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Regional Meeting
in Florida

On a beautiful sunny day in
February, 52 GBS and CIDP
patients and their loved ones
came together in Boynton
Beach, Florida for the
Chapter’s annual meeting. The
speaker was Santos Garcia,
a CIDP patient, our liaison
from Fort Myers, a member
of the Foundation’s Board of
Directors, and an occupational
therapist. Santos answered a
myriad of questions and the
audience really identified with
him as one of their own. Estelle
Benson, our Founding Director,
was also in attendance and
spoke about the Foundation’s
endeavors for upcoming
research projects, advocacy
and the next symposium
which will be held in Orlando,
Florida. In addition, liaisons
Caroline Morrison from Miami,
Kassandra Ulrich from Ohio,
as well as Harriette Lion and
Nancy Brown from the Boca
Raton/Delray Beach host
chapter were able to interact
with the audience. All in all it
was a wonderful informative
meeting and well appreciated
by the South Florida parti-
cipants who attended.

M Please update your
BME contact information
to make sure we have
your current email address.
Contact us online at
www.gbs-cidp.org
or by emailing
info@gbs-cidp.org
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Providing Strength Through Support

I hope you all like the name Ken’s Korner. Each issue [ will use this
space to share things happening with the Foundation. Please feel
free giving me your feedback at ken.singleton@gbs-cidp.org.

Walk and Roll for GBS-CIDP is our new national walk name. This year we will be
piloting three locations for all friends of the Foundation. Enjoy a day of fun, friendship
and refreshment while raising awareness. Everyone O
throughout the Foundation will have the opportunity HEEGBS|CIDP,
to participate and help. In addition to our three pilot W Foundation International L
sites there will be a virtual walk. You will be able to WAIK
raise awareness in your community. Look for more
information by email, our website or Facebook.
If you want to participate in the inaugural walks in the Greater Atlanta, Philadelphia
or Pittsburgh areas, please contact the office at info@gbs-cidp.org.
2013 Washington Lobby Day was held March 12th and 13th in Washington DC.
The day and a half was spent educating Congress on who we are and all of our
disorders. Special focus was made on the following areas.

e Support Funding for Federal Research and Patient Care Programs

e (Co-Sponsor H.R. 460: The Patient Access to Treatments Act

e Ensure Patient Access through Proper Physician Reimbursement for

Diagnostic Procedures

Look for this annual event and contact me if you have interest in participating in
the future.

International Liaison Meeting in Berlin, Germany April 19th through 21st - look for
more information in this newsletter. Since our Symposium in Fort Worth, Texas, the
Foundation has added liaisons in Mexico, Bosnia and Herzegovina, Brazil, Bolivia

and Belgum.
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Awareness Month! 5

\ The Foundation is trying to improve its

Make GBS/CIDP known! \ communication at the same time while

Participate in GBS/CIDP Awaréness h. \| " controlling our costs. Please provide your
Checkywith your local chapter fo?/a@_ned actjvities,
e )

email address to info@gbs-cidp.org.
We take this opportunity to thank CSL Behn’ng for their support in
making this newsletter possible through an unrestricted educational grant.

Remember May is GBS-CIDP Awareness
Month. I encourage everyone to raise
awareness regarding our diseases.
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Meet Board Member Kenneth R. (Bob) Doehrman

I was diagnosed with GBS when I was in my early sixties
in 2001. When I was taken to the ER I had experienced
cranial nerve involvement as well and looked like a stroke
victim as the left side of my face drooped. A good ER
doctor went through a series of tests and, after a spinal tap,
diagnosed GBS. I was admitted to the hospital at 2:00 A.M.
and had my first IVIG before noon followed by four more
infusions. My GBS progressed up my extremities effecting
both my legs and arms, but stopped short of my diaphragm. I thank God for not
having to have a tracheostomy.

I was lucky in that [ made a rapid and good recovery. I spent nine-days in the
hospital and 21-days in HealthSouth Acute Rehabilitation Hospital, walking out
to go home using a straight cane. I had several weeks of outpatient therapy and
went on my way. While I was in the rehab hospital, my OT brought a younger
man to see me who had GBS the year before. He was walking upright with no
apparent problems. He told me to give it six-months. I figured that if he could
do it, so could L. I put the cane away after eleven-days at home and was fully
recovered in less than six-months.

I was born and raised in northern Indiana. After I graduated from Indiana
University (BS-Management), I was commissioned in the Army through the ROTC
program. | spent 21 years in the Army serving in Germany (the cold war) and
in Vietnam (the hot, wet war) and throughout the United States primarily in the
eastern half of the country. During this time I earned a MA (Human Resources
Management) from Pepperdine University. [ am also a graduate of the U. S. Army
Command and General Staff College.

After retiring from the Army, I was employed as program manager and
systems analyst for a large corporation providing support to the Department of
Defense and subordinate organizations. This job brought me to the leading high-
tech center of the deep south of Huntsville, Alabama where I have been since
1983. I have two children in the Huntsville area; a son - Eric - who is married
and has four children ranging in age from 13 to 20 and a daughter - Kristen -
who is married and has two children ranging in age from 4 to 13.

My hobbies include these six grandchildren, the Foundation, and Macintosh
computers.

After having my life temporarily interrupted by GBS and making a good
recovery, I felt a need to get involved in helping others. I joined the GBS/CIDP
Foundation International organization at large in 2001 after I was diagnosed with
Guillain-Barré Syndrome (GBS). I became a liaison for the State of Alabama in
June 2003 and a Regional Director (Mid-Atlantic states) in May of 2005. Then
I was elected to the Board of Directors in 2009. I am also a Co-Coordinator of
Liaison Activities for the Foundation.

The Foundation has been dear to my heart since I became aware of it in
2001. I have seen its growth in the number of support group chapters and general
membership over these years, in the United States and internationally. As I am
directly involved in patient and caregiver support, I have witnessed the expansion
of support we have been able to provide in this area.

