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Additional COVID-19 updates can be found on Page 4

MGA Support Groups Go Virtual in
Light of COVID-19 Concerns

If there is one thing we all know about living with MG, it’s that you have to
be flexible yet prepared. As a result of COVID-19 and the stay-at-home order, the MGA came to the decision to host support groups virtually. With
the use of Zoom technology, support groups will remain virtual through
May and hopefully return to in-person groups sometime this summer. Our
goal is to not only ensure the health and safety of our patients and families,
but to remain connected in this uncertain time.
One of the great things about hosting our support groups virtually is giving our patients and families
the ability to tune into any group of their liking. Each support group focuses on a different topic related to MG and guests will be offered the opportunity to “attend” support groups in other areas.
Be sure to check out the support group calendar on page 13 and learn tips and tricks to utilizing
Zoom on page 11. To ensure safety and security of those participating, we ask that you please RSVP
to Tanya Renner. The Zoom meeting credentials will be emailed out to attendees who RSVP prior to
the group.
We recognize that this is a scary time and want to remind you we are here for you and will continue
to provide resources. While we have pressed pause on our clinic services at KU, St. Luke’s and St.
Louis University, we look forward to the day when we can return to our regularly scheduled services.
Until then, please feel free to reach out to Tanya for Kansas City tanyarenner@mgakc.org or Meridith
for St. Louis meridithoconnor@mgakc.org. Stay safe and be well. We are thinking of you!

Yokota Foundation Gift

We are pleased to announce the MGA was granted a $50,000.00
donation by the Yokota Foundation! Tina and John Warren of the
Yokota Foundation as well as sister and brother-in-law to MGA
STL member Mark Macias, have been instrumental in the growth
and development of the MGA. This gift affords an opportunity for
the MGA to directly work with patients, their families, and those
impacted by myasthenia gravis across the Heartland. Thank you,
Yokota Foundation for making this possible; we are beyond grateful for your continued support.

*Pictured from left to right: Mark’s girlfriend, Greta Rice; STL member, Mark Macias; and Tina and John Warren of the Yokota Foundation.
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A MESSAGE FROM THE MGA’S EXECUTIVE DIRECTOR
I’m a planner. I get excited to buy a crisp new calendar each year and start to fill in the pages with
appointments, meetings, support groups, trips and all the alike. What I didn’t plan for was wiping
the slate clean of activities outside my home come 2020 due to COVID-19. What’s that they say
about best-laid plans? This season of life has caused me to take a pause; to reflect and go back to
the simple. It hasn’t been easy, but neither is life. I hope that I can come out of this season with a
better appreciation of what’s right in front of me and what’s happening now instead of in two
weeks (or even three or four). I hope I come out of this season living in the moment and not fixated on when it works in my schedule. I recognize that people reading this message come from
all walks of life and come from many different situations. For some, the downtime at home hasn’t
been a change of pace. For others, it has been isolating and discouraging. However, one takeaway
from this season is a blatant reminder that tomorrow is never promised. I hope you enjoy today
and what is surrounding you. Send us a note and let us know how you are handling COVID-19,
your MG, and this pause in time. We’d love to hear from you!

Allison Foss, Executive Director
allisonfoss@mgakc.org

This Issue
MGA Board of Directors andInStaff

President:
LaDonna Diller
Vice President:
Brett Henson
Secretary:
John Sand, MD
Treasurer:
Derek Haverkamp

Joe Bant
Brodie Beck
Michael Eagan
Stephanie Hubers
Ray Olsen
Lisa Sackuvich, RN
Nancy Vinsant
John Wilkinson

Executive Director:
Allison Foss
Program Coordinators:
Tanya Renner
Meridith O’Connor, MSW

Ways to Support
the MGA

MGA Connections

Are you newly diagnosed and looking for support and answers? Have
you lived with MG for years and want to share your experiences? For
anyone looking to talk to others who have MG, we have MGA
Connections! Give us a call or send us an email and we will send you
the full list or help make suggestions of people with whom you may
benefit from by connecting via email or phone.

