
 

 

Save the DATE:  

Nov. 22, 2010 - Fundraiser - 

Corner Bar, Rockford, MI 

May 21, 2011 - 5k in May! 
Run/Walk 

August 13, 2011 - Golf  

Outing at Tyler Creek 

 

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 
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I am living a Fulfilled Life with Joy and Purpose! 

Lisa Gigliotti 

Sure, I have had myasthenia gra-
vis for over twenty years and a 
pesky case of rheumatoid arthritis 
for even longer, but I refuse to al-
low these chronic illnesses to 
serve as an excuse for preventing 
joy and purpose in any day. How is 
it possible to feel my life is fulfilled 
while living with two serious ill-
nesses? My philosophy is unfolded 
in the book, Coraggio!   Lessons 
for Living from an Italian Grand-
mother Despite Illness, Pain and 
Loss.  

 

I was a robust, 20 year old pre-

medical student when rheumatoid 

arthritis struck.  The disease was 

aggressive; my family doctor em-

phasizing it would cripple me.  I 

moved from Michigan to California  

to join my mother and grandmother 
in the more arthritis-friendly climate.  
I graduated from college but in these 
few short years the rheumatoid ar-
thritis had eaten away all the carti-
lage between my knees.  I could no 
longer walk and ended up in bed 
most hours of the day.  For the next 
two years my mother and grand-
mother lovingly fed and bathed me.  
When my mother and grandmother 
were killed in a tragic auto accident 
the day before Christmas Eve, I was 
left without my daily helpers, my con-
nection to the outside world, and the 
women I loved most dearly. 

Neuromuscular Distress  

In the heart-wrenching aftermath of 

their unexpected deaths, the emo-

tional and physical stress mounted.  

When delivering the eulogy at my  

 Continued on Page 12  

Volume XXXII I  

Issue 3 

Fal l  2010 



Page 2        

 

OFFICERS 

PAUL C. HEULE,  President         

  RAE ALLYSON GREEN, Vice President                        

DIANNE BRAMER, Secretary                              

ESTHER LAND, Treasurer 

 

SUSAN RICHARDS 

Director 

 

BOARD OF TRUSTEES 

ELLEN ADDINGTON  

JAMES BOOTH BURR, JR. 

MARY HALL-PRICE 

SUE HIGGS 

KAREN KARSTEN 

EVELYN NAVARRO, MD 

SUE SOUTHERTON  

 

MEDICAL ADVISORY BOARD  
 

RICHARD H. BENNINGER, MD 
 

MICHELLE CROOKS, MD 
 

CHRISTOPHER GLISSON, DO 
 

EVELYN P. NAVARRO, MD 
 

LOUISE  OôDONNELL, RN, MS, NP 
 

STEVEN J. VAN DOORNIK, MD 
 

JOHN R. VISSER, MD 

 

 

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  
 

As your new director, I am so excited to be a part of such an amaz-

ing organization.  I just finished graduate school at the University 

of Michigan (Iõm a Michigan State fan)  with my Masters in Social 

Work.  I went to Adrian College for my undergraduate degree and 

obtained my Bachelors in Social Work there.  I am passionate 

about this cause because my mother was diagnosed with Myas-

thenia Gravis last year.  While this was a challenge for her and the 

rest of the family, we could not have asked for a more accepting and wonderful 

group as the Great Lakes Chapter of the MGFA. 
 

I am getting accustomed to the day to day responsibilities here, but I have to say 

my favorite part is getting to know all the patients.  I have had some wonderful 

phone conversations with several of you already.  At our support meetings this 

fall, I was also blessed to get to know some of you face to face.  As I spend more 

time diving into my job, I cannot wait to get to know even more of you. 
 

Here in the office we are preparing for our support meetings, getting ready for 

our next fundraisers; Texas Hold Em (we could use some volunteers) and the 

Corner Bar dinner night, November 22, and starting to plan for our next 5k in 

May! 
 

Please feel free to call, email, snail mail me or even fax me with questions, com-

ments, concerns and positive feedback about the newsletter, our services or 

myself.  I thrive on constructive criticism and cannot wait to hear what you have 

to say.  My goal is to make this organization the most accessible and helpful to 

those with MG or those supporting someone with MG.  
 

