
Save the DATE:  
 

Nov. 28th - Corner Bar       
Fundraiser - see p. 9 

 

December 12: Christmas Party  
 

May 2012: Walks 
 

August 11, 2012 : Golf Outing 

 

Myasthenia Gravis Foundation 

of America, Inc. 

Great Lakes Chapter 
 

2680 Horizon SE, Suite 208 

Grand Rapids, MI 49546-7500 

Phone (616) 956-0622 

Fax (616) 956-9234 

Toll Free (800) 224-9180  

myasthenia.info@gmail.com 

www.mg-mi.org 

Inside... 
%ÙÖÔɯÛÏÌɯ#ÐÙÌÊÛÖÙȱȱȱȭȭȭȭȭȭȱȭƖ 

"ÏÈ×ÛÌÙɯɯ-ÌÞÚɯȫɯ&ÐÍÛÚȭȱȱȭȭƗȮƘ 

&ÖÓÍɯ.ÜÛÐÕÎɯ6ÙÈ×ɯ4×ȱȱȱȱƙ 

,&% ɯ-ÈÛÐÖÕÈÓɯ-ÌÞÚȱȱȱȭȭȭƚ 

,&ɯ"ÏÙÐÚÛÔÈÚɯ/ÈÙÛàȱȱȱȱȭȭƛ 

%ÓÜÖÙÖØÜÐÕÖÓÖÕÌÚȱȱȱȱȭȭȭȭȭȭȭƜ 

$ÈÛɯÞÐÛÏɯÜÚȱȱȱȱȭȭȱȱȭȭȭȱȭȭƝ 

/ÈÛÐÌÕÛɯ2ÛÖÙàȱȱȱȱȱȱȱȭȭƕƔ 

Phone-a-ÛÏÖÕȱȱȱȱȱȱȱȭƕƔ 

"ÈÙÌÎÐÝÌÙɯ'ÌÈÓÛÏȱȱȱȱȱȭȭƕƕ 

&ÌÛɯ8ÖÜÙɯ,&ɯÉÙÈÊÌÓÌÛȱȱȱȭȭƕƕ

2012 National MGFA  
Walk-a-thons in  

Michigan  

Exciting news - the Great Lakes 

Chapter will partner with National 
MGFA to bring TWO walks to the 
state of Michigan in 2012. One will 
be located in Grand Rapids and one 
on the east side of the state. We 
are so excited to be a part of these 
walks and hope that you will be, 
too.  

The planning phase has begun and 
we will receive our dates soon. Keep 
your eyes open for material that will 
come to your home about the walk.  
 

We need your help: Please contact 
us if you know of a great venue on the 
east side of the state to host one mile 
and three mile walks.  

Volume XXXIV  

Issue 3 

Winter  2011 

35th Year Anniversary  

Weôre Moving 
 

Our new address effective December 1, 2011: 

Myasthenia Gravis Foundation of America  
Great Lakes Chapter  

2660 Horizon Dr SE, Suite 235  
Grand Rapid, MI 49546  

 
Our numbers will be the same: 

Phone: (616) 956 -0622 or toll free: (800) 224 -9180 
Fax: (616) 956-9234 
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MG is an autoimmune  

neuromuscular disorder  
 

Symptoms may include: 

ǒ double vision 

ǒ drooping eyelids 

ǒ slurred speech 

ǒ difficulty chewing and swallowing 

ǒ weakness in arms and/or legs 

 

Community Health Charities  

Member Agency  

MGFA code #0537  
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Please note that the views expressed in this newsletter are those of the individual  

author and do not reflect any official position of the Myasthenia Gravis Foundation  

of America, Inc., the Great Lakes Chapter, or their Medical Advisory Boards.   

Each personôs situation is unique.  If you have any medical questions, please  

discuss them with your doctor, as they know your situation best. 

FROM THE DIRECTOR  
Greetings from Grand Rapids. I hope you are well and enjoying 
some of the fall colors and drop in temperature.  Weôve been 
discussing the recent snow on the east Coast, and it seems 
that it wonôt be long now ótil the snow flies here.  
 

Iôm really enjoying including stories about our MG family in each        
newsletter, so please email me if youôd like to give back by sharing your 
story for a possible edition. If I canôt fit it in the newsletter, it might be per-
fect for our website. Donôt miss Kerriôs story on page 10.  
 
