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Providing Strength Through Support

We take this opportunity to thank CSL Behring for their support in  
making this newsletter possible through an unrestricted educational grant.

Ken’s Korner

Please update your contact 
information to make sure we 

have your current  
email address. 

Your information will not be 
shared with anyone outside 

the Foundation

Contact us online at 
www.gbs-cidp.org 

or by emailing
info@gbs-cidp.org 

Visit us on Facebook
www.facebook.com/gbscidp

Many, many thanks to all of our 2013 supporters! Your generosity 
directly impacts our ability to serve you, our community, and 
to remain committed to our four pillars: Support, Education, 
Research, and Advocacy. See the last page of this issue for an 
update on each!

2014 brings us the opportunity for a new strategic initiative: 
IMPROVE COMMUNICATIONS! What does that mean? We are always looking for 
innovative ways to improve how we communicate with all of you, our constituents. 
We understand our responsibility as good stewards of every dollar donated 
and strive to bring you improvements in our communication both efficiently  
and economically.

You will notice a change in paper in this issue of the Communicator. This update does not 
affect the cost of production, just improves the quality of our publication.  As the year 
moves on, look for additional changes that help us improve our message delivery.

We are in the process of an entire review of our website. This means studying content 
and presentation for accuracy, up-to-date information, and communication on events 
like our Symposium and Walk and Rolls.

Electronic communication allows us to deliver information to you more frequently 
without adding cost! We are not looking to eliminate any means of communication, 
just provide new vehicles to deliver! If we have your Email address, this year you will 
begin to receive electronic messages from us.

We remain committed to our mission and grass roots outreach. When we look at how 
we communicate, we endeavor to preserve our history while reinforcing consistent 
presentation of GBS|CIDP Foundation International.

I wish you a happy spring and close with four simple “asks”.

1. Plan on attending our 13th International Symposium in Orlando,  
October 31-November 2.

2. Participate and/or volunteer in a Walk and Roll near you!

3. Update your contact information to include your email address so that we 
can reach you electronically!

4. Participate in GBS|CIDP awareness month this May!

As always, thank you for supporting the GBS|CIDP Communities. 

    Ken Singleton 
    Executive Director

Upcoming Dates to Note__________________________

Chapter Meetings
 4/12 ~ Indianapolis, Indiana
 4/14 ~ Salem, Virginia
 4/22 ~ Westchester County, NY
 4/26 ~ Columbus, Ohio
 4/26 ~ Spanish Fort, Alabama
 5/10 ~ Albuquerque, NM
 5/17 ~ East Windsor, NJ
 5/27 ~ Westchester County, NY
Contact your local Chapter Liaison 

for upcoming meetings in your area!
__________________________

Walk and Roll Events
 5/4 ~ North Central NJ,  
  Bernards Township, NJ
 6/22 ~ Greater Philadelphia,  
  Wayne, PA

Register on-line at gbs-cidp.org  :  
Take Action/Community Events
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Disclaimer Information  Questions presented in the GBS/CIDP Newsletter are intended for general 
educational purposes only, and should not be construed as advising on diagnosis or treatment of Guillain-
Barré Syndrome or any other medical condition.

Privacy Policy  In response to many queries: Intrusive practices are not used by the GBS/CIDP Foundation 
International. It does NOT sell its mailing list nor does it make available telephone numbers! The liaisons 
are listed in the chapter directory with their permission. Our CIDP and Miller-Fisher Groups share names 
only after a signed permission is received. We are proud that none of our members has ever been solicited 
or sent materials other than those concerning GBS. We respect your privacy.

CONTACT US
International Office
The Holly Building

104½ Forrest Avenue
Narberth, PA 19072

1.866.224.3301
1.610.667.0131

Fax: 1.610.667.7036

www.gbs-cidp.org
email: info@gbs-cidp.org
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Walk and Roll 2014 and National 
Awareness Month Fund Raisers

We are so excited about the interest and support we are receiving for Walk 
and Roll 2014! Two years ago, Walk and Roll as a nationwide public awareness 
and fund raising event was a concept. In 2013, the Foundation had three pilot 
Walk and Roll events. This year, for Walk and Roll 2014, we are expecting more 
than ten events across the country! We are actively looking for volunteers and 
participation for locations being planned for:
San Diego, CA Dallas, TX New York City, NY Raleigh, NC
St. Louis, MO Boston, MA North Central, NJ Atlanta, GA
Philadelphia, PA Pittsburgh, PA Orlando, FL Wolcottville, IN

May is National Awareness Month for GBS, CIDP, MMN and variants. This 
creates the opportunity for anyone interested in spreading the word about these 
disorders and where to seek help. If you are interested in volunteering for or 
participating in Walk and Roll 2014, or holding a public awareness event or 
submitting an article to your local newspaper for National Awareness Month, 
please contact Bob Nelson, Deputy Director, at bob.nelson@gbs-cidp.org.

Capitol Hill Presence 
Dale P. Dirks and Dane R. Christiansen of the Health and Medicine Counsel of 

Washington represent the Foundation and the GBS/CIDP community on Capitol 
Hill continuously working with legislators and federal agencies to advance 
research, facilitate treatment development, and improve patient care and making 
progress educating elected officials about GBS/CIDP and the experience of living 
with these conditions. 

 Members of Congress want to hear from you, their constituents. Our 
representatives on Capitol Hill serve as facilitators to connect you with the 
offices of your legislators. The Foundation can provide interested individuals with 
legislative briefings on key issues, advocacy training sessions, and all the tools 
needed to be successful with engaging your House Representatives and Senators. 
All you need to get started is a desire to improve the lives of affected individuals 
and a willingness to tell your story. If you are interested in becoming an advocate, 
please let us know, and we will keep you updated with advocacy opportunities. 

Our legislative agenda for 2014 continues the community’s efforts to bolster 
medical research and ensure access to quality healthcare. Grassroots advocates, like 
you, are asking for increased funding to allow for expansion of the federal research 
portfolio at the National Institutes of Health, the enactment of a bill to improve 
private insurance coverage for individuals with complex conditions (The Patients’ 
Access to Treatments Act), and a restoration of physician reimbursement for the 
tests used to diagnose GBS and CIDP so that no affected individual misses out on an 
early diagnosis. Please consider joining others to serve as the grassroots voice of the 
community on Capitol Hill. Contact the foundation office for more information.  



�

Spring 2014 • GBS/CIDP Foundation International  The Communicator

International News
Our International presence 
continues to grow. 
We now have 57 
International chapters 
and sister organizations 
representing: 

Argentina
Australia
Austria
Belgium
Bolivia
Bosnia and Herzegovina
Brazil
Canada
China
Colombia
Cyprus
Ethiopia
France
Germany
India
Ireland
Israel
Italy
Japan
Kenya
Lichtenstein
Malaysia
Malta
Mexico
Nepal
Netherlands
Amsterdam
New Zealand
Nigeria
Pakistan
Philippines
Poland
Romania
South Africa
South America
Spain
Sweden
Switzerland
Turkey
United Kingdom
Venezuela
West Indies
Zimbabwe

Meet Our Board Member,  
Patricia Blomkwist-Markens

GBS
In the winter of 1990, Patricia Blomkwist-Markens, who 

holds a legal degree from the University of Amsterdam, 
spent 4.5 months in the hospital with a severe case of GBS, 
two months of which she was in the ICU, while ventilator 
dependent for over a month. Patricia’s parents, who were 
obviously very worried about their daughter, contacted the 
Foundation and spoke frequently with Estelle Benson over the phone. Estelle 
assured them that their daughter would get better. Estelle was right; Patricia 
made a good recovery.

Dutch support group
While still in the ICU, Patricia was visited by a young woman, who had made 

a full recovery after having had GBS five years earlier. Patricia’s parents had 
found this young lady and had persuaded her to visit Patricia. That visit made a 
huge impact and was extremely helpful for Patricia to keep a positive view on 
her recovery. After the visit, Patricia wondered if there was a support group or 
patient organization for GBS in The Netherlands and vowed, if there was none, to 
found one herself. She did, later merging the group into Spierziekten Nederland 
(the organization for neuromuscular disorders in The Netherlands); and she has 
been President of the organization’s subgroup for GBS/CIDP from the start.