We have increased our awareness of the needs of the caregiver, who can
often become the second victim in the GBS patient family unit. The patient gets
support from the medical and nursing staff, the therapists, and others, but the
caregiver is often found without a support system. Caregivers need a support
system as they may be working outside of the home, trying to manage the home
in the absence of the patient, while trying to be attentive to the patient in the

continued on page 3
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Ask the Doctor

Joel S. Steinberg, MD, PhD (Dr. Steinberg is a former GBS patient, Vice President of
the Foundation’s Board of Directors and a member of the Medical Advisory Board)

NUMBNESS AND
ANTS UNDER THE SKIN

Question: Physical therapy was
suggested and I have been doing that
and [ am getting stronger, but I still
have numbness in my toes and have
a feeling of ants under my skin. It
is not getting any better. I just had
a nerve test and the nerves are slow.
My doctor said yesterday that I had
neuropathy and said to call him in
about two months. I want to know
what to do now.

Reply: The good news: you have
lots of company. These paresthesias
or abnormal sensations are quite
common with GBS. The bad news,
there is not much in the way of good
treatments. Try over-the-counter pain
meds (aspirin, a non-steroidal anti-
inflammatory agent such as Advil
or Aleve; or Tylenol). Or try a moist
heating pad (K-pad or some store
brand). You could try the newer meds
used to treat neuropathic pain, but they
don’t seem to help much for numbness
or formications (that sense of ants
crawling under the skin). Examples are

gabapentin, sold as Neurontin, Lyrica
(pregabalin) and Cymbalta. You would
want to discuss using these meds with
your neurologist or family doctor;
they require a prescription. Trying
more aggressive approaches, Lidocaine
patch, transcutaneous electric nerve
stimulator or TENS unit, or acupuncture,
would likely be over kill. They are used
for substantial pain.

The annoying paresthesias of
GBS usually go away or diminish over
time. It took years for my tingling to
go away after otherwise recovering
from GBS.

Kenneth R. (BOb) Doehrman continued from page 2

hospital and rehab. Sometimes it becomes too much for them. Our liaisons
are addressing the caregiver as well as the patient. We have formed many
former patient and caregiver teams to address this issue.

I am proud of the work we are doing in advocacy for GBS/CIDP with
various government agencies. We are also performing significant work in
direct patient advocacy assisting families with getting access to IVIG for
long-term maintenance and solving insurance and benefit problems.

Our hope is that someday the cause and cure will be found and the need
for our special foundation will no longer exist.

Arthur K. Asbury, MD,

a member of the Medical Advisory Board
of the GBS/CIDP Foundation International
has decided to step down from his role as
an active member and been designated as
an Emeritus member of the MAB.

Dr. Asbury is world-renown for his clinical

Liaison Development
Meeting in Berlin

The Foundation will host a liaison
development meeting for those
liaisons from Europe and Africa from
April 19th through the 21st in Berlin,
Germany. This meeting is important
to ensure that all chapters, regardless
of location, are carrying out the
mission set forth by the Foundation
of support and education to GBS/
CIDP patients, present and future. It
is also a wonderful opportunity for
liaisons to meet, share experiences
and interact with one another. The
meeting will be hosted by Patricia
Blomkwist-Markens, our liaison in
The Netherlands and a member of the

and experimental studies of peripheral
neuropathies, particularly GBS. The
Foundation wishes Dr. Asbury well as he
and his wife move onto a new chapter in
their life, travelling and enjoying children
and grandchildren.

Foundation’s Board of Directors, and
Estelle Benson, our Founding Director.
We are expecting over 20 countries to
be represented. Look for the update
and photos on what happened in the
next “Communicator.”

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 the 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 slip 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.
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Influenza Vaccine and the GBS Patient

Joel S. Steinberg, MD, PhD (Dr. Steinberg is a former GBS patient, Vice President of
the Foundation’s Board of Directors and a member of the Medical Advisory Board)

Carol Lee Koski, MD, Medical Director, GBS/CIDP Foundation International

uillain-Barré syndrome (GBS)
Gis a rare disorder that occurs

in 1-2 patients per 100,000
population, or about 3,000 to 6,000
patients in the United States each year.
This disorder is potentially a medical
emergency because it causes muscular
weakness that can lead to difficulty
breathing and swallowing. Any age
group can be affected although it
is more common in the 5th and 6th
decades of life. About two thirds of
patients are men and about one third
are women. Most patients recover well
although 200% develop persistent nerve
damage with associated weakness such
as difficulty walking.

GBS is the result of damage to
the peripheral nerves caused by the
patient’s own immune system. In
approximately 6000-80% of patients
the disorder is triggered by a preceding
infection. In the USA 75% of these
infections are respiratory, frequently
due to Cytomegalovirus or Epstein
Barr virus while 25% are triggered by
diarrhea due most commonly to the
bacterium, Campylobacter jejuni. In
other areas of the world, poor sanitation
results in many more cases of GBS
from diarrheal infections. Other triggers
include various vaccines, surgery,

trauma, and autoimmune disorders
including Sjogren’s syndrome and
systemic lupus erythematosis.

The swine flu vaccine program of
1976 was halted due to reports of excess
cases of GBS in vaccinated patients. A
scientific review of the situation by
the Institute of Medicine determined
that the 1976 vaccine administration
was associated with an additional risk
of approximately 1 case of GBS per
100,000 population. A second study
in 1993 and 1994 showed an even
smaller, 10-fold less additional risk or 1
extra case per 1,000,000. One can thus
conclude that the risk of developing GBS
from the influenza vaccine is very small
and that it might vary with different
vaccine preparations. However, there
are sporadic or anecdotal reports of
patients who developed GBS following
an influenza vaccination, and then
went on to have a recurrence when re-
vaccinated in subsequent years.

Influenza affects 36% or 1 out
of 3 people in the United States per
year during the months of November
through March. 25% of influenza
patients develop an associated illness
such as pneumonia that results in
20,000 to 40,000 deaths each year. This
is particularly true in older patients,

greater than 70 years of age, and
those with chronic disease. Vaccination
has been found to reduce the rate of
hospitalization and mortality from heart
attack and stroke that can occur in flu
patients. Because of the increased risk of
severe illness and death with the flu, the
following recommendations are made
concerning the use of Influenza vaccine
in patients who had GBS in the past.

An annual Influenza vaccine is
not contraindicated in patients with a
prior episode of GBS unless they had
the vaccination within 6 weeks of the
onset of their initial GBS symptoms.
This is particularly true in older patients
and those with chronic disease such as
diabetes, heart and lung disease who
have a higher incidence of mortality
with influenza.