Inside this Issue
COVID-19 Guidance From
International Working Group

4

CDC COVID-19 protection
guidelines

6

CDC Handwashing Guidelines

7

Virtual MGA Triple Crown
Showdown

8

Having MG in the Midst of a
Global Pandemic
Clinical Trials
Zoom Tips and Tricks
Around the Heartland

9
10
11
12

Support Group Calendar
Membership Contributions

13
15

Follow us

4
Guidance for management of Myasthenia Gravis (MG) and Lambert-Eaton Myasthenia
Syndrome (LEMS) during COVID-19 pandemic
Corona Virus Disease 2019 (COVID-19) is a new illness caused by a novel coronavirus, severe acute respiratory
syndrome coronavirus 2 (SARS-CoV-2). Symptoms are variable but typically include fever, cough, respiratory
symptoms, diarrhea, reduction of smell and taste sensation.
Severity ranges from mild to severe and the virus may lead to pneumonia, acute respiratory distress syndrome
and death, in some patients. Nearly every country in the world has been affected by this virus and is currently
defined as a pandemic, by the World Health Organization. There are no known proven therapies for treating this
virus and no vaccine to prevent the infection at this time.
No data currently exist on how COVID-19 affects people with myasthenia gravis (MG)/LEMS or patients with other diseases on immunosuppressive therapies. However, because most patients with MG are on immunosuppressive or immunomodulatory therapies and may also have respiratory muscle weakness, there is a theoreticla concern that MG/LEMS patients may be at higher risk of contracting the infection or experiencing severe manifestations of COVID-19.
Individuals with MG and LEMS have asked for guidance on the use of therapies during the COVID-19 pandemic.
There are numerous recommendations circulating that attempt to provide clarity and guidance, however, differences among the recommendations have created confusion. Immunotherapy decision making varies significantly
from country to country, ranging from highly provider-directed to a collaborative decision-making model. The
advice below was developed by a panel of MG experts. We recognize that peer reviewed published literature
regarding COVID-19 in MG or in immunocompromised patients to date is lacing.
The MG expert panel* suggests that therapy decisions should be individualized and made collaboratively
between the person with MG and his/her healthcare provider. Based on their expert advice, it is sugges
ed that:
1. People with MG should follow the corresponding national guidelines1 and any additional recomme
dations for people at risk for serious illnesses from COVID-19.
Patients on existing therapies for MG/LEMS
2. MG/LEMS patients should continue their current treatment and are advised not to stop any existing medica
tions, unless specifically discussed and approved by their healthcare provider.
3. There is no scientific evidence to suggest that symptomatic therapies like Pyridostigmine or 3,4 Diaminopyridine
increases the risk of infection and should not be discontinued unless there are other clinical reasons to do so.
4. Even though strong evidence is lacking, it is recommended that MG patients already on immunosuppressive medications2,3 should practice extra-vigilant social distancing, including avoiding public gatherings/crowds, avoiding
crowded public transport and where possible use alternatives to face-to-face consultations (eg: telemedicine), if clinically appropriate.
5. When altering or stopping an existing immunosuppressive therapy3 that carries a potential for increased disease
activity and/or MG exacerbation or crisis, people with MG and their MG healthcare providers should consider specific risks (e.g., age, comorbid health conditions, location) and benefits.
Infusion therapies, intravenous immunoglobulins and plasma exchange
6. Certain infusion therapies in MG may require travel to hospitals or infusion centers and we strongly recommend
that this decision be made based on regional incidence of COVID-19 and risk/benefit of the therapy for the individual patient. The healthcare provider should be able to give region-specific advice, and where possible consider switching to home infusion.
7. There is currently no evidence to suggest that intravenous immunoglobulin (IVIG4) or therapeutic plasma exchange (PLEX or TPE) carry any additional risk in catching COVID-19. However, the use of IVIG has to be based on
individual patient need and indiscriminate use should be avoided. In general, PLEX and IVIG should be reserved for
patients with acute exacerbations. However the panel recognize that there are some patients receiving these as