In that capacity, representing the patients, Patricia sat on the committee that 
was responsible for developing guidelines (for The Netherlands) for the treatment of 
GBS, in all phases of the disease. That important work was completed in 2010.

In September, 2011, Patricia was awarded “The Crown” by the Princess Beatrix 
Muscle Fund, an award in recognition for her work and dedication to patients 
with GBS, CIDP, and variants.

International
In 1991, while attending the 2nd International Symposium of the GBS/CIDP 

Foundation International, Patricia was appointed as liaison for the Foundation 
for The Netherlands. In later years, Patricia started assisting Glennys Sanders, the 
regional director for international affairs, in developing the global presence of the 
Foundation; and soon Patricia was also made regional director for international 
affairs. Her ability to speak several languages in addition to her mother language 
of Dutch serves her well in searching for and contacting potential liaisons in all 
parts of the world. In 2005, Patricia was elected to the Board of Directors of the 
Foundation and served two years as the Board’s secretary, subsequently being 
elected as Vice-President (for international affairs) in 2013.

Patricia’s mission is to make certain that the “international” in the name 
of the Foundation is validated by identifying liaisons and establishing chapters 
in as many countries as possible. Patricia looks forward to welcoming many 
international participants to the 2014 symposium in Orlando.

photography by  
Van Hees Fotografie

Our Logo
The four squares represent the four panes of a window which can  
look very dark when you are challenged with a rare medical condition. 
The open pane of light and hope represents the Foundation’s 
commitment to support, research, education and advocacy.
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Diagnosing CIDP
Question: It took quite a while to establish that I have CIDP. 
Is this unusual?
Answer:  For several reasons, the diagnosis of CIDP can take 
some time. First, CIPD is rare. Many physicians, especially 
general practitioners, may have never heard of it. Secondly, the 
development of sufficient symptoms - slowly evolving weakness 
of the legs and then of the arms, to suspect the presence of CIPD 
- usually takes place over months. Because of its rarity, even 
general neurologists may be uncomfortable making the diagnosis 
and might rely on a neuromuscular neurology specialist to 
confirm the diagnosis and oversee treatment. Using a neurologist 
who specializes in CIDP and similar disorders may be wise, to 
assure that the diagnosis is correct and the treatments are well 
thought out. Readers are encouraged to confer with the GBS/
CIDP Foundation office or our website for our list of Centers of 
Excellence. These Centers are chosen because their neurologists 
have a proven track record of expertise in dealing with CIDP. 

Can Pain Occur with GBS?
Question: I am experiencing pain as part of my GBS. I spoke 
with my family physician who seems to think pain is not part 
of GBS. What to do? 
Answer:  The outstanding feature of GBS is weakness, the 
problem that usually prompts a patient to seek medical 
attention. Yet, pain is a well-known part of GBS for many 
patients and can even precede weakness, especially pain in the 
back, thighs, or shoulders. So you may want to discuss the pain 
issues with your neurologist who may have more experience 
handling this problem.

Treatment of Pain in GBS
Question: Pain in GBS – how to treat it? My family doctor 
understands that I am having pain as part of my GBS and 
if milder pain medicine (acetaminophen or ibuprofen) does 
not work, is suggesting oxycodone type medications. I am 
concerned about the risk of side effects, such as constipation 
and addiction. 
Answer:  You have a very real reason to be concerned. In 
addition to constipation, narcotics do place a patient at risk for 
addiction as well as requiring progressively higher doses to be 
of benefit. These are risks that can often be avoided in treating 
neuropathic pain, pain caused by damage of nerves rather than 
a general soft tissue injury. Several medications and other 
approaches are worthwhile trying to relieve the neuropathic 
pain of GBS. Applications of warm heat (for example, with a 
device called a K-pad), topical application of jalapeño peppers as 
a cream, called capsaicin, in products such as Zostrix®, and some 
of the modern anti-seizure medications, such as gabapentin 
(marketed as Neurontin®), (Cymbalta®) and (Lyrica®) have 
been used, often providing good relief of pain in GBS. Dosing 
with anti-seizure medications should usually be started at a 
low dose, increased (doubled) every several days, until relief 

is obtained. If drowsiness or dopiness develops, back off the 
most recent dose increase for several more days so the body can 
develop tolerance and reduce side effect annoyances.

Weaning off Treatment for CIDP
Question: I have been on treatment for CIDP with monthly doses 
of IVIG for several months. I can now walk rather well, without 
much of a trace of weakness or clumsiness. I am wondering 
just how long I should continue the monthly IVIG.
Answer:  You may have reached a stage of CIPD where the 
effect of the disorder on your nerves is diminishing. You may 
be ready for a slow tapering of treatment dosing. Discuss with 
your neurologist the possibility of lengthening the time between 
treatments. Perhaps waiting 6, rather than 4 weeks between 
dosing may be worth a try, to see if you can do this without 
much deterioration in your neuromuscular function.

CIDP Burn Out
Question: I have heard of CIDP burning out. Just what does 
this mean?
Answer:  In many CIDP patients, their symptoms, weakness, 
seems to dissipate with time. Just why this occurs is not clear. 
It’s as though the immune mechanisms that cause nerve injury 
wear out. Even though CIDP is usually recurring, and can last 
several months, even years, it does often cease, often spoken 
of as burning out. 

Duration of Formal Rehabilitation Therapy
Question: I have been getting physical and occupational 
therapy for my weakness for several weeks. Now I have been 
informed that my health insurance will no longer cover this 
care. I am in a quandary. I still feel that I could benefit from 
further therapy. What should I do?
Answer:  This is not an uncommon scenario. Typically most 
health insurance programs will only continue coverage while 
there is a measurable improvement in function from week-to-
week or month-to-month. As patients improve, the increases 
in strength and endurance slow down. At some time in this 
process insurance coverage may be discontinued. There often 
are good solutions to this situation. A common approach is 
for the therapist to provide a detailed list of home exercises to 
perform. The exercises will usually comprise activities that had 
been performed in a formal rehab program, but without the 
regimented oversight of a therapist. Exercises such as sit-ups 
and leg raises with a weight on the ankle will usually require 
minimal outlay for equipment. They can be performed at home 
with little, if any, expense. A key to benefitting from a home 
program is to set aside some specific time during the day to 
perform them. Listening to your favorite music or watching 
some entertainment on your TV or computer (e.g., You Tube) 
can help pass the time while doing the exercises. Continued 
oversight by physicians, such as a neurologist, rehabilitation 
doctor (physiatrist), or a family physician is recommended. 

Issues of concern to Patients
Joel S. Steinberg, MD, PhD, Vice President, GBS|CIDP Board of Directors and member, Medical Advisory Board
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Impromptu Wedding Held at Queens

Darren Armstrong, RN, is finally back at his job in 
the Queen’s Same Day Surgery Center after a nearly 
four-month ordeal. “Ordeal” is perhaps too negative 

a word. Although Darren went through some very worrying 
and life-threatening times and a long convalescence, he 
remained remarkably upbeat throughout, and very good 
things happened along the way.

On Thursday afternoon, January 13, as Print Connection 
editor Jason Kimura was striving to lay out the next issue 
of the Print Connection to meet deadline, the phone rang. It 
was Queenie Retuta, a staff nurse on QET 5—Neuroscience. 
Queenie was wondering if a few photos could be taken at 
a wedding of another Queen’s nurse, Darren Armstrong, 
at 3:30 pm. A wedding? Today? Yes, a hastily planned 
one, so sorry about the short notice; but, oh, it would be 
a great story for the Print Connection. Jason wasn’t sure. 
Nevertheless, he grabbed his camera and notebook at the 
appointed time and headed for the Neuroscience Unit.

The groom, curiously, was as limp as a rag doll and had 
to be lifted from his bed onto a wheelchair. Soon, people 
began to arrive. Realizing that there would be no time to 
talk to Darren before the ceremony, Jason decided he may as 
well be the wedding photographer. Despite the fact that the 
wedding was to take place on a hospital building balcony, 
the arrangements didn’t look at all hasty; and no detail 
seemed to have been forgotten.