We do not recommend vaccination
for patients whose prior GBS had
started within 6 weeks of receiving
a flu vaccine. Instead on exposure
to an individual with influenza,
they should start a course of one
of the two FDA (Food and Drug
Administration) approved drugs for
Influenza such as zanamivir (sold
as Relenza®) or oseltamivir (sold as
Tamiflu®). This should be discussed with
your primary physician.

Rare Disease Day Celebration - FEBRUARY 28TH

BS/CIDP Foundation
International was
a partner with

people and organizations
from all over the globe
to celebrate Rare Disease
Day on February 28th.
The slogan for the day is:
“ALONE WE ARE RARE.
TOGETHER WE ARE
STRONG”. A rare disease is one that
affects fewer than 200,000 Americans.
There are nearly 7,000 such diseases
affecting nearly 30 million Americans.
There are 3,000 to 6,000 new cases of
GBS annually in the United States. At

any one time up to 40,000
people in the U.S. may be
affected by CIDP.

Amirah Henry
of Newark, NJ, one of
our members, joined
Handprints Across
America Gallery by
sending in a picture of
herself with the flier
celebrating Rare Disease Day after
her IVIG treatment for CIDP at the
Children’s Hospital of Philadelphia.
The smile says it all!

On our Facebook page we asked
people to click on the “Raise Your

Hand” banner to support research
on rare diseases so that $1 would be
donated for each click! Over 1,000
people from our Facebook page visited
the site. Thanks to all who participated
in this great effort.

Three of our members, Rick Forney
from Virginia, Rose Gallegos from
New Mexico and Karl Kingan of Texas
requested that their states designate
February 28, 2013 as Rare Disease
Day. A proclamation was issued by
each of these states declaring such.
We appreciate the efforts of each
individual who raises awareness for
rare diseases.

4



Spring 2013 ¢ GBS/CIDP Foundation International

The Communicator

Shank you lo all the jglowl}y L2072 donow for - youe geneiorly

Abbott Laboratories

Abbott Laboratories
Employee Giving

CampaignSieglinde Abendoth

Abington Hospital Family
and Friends

Sy Abrahams

Ira Abrams

Nona L. Abrams

Absolute Painting Il, Inc.

Anne Ackerman

Lee Ackerman

Alan Ackermann

Charles G. Ackerson

Acre

Peter Aczel

Tom Aczel

James M. Adair

Judith A. Adamowich

Charles E. Adams

Louis A. Adams

Ross W. Adams

Shirley C. Adams

Jane Addison

Advanced Respiratory
and Sleep Medicine, PLLC

Aetna Foundation, Inc.

Dolores Afeltra

Ann Agnelli

John Agnelli

Nancy J. Ahern

Nadjya Akbari

Melvin L. Albright

Bill Aldrich

Gabrielle Aldrich

Kashif Aleem

Barbara A. Alessio

Jules Alexander

David Allard

Craig Allen

Helga Allen

Terri Allen

Gene Alley

Elizabeth Allman

Jon Almeras

Gigi J. Alonzo

Alpha Rho Alpha Delta Kappa

Ann Altus

Raymond A. Alvarado

Greg Alvarez

Sally Louise Ambrose

Jose Ameijide

American Express
Employee Giving Program

American Express
Gift Matching Program

Barbara Amering

Felicia Anastasi

Laura Anastasio

Sal Anastasio

Josephine Andalora

Allan Anderson

Laura Anderson

Richard E. Anderson

Timothy J. Anderson

Pete Andrade

Marion Andreacchio

Scott Andreae

Julie S. Andrews

Fred T. Angelilli

Melissa Angeline

Cindy Anthofer

Kathleen Antonucci

Application Craftmen, Inc.

Louis Arico

Virginia Arlotta

Joan Armstrong

Susan Arndt

Adrian Armold

Brad Aronson

Joshua Aronson

ART SOIREE

Arthur Asbury

William A. Asbury

Martin Asch

Elisabeth Aschman

Arthur Askew

Dennis Asti

Joan Athey

Kelly Atterbury

Daryl Auclair

William Aulerich

Denise Auvil

Abdul Z. Awan

Karen Axdorff

AxelaCare Health Solutions, LLC

Henry Baddley

Mary Baer

Stephen Baer

Gerald Bagley

Sue Baier

Verna G. Bain
Daniel h. Baird
David Baird
Winslow M. Baker
Judith W. Bakos
Brad Baldwin
Cheri Ball
Patricia Ball
Ronald Ball
Bank of America Matching Gifts
Sharon Banken
Donna Bankston
Walter J. Baran
James Barber
Sandra Barnes
Wallace Barnes
William Barnes
Angelo Barone
Alexis Barrett
Gayle Barrett
Joshua L. Barrett
Mike Barrette
Sandy Barry
Thomas J. Bartlett
William E. Bartlett
Joseph J. Basner
Robert Bass
Roy Batty
Carol Baughman
Barbara Baum
Bob Baumle
Baxter Healthcare
Ronald M. Beal
Donald G. Bean
Henry D. Bean
Lillian Bearese
Irene Beaufait
Kay O. Beavers
Robert A. Beck
Harold Becker
Robert Becker
Rose Becker
Allen Beckett
Vicki Beebe
Joel H. Beeghly
Thomas S. Beeler
Kathleen A. Beesley
Jay Bell
Julie B. Bell
Shellie Bellairs
Janet Belz
Jane Bendell
Marty Bender
John Benedetto
Sheran L. Benerth
Peter Benevides
Thomas E. Benner
Joy Bennett de Cuervo
Ann M. Benson
Estelle Benson
Howard Benson
Marc Benson
Mitchell Benson
Patricia Bergeman
Rachell Berkowitz
Scott Berman
Keith Bernacki
Christian Bernaert
Carla Bernay
Susan Bernstein
Alan Bernthaler
Jerold S. Berschler
Kelly Bertolazzi
Laura Bertolotti
Anthony Bessacini
June Bevens
Joseph J. Bevilacqua
Cheryl Bevis
Dave Beymer
Dolores Bezenah
Victor J. Bialoplotrowicz
Phyllis Biffle
Big Brothers Big Sisters
of Southeastern PA
Michael L. Bildner
Rochelle Bilenky
Bill's Auto Parts, Inc.
Gloria J. Bilotti
BioFusion
Geraldine Bircher
David L. Birken
Jane Birkholz
Matthew Bitz
BKType Graphic Services
Karen Blackburn
Larry Blackledge
Rebecca Blackwell Drake
Sheila Blaine
Blank Rome Comisky
& McCauley
Blank Rome LLP