maintenance therapy, who should continue these, but extra precautions may need to be taken because of the need
for travel to and from a healthcare facility.
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8. There is currently no evidence to support that inhibition of complement using the monoclonal antibody (mAb),
eculizumab increases susceptibility to COVID infection or its outcome.
Blood tests for existing therapies
9. Weigh risk and benefits of routine blood monitoring at this time. Some of the MG therapies require frequent
blood work monitoring and decisions regarding the ongoing need for testing, which requires patient to leave their
home, should be individualized and based on regional COVID-19 incidence.
What to consider when starting an immune therapy in patients with MG/LEMS now?
10. Before starting a B-cell depleting therapy2 (e.g., rituximab), healthcare providers should consider the risk of
worsening myasthenia or crisis and the risk of catching the viral infection. It may be advisable to delay initiation of
cell depleting therapies, until the peak of the outbreak is over in their region. However, the risk of not starting the
cell depleting therapy in occasional patients may outweigh the risk of severe COVID-19 infection and this has to be
discussed with the patient in detail.
Advice for patients in outgoing clinical trials
11. Currently there are many clinical trials in progress for MG and we strongly recommend that any decision regar
ing ongoing need for in-person evaluations and treatments under the clinical trial be based with consideration for
patients’ best interest. At present, there is no scientific evidence to suggest that complement inhibitors or neonatal Fc
Receptor blockers (FcRn) may increase the risk of catching the viral infection, but the panel recommends extra precautions (as in point 4 above), to minimize the risk. In clinical trials this also has to be discussed and approved by the
trial sponsor, instituitional review board and medical monitor.
Is there reasonable evidence for medications treating COVID 19?
12. Various medications have been mentioned in the news and social media as being useful to treat COVID-19 (e.g.,
choloroquin, azithromycin, anti-virals etc), however, these are not proven to be effective or studied systematically at
this time. Patients should be aware that some of these medications can potentially worsen MG and should avoid
using these without specific medical approval. If the evidence changes and suggests there is benefit for treaing
COVID-19, these treatments should be used under strict medical supervision weighing the risks and benefits in an
individual patient.
Should MG or LEMS patients go for vaccinations?
13. Vaccinations can protect for a variety of infections/pathogens. However, in the current situation it is reco
mended to only use dead vaccines in this patient group. For COVID- 19, there is no vaccine available currently.
What if patients have already contracted COVID-19?
14. Most patients who develop COVID-19 have mild disease and should continue the current best practice standard
of care for MG/LEMS. There might be a need to increase the dose of corticosteroids as in standard infection/stress
protocol. However, if the symptoms are severe (requiring hospitalization) it may be worthwhile considering pausing
current strong immunosuppression temporarily, especially if there is additional super added infections/sepsis. Immune depleting agents should not be given under such condition, milder immune-suppressive agents (azathioprine,
mycophenolate) should probably be continued, since effects of dosing are longer lasting, wash out takes longer and
rebuilding of effects take several months.
15. Most decisions for treatment escalation have to be individualized based on the relative severity of COVID-19
and MG.
*These recommendations have been prepared and endorsed by a an international working group of MG experts
in response to COVID-19 pandemic.
Amanda Guidon, MD
John Vissing, MD, PhD
Jeff Guptill, MD
Heinz Wiendl, MD
Michael Hehir, MD
James F. Howard Jr., MD
Isabel Illa, MD, PhD
Saiju Jacob, MBBS, MD, DPhil
Renato Mantegazza, MD
Srikanth Muppidi, MD
Hiroyuki Murai, MD, PhD
Presented by Constantine Farmakidis, MD and
Richard J. Nowak, MD
Kimiaki Utsugisawa, MD, PhD
Assistant Professor of Neurology at the University of Kansas

MG Care and COVID-19
Webinar/Zoom

Saturday May 2, 2020
10-12pm
RSVP to Tanya @ tanyarenner@mgakc.org
or 816-256-4100
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MGA Triple Crown Showdown Goes Virtual