Gratefully,  

Susan Richards, Executive Director 

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. 

http://www.facebook.com/photo.php?pid=30726479&id=84400190
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Hearty Congratulations é 
éto John and Kristy Kegel  of Grand Rapids on the birth of Sophia Mae on September 10, 2010.  Sisters 
Hannah and Autumn are delighted to have this new addition to the family.   

Get Well Wishes é 
éto Ralph Zielke  of Cedar Springs who is struggling with MG other health issues.   

Sincere Sympathy and prayers é 
éto Nancy Canfield of Northport on the passing of her beloved husband, D. Clifton Canfield , on July 22, 
2010.  While summers were enjoyed here in Michigan, Cliff and Nancy also took pleasure in spending winter 
months in warm and beautiful Lake Havasu, AZ. 

 

éto family and friends of Sharon Whaley of Lowell.  After struggling with intolerance to MG medications and 
developing other health complications, Sharon passed away on July 29, 2010.  Sharon was a supportive 
member of our chapter since 1993 when she was diagnosed with MG. 

 

éto family and friends of Audrey Perrine of Kalamazoo who passed away on October 8, 2010.  In addition to 
living with MG, Audrey suffered a stroke two years ago and recently was battling cancer.  After joining our 
chapter in 1988, she became a very active member, and for many years faithfully coordinated the Kalamazoo 
area information and support group meetings. Audrey and her sincere dedication and support of our  

endeavors will be deeply missed by many. 

Chapter News 

Financial Gifts  
Thank you to the following who have contributed financially to support  

our Chapter between June 19 and October 13, 2010. 

GENERAL DONATIONS, CONTRIBUTIONS & MEMBERSHIP  

Paul W. Barnett 

Mary J. Bogucki 

Dorothy Fitzgerald 

W. Thomas Hamlin 

Ottis Hermenitt 

John and Florence Lauck 

Shirley Van Buren 

Janet Vermeesch 

  

eScrip Refunds  ==   Spartan Stores UPC Refunds  

FOUNDATIONS, CORPORATIONS, SPECIAL GIFTS  

All the art of living lies in a fine mingling of letting go and holding on. - Henry Ellis   

http://www.brainyquote.com/quotes/quotes/h/henryellis106430.html
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HONORS & MEMORIALS  

In Honor of:       From:  

Sue Higgs - birthday     Merle and Maynard Knight   

Esther Land ï birthday    Lori Sytsma 

Esther Land ï birthday    Elaine Randolph 

 

In Memory of:      From:  

D. Clifton Canfield     Daniel and Lenore Davison 

D. Clifton Canfield     Kevin and Kathy Fox 

D. Clifton Canfield     Donna Kaetzel and Richard Dannenberger 

D. Clifton Canfield     Violet and Eugene Kwapich 

D. Clifton Canfield     Leroy (Cot) and Marian Marquette 

D. Clifton Canfield     E Bruce Olson 

D. Clifton Canfield     Donald and Mary (Jane) St. John 

D. Clifton Canfield     John Smith and Jill Aspacher 

D. Clifton Canfield     Earl and Kathleen Smithers 

D. Clifton Canfield     Betty D. Taylor 

D. Clifton Canfield     R C and Nancy Young 

W. Gale Cutler     Irene Cutler 

Anna Huyser      Donna Dykstra 

Audrey Perrine     David and Karen Cronkite 

Audrey Perrine     Neal and Lucille Cronkite 

Audrey Perrine     Elizabeth Dusseljee-Kreling 

Florence Scroggins     Town of Barnstable, MA ï HR Dept. 

Richard Scroggins     Town of Barnstable, MA ï HR Dept.  

Sharon Whaley     Esther Land 

Jim Van Eenenaam     Raymond James & Associates ï Traverse City 

   SPARTAN UPC LABELS  
We are still collecting Spartan UPC labels as a method of fundraising.   