Barbara D. Blankenship
Herby Blasewitz

Frank Blatter

E. Frederick Bloemker

Patricia Blomkwist-Markens

Andrew Blong
Joyce Blosberg
Sylvia Blumenthal
Patricia R. Blythe
Jack Boehringer
Timothy Bogert
Judith Boissicat
Peggy Bolchoz
Judy Bolotin
Evelyn Bond
Beverly Bonitatibus
Bookkeeping by Karren
Evelyn Bookout
Don Bookter
Martin Boone
Judith Borcherdt
Gladys Boring
Anthony Borzillo
Jean Bost

Milton Bothner
Gary Boughan

Jon Bourne

Laura Bovard
Diana Bove

Peter Bove

William W. Bowdy
Dwain G. Bower
David Bowers
Robert J. Bowers
Julie Boxley

Maral Boyadjian
Elizabeth Boyd
Greg M. Boyd
Heather Boyer
Lillian Boyer

John Boyle
Maureen D. Bozicevich
BPL Medical Affairs
John J. Bradburn
Richard Bradley
Sandra Braff
Elizabeth Bragg
Howard L. Brainard
Brakat Enterprises, Inc.
Melvyn L. Bralow
Michael J. Brandsma
Dorothy Brandstatter
Barbara S. Brandt
Jessamine Brandt
James Brass

Gail Brauer

Larry Bream

David W. Breed
Berry Breining

Lola I. Brett

Duane Brezinski
David Brinkman
James W. Broatch
Edith Brockmann
Geraldine A. Brogan
Daniel R. Bronson
Merrill R. Brooks
Rayford Brooks
Cherie Broome
Annabelle Brown
Bryan Brown
Donna Brown
Eugene Brown
Laurie Brown
Patricia F. Brown
Robert A. Brown
Robert N. Brown
Taanya Brown
William L. Brown
Michelle Browne
Rose-Marie Browning
Tom Browning
Martin J. Brudnak
Robert Brunner
Megan Brus

Joy Bryson

Roy W. Buck
Robert C. Buckley
Jordan Buess
Diana L. Buhrfeind
Sallie B. Buie

Ann Bullinger
Bullis Mortuary
Louise Bundick
Christine Bunting
Glenn Buonocore
Gail Burch

Leslie Burgess
Casey Burke
Denise Burke
Janice Burke

William Burleson
Gary Burnell
Deborah Burns
William E. Burns
Rodney N. Burnsed
Ellen Burr
Matthew E. Burton
Robert Burton
Charles Butkus
Daniel Butkus
Barbara T. Butler
Dorothy R. Butler
Shelly Byers
Tammy Byers
Barbara A. Byle
Jay Byrd
Chris Cahenzhi
Joan Cahenzhi
lica Cain
Virginia Caldwell
Laurie Calhoun
Stephanie C. Calhoun
Wilma Calkins
William R. Callahan
Ronald Cambio
Rickie Camet
Connie Campbell
Dottie Campbell
Jean F. Campbell
Patricia Campbell
Edward Canaday
C. Dean Cannon
John J. Cannon
Cannon Transportation, Inc.
Phyllis Canon
Norman E. Capitani
Edward M. Caplan
Anthony Caporrino
Jerry J. Cardinal
Gerald Caress
Lisa M. Carey
Raymond Carey
CaridianBCT, Inc.
Margie Carleton
Ronald L. Carmichael
Victoria Carnevale
Carolinas Healthcare Foundation
Gregory R. Carpenter
Lynn Carroll
Tom Carroll
Curt Carter
Mary E. Carter
Mary T. Carter
Sonya Casas
Caseville F.O.E. 3690 Auxiliary
Anita Cavallo
Connie Cazort
Carol Ceci
Michael Chan
William Chaney
Maryse Charbonneau
Linda H. Cherney
Mack Cherry
Shannon Chettri
Gina Cheverine
Chevron Humankind
Matching Gift Program
Susan B. Childress
David Chleck
Ginger Chriss
Mary Christopher Butlin
Church of St. Odilia
Michael Churches
Edna Cicerelli
Maxine Cieri
Citizens Bank
Pat Clair
Sally T. Clair
Saul N. Clair
Joseph Clarici
Bernice C. Clark
Daniel L. Clark
Frances B. Clark
Josephine W. Clark
Judith Clark
Marilyn M. Clark
Robert E. Clark
Shirley Clark
Aaron Clarke
Gladys F. Clarke
Chris Claunch
Anna A. Clauser
Leon E. Clayton
Brian Cleary
Emily E. Clements
Roger Clemmons
Dick Cleveland
Luey Clough
Bernice Cluck
Peter Coary
Shawn Coates

Roger Cobb
Anthony Coccoluto
Reeves P. Cochran
David G. Cohen
Herbert N. Cohen
Max Cohen

Elsie Cohn

John Cohn
Margaret Coker
Jack Colantonio
Mark A. Cole
Elizabeth L. Coleman
Walter F. Coleman
Frank Collins
Janice L. Collins
Mary L. Collins

Colonial Brick Corporation
Community Health Charities

Ancia Camnarda
Joanne Conahan
Katrina B. Conland
Sharon Connolly
James Constantine
Charlotte Cook
Mary Cooksey
Laura H. Cooley
Ronald Cooper
William M. Cooper
Beverley Copeland
Coram Inc.