There were beautiful flower arrangements, pink roses, two 
cakes, chocolates, and sparkling cider arranged on a white 
table cloth on a small table. Thoughtful gifts, complete with 
personal thank-you notes written by the bride, Miki Kawazu, 
were given to the de facto photographer and other participants 
before the ceremony began. The ceremony was much more 
down-to-the-wire than it appeared on the surface, and both 
the bride and groom seemed not to be the least bit stressed.

After the ceremony was over, Darren told his story. 
He had arrived at work on his motorcycle at 5:30 am on 
Tuesday— just two days previously. Darren changed into 
scrubs and started to get patients ready for surgery at the 
SDS. The first sign of trouble was that he had difficulty 
opening alcohol swabs, which was odd considering he 
was building a house and was in good physical shape. The 

weakness continued; so after a couple hours, he called his 
primary physician, who agreed to see him at lunch. The 
doctor sent him to see neurologist Anthony Mauro, MD, 
who straightaway diagnosed Guillain-Barre syndrome and 
told Darren to get himself admitted. He could still walk on 
Tuesday night, but by Wednesday, he could not.

Guillain-Barre syndrome is a serious autoimmune 
disorder in which the body’s immune system attacks part of 
the nervous system, damaging parts of nerves. Most often, 
the disorder destroys nerve coverings, called myelin sheaths. 
Demyelination causes nerve signals to move slowly. The nerve 
damage causes tingling, muscle weakness, and paralysis. The 
condition gets worse quickly; and patients can even have 
difficulty breathing and may have to be put on a ventilator. 

There is no cure for the disorder; but either a regimen 
of immunoglobulin therapy, which blocks the antibodies, or 
plasmapheresis, which removes antibodies from the blood, is 
given to the patient to lessen the nerve damage. Eventually, the 
worsening of the symptoms plateaus; and fortunately, myelin 
sheaths regenerate, although the process can take four to six 
months, and, in some cases, a year. Ninety percent of people 
who are afflicted with Guillain-Barre recover completely.

Mostly affecting people between the ages of 30 and 50, 
Guillain-Barre syndrome often follows a minor infection, such 
as a gastrointestinal infection, or occurs after surgery. Darren 
had both, he says, but the cause is unknown. “I’ve been sick 
so many times,” he said, “but I didn’t get it before.”

Darren was a travel nurse for eight years, and worked 
in 17 hospitals in 10 states. He was a traveler at Queen’s 
for three months before becoming a permanent employee 
three years ago. “It was a little traumatic,” Darren admits, 
finally deciding to settle down at Queen’s. An adventurous 
and free spirit has taken him all over the world— including 
motorcycling in Asia for three months—and to all 50 states. 
“I’d spend three months here, three months there to see the 
world,” he related. Hawaii was the last state Darren needed 
to set foot on to complete his U.S. travel record.

Almost three years ago, he met Miki. At the time, Darren 
had to move out of his apartment—quickly. He had left the 
task to the last minute but arranged to rent a room he found 
on Craigslist. The renter was somehow confused and gave 

continued on page 13

This story tells the story of Darren Armstrong, RN at The Queen’s Medical Center in Hawaii. Darren is also a newly appointed Liaison in Hawaii.
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Thank you to all the following 2013 donors for your generosity
The Foundation would also like to thank all of the organizations, participants, contributors, and sponsors for special event fundraising.
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Joseph Cassara 
Christina Cataldi 
Katherine Cavanaugh 
Carol and Michael Ceci 
John Cervione 
Michael Chan 
Michael G. W. Chan 
Yi-Mei Chang 
Tonya Charleston 
Gina Chavez 
Allen Chester 
Gina Cheverine 
Jean Chittenden 
David Chleck 
Mary Christopher Butlin 
Michael Churches 
Maxine Cieri 
Brenda Cipriano 
Richard Citron 
Gregory and Joan Cizek 
Gregory Cizek 
Robert and Anne Claise 
Joseph Clarici 
Robert and Gail Clark 
Frances Clark 
Shirley Clark 
Leonard Clark 
Marilyn and William Clark 
Gladys Clarke 
Aaron J. and Laci Clarke 
Chris and Karen Claunch 
Brian Cleary
Nicole Clem 
Shawn Coates 
Judith Coates 
Mark Cobb 
Reeves Cochran 
Harold and Rita Cohen 
Jack Colantonio 
Coldwell Banker 
Cares Foundation 
Elizabeth Coleman 
Walter Coleman 
Mary Collins 
Patrick Collins
Elizabeth Comer 
Kelly Conca 
Melissa and Scott Conger 
Katrina Conland 
Sharon and Brendan Connolly 
Susan Connors 
Richard Conrad 
Oana Constatino 
Doreen Conway 
Mark Cook 
Evelyn Cook 
June Cook 
Corinne and Grover Cook 
Laura and Ray Cooley 
Rachel Cooper 
William and Sadie Cooper 
Steve Copeland 
Nelson Copeland 
Beverley and Bill Copeland 
Roger Copko 
Neoma Corey 
David Cornblath 
Amber Cornelison 
Leslie Cornell 
Juanita and Stephen Corts 
Paul Corvino 
Jeanne and Burt Corwin 
Charles and Tiffany Costello 
Gloria and Donald Cote 
Lawrence Cote 
Anna Marie and Frank Cotter 
James Cottrell 
Francis Coughlin 
JoAnn and Charles Courts 
Ruby Coutermarsh 
Steven Couturier 
Joan Coventry 
Denise Cowie 
Thomas Cox 
Elishia Cox Wiggins 
Laurie Craft 
Linda Crafton 
Catherine and George Craig 
Adele Crane 
Jeanne and Dick Craven 
Edwin Cridland 

Joyce Criss 
Marian Criswell 
Kathryn Croce 
Janice Croff 
Carol Cromer 
James and Evelyn Crompton 
James and Jennifer Crone 
William Crone 
Patrick Cronmiller 
Ginger and Jim Crooks 
Martha Crotts 
John and Sarah Crotts 
Peter Crowe 
Alice Crowell 
Robert and Barbara Crozier 
Kenneth and Carol Cuculich 
Brian Cuddy 
Jeremy Cugle 
Lois and Maurice Culver 
Chris and Trudy Cunningham 
Richard Cunningham 
Stephen Curet 
Donald and Cathy Curran 
Eleanor Curry 
Sandra Curtis 
Russell and Irene Curtis 
Stacie Curtis 
Sharon and Marc Cutler 
Howard Cutler 
Mary Daghir 
Carol Dagney 
Irvin Dana 
Diana Danford 
Sewel Daniell 
Myron Daniels 
David Dardano 
Mavis Dare 
Bruce Darnell 
Jerald Dau 
John Daugherty 
Louise Davidson 
Geneva and Harley Davis 
Lee Davis 
John Davis 
Rhoda and Ronald Davis 
Glenn Davis 
Beatriz Day 
Jean de Elorza 
Diana and Michael De Leo 
David Dean 
Judith and John Dean 
Ray Dean 
Michele Dearing 
Theresa A. Decicco 
Joan Decker 
Janice DeDora 
TerryAnn Defenser 
Diane DeFilippo 
Mary Lou and Samuel DeFillippo 
Peter DeFrancisco 
Karl Dehmel 
James DeLong 
Harvey Demanouske 
John Dembeck 
Rochi Demo 
Barbara Denicola 
Kevin Denneny 
Lisa Dennett 
Dominick DePhilippis 
Leonie DeRoche 
Sibylle DeRosa 
Peggy Dervitz 
Andrew and Janet Desmann 
Elizabeth and Leslie Desmann 
Peggy Dettwiler 
Laura Deusebio 
Stephen Devecchi 
Paul Dever 
Ruthann Devine
Jim Devoy 
Derald DeYoung 
Lorraine DeZarn 
Daniel Dezort
John Dezort 
William Dezort 
Ronald Dias 
Gerald and Carolyn Diaz 
Donald DiBello 
Paul DiBenedetto 
Phillip Dick 
Linda Dickerson 
Samuel and Lisa Dilbeck 
Thomas Dillingham 
Patricia DiPaolo 
Bernadine Dixon
Charles Dobis 
Pam and Michael Dobos 
Martha Dobyns 
Don and Kay Dodds 
Kenneth Doehrman 
Therese Ann Dolan 
Claire Dolchin 
Roger and Lani Dombrowski 
Anne Donaldson 
Ronald and Mona Donat 
Betty and Skip Donelson 
Patrick Donnelly 
Joan Dooley 