Due to the safety and health of all participants, the MGA Triple Crown Showdown has gone virtual
for 2020. With social distancing now a common word in our vocabulary and stay-at-home orders being lifted shortly before the May 17th date, the heartbreaking decision was made to transition the annual event to a virtual platform. While there will be no in person fanfare this year, there will be plenty of opportunity of fanfare on your own. Sign up to virtually participate at www.mga5k.com! Those
with myasthenia gravis are our VIPs and register for free using code MGA20. Family and friends can
register for 20% off using code MGAFAMILY20. Complete a walk or a 5K run between the dates of
May 17– May 24th and submit your time. Extra kudos if you submit pictures participating in an old
MGA 5K t-shirt or with your kids in their capes or animals in their bandanas! Medals will be awarded
to those who compete and place first and second in their age groups. For more info: watch your
email, check for updates on our social media, and explore the MGA5k website (www.mga5k.com).

Presented by
Thank you to our additional sponsors
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Having MG in the Midst of a Global Pandemic; A Personal Account
Having a rare, autoimmune disease is already overwhelming, but having a rare, autoimmune disease during a global pandemic is even more distressing. Like
many of you, I take immunosuppressants to treat my
MG, therefore making me immunocompromised. Being
immunocompromised has its risks; infection being one
of the most significant risks of all. When taking immunosuppressants such as prednisone, the body is working
towards weakening the immune response in MG patients, intending to minimize the attack on the neuromuscular junction. In turn, the body becomes more susceptible to infectious diseases, making it much easier for
MG patients to acquire viruses such as COVID-19.
Therefore, when an infection from the coronavirus family invades countries around the world including the
US, a threat is placed on the health of those living with
autoimmune diseases.
So, where does that leave people like us? One might
say in a pit of despair, but I am choosing to lean into a
more practical mentality. Sure; some anxiety is healthy
to have and can promote a more cautious approach to
this virus. Yet, if we as MG patients dwell in this type of
fear, we also know that stress has the potential to significantly worsen our MG symptoms.
Let’s stick to what we know and what we can control.
Below you will find things that I have been doing to
keep a balanced mindset during this pandemic:
1) Communicate with your healthcare provider. In the
early stages of this pandemic, the first thing I did was
contact my neurologist. I reminded him of my current
treatment plan as well as the concerns I had due to this
virus. Moreover, I asked what steps I could take to decrease my risk of being exposed to COVID-19. As we
know though, this infection seems to evolve every day,
therefore, maintaining communication with your physician is vital. Don’t worry about “bothering them” or
flooding their patient portal. Staying informed is a proactive approach to your health and healthcare providers appreciate that.
2) Don’t believe everything you hear or read. There is
too much misinformation circulating social media, causing even more confusion and unnecessary anxiety. Stay
informed by following credible sources, and furthermore, don’t be guilty of spreading rumors or false information to the public as well. It does more harm than
good.
3) Follow the CDC guidelines. Wash your hands! Social
distance! We know these methods work. If you are unable to social distance as a result of being an essential
worker or other limitations, that is understandable. Just
do your best to maintain good hygiene.
4) Prioritize your mental health. Now more than ever,
we have a lot of free time on our hands and are ex-