David R. Cornblath
Paul Cornely

Sam Cosico
Barbara Costlow Thomas
Gloria Cote

Santa M. Cottone
James L. Cottrell
Jim R. Counce
JoAnn Courts
Olive Coutscmkas
Covidien

Elishia Cox Wiggins
Nancy Coyne
Ronald Crabtree
Geri Craft

Brenda Crafton
Catherine Craig
Adele Crane

Jason Crane

Leroy R. Crane
Jeanne H. Craven
Gayle Crawford
Barbara G. Cressman
John Cresswell
James F. Crew
Edwin W. Cridland
Marian Criswell
Jan Croff

James A. Crompton
James Crone
Ginger Crooks
John Crotts

Eric Crow

Alice B. Crowell
Paul Crowley
Robert F. Crowley
La'Verne Crumpton
Candace R. Crupi
Antonia Cruz

CSL Behring
Kenneth Cuculich
Brian Cuddy
Jeremy Cugle
Chris Cunningham
Stephen Curet
Eleanor Curry
William D. Curry
Russell G. Curtis
Gloria Dabal
Maryellen Dabal
Steve M. Dabrow
Carol Dagney
Donald Dahlin
Aubree Dale
Noreen Dalisera
Dallas Neuro Science
Norma Dalton
Philip Dalton
William Dalton
Irvin M. Dana
Agatha Dancy
Gerald J. Daniel
David Daniels
Myron Daniels
Doris Dant

James A. D'Antonio
Mavis Dare

Leroy Darling
Jerald Dau

John Daugherty
Mindy Davey

Jeffrey Davidson
Mary A. Davino
Marjorie S. Day
Michael Daylan
Gene De Mart
Guiseppe De Rubertis
David R. Dean
Judith Dean

Teri DeBra

Jason E. Decker
Joan M. Decker
John S. DeFord
Karl Dehmel

John Deitch
Darlyne DeKraai
Armen Del Pup
Desiree Del Rio
Frank DeLisa
Taraca Nalla | 1iria
Michael A. DellaLucia
Joanne M. Delpaz
Eugene DeMart
John Dembeck
Sherie Demple
Samuel E. Dennis
Leonie DeRoche
Diana Derochie
Sibylle S. DeRosa
Elizabeth Desmann
Peggy Dettwiler
Harriet Deutsch
Michael Dever
Sharon R. Devine
Frank Devito
William DeWeese
Derald DeYoung
Adele Diamond
Ronald Dias

Mary Diaz

Robert Diaz
Howard Dielmann
Thomas E. Dillingham
Karen Dillman
Sara Dimitt

Melvin Dion

Ann P. Doan-Do Bass
Pam Dobos

Phani Doddapaneni
Kenneth R. Doehrman
Claire Dolchin
Donna M. Dolliver
Anne Donaldson
Betty J. Donelson
Karen Donker
Patrick Donnelly
Joan Dooley
Joeseph Doria
Marjory Dorn
Rose A. Dorsaneo
Marilynn Dougall
Merriel D. Douglas
P. Ann Dowling
Wayne Downer
Susan Downes
Marjorie Downey
Joanna Doyle

Dr. Elliot Bernstein, Ltd.
Albert Drake
Dresch'’s Four Aces
Dianne Driever
Dave Driscoll

Jack E. Driscoll
Robert Drozd
James Drue

Cruz Drummond
Barbara Dryden
Donna Dublo
David S. DuBose
Bernard Dubrow
Martin Duchovnay
Eleanor A. Duda
Stephen Dudash
Elizabeth Duerr
Peggy Dufon
Linda Dulabahn
Sandra Dull

Paul T. Dumont
Chris Duncan
Stanislaus J. Dundon
Ralph Dunn
Tinamaria Dunn
Claude T. Dupuis
Charles Dupuy
Phil Durbano
Frances Durbin
Kathi Durst

Linda Dwyer
Joyce Dyer

Robert E. Dykes
David E. Dyson
Warren Eachus
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Lynn Eagleson
Judy Earls
Robert M. Early
Kim Earnshaw
Marian E. Eberhart
Bri L. Eckel
Lesly J. Eckstein
Gaye Koumbourli Economides
Sandy Eddy
Diane A. Edgar
Barbara Edwards
Mary Edwards
Megan Edwards
Phyllis Edwards
William R. Edwards
Domenick Eeva
Daniel N. Ehart
Joan S. Eisert
Howard Elgart
David W. Elkin
Gordon A. Ellens
John G. Elligers
Patricia L. Elliott
Carol H. Ellis
Gloria B. Ellis
Ronald Ellis
Roy Ellis
Yael Y. Ellis
Langdon Elsbree
Anne Elsworth
Carlene Embree
Elizabeth B. Emerson
Gayle Emmer
Cheri Emmons
Employees Charity Organization
of Northrop Gruman Corp.
Helen H. Engel
Kay E. Engman
Mark Ensminger
Margaret Epplett
Ted Epps
Eileen Erion
Clete Ernster
Virginia Ertz
Audrey Eskridge
Berdjouhi Esmerian
Jeuel Espanola
Amy Esslinger
Richard Etherton
Barbara Eubank
Jason Evers
Nancy Eytcheson
Bruce Fabian
Ray Fabian
Ronald Fagan
Anthony Falcone
Anne Falk
Ellen Farber
Susan Mills Farrington
Alan Fazzari
Terence M. Feather
Vincent Feehan
Tracey Feick
Ellen M. Feinstein
Kevin Fellinger
Jim Fels
George L. Fenn
Jim Fenske
Peggy Ferenchak
John Fergus
Edward A. Ferguson
Samuel L. Ferrar
Dick Fetter
Wynelle Fewell
Fidelity Brokerage Serices, LLC
Fidelity Charitable Gift Fund
Trent Fielder
Jeffrey G. Fihn
Antoinette Filmeck
Nancy Fink
Stuart Fink
Stephen Finocchio
Robert Fiordalisi
First Baptist Church
First Interstate Bank
Vincent Firth
Barbara K. Fisher
Linda D. Fisher
Rhonda Fisher
Abby Fishman
Ira B. Fishman
Arline P. Fishter
Patrick Fitzgerald
Mark Fitzsimmons
Anna E. Fleming
Dennis Floeter
Kevin Floeter
Tony Flores
Christine Floyd
Robert T. Foczynski
Evelyn Force
Richard Foster
Jennifer T. Fox
Marie Fox

Norman Foxman
Frederick Jay Hill, D.M.D., P.C.
Susan Free

Karen Freeman
Joy Freisatz

Janice Frey

Don S. Friedkin
Mary Ellen Friedlander
Janice H. Frizzell
Lawrence L. Fronk
Richard Frost
Vincent Fuentes
Joyce Fuller