Tim Dooley 
Joseph Doran 
Marilynn Kay Dougall 
Joan Downend 
Wayne and Polly Downer 
Susan Downes 
Joanna Doyle 
David Draxler 
Dianne and Don Driever 
Beverly Drill 
John Driscoll 
Robert and Dolores Drozd 
James Drue 
Cruz and Bill Drummond 
Donna Dublo 
Stephen and Peggy Dudash 
Bonnie Duell 
Jack Duerr 
Elizabeth Duerr 
Lucille Duerr 
George Duffield 
Linda Dulabahn 
Chris and Carla Duncan 
Henrietta and Ronald Dunkelberger 
Sarah Dunlap 
Kevin Dunn 
Tinamaria and Kevin Dunn 
Claude Dupuis 
Charles Dupuy 
Frances Durbin 
James Durham 
John Durica 
Linda Dwyer 
Lady Dyar 
Joyce Dyer 
Ronald Dykman 
David Dyson 
Lynn Eagleson 
Clare Easley Mashburn 
Barbara Eastwood 
Wallace Eberhard 
Marian and George Eberhart 
Dika Eckersley 
Lesly and David Eckstein 
Henry, Maya and Gali Eddon 
Shanna Edkin 
Sarah Edwards 
Phyllis Edwards 
Renz Edwards 
Charlean Eggert 
Fern Eheart 
Aleta Ehrlich 
Marilynn Eiklor 
Mark Eisert 
David Eldreth 
Gordon Ellens 
John Elligers 
Dustin Elliott
Patricia Elliott 
Roy and Jayne Ellis 
Ronald and Caroline Ellis 
Yael Ellis 
Elizabeth and Russel Emerson 
Bobbie English 
Kay Engman 
Robert and Dolores Engstrom 
Mark and Marsha Ensminger 
Margaret Epplett 
Jonathan Epstein 
Eileen Erion 
Clete Ernster 
Virginia and John Ertz 
Arne Esp 
Amy and Luke Esslinger 
George Evanick 
Kathleen and Reginald Exton 
Nancy and Dennis Eytcheson 
Chester Faber 
Bruce Fabian 
Gregory Fagan 
Ronald and Mary Fagan 
Mark Falbo 
Anne Falk 
Anna Falzon 
Anita and Richard Fanning 
Vince and Bettie Farace 
Ellen Farber 
Judith Farrar 
Gail Faye 
Alan Fazzari 
Vincent and Joan Feehan 
Gene Feiahner 
Lewis Feldman 
Nan Feller 
John Felps  
Andrew Feltman 
Bonnie Felts 
JoAnn Fenlon 
Lissa Fererro 
Edward Ferguson 
Joseph Ferrantelle 
Samuel Ferrar 
Wynelle Fewell 
Anne Fiala 
Luanna Fielder 
Kimberly Fifer 
Emily Fillmore 
Laurel Fillmore 



7

Spring 2014 • GBS/CIDP Foundation International  The Communicator

Antoinette Filmeck 
Nancy Fink 
Finkelstein Foundation 
Stephen and Virginia Finocchio 
Stanford Firestone 
Barbara Fisher 
Ralph Fishman 
Abby Fishman 
Ira Fishman 
Arline Fishter 
Richard Flanagan 
Archibald Fletcher 
Louise Flores 
Christine Floyd 
Paul Flynn 
Robert Foczynski 
Nancy Fodero 
Evelyn Force 
Terry Ford 
Richard Foster 
John Fountain 
James Fowler 
Henry Fox 
Vicki Fox 
Joseph and Nancy Fraim 
Sheryl Frederick 
Shirley Frederick 
Susan Free 
Charles Freed 
David Freeman 
Lawrence Freni
Miles Frey 
Janice and Cletus Frey 
Mary Ellen Friedlander 
Kenneth Friedman 
Sandee Fry 
Sue Fugate 
Jerry Fuhrman 
Leora Fuller 
Ami Fulton 
Ellen and Allen Funk 
June Funkhouser 
Bob Furniss 
Francine and Peter Furtado 
Marquita Fuselier 
Frances and David Gabay 
James Gabrielsen 
Meredith Gadbois 
David Gaertner 
Thomas Gallagher 
Eleanor Gallagher 
Janice Gammon 
Elizabeth Gannon
Donna and Ronald Gantz 
Enrico Garavaglia 
Andrea Garber 
Sheryl Garber 
Sheryl and Lloyd Garber 
Santo Garcia
Tim Garcia 
Betty Garelick 
Craig and Muriel Garretson 
Don and Patricia Garrison 
Dennis Gauthier 
Taine Gavin 
Linda Gawthrop 
Ed Gdula
George and Carol Geister 
Scott Gelbs 
Mindy Gelfman 
Edith Gellatly 
Carol Gengul 
Patricia George 
Doris George 
Miriam Gerber 
Jeffrey S. Gerland 
D. Greg Germond 
Joan Gerot 
Katherine Gibson 
John and Thelma Gifford 
Geraldine Giglio 
Raymond Gilbarte 
Lillian Gilbert 
David Gill 
Stella Gill 
Kevin Gillis 
Monica and Peter Gilroy 
Joy Gimar 
Linda Gindt 
Linda Gingras 
Darlene and Harry Glaus 
Robert and Linda Glazener 
Harold Gloystein 
Grace Gmelin 
Stephen and Linda Gobel 
Aimee Gochnauer 
Sam Goldberg 
Kathy and Ira Goldberg 
John Goldman 
Joan and Bernard Goldman 
Norm Goldman 
Jennifer Goldspink 
Edwin F. Goldstein 
Leonard Goldstein 
Jeanine and Christopher Gordon 
Georgiana Gordon 
Marilyn and Steve Gordon 
Nancy Gordon-Michaels 
Kenneth Gorson 
Sharon Gosney 
Bobby Gouge 
Francis Gould, Jr. 
Nancy Gourlie 

Jeanne Graham 
Betty and Don Graham 
John and Eldrid Gratton 
Evelyn Graves 
James and Brigette Grawe 
Rhonda Grayson 
William Greaves 
Alfred Grech 
Linda Greco 
William Green 
Judy Green 
Sandy Greenberg 
David and Marge Greenberg 
John and Faith Greenfield 
Bruce Greenfield 
Kerry Greenwood 
David and Lois Greer 
Kay Gregg 
Arthur and Doris Gregoire 
Daniel Gregory 
Charles and Barbara Greiner 
Richard Grice 
Ronald and Judy Griesse 
William Griffith 
Grifols Inc. 
Frank and Jean Grim 
Mel and Joyce Grim 
Mary and Larry Grindrod 
Mary Grooms 
Barbara Grossberg 
David Grossman 
Bobbi Grossmiller 
Dan Groves 
Julie Grubb 
Fred Gruber 
Cheryl Gulish 
Eric and Karen Gustafson 
Pamela Guthrie 
Dennis Guthrie 
Muriel Guttenplan 
Herman Haase 
Linda Habelt 
Steven Hackmyer 
Rudolph Hafner 
Leslie Hagan 
Mimi and John Haggerty 
Danna Haines 
Marvin and Gerry Hairgrove 
Carolyn Ann Haley 
David and Janice Haley 
Mae Hall 
Teresa Hall 
Cliff Hall 
Jane Hall 
Miles Hamada 
Margaret Hambleton 
Roberta Hamby 
Mark Hamel 
Katerina Hamelin 
Doris Hamill 
Michelle Hamilton 
Melanie Hamilton 
Mina Hamilton-Schwarz 
John and Linda Hammans 
Timothy and Alli Hammers 
George and Hazel Hammond 
Marilyn Hammond 
Tammy and Kimby Hammonds
Juanita Haney 
Rita and Douglas Hanners 
Franklin and Anita Hannoch 
John and Arleen Hannon 
Ruth Hansel 
Joseph and Dawn Hansen 
Helen Hanson 
Paul and Toni Hanson 
Lesli Hantman 
Eleanor Harder 
Melanie and James Harless 
Ted Harmeyer 
Joe Harper 
Samuel Harris 
John and Marjorie Harris 
Dean and Ginger Harris 
Linda Harris 
Steven and Amy Harris 
Nelson, Jill and J. Harris 
Dennis Harrison 
Carolyn and R. Keith Hartley 
William and Jean Hartman 
R. Dean and Gloria Hartwick 
Debra Harvey 
Mark and Chris Harwell 
Larry and Cheryl Haskell 
Don Hasrold 
Scott Hastings 
James and Carolyn Hathaway 
Arthur and Ruth Hattler 
Harlan and Sharyl Haugen 
Beatrice Hausladen 
Larry Hawkins 
Ernest Hayden 
Stephen and Joyce Haydock 
Stuart Hayes 
Marie Haynes 
William and Nancy Haynes Jr. 
Jack and Nancy Hays 
Jenna Head 
Robert and Annette Healey 
Nancy Heberlein 
Judy Hecht 
John Hedrick 
Dean Heffelfinger 