We sent out the annual appeal this year a little earlier than usual and we 
are having trouble getting responses from many. We still need your help - 
your donations matter so much to each patient I meet by serving as      
information, resource connection, support meetings, these newsletters 
and prescription assistance (a growing need in our current economy).  
If cutting a check feels difficult, consider sending in your Spartan labels, or 
bottle returns. We love these contributions just as much, every little bit 
helps.  
 
Heads up: Weôll be calling our supporters and MG family this winter     
during our 2011 phone-a-thon. We just want to catch up with you, share 
some of what we are up to, check our contact information and secure a 
pledge. You can avoid our call by sending in your contribution early -  
weôve placed an envelope inside this edition for your convenience.  
 
We are here for you! Please call, email, or facebook us with any         
questions, concerns, feedback, resources youôve found, or just to simply 
say hello. (Our contact information can be found on the front page.) Thank 
you for allowing me to serve you in this great state of Michigan.  
 
Warm Regards,  
Susan Richards 

Make your Great Lakes Chapter  

donation online with PayPal!  

 

 

 
You can now follow the link on the GLC website  

(www.mg-mi.org)  to make a secure online  
donation. It is a simple, fast, and convenient way to send your      

annual dues, honors, memorials and general donations. 
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Chapter News 
Thank youé 
é to our volunteers at our August and September Texas Hold Emôs: Esther Land, Bob and Betti Porter,     
Autumn and Ryan Dangl, Sue and Keith Southerton, Sue Higgs and her sister, Mike and Priscilla  Wal-

den, Sean Richards, Marielle Heule and Mike Marshall.  
 

...to our support meeting speakers, Dr. Ward, Dr. Wald, and Lisa Gigliotti .  
 

...to all who gave their time to help at the Health Expo in October: Esther Land, Lori Sytsma, Bob and Betti 

Porter, Autumn Dangl, Mallary Johnson and Priscilla Walden .  
 

...to Monelliôs in Wyoming for hosting a fundraising night for us and donating $221 to the foundation! Visit 
them at www.monellis.com 
 

éto Jacqui Poehlman who continues to keep our website up to date!  
 

...to Diane and Alan Thompson of Farmington Hills who celebrated their marriage by having their guests 
donate to our chapter. Congratulations on your marriage!  
 

...to Jennifer Walsh and Dr. Chris Glisson for being advocates and informing first year medical students at 

MSU about Myasthenia Gravis. Congratulations also to Dr. Glisson  for being elected to the National M/SAB. 
 

Sincere Sympathy and prayers to the following families who designated our chapter as recipient of 

memorial giftsé 

...JoAnne Aldrich  of Coldwater and family on the passing of her mother, Mary J. Bogucki, on August 30th, 
2011. Mary showed her support by exchanging donations for stamps.  
 

...Wilma Damerow, of Traverse City, and family on the passing of her husband, Theodore ñTedò  Damerow, 
on October 2, 2011. Theodore became a member of the chapter in 1994. 
 

...Board member Mary Hall-Price of Farmington Hills and family on the passing of her father, Lewis Finger,  
on October 13, 2011.  
 

...Don McBrian, of Cadillac, and family on the passing of his wife, Carolyn McBrian, on October 6, 2011. 
Carolyn was an active member of the chapter since 1993 and an encourager to patients at support meetings. 
 

...Jane Reghi, of Evart, and family on the passing of her husband, Timothy E. Reghi , on July 11, 2011.  

 

SPARTAN UPC LABELS  
We are still collecting Spartan UPC labels as a method of fund-
raising.  This is a way you can help our cause from your own 
home!  As a reminder, we need only the UPC code from products 

as shown to the left. Between 30-50 of these can be mailed for 

44¢ and you can mail them to the Great Lakes Chapter or  to: 

Lori Systma 

7157 Windcrest SE 

Grand Rapids, MI 49546 

Go Green with an email NEWSLETTER  

Weôre all about conserving resources, saving some trees and being more technologically 
savvy. You can help! Receive the newsletter by email. Call us or send us an email letting us 
know and weôll add you to the list! Thanks for the help, the world appreciates it, too! 

112 = Spartan label 
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Financial Gifts  
Thank you to the following who have contributed financially to support  

our Chapter between July 1 and October 31, 2011. 