Leora Fuller
Sherry Fuller

Ami Fulton

June Funkhouser
Alfred Furino
George Furino
Billy Futch

Frances T. Gabay
Frances Gabbard
Meredith Gadbois
Dan Galitz
Gordon Galitz
Jennifer Galitz
Nicole Galitz
Matthew J. Gallagher
Thomas Gallagher
Rose M. Gallegos
Paul Galletti

J. Kelly Gallion
Richard Galusha
Janice Gammon
Peter B. Ganbarg
Joanne C. Gandy
Donna Gantz
Sheryl Garber
Anthony R. Garcia
Lorrie Garcia
Santo Garcia
Gerry F. Gardner
Stacie Gardner
Betty Garelick
Everett Marsden Garey
Sonya Garfinkle
Samuel A. Garland
Angela Garofalo
Craig M. Garretson
Don Garrison
Debra Garza
Diane Gaston
Fontaine D. Gatti
Roland Gaudet
Linda Gawthrop
GBS/CIDP of Canada
Ed Gdula

George Geister
General Metal Company, Inc.
Linda Gentry
Doris George

Joan Gerot

Esther Gerstein
Lucia Getsi

Joel Gibbs

John E. Gifford
Thelma Gifford
Geraldine Giglio
Elaine Gilberg

Lois R. Gilbert
Ann L. Gill

David Gill

Stella Gill

Joyce Gillespie
Michelle P. Gillespie
Gail Gillies
Monica Gilroy

Joy C. Gimar
Sidney Ginsberg
James L. Gischel
Lenore Gittis

Give with Liberty
Robert Glaser
James G. Glasgow
Darlene D. Glaus
Robert E. Glazener
Alan U. Glazer
Patricia Glidewell
Global Impact
Arthur Gloeckler
Karol Glover
Stephen Gobel
James Godbolt
Richard Godec
Carlota Golay
Daniel B. Gold
Susan Goldberg
Joan Goldman
Hanna Goldschmidt
Edwin F. Goldstein
Elaine Goldstein
Larry E. Goldstein
Leonard Goldstein
Cabrina Gomez

Myra Gonyo
Bruce A. Goodman
Goodman Properties
GoodSearch
Beth Goodwill
Google Inc.
Lee Ann Gooseman
Anuradha Gopalachar
Brian Gordon
Fredric Gordon
Jeanine Gordon
Lea Gordon
John V. Gorman
Theresa Goshert
Sharon Gosney
Francis X. Gould
Betty Graham
Sandra L. Grant
Evelyn Graves
James Grawe
Charles Gray
David Gray
Leonard E. Gray
Greater Kansas City
Community Foundation
William E. Greaves
Elizabeth Greb
Linda Greco
William L. Green
Alan Greenberg
David Greenberg
John Greenfield
Deena J. Greenspon
Barry Greenstein
Arvella H. Greenwell
David Greer
Harry K. Gregg
Kay Gregg
Charles Greiner
Robert Greiner
Emily S. Griffin
Grifols Therapeutics, Inc.
Lesa Rose Grillo
Frank A. Grim
Mel Grim
Mary Grindrod
Jean Grismer
Mary Grooms
Sandi Groover
Barbara Grossberg
David Grossman
Ray J. Groves
Julie Grubb
Stanley Grubel
Fred W. Gruber
Kathryn Gudsnuk
Andrea Gulla
Emil M. Gullia
Frank Gunderson
Devanshi Gupta
Eric S. Gustafson
Karen Gutierrez
Muriel Guttenplan
Linda Habelt
Margaret Hackenberg
Steven Haddix
Edna J. Hadley
Mimi Haggerty
Milton Hagopian
Mary Hahn
Mary Hains
Marvin Hairgrove
Marvin Halbert
Patricia L. Hale
Carolyn Ann Haley
David Haley
Howard C. Hall
Jane Hall
Margaret G. Hambleton
Eleanor Hamill
John D. Hammans
Jennifer Hammermeister
George Hammond
Margaret Hammond
Peggy Hanan
Albert Handelmann
Jan Haney
Juanita Haney
Harvey C. Hanna
Rita Hanners
John Hannon
David J. Hansen
James C. Hansen
Aimee Hanson
James C. Hanson
Paul Hanson
Dorthy M. Harbiger
Celia Hardage
Cindy Hardage
Hardin Intermediate School
Hardin KO A
Marian Hargrove
Benjamin Harrington
Barbara Harris

Dean Harris

Linda Harris

Steven Harris
Joyce B. Harrison
Dave Hartenbenger
Carolyn Hartley
William F. Hartman
R. Dean Hartwick
David Harvey
Debra Harvey
Mark Harwell
Mary Hash

James Hathaway
Angela Hatheway
Arthur Hattler
Robert Hauck
Harlan Haugen

R. A. Havens

Larry Hawkins
Wesley Hawkins
Ernest H. Hayden
Stephen Haydock
Roy Hayes
Kathleen F. Haynes
Kingsley Haynes
Jack N. Hays
Danielle E. Hecht
Gilman L. Heckman
Dean L. Heffelfinger
John Heintz
Marilyn Heller
Helen Helms
William C. Helton
Sherman Hendel
Stephen Henderson
Craig Hendricks
William H. Henstock
Ruth Hepler

Dallas Heppner
Mary Hergenhan
Marie Herlihy
Nancy Herlin
Norman Herms
Anthony L. Hern
Fred Herold

Flavia Herrod
Edward Hershberg
Henry E. Hershey
Barbara Hesse
Thomas Hettle
Jocelyn M. Hicks-Brody
Loretta Higgins
Lisa F. Hill

Myron E. Hill
William P. Hill
Barbara Hillmer
Seymour Hirsch
Anne Hise

Barry Hodges
James Hoepfl

Jeff Hoffen

Adele Hoffman
Barbara Hoffman
James Hoffman
Karen Hoffman
Karl Hoffman
Ingrid Hoffmeister
David N. Hofstein
Christopher Holbrook
Margaret Holdredge
D. Alexander Holiday
Diane Holland
Walter Holland
Shannon Holleman
Cynthia Hollos
Ronald H. Holm
Rita Holtzinger

Elie Homsi

Jeffrey Honickman
Dwayne Hooks

C. J. Hopie

Gerry Hopkins
Patricia Hora
Marilyn A. Horan
Claire Horne
Candy P. Horsley
James D. Horstmann
Horton Plaza Resident Council
Thomas A. Horwath
H. V. Horwitz

Mark A. House
John A. Howard
Leslie W. Howard
Lois D. Howard
Ann Marie Howe
D. Jean Hubbs
Joan E. Huddleston
Douglas Hudson
Susan Huebschman
Hugh Wood Inc.
Brian Hughes
Dorothy Hughes
Larry Hughes
Tammy Humphries

Donald F. Hunt

Warren M. Hunt

Hamilton Hunter

Russel Huntington

Richard A. Huppert

Manzur Huq

Joseph Hurst

William W. Hurst

Gordon L. Hyde

H. J. Hyde

IBM Corporation

1gG America, Inc.

liderton Conversion of Charlotte

Mary Immenhausen

Alice Immler

In De Goot Entertainment, Inc.

