTIBODIES AND MG
Over 85% of Myasthenia is due to the presence of antibodies to the acetylcholine receptor (AchRAbs) at the neuromuscular junction.
Among those who do not have AchRAbs, 15 to 20% have auto-antibodies to the MuSK receptor. A further 20% of those who have
neither ActRAb nor anti MuSK receptor have antibodies to the LRP4 protein of the muscle. It is a receptor for Agrin that permits the
ACHR to be clustered and deliver a greater jolt to the membrane when they are activated. This results in the proportion of MG patients
who have neither of these antibodies has now been reduced to 2 to 5%. These antibodies can be measured at the neuro-immunology
labs at UBC.
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This has been translated form Savoir-Comprendre, a publication of AFM-Thelethon validated by Dr.S. Berrih-Aknin by J.Oger MD, FRCPC.
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Mozart for Myasthenia Concert March 30, 2019
It was a beautiful spring evening and the Koerner Hall at the Academy of Music
was buzzing with the syncopated sounds of instruments and musicians warming
up. The inside of the hall became still and the musical notes were replaced with
greetings and laughter as the foyer began to fill with enthusiastic music lovers.
This just begins to describe the magical evening we all witnessed. An evening that
could only have happened because Andy Dawes, MG Board Member, used his
admitted charm and influence to bring
together members of his musical ‘family’
to play for us and raise money for our
Brenda Kelsey
Association.
Many other board members and volunteers
gave of their time to distribute flyers, call and email friends
and help out the evening of the concert. When the last
dollar dropped and Linda Briggs, Board Member and
our associations accountant, drew the final line on the
balance sheet, we were delighted to see we had raised
over $3,700.00!
We thank MYASTHENIA
ALL ofGRAVIS
you who donated, attended and
OF BC PRESENTS:endeavour.
supportedASSOCIATION
this fantastic
Andrew Dawes, Violin

Jane Coop, Piano

Mozart for
Myasthenia

A BENEFIT CO NCERT

MARCH 30, 2019 | 7:30PM
KOERNER RECITAL HALL AT VANCOUVER ACADEMY OF MUSIC
1270 CHESTNUT ST, VANCOUVER

Eric Wilson, Cello

Jason Ho, Viola

Isabel Vila Dawes, Violia
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Donations To Date:
Gerald Gray
Lorne Holyoak
Elizabeth Roy
Bart McGuire
Don Morrison
Sheila Gray-Moir
Peter Brolese
Jane Bryans
P.G. Lamb
Mark Anderson
Linda Stafford
Evan Ho
Don Proteau
Anthony Klupfeschmidt

Jantine Van Oort
Allan Thorp
Samina Shahzadi
Brian Fulton
Harold Sider
Jacqueline Quardt
Arlene Kyan
Grove Crest Farms
Jim Harris
Jean Carncross
Ken Moore
L. Townsend
Michael Shirley

Rochelle Farquhar
Albert Dexter
A. Sadivnick
Anita Wootton
Jennifer Urquart
Rita La Victoire
Tyleen Katz
Ronald Gibson
Olive Worsfold
Chrissie Steane
Isabella Liu
Connie Bjorkquist
Ruby Palmer

Katharine Chatten
Rosanna Brammer
Beverly Butler
Yvonne Lyle
Sandra Trimble
Jeanette Espinsosa
Edgar Lublow
K.C. Moore
Carol McBryde

Corporate Donations:
Provincial Employees Community Serv. Fund

New Donation Options!...

In Memoriam
Jerry Olynyk
We were saddened to hear of the passing of one of our long term MG
members, Jerry Olynyk, who died in February of this year. Jerry is
survived by his wife Sasha, six children and a growing number of grand
and great grandchildren.
Jerry left a successful insurance and sales career in 1989 when he had
to go on long-term disability. He remained active in his community and
the Myasthenia Gravis Association, penning a book describing his
battle with chronic pain. “Commitment to Health” was published in
2001. Sasha Olynyk’s original painting of an eagle rising strong and
focused graces its cover. We send our condolences to the family.

In Memory Donation for Jerry Olynyk from Brenda Kelsey
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WE APOLOGIZE FOR ANY ERRORS OR OMISSIONS.

Fall 2019
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 - Immunosuppressive medication - NEW
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)

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!

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

-------------------------------------------------------------------------------------------------------------------------------------------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____________
Phone_________________________________

MG Patient

Yes

No

Membership ($10.00)
$20.00
$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 mgabc@centreforability.bc.ca
with the words “E-mail request” in the subject line. Thank you.