GENERAL DONATIONS, CONTRIBUTIONS, MEMBERSHIP & RESEARCH  

eScrip Rebate  Å   Priority Health (Jeans day)  Å   Royal Development &  Management  Å  Spartan Stores (UPC labels)  

FOUNDATIONS, CORPORATIONS, SPECIAL GIFTS  

In Memory of:    From:  

Mary Jeanne Bogucki  Mary Adams 

Mary Jeanne Bogucki  Wayne and JoAnne Aldrich 

Mary Jeanne Bogucki  Chuck Ankney 

Mary Jeanne Bogucki  Robert and Martha Farber 

Mary Jeanne Bogucki  Sharon J. Kimble 

Mary Jeanne Bogucki  Lyle Martin 

Mary Jeanne Bogucki  Ralph Smoker 

Mary Jeanne Bogucki  UAW Local 822 

Mary Jeanne Bogucki  Doug and Kathy Wall 

W. Gale Cutler   Irene Cutler 

Bill and Arlene DeWitt  Steve and Bonnie DeWitt 

Edith MacDonald   Alison Rugg 

Carolyn McBrian   Ann Geiger-Dontje 

Carolyn McBrian   Henry and Jill Hafer 

Carolyn McBrian   Delilah D. Lanning 

Carolyn McBrian   Esther Land 

Carolyn McBrian   Henry and Dorla VanderJagt 

Carolyn McBrian   Glenn and Berniece Verbrugge 

James J. Mulholland  William E. Sigler 

Timothy E. Reghi   Jane Ann Reghi 

Jacqueline Sloss   Evelyn Navarro, MD 

Rev. Thomas Visser  Barbara McWilliams 

Thomas D. Wheeler  Marshia Wheeler 

John and Theresa Wierenga Ruth E. Wierenga 

Ralph Zielke   Evelyn Navarro, MD 

HONORS & MEMORIALS  

Vernelle Adams 

Robert and Ellen Addington 

John Beal 

Roger Becksvoort 

Rebecca Bignall 

Rich and Dianne Bramer 

Anna Bush 

Betty Crocket 

Judith A. Curtis 

Kourtney Davis 

Bob and Sue Durst 

Jill Dyke 

Mark Evenhouse, MD 

Dorothy Fitzgerald 

Lisa Gigliotti 

Ottis Hermenitt 

Josephine Hishok 

Rev. Leonard Hofman 

Wallace Holder 

George Ivie 

Gloria J. LaFave 

Evelyn P. Navarro, MD 

Dave and Carol Penninga 

Dale and MaryKay Peterson 

Wendy Pucher 

Jolene Richards 

Jewell Rickman 

Jane Reghi 

Susan and Sean Richards 

Noah and Emma Schmucker 

Keith and Sue Southerton 

Vivian St. Cyr 

Carolyn Struza 

Kerri S. Sweeris 

William Tetro 

Roy and Lynda Trevino 

Shirley VanBuren 

Arlene VanTil 

Dorla VanderJagt 

Paul Yakuber 

In Honor of:    From:  

Shea Bratt   Don and Norma Bratt 

Great Lakes Chapter ï good work Deena Lisak 

Esther Land   Colin Clark 

Esther Land   Gwen Kraay 

Esther Land ï Birthday  Elaine Randolph 

Esther Land ï Birthday  Lori Sytsma 

Leon & Janice Roestel ï 50th Ann. Ellery and Shirley Fritz 

Alan & Diane Thompson ï Marriage Mary Lucas 

Alan &Diane Thompson ï Marriage Lawrence Walsh 

Priscilla Walden   Sarah and Andrew Keck 

 

 

Loretta Posey 

Candice Morson 

2011/2012 Allstate - The Giving Campaign 
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With the help of volunteers, interns, sponsors 
and participants  at the 21st Annual Hoon Open 
golf outing on August 13, we raised $8,700! We 
were joined by 20 teams and an amazing 24      
sponsors.  

Event highlights included:  

Í Rain until 9 am 

Í Hole contests 

Í A hole in one car donated by Kool Chevrolet         

     (we almost had a winner) 

Í Great raffle prizes 

Í Jagerôs Chicken Out for lunch!  

Thank you to our food donors: D&W, Gordon 
Food Service and Samôs Club! 
 

GREAT BIG THANK YOU to the Hoonhorst family 
and Mary Beth for all of the time, effort, and 
thought that goes into planning this event each 
year! 

HUGE THANK YOU  to our event sponsors:  

Luncheon Sponsor: Eenhoorn, LLC  

Hospitality Sponsors: Berends - Hendricks - 
Stuit, Genesis Seating, Quality Car Wash and 
Richwood Industries, Inc 

Tee Sponsors: Builders Exchange, Cascade      
Engineering, Grand Rapids Glass and Door, Inc., 
and The Shop Body Shop, Inc.  