ING Foundation

Robert Irvine

IVEDCO, LLC

J.T.M. Provisions Co., Inc.

Marc Jackowski

Donald Jackson

James K. Jackson

Joyce F. Jackson

Arline M. Jacob

Nancy L. Jacobsen

Julie Jagemann

Jerome Janhke

Edward Janicki

Dan Janness

Jerry Janos

Helen Jara

Elaine Jasper

Adina Jay

Robert A. Jefferson

Isabel Jewell

Anthony Jimenez

Donna Jinks

Angela Dianne Johns

Mary Johns

Johnson & Johnson

Clayton Johnson

Dave Johnson

Hjordis Johnson

Johnson Insurance Agency, Inc.

Jane E. Johnson

Jere Johnson

Michelle Johnson

Nina A. Johnson

Peggy Johnson

Rachael Johnson

Sigrid R. Johnson

Susan Johnson

Thomas Johnson

Thurmon D. Johnson

Tom Johnson

Ann Johnston

Darrel Johnston

Dennis R. Johnston

Douglas W. Johnston

Georgia Charlene Johnston

W. E. Johnston

Wiliam M. Johnston

Joan Jolliffe

Jan M. Joncas

David F. Jones

Donald E. Jones

Doris Jones

Jerry R. Jones

Joan Jones

Julie Jones

Theo A. Jones

Donald W. Jordan

Heather Joyner

Carolyn Jukich

Just Give .Org

Joyce Justice

KabaFusion

Diane Kaczmarek

Jay Kaduson

Margaret Kaelin

Doug Kaiser

Kaiser Permanente Community
Giving Campaign

Gail Kammer

Kane Hall Barry
Infusion Neurology

Dorothy Kanosky

John W. Kantzer

Glenn E. Kaplan

Stephen M. Kappos

Agnes Karas

Judy Karen

Judy Karlin

Geraldine M. Karner

Frank Karras

Stephen Kates

Laurie Katz

Mary Katz

Mimi Katz

Ken Kauffman

Robert Kauffman

Lila Kaufman

Margaret Kaufman

Joyce Kay

Gregory Kayata
John F. Kayser
Herbert Kean
Susan Keast

Ryan R. Keefer
Allan Keirstead
Frederick Keith
Rebekah Keith
Christopher Keller
Jack Keller

Marilyn Keller
Pamela S. Keller
Frances T. Kelley
Richard Kelley
Robert D. Kelley
Joyce Kellner

Ron Kellner
Joseph E. Kelly
Susan Kelly
Donald Kelm
Marguerite Kengel
Delbert L. Kennedy
John P. Kennedy
Joyce Kennedy
Marian L. Kent
Jacqueline K. Kenton
C. William Kephart
Russell T. Kerby
Sue Kerkez

Robert A. Kern
Thomas D. Kern
Dean Kersh
Arnold Kessler
Tom Kettlewell
Aileen E. Kidd
Sharon Kidder
William J. Kiefer
Charlie Kiel

Breda C. Kiely
Mary M. Kiessling
Patricia Kile

Sylvia Killmeyer
Kathryn Kimlin
Janet M. Kincheloe
Shirley King

Philip H. Kinnicutt
John Kirch
Margaret Kirch
Susan L. Kirk

Kim Kirkevold
Thomas Kirkwood
Jon Kiser

Marion Kitchenmaster
Sarah Kitsembel
Mary A. Klatt
Barry Kleiman

Gail Klein

Marvin Klein
James Klinger
Joan Kloss

Gayle Kmetovicz
Paul Knapik
Robert W. Knickrehm
Earl Wayne Knight
Harold Knight
Kathy Knox
Robert O. Koch
Leah N. Kochi

Kim S. Koehlinger
Russell Koeman
Laurie Koerner
Otto Kohlwey
Norman N. Kohn
Catherine M. Kolehmainen
Eileen Koliba
George Kollinzas
Ray Kolvites

Karen Kong
Barbara A. Konieczka
Stephen Konsowski
John Konvalina
Evelyn W. Koski
Carol Lee Koski, MD PhD
Judy Koths

Robert Kotloski
Anne Koutnik
Madeline Kowal
Henry Kowalczyk
Joseph Kozak
Delores Kramer
Steven J. Kravitz
Georgene Krayenhagen
Ronald Kremnitzer
Juanita Krokos
Mary A. Kroll
Dennis Krueger
Robert W. Krueger
Myron Kuchark
Sharon Kuckkan
Robert P. Kuestner
Alfred J. Kuhn
Joshua Kulpa
Mary Kunze
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Ron Kurtz
Theodore A. Kvasnik
Ceceila Kwiecien
Pat Kyser
Joan M. Labbe
Sophie LaCasse
Margaret Ellen Lacey
Dan Lacoff
Edward J. Laeder
Gerald Laeder
Kathleen Laffin
Gary J. LaFleur
Stephen J. LaGrassa
Mimi Lakind
Charles Lambert
Sarah Lammonds
Steven Landman
Jeffry E. Landrum
Lavonne Landsverk
Dolores Lange
Eric Larsen
Las Vegas Police
Protective Association
Julius Laskey
David Lasky
Estrellita B. Laurel
Margie Law
Terri Law
Marian Lawless
D. Barry Lawson
Glenda Lawson
Richard Layman
Robert Lazo
Jean-Paul LeBlanc
David Lechliter
Michael Ledwell
Creighton C. Lee
Gerald Lee
Joe Lee
Mary B. Lee
Mollie Lee
Virginia C. Lee
Mary Rebecca Leet
Edwin N. LeGard
Charles W. Legge
Mark Lehman
Esko Lehtinen
Joyce A. Leite
Barry S. Leitman
Lisa Lemons
Pamela Lemos
Gerald Lepp
Alan Lerner
Harry Leslie
John Lesser
Mia Levesque
Peter Levick
Bruce A. Levin
Jack Levinson
Harvey Levitan
Jonathan Levitan
Harvey Levithan
Bill Lewis
Constance Lewis
George Lewis
Richard A. Lewis
Tom Lewis
John W. Libhart
Lois Libien
Margaret B. Lichtenstein
Robert C. Liedtke
Leopold W. Like
Marjorie Lilienquist
Diana Liller
Linde-Griffith Construction Co.
Lisa Lindstrom
Stephen Lineman
Kathy Linnell
Shirley A. Linson
Harriette Lion
Marc Lion
Morton Lippman
Michael E. Lipschutz
Mark Lipson
Stuart Lipton
Liquid Sports & Video Inc.,
Bonnie Little
Charlotte Litwin
Harry Livingston
Leon G. Locasto
Steven B. Loevner
Tom Lombardi
James LoMonaco
John G. Lopez
Mary Lopez
Linda Lord
W. M. Lortz
Richard Lotsch
Faye Loughridge
Howard Love
Linda Loveridge
Helen Frances Lowe
Sally Lowitz
Terry K. Lowitz