Bridget Heffron 
Kay and William Heflin 
Ben Heilers 
Mary Lou Heim 
Robert and Rita Heim 
Stephen and Lise Heintz 
John Heintz 
Jennifer Heist 
Bruce Heller 
Patti and Frank Helling 
Robert Hellwig 
Frank and Sally Helm 
Helen M. Helms 
Essam Helmy 
R. Sam Hendrix 
George Henley 
William Henne 
Kenneth Hensley 
William Henstock 
Dallas Heppner 
Patricia Hercik 
Charlotte and Glenn Herendeen 
Fred Herold 
Edward Hershberg and Jill Poris 
M. Pat and Bill Herzberg 
Marie Herzfeld 
Beth Heuer 
Vernena Hibbitt-Christon 
Loretta Higgins 
Lisa and Tom Higgs 
Dan Hiles 
Charles and Cindy Hilger 
Deborah Hill 
Gary Hill 
Myron and Dorla Hill 
Barbara Hillmer 
Harold Hills Colleen Hinz 
Roxie and Ronald Hirsch 
Seymour and Esther Hirsch 
David Hively 
Hobbs Foundation 
James and Patricia Hoepfl 
Karen and Rudy Hoffman 
Cary Hoffman 
James Hoffman 
J. Michael Hofmann 
Christopher Holbrook 
Margaret and Russell Holdredge 
Shannon Holleman 
Paul and Eunice Hollinger 
Irma Holmes 
Jack and Elizabeth Holt 
Rita Holtzinger 
Stephen Hook Tony Hooper 
J. Waidron Hooper 
Linda Hopp 
Patricia Hora 
Marilyn Horan 
Martin Hornacek 
Candy and D. Horsley 
James Horstmann 
Sarah Houck 
Colleen and Daniel Howard 
Leslie Howard 
Gwendolyn Howard 
John Howard 
Lois Howard 
Ann Marie and Roy Howe 
Corey Howery and Sheree Grenz 
Sally Howle 
D. Jean and Robert Hubbs 
Joan Huddleston 
Susan and Michael Huebschman 
Brian and Sandra Hughes 
William Hughes, Jr. 
Michael Huizinga 
Anthony and Michelle Hulse 
Tammy Humphries 
Donald Hunt 
Elizabeth Hunt 
Henry Hunter 
Richard Huppert 
Harriette Hurley 
Janet Hutcheson 
Bazz Hutcheson 
Irene and James Hutchison 
Bruce Huzyk 
Andrew Hwang 
Vanessa Ide 
Mary Immenhausen 
Alice Immler 
Angeline Ionedes 
Louis Iovino 
Roger Isaac 
Bryan Isbell 
Jeanette Ivey 
Donald and Jeannie Jackson 
James Jackson 
Judy and Bill Jackson 
June Jacobs 
Nancy Jacobsen 
Mark Jacobson 
Stacia Jacobson 
Kenneth Jacobson 
Frank and Judy Jaeger 
Eva Jaeger 
Julie Jagemann 
Hannah Janal 
Edward and Sharon Janicki 
Kathy Janing 
Alan Janko 
Jerry Janos 
Sally Jarve 

Elaine Jasper 
John Jastisan 
Marla Jeffers  
Thelma Jenkins 
Lyle Jensen 
Pablo Jimenez 
Zina Johnson 
Susan and Lee Johnson 
Deborah Johnson 
Jo Johnson 
Kenneth Johnson 
George Johnson 
Peggy Johnson 
Ryan Johnson 
J. Herbert and Joyce Johnson 
Jane Johnson 
Betsy Johnson 
Sonja Johnson 
Douglas Johnson 
Dennis and Linda Johnston 
Douglas and Rachel Johnston 
W. and Karen Johnston 
Douglas Johnston 
James Johnston 
Georgia Charlene and Darrel 

Johnston 
Joan Jolliffe 
Jan Joncas 
Joan and Jerry Jones 
Donald and Lorraine Jones 
James and Renee Jongebloed 
Glen Jordan 
Jessica Jorsch 
Anita Joy and Bruce Hall 
Carolyn Jukich 
Joyce Justice 
Stacy Kaplan 
Agnes Karas 
Lois Karp 
Myron Karp 
Gary Karp 
Frank, Dorothy and Justin Karras 
Stephen and Linda Kates 
Margaret and Jerry Kaufman 
Gregory and Linda Kayata 
Susan and David Kaye 
Beatrice Kaye 
Keith Kaye 
Susan Keast
Kedrion Biopharma 
Robert Keeble 
Ryan Keefer
Allan Keirstead 
Kevin Kellar 
Pamela and Neil Keller 
Marilyn and Daniel Keller 
Jack and Norma Keller 
Robert Kelley 
Frances Kelley 
John Kelly 
Meghan Kelly 
Susan Kelly 
Donald Kelm 
Winfred Kendrick 
Delbert and Inez Kennedy 
Robert Kern 
Sheila Kessler 
Lori Kidd 
Sharon Kidder 
William Kiefer 
Penny Kiliany 
Mary Kimball 
Florence King 
Gilmer King 
Max King 
Karen Kinigstein 
Eric and Margaret Mary Kinneberg 
Carol Kinney 
Philip and Annetta Kinnicutt 
Melvin Kipp 
Audrey Kirby 
Margaret Kirch 
Kelsay Kirk 
Heidi Kirlew 
Gail Klein 
Kristina Klein 
Donna Klein 
James and Joann Klinger 
Lauraine Kluge 
Gayle Kmetovicz 
Joan Knies 
Harold and Joyce Knight 
Alex Knopp 
Nancy Knudsen 
David and Judith Koch 
Leah Kochi 
Kim and Donna Koehlinger 
Russell Koeman 
Laurie Koerner 
Russell Koets 
Norman and Sylvia Kohn 
Audrey and Keith Kohn 
Aurelia Kolar 
George and Jody Kollinzas 
Kathy Kolnick 
Mariann and Evan Konjicija 
John and Jackie Konrad 
Stephen Konsowski 
John and Diane Konvalina 
William Korber 
Gordon Korell 
Carol Lee Koski, MD PhD 