pected to keep socializing at bay. Isolation and disruptions in our normal routines can cause us to feel lonely
and discouraged. Explore things that bring you joy.
Keep in touch virtually with friends and family. Sleep!
Find small ways to be productive (my apartment is the
most organized it has ever been!) All of these tactics can
ease some of those negative thoughts and feelings.
5) Do the best you can. So many of us depend on other
people to assist us in activities of daily living such as
grocery shopping, preparing meals, chores around the
house. With the stay-at-home order, this throws a
wrench into things, but for good reason. I am utilizing
Instacart, the grocery delivery service, and trying to
come up with creative ways to make meals that are
easy, quick, and healthy. I’m also getting my prescriptions delivered and doing chores when I have energy.
Sometimes I don’t have the energy to do the dishes or
make the bed, and you know what? That’s okay.
The truth is, I already do most of these things. MG requires us to think outside the box, regardless of a pandemic occurring. Ironically, I find myself “thriving” in
some sense during this major upheaval. Time has
slowed down, and I am learning that I am probably the
most prepared for something like this compared to my
peers as a result of my MG. As someone who is chronically ill I am already conscious of germs and constantly
educating myself appropriately about health and wellness. I also recognize the value of staying in touch with
my care team, and I don’t just mean my neurologist.
Staying connected with loved ones has been imperative
for my wellbeing. Lastly, if anyone gets what it’s like
having to adapt to change constantly, it’s people with
MG. We feel the frustration daily, but for most people,
adjusting to a new normal is unprecedented territory.
This is a surreal time we are living in. Moments in history like these can be scary, especially for those who
don’t have adequate access to resources or have been
impacted by this virus directly. People have been laid
off, families have been torn apart, small businesses are
financially devastated, and lives have been lost. While I
cannot fix the world’s problems, I can express my gratitude to all who have fought this war against COVID-19.
I can do my part by staying home and offering support
to those with MG and any other chronic illness warriors
out there. Do your part, and we will
come out of this stronger.

*The following article was composed
by our St. Louis Program Coordinator,
Meridith O’Connor.
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Clinical Trials

Kansas University Medical Center in Kansas City, KS, is participating in clinical
trials relating to myasthenia gravis (see below). If you are interested in participating in a trial or would like more information, go to clinicaltrials.gov, and
enter the NCT number related to the specific trial. You can also call KU directly and talk to Andrew Heim at 913-945-9926.

1. A Phase 3, Randomized, Double-Blind, Placebo-Controlled, Multicenter Study to Evaluate the Safety and Efficacy of
Ravulizumab in Complement-Inhibitor-Naïve Adult Patients With Generalized Myasthenia Gravis NCT03920293
2. Characterization of Agrin/LRP4 Antibody Positive Myasthenia Gravis. Visit http://www.augusta.edu/research/studies/
view.php?study=713470 for more information on this study
3. A Phase 3, Randomized, Double-Blind, Placebo-Controlled Study Evaluating Efficacy and Safety of Rozanolixizumab in
Adult Patients with Generalized Myasthenia Gravis NCT03971422
4. A Phase 3, Multicenter, Randomized, Double-Blind, Placebo-Controlled Study to Confirm the Safety, Tolerability, and
Efficacy of Zilucoplan in Subjects with Generalized Myasthenia Gravis NCT04115293
For Clinical Trials at St. Louis University contact
314-977-4900 for more information.
St. Louis University is recruiting for pediatrics for
the Soliris trial.

For Clinical Trials at the University of Missouri contact Raghav Govindarajan, MD at govindarajanr@health.missouri.edu

St. Louis area patients,
their families and providers gathered on World
Rare Disease Day, February 29, 2020 at the
Courtyard by MarriottBrentwood to discuss clinical trials and the newest
FDA approved treatment
for MG, Soliris. There are
multiple opportunities for
clinical trial participation
which you can find listed
above and on our website, www.mgakc.org.
The group enjoyed hearing from speakers including Dr. Ghazala Hayat of
St. Louis University, Angela Ponitus of Ra Pharma
and Tricia Gooljarsingh of
Momenta Pharmaceuticals. A huge thanks to
our seminar sponsors,
Optum, Momenta, Ra
and ARJ Infusion Services.
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Tips for using Zoom to connect with support groups
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MG Support Groups

Area

Dates Time Location

Kansas City, MO

July
11th

10am12:00pm

Holy Cross Lutheran Church (note new location)
7851 W. 119th Street
Overland Park, KS
RSVP tanyarenner@mgakc.org or (816) 256-4100
Webinar/Zoom
RSVP tanyarenner@mgakc.org or (816) 256-4100