Flag Sponsors: G emmenôs Inc., Hammersmith 
Equipment Co., Shoreline Container, Twohey   
Maggini, PLC, and VanLaan Construction Supply 

Greens Sponsors: Consumers Concrete,   
Georgetown Waterproofing Inc., Grand Rapids 
Gravel Company, Graphic Arts and Supply, Inc., 
Hoonhorst Concrete, Inc., Integrity Financial     
Planning, Ken Jipping, CLU, Land & Company, 
Partners in Family Health, The Laurels of        
Hudsonville 

 

21st Annual Hoon Open Wrap -Up 

 

Current Studies  

You can find the most up-to-date studies on Myasthenia Gravis by going to: clinicaltrials.gov  

and searching Myasthenia Gravis.   
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MGFA Patient Registry  

MGFA is in the process of designing and building a 
ñMG Patient Registryò in support of research and  
clinical trials, advocacy and public awareness. 
 

The MG registry will initially be patient drivenðthat is, 
the patient will enter his/her own data either          
electronically or on paper. Each patient will have a      
confidential identifier assigned to his/her file in the MG 
registry to protect patient privacy by separating any 
data from names and identifying information, and   
ensure compliance with all confidentiality                
requirements. Examples of the information we hope to 
collect in the MG Registry include age, gender, how 
long a patient has had MG, MG symptoms,          
treatments (both successful and failed), how long a 
patient waited for diagnosis, other medical conditions, 
etc.   
 

The MG Registry will be designed to allow, at some 
point in the future, the entry of clinical data into the 
MG registry with the written permission of the patient. 
Each patient will control the level of their participation 
in the MG registry at all times.  
 

The MG registry will be located at the University of 
Alabama, Birmingham and will be managed by Gary 
Cutter, PhD. Dr. Cutter and his team developed and 
manage the NARCOMS Multiple Sclerosis Registry 
for the Consortium of MS Center. The MG Registry 
will be built along the same lines.  
 

The MG Registry as currently conceived will, if       
patients participate, provide a more accurate picture 
of the demographic and socio-economic distribution of 
individuals with MG as well as a more accurate clini-
cal description of the MG patient population. This will   
allow for the development of a more robust and      
focused advocacy program for mg patients;          
identification of patient priorities; and an assessment 

of the balance of resources available and resources 
lacking.   
 

This will also help the MG research and clinical     
communities identify and analyze various MG patient 
groups and subgroups and provide additional         
research into the causes, treatments, and potential 
cures for MG. Another anticipated use for the MG    
registry is to identify, for the participants, specific   
clinical trials of medications and treatments in which 
the individual is eligible to participate.  
 

The MG registry will be open to all individuals with 
mg, whether they are affiliated with the MGFA or not.  
 

Patient participation in the MG registry is vital to its 
success. Before we embark on this venture we would 
like to have you, the patient, provide your insight as to 
how you would like to see the MG registry used and 
the information you believe would be important to 
capture in the MG registry.  

 

Check out the most recent edition of the National 
ñFoundation Focusò to mail in your answers.  

or  

 

 

 

 

 

 

 

 

Source: Fall 2011 Edition of ñFoundation Focusò page 11.  

The 2012 National Conference will be held April 25 -27 in Las Vegas, 

Nevada at the Bally's Hotel.  

The National Conference combines the Foundation's annual business  meeting 
with the opportunity for patients and their families to learn more about the     

disease and its treatment, current research, and tips to learn 'how to live' with 
MG from experienced medical professionals and fellow patients.   

Source: National MGFA Website www.myasthenia.org  

National MGFA News  

To complete the survey online:  

https://www.surveymonkey.com/s/MGFA  
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National MGFA News Continued...  

Great Lakes Chapter Medication Assistance Program  
The Patient Medication Service Fund is designed to provide prescription assistance to individuals in Michigan 
diagnosed with MG. This fund only covers medications used to treat MG. Assistance may be granted to cover  

co-pays, coverage gaps, and/or partial or full price on prescriptions. Coverage is not granted to cover premiums 
or deductibles. Application is valid for one year, after which point an updated application may be required. 

Print off a form online or contact us to have one sent to you!  

ANNOUNCING THE 2012 PODCAST SERIES.  GET INVOLVED!  
 The Myasthenia Gravis Foundation of America, Inc. produces patient-oriented Podcasts* with          

information on the diagnosis, treatment, and management of myasthenia gravis (MG) to further its   
mission of increasing awareness and providing information on MG to the community. 