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 

Phone: (616) 676-1805 
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The Muscular Dystrophy Association offers FREE flu shots for registered  

MG patients at participating Walgreensô 

1. Register at your local MDA office 

2. Mail in the PDF: http://www.mda.org/flushots/FluReqForm.pdf 

3. Receive your slip and go get your shot at Walgreens. 

Detroit:  (586) 274-9000 or (734) 416-7076       Grand Rapids: (616) 459-4331   

Lansing: (517) 706-0348      Saginaw: (989) 771-9612 

Please bring with you, your family and friends on  

November 22, 2010 from 5-10pm!!! 

15% will be donated to MGFA - GREAT LAKES CHAPTER! 

Corner Bar  

31 N Main St, Rockford, MI 49341  

www.rockfordcornerbar.com  

Myasthenia Gravis Foundation, Great Lakes Chapter 

November 22, 2010 
 

5-10pm 
 

Corner Bar, in Rockford MI 

616-956-0622 or 800-224-9180 

MGFA - Great Lakes Chapter 

MGFA - Great Lakes Chapter 
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MGôs 20th Annual Hoon Open Golf Outing on Saturday, August 14 was a great success! The day of 
the event turned out to be a nice summer day with some clouds to keep us all from burning.  The 
best was NO RAIN!  Pigeon Creek Golf Course in West Olive, Michigan was a fantastic host.   
 

With a shotgun start our 20 golf teams (2 more than last year) were off to the tees!  The teams were 
ñscramblingò through each hole.  Three holes had a tee shot contest and several holes had other 
contests  Cash prizes, a Chicken Out catered lunch, and a 50/50 raffle followed the scramble.   
 

The event was a great success thanks to our participants, corporate sponsors and in-kind donations.  
We raised over $8,000, up more than $2,300 from last year.  Wow!   
 

Great thanks to all who helped make this event such a success.  Your donations will help us to serve 
our patients and their supporters through our information and support meetings, patient medication 
assistance, literature, newsletters and research.   
 

See you next year! 
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Thank you to our 2010 Hoon Open Sponsors!!!  

2010 Teams 

*7 Teams not pictured 

Lunch Sponsor: Eenhorn, LLC 

Hospitality Sponsors: 

Quality Carwash 

Genesis Seating 

Flag Sponsors:  

Partners in Family Health,  

Gemmens, Twohey Maggini 

Greens Sponsors: Grand Rapids 

Gravel Co., Ken Jipping/State 

Farm, Land & Co., Integrity Finan-

cial Planning Services, Hoonhorst 

Concrete, J& H Oil Co., Van Laan 

Construction Supply,  Grand Rap-

ids Glass and Door,  

Consumers Concrete 

Tee Sponsors: Building Ex-

change, The Shop Body Shop 

MG Communicator  ñMGFA Great Lakes ChapterñFal l  2010 
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At our latest Information and Support meetings, Lisa Gigliotti has been 
challenging us to think about ways in which we can work around the chal-
lenges that MG may throw our way.  Below are just a few of the wonderful 
work arounds weôve heard about lately! Whatôs yours? Share it with us:  

myasthenia.info@gmail.com,  (800) 224 -9180, or mail it to us!  

If you canôt play it  

anymore, cheer loudly for 
those who can.  

I use a small tube made out 
of fabric to cover one lens 
of my glasses at a time if 

my eyes are weak.  
I bring all of my previous test results 

and doctor information to new  

 appointments.  I keep it in a binder, 
it getôs thicker and thicker.  

I take all my MG  

medication with me to the 
hospital, that way I know 

Iôm covered.  

I make sure Iôm eating healthy, sleeping 
enough, and exercising.  I can function at 

a higher rate if I take good care of  

myself.  

Work Arounds  

Let yourself cry...and 
then move on.  

Continue to do what you love, even if 
you have to modify. Keep dancing, 
sewing, whatever it is that you love! 

Listen to books on tape or CD 
(Playables). Rest your eyes and 
enjoy a good book. Check them 

out at the library!  

Shop on the internet, look for free 
shipping and free returns!  

Be specific about your  

requests for help. 

O U R  W E B S I T E  H A S  B E E N  U P D A T E D !  
Check out some of the new features on the website! Fill out a membership form! 

Find the Pre-Appointment Preparation Worksheet! 

Find out what weôre up to! 

www.mg-mi.org 