O. Peter Kotarides 
Judy Koths 
Kay Kotzelnick 
Anne and Michael Koutnik 
Madeline Kowal 
Kathy Kramer 
Robert and Marilyn Kravetz 
Georgene Krayenhagen 
Neil Kreinik 
Steven Kreinik 
Stephen Kreisler 
Juanita and Joseph Krokos 
Robert Krueger 
Charles Kruger 
Jack Krumm 
John Kruppa 
William Kruse 
Lori Kruzich 
David Kuban 
Myron and Evelyn Kuchark 
Jane Kuriki 
Phyllis Kurtz 
Ron Kurtz 
John Kurtz, M.D. 
Linda Kusnier  
Barbara Kuzmitski 
Joan Labbe 
Lida LaBrie 
Sophie and Roger LaCasse 
Margaret Ellen Lacey 
Susie Ladd 
Kathleen Laffin 
John Lai 
Mimi and Alvin Lakind 
Charles Lambert 
Denise LaMere 
Jennifer LaMere 
Jeffrey Lamy 
Jeffry and Judy Landrum 
Maureen and Donald Landry 
Lavonne Landsverk 
John Lantz 
Debra and Tony LaRocca 
Brittany LaRowe 
Eric Larsen 
Julius Laskey 
David and Marjorie Lasky 
John Laurie 
Margie Law 
Marian and Ronald Lawless 
D. Barry and Kay Lawson 
Mark and Deborah Lawver 
James Lay 
Sandy Lay 
Carolyn Lay 
John Leadbitter 
Richard Learman 
Gail and Frank Lebenick 
Jean-Paul and Francis LeBlanc 
Elizabeth Lederer 
J. Lee 
Gerald and Nita Lee 
HoKun Lee 
Charles Legge 
Barry Leitman 
Mark and Karen Lemmeyer 
Marilyn Lenhart 
Gail Leonard 
Gerald Lepp 
David and Ilana Lescohier 
Harry and Mary Leslie 
Jeffrey A. Levine 
Michael J. Levine 
Aura Levitas 
Kenneth Lewinski 
Sharon Lewis 
Bill and Joan Lewis 
Richard Lewis 
Harry Lewis 
Corine Lewis 
Roland Ley 
John Libhart 
Lois and Myron Libien 
Margaret Lichtenstein 
Robert Liedtke 
Denise Lien 
Diana Liller 
Pat Lilley 
Carl Lincoln 
Vicki Lind 
Patricia and Reinhard Lindner 
Stephen Lineman 
Linda and John Linn 
Kathy Linnell 
Jerry Lintz 
Kenneth and Ellen Lit 
Kurt Little 
Elizabeth Little 
Charlotte and Benjamin Litwin 
Kay Livingston 
Harry Livingston 
Robert and Jan Locander 
Antonina LoDico 
Steven and Lois Loevner 
Vicky Logsdon 
Bradley Lohrenz 
Tom Lombardi 
Linda and Bruce Lord 
W. and Patrice Lortz 
Sandra Loshelder 
Faye and Thomas Loughridge 
Howard Love 
Linda and William Loveridge 

Helen Frances Lowe 
Lauri Lowen Karen Loyd 
Michael Lucas 
Richard Luchsinger 
Lorna Ludovic 
Kathleen Ludwigson 
Sandra Luedtke 
Barbara Luhrs 
Ralph Lydman 
Kiera Lynch 
John Lynch 
Marcus Lynch 
Teresa and Homer Lynd 
Tony Lynn 
Terrie Lyons 
Patricia and John Maala 
Ray Mabury 
Katy and Roderick MacDonald, Jr. 
Norman MacEachern 
Paul MacGillivray 
Howard Mackay 
Thomas Mackesey 
Dorothy and Leonard Mackles 
Marie Mackrell 
Judy and George Macor 
Karen MacPhail 
Shirley Madden 
Zohair Madhani 
Appasaheb and Nalini Madiwale 
Mary Ellen and J. Magner 
Janet and Arthur Magnus 
Ilene Maharg 
Karen Maher 
Frank Maher, Jr. 
Nancy Mahoney 
Audrey Maiorana 
Scott MaKay 
Julia Makofsky 
Evi and Evan Makovsky 
Gilbert Malerk 
Michael Maley 
Mary Malloy 
Frank Malone 
Deborah and Craig Malone 
Thomas Maloney 
Patrick Maloney 
Stuart Malter 
Madeline Mancini 
Steven and Wendy Mandelkorn
M and M Graphics 
Tim Mangini 
Mary Manley 
Gerda and Roy Manriquez 
Lisa Marchione 
Barbara Marder 
Dennis Marino 
Nathan Mark 
Claire Marlin 
Mary Jane Marsh 
Kenneth and Terry Marshall 
John Martin 
Susanne and Michael Martin 
Cheryl Martin 
David Martin 
Ernie Martin 
Cindy Martinez 
Segundo Artemio Martinez 
Sebastian Marturano 
Eric Marx 
Kenneth Marx and Linda Hayward 
Marvin Masengale 
Alice Mason 
Robert Mathews 
Jon Matovich 
Eliese Matteo
Michael and Regina Mattia 
Lois Mauermann 
Robert and Sue Ann Mawer 
Leone and Richard Maxwell 
Charles and Nancy Maxwell 
Charles and Wanda Mayberry 
David and Carole Mayer 
Carol Mayer 
Jessica Mayes 
James Mayo 
Therese Maze 
Irene Mazur 
Rachel Mazzola 
Wanna McAnally 
Enrica McCann 
Raymond and G.P. McCaslin 
Patricia McCollum 
Hans McCollum 
Robert and Marie McCormick 
Lori and Michael McCormick 
Rita and William McCray 
Thomas and Andrea McCullum 
Jacob McCurdy 
H. McDonald 
Denise and Brian McDonnell 
Charles and Joanne McErlane 
Katharine McGee 
Katherine McGlynn 
Naomi McGuire 
Gerald McIntyre 
Johnny McKay 
Lila McKay 
Matthew McKenna 
Merry McKeon 
Donald McKibbin 
Eddie and Andrea McKinney 
Douglas McLeish 
Brian McLucas 
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Dennis McManamon 
Judy McMillan 
Michael McMillan 
Joseph McMorrow 
DeSales McNamee 
Ryan McNerney 
Barbara and John McNight 
Glenn McPhee 
William McQuay 
LaRue Mead 
Fred Means 
Karen Medeiros 
Belen Medina 
Weston Mehling 
Richard Mendoza 
Catherine Menichini 
Kristy and Kim Menke 
Carol and Marvin Mensching 
Lynn Merel 
David Merkel 
Peter Merriman 
Annie Merritt 
James and Kathy Mertz 
Tom and Kay Metzler 
Robert and Esther Meyer 
Joe Michaels 
Colette Michaud 
Janet Mickelson 
John and Mary Midghall 
Lorens Midtgaard 
Michael Mikesell 
Lori Mikesell 
Dana and Mark Mildebrath 
Ann Millar 
Guy and Nancy Millard 
Patricia Miller 
Jeff and Phyllis Miller 
Carolyne and George Miller 
Denise Miller 
Gweneth Miller 
Steve and Janie Miller 
Anna Miller 
Frank Mione 
David and Elegra Mitchell 
Michael and Betty Mocek 
Tara Moenning 
Florence C. Moenter 
Virginia Molenaar 
Felix and Sally Molina 
Charles and Frieda Molnar 
Rosann Monaco 
Matthew Monaco and Patricia Denzler 
Troy Moncrief 
Marjorie and Leslie Monos 
Kathi and Gregory Monteith 
Pam Montellano 
Allen Monti 
Linda Montminy 
Louisa Montoya 
Christine and Curt Moody 
Charlotte Moody 
Alan Moore 
Merle and Patricia Moore 
Margaret Moorman 
Dorothy and Joseph Moran 
Margaret Moran 
Barbara Moreadith 
Darren Morehead 
Tony Moreira 
Floyd and Helen Morgan 
Frank Morrell
Stephen Morris 
Amy Morris 
Caroline Morrison 
Dennis Morrison 
JIm Morrissette 
Rosemarie Morrissey 
Kate and Ric Morton 
Lawrence Mothersell 
Vicky Mouch 
Betty Mousel 
David Moyer 
Mile Mrkic 
L. Taylor Mudge 
Ruth Mueller 
Pam Mueller 
William Mueller 
Tom Mueller 
Alida Muir 
Laura Mulcuck 
Edna Mull 
Jodene and Albert Mulliken 
Peter Mulliken 
Elsa Munoz 
Shawn Murphy 
Walter Murphy 
Thomas Murray 
Marie and Edgar Murray 
Thomas and Pamela Murray 
Sally Musso 
Jill Naberhaus 
Rose and Fred Nagao 
Gary Nagurka 
Anneliese Nathan 
Susan and Steven Nathan 
Lori Naumowich 
Amy Nawy 
Mary Rae Naylor 
Pearl Nealis 
Jounice Nealy-Brown 
Ralph Neas 
Douglas Neff 
Norman Neiwert 

