
 

 

 
 

E-Update Special  

Post Annual Conference Edition - May 2016 

   

The MGFA (Myasthenia Gravis Foundation of America) is pleased to provide this 

special edition of E-Update with highlights of the 2016 annual National 

Conference held in Raleigh, North Carolina, on May 1-3. The conference 

attracted attendees from all over the country. They were people young and old 

who have MG and members of their families, as well as researchers, medical 

professionals and others involved in caring and advocating for people with MG.  

Through formal presentations, expert panel dialogues, small group discussions, 

experience sharing among various age groups, caregiver experience 

presentations, and networking, the conference offered many opportunities to 

learn, share and grow. The conference sessions were recorded and will be 

available soon on our web site. 

 

 

Newly-Appointed CEO Nancy Law Calls for Unification of 

Community to Put MG Patients at Center of Every Decision for a 

World Without MG  
 

 “Together, we are stronger. Together, we can change the 

world. Together, we can achieve a World Without Myasthenia 

Gravis.” 

  - Nancy Law, CEO, MGFA 
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The newly-appointed 
CEO of the Myasthenia 
Gravis Foundation of 
America (MGFA), 
Nancy Law delivered an 
inspiring speech for a 
call for unification to the 
close to 200 attendees 
at the 2016 Annual 
National MGFA 
Conference, held in 
Raleigh, North Carolina, 
May 1-3. “I believe we 
are at time in our 
organization where we can take the lead in uniting the MG Community. 
So it is my plan to reach out to all organizations — large and small — who 
support people living with MG, those that are national but include MG as 
part of their mission (like MDA and NORD) as well as those that provide 
services within a geographic area — and those that are virtual, such as 
social media groups, to begin to dialogue about how we can support 
each other’s work and coordinate our efforts,” Law said. “I confess to 
being an optimist, but I think we can put history where it belongs — in the 
past! And focus forward by putting people living with MG in the center of 
every decision we make and everything we do.” As a person who has MG 
and one who has vast experience in non-profit organizations and service 
on MGFA’s board of directors, Law described her vision for attendees as 
well as the foundation’s operational goals of research, patient services, 
awareness, and advocacy. She reiterated the theme for this conference, 
“Together, we are stronger” and told the group that “if we embrace this 
— there is nothing we can’t accomplish.  We may have weak muscles, 
but we do not have weak will, and we are not weak or ineffectual 
people. Every one of us has a talent or skill to contribute to our cause. 
Each of us has a voice, and a story to tell. We may be, by definition, living 
with a rare disease, but that does not mean that it has to be one that no 
one knows or understands. If we, who know what MG can do, don’t step 
up and work together — who will? Like snowflakes, as individuals we may 
at times feel fragile; but together, we can create a blizzard. We can 
change the world.”   

Click here to read the full transcript of Nancy’s speech 

Click here to read Nancy’s bio 
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MG Patient Cathy Liner, North 

Carolina Walk Hero Kicks Off 

Weekend 
 

The North Carolina MG Walk was held 
Saturday, April 30, and speaking at the 
North Carolina MG Walk was Walk 
Hero, Cathy   Liner of Winston-Salem, who 
was diagnosed with MG 31 years ago.  
She and hundreds of others walked at 

Lake Lynn Park to raise awareness.   
 
 

Raleigh Mayor Gives Welcome Address at National Conference 

The conference opened with a welcome address by Raleigh 
Mayor Nancy McFarlane. “Because many people with MG are living 
without a diagnosis, greater awareness of this rare disease is critical,” 
said McFarlane. “I am honored to participate in this year’s annual 
conference, and applaud the efforts of those fighting to educate about 
MG so that others will not have to suffer.”  

 

2016 National Conference Highlighted on Raleigh CBS News 

MG Patient Patricia Fife, of Durham, was interviewed by CBS North 
Carolina about the 2016 MGFA Annual National Conference. She said: 
“Just always be aware. Those people who might park in a handicap 
parking place and walk in might not be able to walk out as easily, you 
know after they have gone through and gotten their groceries. It’s one of 
those invisible diseases.” Fife has suffered with MG for over 30 years. Click 
here to read article  
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New York Actor Delivers Keynote Speech of “Hope” at 

Conference 

Pictured from left: Niki Grossheim, Lenny Banovez, Amy Kaplan Brill and Laura Frye 

Banovez 

The MGFA was honored to have Keynote Speaker Lenny Banovez - Co-
Founder and Artistic Director of Titan Theatre Company in Queens, New 
York – as the keynote speaker for the 2016 MGFA National Conference. In 
his speech, Lenny repeated a quote of his from an interview he did on his 
web site about dealing with an MG diagnosis. He was asked, “How do 
you think your health battles have changed you as a theatre artist and a 
person?” He responded, “I always say, if I could go back and have a 
choice to get sick or not get sick. I would choose to get sick. I know that 
sounds nuts. But I would. MG has made me a better person. I love more. 
Share more. Give more. Care more. Create more. All because I almost 
had it all taken away from me. The person I am because of MG is way 
better than the person I would be without it. That is what I truly hold dear 
in all of this, what I’m actually proud of — that I was able to turn 
something devastating into a positively life altering opportunity." Lenny's 
message was one of “HOPE.” Have HOPE that will you get through this, 
have HOPE that every day you will get better, have HOPE THAT TOGETHER, 
WE WILL BE STRONGER, AND FIGHT FOR A WORLD WITHOUT MYASTHENIA 
GRAVIS! Thanks Lenny for your inspirational message!  