  

In 2012, we are producing a special series of six Podcasts highlighting the specific needs of teenagers,        
individuals in their 20s to early 30s, and parent(s) of a child with MG .  These Podcasts are intended to answer 

your questions on (1) exercising, (2) dating, (3) school, (4) the workplace, (5) starting a family, and (6) medical 
treatments. We need you to drive the discussion as this series will be interactive.  We want teenagers, young 

adults, and parents of children with MG to participate in these Podcasts. 
 

Two easy ways for you to get involved:  

Become a forum member. Volunteer to participate in one of our Podcasts as a forum member. You can join the 
discussion by phone - no travel necessary! Contact the National Office at 800-541-5454 to participate in a podcast. 

 

Source: Email announcement sent by the national MGFA on August 24th, 2011  

Evening Program: After some games and 
fun, we will sing Christmas Carols            

accompanied by Jeff Schroeder, of the   
Oxymorons, on guitar who plays at Grill One 
Eleven, Florentines, Railside Golf Club and 
in the Praise Team at Rockford UMC. If you 
have a vocal or musical talent you would be 

interested in sharing with our members, 
please call the MG office in advance! 

Find Oxymorons on facebook  

 

Time:  5:30pm - Socializing    

            6:00pm - Buffet Dinner 

Place: Plainfield Twp. Senior Center  

    5255 Grand River Drive, NE 

    Grand Rapids, MI 49525    

Menu: Roasted Chicken, Tossed Salad, 
Mashed Potatoes, Veggie, Dinner Rolls, 
Dessert Variety and Beverages 

Cost: $12.00 per adult, $7.00 per child (age 
4-10), No charge for children under 4 

MG Family Christmas Party 2011 

December 12 

***Please make your reservation by December 6th.  Let us know if youôre coming by call-

ing 616-956-0622, or e-mailing: myasthenia.info@gmail.com 

Note new 

location  
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Detailed View: Safety Labeling Changes Approved By FDA Center for Drug Evaluation and 
Research (CDER) ï February 2011  
   

¶ Avelox (moxifloxacin hydrochloride) tablets and Avelox (moxifloxacin hydrochloride in NaCl      
injection) I.V. 

¶ Cipro (ciprofloxacin hydrochloride) Tablets, Oral Suspension, IV and Cipro XR (ciprofloxacin    
extended-release tablets) 

¶ Noroxin (norfloxacin) Tablets 

¶ Levaquin (levofloxacin) Tablets, Oral Solution and Injection 

¶ Proquin XR (ciprofloxacin) Extended-Release Tablets 

¶ Floxin (ofloxacin) Tablets 

¶ Factive (gemifloxacin mesylate) Tablets 
  
New safety information should be included in the labeling for fluoroquinolone products: Risk of 
fluoroquinolone-associated myasthenia gravis exacerbation has been updated to the above labels. 
  
BOXED WARNING 

¶ Fluoroquinolone products may exacerbate muscle weakness in persons with myasthenia gravis. 
Avoid fluoroquinolone products in patients with known history of myasthenia gravis 

 
WARNINGS AND PRECAUTIONS  
Exacerbation of myasthenia gravis 

¶ Fluoroquinolones have neuromuscular blocking activity and may exacerbate muscle weakness in 
persons with myasthenia gravis. Postmarketing serious adverse events, including deaths and  
requirement for ventilatory support, have been associated with fluoroquinolone use in persons 
with myasthenia gravis. Avoid fluoroquinolones in patients with known history of myasthenia   
gravis. 

 
ADVERSE REACTIONS 
Postmarketing Experience 

¶ Exacerbation of myasthenia gravis 
 
MEDICATION GUIDE 
What is the most important information I should know? 

¶ Worsening of myasthenia gravis (a disease which causes muscle weakness). Fluoroquinolones 
may cause worsening of myasthenia gravis symptoms, including muscle weakness and     
breathing problems. Call your healthcare provider right away if you have any worsening muscle 
weakness or breathing problems. 

 

Tell your healthcare provider about all your medical conditions, including if you have a disease that 
causes muscle weakness (myasthenia gravis). 

 

Source: FDA website ðhttp://www.fda.gov/Safety/MedWatch/SafetyInformation/ucm247115.htm  

Risk of fluoroquinolone -associated Myasthenia Gravis Exacerbation February 
2011 Label Changes for Fluoroquinolones  
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FUNDRAISER: November 28th, 2011  

Come EAT WITH US at the last Percent-of-Sales fundraiser of our 35th Year in existence by coming to the        

Rockford Corner Bar  

15% of your check is DONATED  

CLIP THIS 

AND BRING 

IT WITH YOU! 