Linda Nelson 
Maryrose Neri 
Janet Nesbit-Block 
Elizabeth Nesnick 
Daniel Nestel 
Beverly and LeRoy Neuenfeld 
James Neumeister 
Donald Nevers 
Leroy Neville 
David Newbill 
Laurene Nicholl 
T. Everett and Jean Nichols 
John Nielson 
Carlos J. Nieves 
Gail and Samuel Niglio 
Harold and Elaine Nilles 
Beatrice and Kenneth Nilsen 
Guy Nirenberg 
Alan Nishioka 
John Noe 
Edwin and Joan Norman 
Kathleen Northrop 
Aurora Novakaj 
Joshua D. Novin 
Gloria Nuckles 
NuFACTOR 
Roberta and Aderia Nunn 
Nancy and Ronald Nurnberg 
Gerald and Eva Nyari 
Norman Nye 
Lester Nystrom 
Susan O’Briant 
Ruth O’Brien 
Robert O’Brien 
Rosa Ochoa 
John O’Connell 
Maureen O’Driscoll 
Maria Ohl 
Gary Ohlson 
Laureen Okane 
Thomas O’Kane 
Mary and Michael Olden 
Jennifer Olinger 
Cynthia Newell and Eugene Oliver 
John Olivera 
Joseph Olney 
Mary Lou and Harry Olson 
Peter and Johanna Oostra 
Milton and Arlene Orenstein 
Marilyn Orland 
Kristina Orlandi 
Richard Orr 
Gerald Orrino 
Frank and Betty Osborne 
C. L. Osborne 
Herbert Osbourne 
D. Wendell Osbourne 
Alan Osbourne 
Raymond and Colleen O’Shea 
Judy O’Shea 
John Ostheimer 
Sally Ottmann 
Wayne Otto 
Joanne Oviatt 
Robert and Betty Owen 
Charles Pace 
Karen Pacheco 
Corina Page 
Somasundaram Palanivel 
Dominic Palladino 
Carolyn and Henry Palmer 
Cindy Palomo 
Stephanie Pannasch 
Joan Papalia-Eisert
Karen Pape 
Dorothy Paquin 
Marilyn J. Parisi 
Sally and Wayne Park 
Kristine and Brian Parker 
George Parker 
Theresa Parmenter 
Gary Parsons 
Rebecca Parsons 
Angele Passe 
Shannon Patelczyk 
Lisa Patriarca 
Donald Patterson, Jr. 
Kirk Paul 
Carol and Peter Paulsen 
David and Jill Paulson 
Michael Pavan 
Karen Pavlakis 
Ronald and Helen Pawasarat 
Todd Pawlowicz 
Linda Payne 
Kay Payne 
Sharon and Joseph Pazak 
Margaret Pearce 
Helene Peck 
Julia Peeler 
John Peer 
Gary Peet 
Arline Peeters 
Vicki Pendergast 
Mary Pepper 
Jesus Perez 
Sandy Perez 
Ana Perez 
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Nicholous and Claire Schneider 
Jim Schoch 
Terry and John Schock 
Jean Schoen 
Sharon and Ross Schoenauer 
Kristen Schoeneberger 
Judith Schoettle 
Cliff Schollmeyer 
Terry Schooley 
Dick and Beryl Schoonover 
Ronald and Marcia Schorn 
Bill Schrage 
John Schroeder 
A. Joan Schubert-Dreher 
Wendy Schuett 
W. Jacques Schuler, Jr 
Elizabeth Schultz 
L. E. and Janet Schultz 
Dale Schultz 
Joseph Schuster 
Sheri Schwartz 
Joan Schwartz 
Barbara Schwartz 
Saul Schweber 
Duane and Sandy Schweitz 
Jude Sciacca 
Bill Scorah 
John Scott 
Dorothy Scott 
Greg Scovel 
Michael Scuderi 
Joseph Seagraves 
Rena Seaholm 
Geoffrey Sease 
Arnaldo Sedayao 
Bernadette Sedlacek 
Jennifer Sedlock 
Patricia and Eric Seebergh 
James and Lois Seefeldt 
Glenn Seekings 
John Segelken 
Leslie Seiler 
Marian and Gloria Sekeres 
Rose Selden 
Blair and Judy Sell 
Paul Sembrat 
Koh Sera 
Carl Sereda 
Jacob Sergent 
Mary Ellen Seuch 
Marcia Sexton 
James Shadle 
Fred and Bonnie Shadow 
Robert Shedden 
Ellen Sheehan 
Paula and Marty Sheffield 
Jonnie Shelnutt 
Lois Shepherd 
Theresa and Robert Sherman 
Victor and Elisa Sheronas 
Renna and Ralph Sherriff 
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J. Clarke Tankersley 
Joseph and Marion Tannuzzo 
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the room to someone else. Darren now had only 30 hours to 
move out. Another Craigslist search revealed a new listing 
for a two-week rental at half price. The rental was attached 
to a house that belonged to the owners of a vacation rental 
company; and Miki, who worked for the company, was 
housesitting for them. Darren and Miki became friends, and 
after about a year, they began dating. “If that lady hadn’t 
rented out my room, or if I hadn’t checked Craigslist at that 
time, we wouldn’t have met,” said Darren happily. “It’s just 
the way life works…a little change can change everything.”

A year-and-a-half later, Darren had purchased property 
in Kailua and was in the process of building a house, mostly 
by himself, but also with a contractor’s help. He says he 
learned how to do it from books, friends, and from watching 
professionals. Miki was also expecting a baby, but the couple 
had not yet planned a wedding. “When I got Guillain-Barre, 
I decided it would be safer to do it sooner,” says Darren. He 
asked Miki to marry him that Tuesday night and told Queenie, 
who suggested they could have the wedding at Queen’s. She 
got the minister and “had all these ideas about how it could 
be done.” Planning in earnest began on Wednesday. Ludy 
Lemus, RN, of SDS, served as wedding planner, got a cake, 
and set everything up. Auntie Jo [Josephine Montecillo] of 
Housekeeping helped with dressing up the table and chairs, 
and Rhea Morales, SDS unit secretary, got the bouquet.

Meanwhile, Miki went to the Department of Health to 
find out what they needed to do to get a marriage license. 
The DOH normally requires individuals to appear in person 
and had to be assured the groom was of sound mind. 

Because Darren couldn’t go there, they agreed to come to 
Queen’s but needed a letter from Dr. Mauro. They needed 
a notary public, a power of attorney, an advance directive.  
A hundred other details needed attention. Stephen Wong, 
RN, cleaned out the fridge for the food; Lisa Coins, PT, took 
care of video; MD’s Bradley Hall and Tim McLaughlin were 
the clean-up crew, Riri Anguay-Samson, RN, QET 5, helped 
with the initial planning and marriage license; Nico Pascua, 
QET 5 unit secretary, made a wedding sign; many others 
pitched in to take care of a myriad other issues.

On Thursday, the exact time wasn’t set until an hour 
before the wedding. The DOH lady came at 2:30 pm and the 
minister got lost; but the wedding took place at 3:30 pm. 
Later, Darren said there was no time for a bachelor’s party, 
so MDs Bradley Hall, Greg Morris, and he told risqué jokes. 
He also joked (truthfully) that his wedding night was spent 
with his anesthesiologist, Alan Tanaka, MD. After Queen’s, 
Darren went to Rehab Hospital before convalescing at home. 
Miki gave birth to their daughter, Kaimiloapono Maxine 
Haru Kawazu-Armstrong on March 10. At the time, Darren 
could drive and felt normal sitting, forgetting he was still 
weak—until he got up. He has since made a full recovery and 
is not only back to work but also finishing the house he was 
working on before he got sick.

“There are so many great people here,” said Darren. 
“What a difference it makes when people are so supportive. 
I love working here. I’ve got a great job with amazing 
coworkers.” For Darren Armstrong, there is no longer trauma 
in settling down—just a lot of blessings.

Impromptu Wedding Held at Queens
continued from page 5
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Vincent and Joyce Wyles 
Freddie and Nancy Wyndham 
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Marlene Yoder 
Mary Yoder 
Lois York 
Wallace Young 
Warren and Sandra Young 
Stephen Young 
Timothy Young 
Ruth Young 
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*Our apoligies if any name  
has been ommitted.
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SAVE THE DATE!