Click here to read Lenny's story  
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MGFA Announces 2015 Awards at Conference 

The MGFA handed out several awards at the annual awards dinner at the 
National Conference on May 2, recognizing patients, doctors, nurses, 
partners and members of the MG community for their hard work and 
dedication to the organization. Honorees included Dr. Michael Hehir, 
“Doctor of the Year;” Sam Schulhof, “Lifetime Achievement Award;” 
Janet Myder, “Volunteer of the Year;” Niki Grossheim, “Young Volunteer of 
the Year;” Vilija Rasutis, “Nurse of the Year;” and AxelaCare, “Corporate 
Partner of the Year.” 
  

Dr. Michael Hehir, of the University of Vermont and the MGFA 
Medical/Scientific Advisory Board (M/SAB), has shown himself to be 
an exemplary champion for the MG community. Most recently, Dr. 
Hehir has won the MGFA has won the Clinician-Scientist Three-Year 
Award in Myasthenia Gravis – co-sponsored by the American 
Academy of Neurology, the American Brain Foundation, and the 
Myasthenia Gravis Foundation of America. The Research Project 
is: Immunosuppressive Cost Unit: A Novel Method to Assess the 
Value and Cost of Immunosuppressant Side Effects. Dr. Hehir, 
working with Dr. Jeff Guptill, is leading the planning of the MGFA 
Scientific Symposium. He is heading up the MGFA MSAB’s Education 
Committee. Dr. Hehir is always at the ready to help provide 
information, ideas and support to MGFA and to the MG community. 
He’s lent his support to the New England MG Walk and encouraged 
his patients to become involved with MGFA.  
 

Sam Schulhof, former MGFA Chairman of the Board who served for 
10 years from 2005 – 2015, was the recipient of the Lifetime 
Achievement Award. Sam is well known for his business and 
professional accomplishments but he is best known by the MG 
community for his tireless efforts in shaping the Foundation to 
achieve the mission of a world without MG.  Sam never lost his sense 
of focus on improving the lives of the MG community and 
increasing the Foundation’s research efforts to find a cure. He 
joined the Foundation in 2005 as a member of the Executive 
committee and as Treasurer in 2006. From 2007 through April 2015 
Sam led the MGFA growing both the number of those joining the 
MG community and, among other achievements, developing and 
initiating the MG Walk campaign. The MG Walk raises funds for 
services and research but most importantly awareness of our fight 
to live in a world without MG. It was Sam who pioneered this very 
successful campaign.  Sam has held senior positions at General 
Electric and the University of Pittsburgh.  He has also held positions 
as special deputy assistant director for two U.S. Presidents. While 
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Sam’s resume is vast and impressive he was most rec ognized in this 
award for his passion for focusing us all on servin g the MG 
Community with programs directed toward improving t he lives of 
those affected by MG. He is an exceptional individu al and we are 
grateful for his many contributions over the years and for his service 
to the MGFA.  
 

Janet Myder , honored as 
“Volunteer of the Year,” is 
a former member of the 
MGFA Board of Directors.  
Since being first diagnosed 
with MG, she has been 
involved with MGFA for 
many years, starting in 
Maryland with her service 
on the chapter board 
there and local support 
group and continuing her 
advocacy and dedication 
in South Carolina. Six years ago she co-founded the  Low Country 
MG Support Group in Mount Pleasant, SC, the first M G support 
group established in the state, and she continues t o co-lead the 
group.  She also has been a strong leader in helpin g MGFA to 
engage in public and private sector advocacy.  She is the editor of 
the MGFA E-Update quarterly newsletter and an activ e member of 
the MGFA Communications/Outreach Committee. She was  
honored for being a passionate and committed fighte r for the MG 
Community in so many ways, and recognized for her h ard work, 
high standards and commitment to improving life for  all those with 
MG. Janet served on the planning committee for the first-ever 
Support Group Leader training sessions held during this year’s 
conference and her presentations during the session s received 
extremely high praise. In addition to all that Jane t does for MGFA, 
many of us know her to be a skilled photographer, w riter, and a 
wonderful, caring person.  

Click here to read article    

 
Niki Grossheim , honored with “Young Volunteer of the Year,” is a 
Wisconsin MG patient, support group leader, member of the MGFA 
Community Volunteer Committee (CVC) and new mother.  Niki has 