KC Northland

May 14th

noon1:30pm

Mid-Missouri

May 28th

6:30-8pm

Webinar/Zoom
RSVP tanyarenner@mgakc.org or (816) 256-4100

Springfield, MO

July 30th

6-8pm

St. Louis

May 30th

10:0011:30am

The Library Center
4653 S. Campbell
Springfield, MO 65810
RSVP tanyarenner@mgakc.org or (816) 256-4100
Webinar/Zoom
RSVP tanyarenner@mgakc.org or 816-256-4100

Wichita, KS

August
22nd

1-3pm

Via Christi St. Francis Hospital
929 N. St. Francis St.
Wichita, KS 67214
Contact: Dana or Larry Paxson for more info or to RSVP
dkptiffany@gmail.com or (316) 269-9120

Young Friends of
the MGA Group–
Kansas City

June 2nd

6pm

Location TBD
RSVP to Allison Foss allisonfoss@mgakc.org

Young Persons
with MG GroupSTL
Northwest, AR

June 25th

6pm

Location TBD
RSVP to Meridith O’Connor meridithoconnor@mgakc.org

May 17th

2:304:30pm

Webinar/Zoom
Contact: Roger Huff for more info or to RSVP
jrhuff1@cox.net or (479) 790-3022

Topeka, KS

June 4th

6-8pm

Beanheads’s Coffee House
2525 NW Topeka Blvd
Topeka, KS 66617
RSVP tanyarenner@mgakc.org or 816-256-4100

Eastsiders Lunch
Bunch

June 17th

11am

Smokehouse BBQ
19000 East 39th Street
Independence, MO 64057
RSVP carolhunt04@yahoo.com

14

15

Share with us!

We want to see your wins, your celebrations, your victories, big or small, what you are up to! Send us your
pictures and any stories you may have about your life
with MG. We are sprucing up our social media and our
website and looking for items to share. You can send
any to allisonfoss@mgakc.org

Got an idea for a fundraiser in your
community? Contact us today!
allisonfoss@mgakc.org
Your financial support enables us to continue reaching patients across the heartland.
The MGA can now
accept donations via Venmo!
Donate via your Venmo app
@MGAKC

Membership Contributions
Brett & Jacque Henson
Michael & Dorothy Eagan
Melinda & John Sand
Ross & Renata Beaudoin
Richard DeGeorge

Doris Witt
Diana Wilmoth
Dorothy Hall
Brodie Beck
Nancy Hupp

Gary Ward in memory of Terry Ward and
in honor of Terry’s girls

Consider becoming a 2020 member!
PLEASE PRINT

Cut & enclose in envelope & mail to: 

MGA

Name ________________________________________________________

2340 E. Meyer Blvd.
Bldg.1, Suite 300A

Address________________________City____________State___ Zip______

KCMO 64132

Phone________________________ Email ___________________________

I want to help support the MGA by becoming a 2020 member or making a contribution:
$ 25 Basic Membership
$ 60 (60th Anniversary Membership)
$ 100 Sustaining Membership
$ 500 Patron Membership
$ 1,000 Lifetime Membership
$ _____ In Memory of:
$ _____ In Honor of:

Thank You!

DONATE
NOW

https://www.firstgiving.com/event/mgakc/2020MGA

PLEASE CHECK:
 MG Patient
 Relative
 Friend
Make checks payable to the
Myasthenia Gravis Association:
CONTRIBUTIONS may be tax
deductible

Strength and Hope through Connections
If you would like to be
removed from
or added to our mailing list,
or if you have or will have an
address change,
please send a note to:
Myasthenia Gravis Association
2340 E. Meyer Blvd.
Building 1, Suite 300A
Kansas City, MO 64132
~ or ~
Call us at: (816) 256-4100

The Mission of the MGA

The Myasthenia Gravis Association (MGA) is dedicated to improving the quality of life
for those who are affected by this autoimmune, neuromuscular disease,
through awareness, education and patient services .

2340 E. Meyer Blvd.
Building 1, Suite 300A
Kansas City, MO 64132
Phone: (816) 256-4100
Email: info@mgakc.org
www.mgakc.org
www.mga5k.com

Myasthenia Gravis Association
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