13th International Symposium
October �1- November 2

Walt Disney World, Florida
Disney’s Coronado Springs Resort, Lake Buena Vista, FL

Keynote Speaker: Bart C. Jacobs, MD 
“The Alphabet Soup of Inflammatory Neuropathy”

Don’t miss this unique opportunity to meet the industry’s most qualified 
professionals as they present on the following: (list not final)
  • Patients with GBS, CIDP, MMN
  • Diagnosis and Pathogenesis of GBS, CIDP, MMN
  • Current/Future Outcomes of GBS, CIDP, MMN
  • Physical and Occupational Therapy
  • Fatigue and Pain Management
  • Children and Young Adults with Inflammatory Neuropathy
  • Immunizations and Vaccinations
  • Emotional Issues for Patients and Caregivers
  • Exercises in Your Chair
  • Human Sexuality for Males and Females
  • Current Research
  • Treatment with IVIG and Plasma Exchange
  • Anesthesia and Patients with Inflammatory Neuropathies
  • Ask the Experts (by popular demand, an additional session has been 

added)
  • AND: Don’t miss this opportunity to participate in our largest to date 

Walk and Roll event on Saturday! 

Please send us your stories, “Letters to the Editor,” and questions  
for the Medical Advisory Board. 

Our summer issue has always been the Medical issue. We would love to  
publish your questions and concerns! Look for profiles of our experts! 

Direct your inquires to Lisa Butler in the Foundation office at lisa.butler@gbs-cidp.org.

We love to hear from you!

Welcome and congratulations to our newest  
addition to our Centers of Excellence: 

Milan University 
Humanitas Clinical and Research Center, 2nd Neurology

We are interested in expanding our resources and adding to our Centers  
of Excellence. Contact Camille Yee at the Foundation to learn more.

Planning Your Estate
While it is never too early to plan your 
estate, it can be too late! Also, if you 
have already created an estate plan, 
you may at some point need to make a 
change because of changes life brings, 
such as a new marriage, a divorce, the 
birth of grandchildren, and so forth.  
Estate planning should be an ongoing 
process, not an event. 

Four documents every person should 
have in his or her estate plan include 
a will, a durable power of attorney, 
an advance directive, and a letter of 
instructions. While these documents do 
not require an attorney for their creation, 
using an attorney can be very helpful 
in providing advice on estate and tax-
saving strategies which can ensure your 
final wishes are clear and carried out.

If you are ready to begin an estate plan 
or  need to review and perhaps make a 
change in your existing plan, it is an 
opportunity to make a philanthropic gift 
that could last forever. Please consider 
remembering our mission and the 
impact we have in your estate plan.

For more information, please call  
Ken Singleton at (610) 667-0131.

Together, we have much to share  
and many to serve.

Our deepest thanks to all of our Liaisons 
and Regional Directors. Your dedication 
supports our grass-roots mission that no 
individual will suffer in isolation!

We welcome the following  
new Liaisons:

Bridget Hamilton - Dubuque, Iowa
Merrilyn Macurak - Conway, South 

Carolina
Gina Sharpley - Egg Harbor Township, 

New Jersey
Judy Jetson - Weaverville,North Carolina
Darren Armstrong - Hawaii
Sharon Klaschka - Hawaii
Kathy Donaldson - Austrailia

We thank the following for  
their years of service:

Audrey Brucker
Rev. Langston Logan
Ron Owens *deceased

Liaison Activity

Nancy Roberts
Kathie Pomykala
Pam Wrobel
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The Foundation proudly reports dedication to our four pillars:
ADVOCACY . . . EDUCATION . . . RESEARCH . . . SUPPORT

Support
The Foundation office receives over 60 inquires for 
information, WEEKLY.

We have 141 US Liaisons. 

We have 60 Liaisons in Canada and International.

We invite over 13,000 patients and caregivers to 
Chapter meetings annually.

In addition to our paper newsletter, this winter we 
sent over 3,000 Electronic newsletters.

On Facebook, we see over 1,500 hits weekly with 
over 4,500 “likes.”

We maintain a list of 250 Neurologists in our 50 
states . . . we also maintain contacts for equipment 
assistance, financial assistance and IVIG coding  
and reimbursement.

Centers of Excellence, 18 and growing.

Research
In 2013, the Foundation went over the 1.5 million 
dollar mark to fund research.

In 201�, We awarded three grants focusing on: 
 1.  Guillain-Barré Syndrome in low-income 

countries and participation in IGOS.   

 2.  Alpha-1- antitrypsin as a novel therapy for CIDP.  

 3.  Lentivirus transduced dendritic cells expressing 
VIP for the treatment of CIDP.

2014 grant requests have been received and will be 
announced this summer.

The Benson Fellowship has been established to fund 
Peripheral Neuropathy. Its purpose is to encourage 
philanthropic support to help address the challenges of 
the condition. The applications are open worldwide.

The IGOS study continues: International GBS Outcome 
Study. The study now has 367 patients in over twenty 
countries.

Education
For the first time, our 13th International Symposium 
will feature individualized sessions for GBS, CIDP  
and MMN.

We are rewriting, redesigning our website for current, 
accurate, relevant information.

Our brochures have now been translated in traditional 
Chinese. Check the website for a complete listing of 
translations.

We continue to work closely with:
  • NORD: National Organization of Rare Diseases
  • PPTA: Plasma Protein Therapeutics Association
  • PSI: Patient Services Incorporated.

We have cultivated strong support with several IVIG 
infusion companies who can provide assistance 
in product identification, dosage, outcomes, and 
insurance issues, thus empowering patients with 
knowledge.

 Advocacy
Capitol Hill Day 2014!!! April �0-May 1st, 2014
Join us for our second annual day on Capitol Hill 
in Washington, DC, an exciting opportunity to meet 
members of congress and to help advocate for our 
mission! (contact Lisa Butler in the Foundation office 
to participate; space is limited). 

Some of what we will advocate for:
  • Advance medical research.
  • Facilitate the development of innovative therapies.
  • Improve patient access to quality care and 

treatment options.

Specific Current Advocacy Effort:
  • Increase NIH funding to $32 billion and expand 

the GBS|CIDP research portfolio.
  • Continue to build support for H.R.460 and 

potential Senate companion legislation.
  • Seek another reimbursement increase from  

CMS for EMG and also for NCS.
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• “CIDP” Group 
 For those with a diagnosis of chronic inflammatory 

demyelinating polyneuropathy. Please identify yourself 
to the National Office in order to be placed on the CIDP 
list for special mailings, etc.

• Children with GBS
   Lisa Butler, 610-667-0131
   GBS-CIDP Foundation International
   Email: lisa.butler@gbs-cidp.org   

Son, Stuart had GBS at 5 1/2 years old

• Children with “CIDP” 
 For children diagnosed with chronic inflammatory 

demyelinating polyneuropathy. A separate registry has been 
created. Please contact the National Office for details.

• Group for Having GBS Two Separate Times
 Please call the National Office for contact with others.

• Miller Fisher Variant Group 
 Please call the National Office for contact with others.

• Wheelchair Limited Group 
 Please call the National Office for contact with others.

• AMSAN Group 
 Please call the National Office for contact with others.

• A Teenage Pen Pal Group 
   Arielle Challander, 231-946-7256 
   4313 Shawn Drive
   Traverse City, MI 49685
   Email: ariellegiggles@gmail.com
 Arielle had GBS in 2006 at age 13. She is willing to share 

her experiences so others might understand. To have  
teenage GBS’er pen pal, write, call or e-mail Arielle.

• Pregnant Women with GBS 
   Robin Busch, 203-972-2744
   264 Oenoke Ridge, 
   New Canaan, CT 06840  
 Robin has offered to share her experience with GBS 

which came about during her pregnancy. We have 
many such cases and reassurance from someone who 
has gone through this is needed support.

• Bereavement Group 
 A group for anyone who has lost a loved one due to 

GBS/CIDP complications. Please contact: Bereavement 
Group at the National Office.

• The “Campy” Group 
 Those whose GBS onset was identified as a result of 

the campylobacter bacteria. Numbers to be used for 
research purposes.

DIRECTORY
Check the enclosed chapter directory and contact the chapter nearest you. In addition, our “subgroups” are listed below.