Robert Loza

Dawn Luce

Richard Luchsinger
Edmund V. Ludwig
Kathleen Ludwigson
Sandra L. Luedtke
Michael Lutz

Ralph Lydman
Annette Lyle
Patricia Lyman

Bob Lynam

John T. Lynch

Kiera Lynch

Mark G. Lynn
Richard E. Lyon
Richard Lysholm
Katy MacDonald
Paul MacGillivray
Karli Mack
Dorothy Mackles
Judy Macor
William P. Madden
Deborah R. Madonna
Janet Magnus
Nancy Mahoney
Judith Maier
Marilyn Maier
Russell G. Maioli
Audrey Maiorana
Evi Makovsky
Gilbert D. Malerk
Dorothy A. Malin
Joseph Malkevitch
Mona Malone
John Maloney
Thomas J. Maloney
Kerry Manfredi
Barbara Mangrum
Marion Manheimer
Diane Maniaci
Christine Manniello
Dieter Manning
Gerda Manriquez
Howard C. Marco
Jonathan D. Marcus
Robert L. Marcy
Margolis Realty Co
John Marinelli
Patricia Marino
Nathan Mark
Kenneth Marshall
Charles S. Martell
Heidi Martelock
Lois J. Martillo
Burla Martin
Charles M. Martin
Cheryl Martin
David A. Martin
Ernie D. Martin

Jill A. Martin

John Martin
Margaret C. Martin
Susanne E. Martin
Valerie Martin
Virginia Martin
Larry Martinez
Segundo Artemio Martinez
Theodore S. Marty
John Marullo

Eric Marx

Kenneth Marx
Alice Y. Mason
Ryan M. Mastil

M P Mathews
Carole Mathis
Matovich Oil Co.
George T. Mattena
Louann C. Matthews
Joanne Mattingly
Lois Mauermann
William R. Maurer
Brenda Mauzy
Charles Maxwell
Charles R. Mayberry
Carol Mayer

David Mayer
Jessica Mayes
Shirley Mayeux
James Mayo
Therese M. Maze
Enrica McCann
Jeanette McCants
James McCarthy
James P. McCarthy
John McCarthy
R.C. McCaslin
Charlie W. McClain
Linda McClanahan
Patricia McCollum
Kathy McCormick
Lori A. McCormick
Marie McCormick
Nancy A. McCormick
Patricia A. McCormick

Robert McCormick
Thomas R. McCullum
H. W. McDonald
Denise McDonnell
Elizabeth McDougal
Sarah McDougal
Michael E. McDowell
Daniel L. McFarland
Thomas D. McGee
Tom McGovern
John M. McGowan
Gerald McIntyre
Lila McKay
Merry McKeon
Marilyn McKim
Karen McKinley
Eddie McKinney
Dennis McManamon
Vernell McMichael
Judy McMillan
Michael McMillan
Joseph McMorrow
Diane McNamara
DeSales McNamee
William McQuay
Timothy C. McWilliams
Valerie V. Meador
MeadowsBank
Fred E. Means
Belen Medina
Mednax Services Inc.
Solomon C. Meese
Weston J. Mehling
Uday Mehta
Lingen Meiring
Debra Meixell
Hermelinda Mendez
Richard Mendoza
Catherine T. Menichini
Carol Mensching
Dianne Meranus
Merck Partnership For Giving
Stanley Merdinger
Kerry Merritt
Bernard H. Merten
James P. Mertz
Dean Metter
Denise Michaels
Crist Michos
Ethel Mickey
Larry Mickey
Thomas Mickey
Annette Micone
Microsoft Matching
Gifts Program
Middlesex GBS CIDP
Support Goup INc.
Neacie Middleton
John G. Midghall
Lorens Midtgaard
Lori Mikesell
Michael A. Mikesell
Dana A. Mildebrath
Marie Milkovich
Carolyne M. Miller
David C. Miller
Denise Miller
Donna M. Miller
Harold E. Miller
Jack R. Miller
Jeff Miller
Jeff Miller
Mark Miller
Mary Ann Miller
Patricia A. Miller
Richard Miller
Ward Miller
William L. Miller

Miller's Insurance Agency, Inc.

Paul Millrod
Jennifer Miner
Frank Mione
Mark S. Miralia
David Mitchell
Donna Mlady
Michael J. Mocek
Gerald Moede
Judith Moening
Tara J. Moenning
Susanna Mok
Michael J. Molder
Felix Molina
Charles B. Molnar
Dante Mongiardo
Kathi J. Monteith
Pam Montellano
Donna Montero
Allen J. Monti
Linda Montminy
Charlotte Moody
Evie S. Moody
Endy Moore

John Moore
Margaret Moore

Merle M. Moore

Margaret S. Moorman

Tony Moreira

Robert Morence

Donnie Morgan

Fran Morgan

P.J. Morgan

Charles Morris

Harry A. Morris

Morrison Phase | LLC

Rosemarie Morrissey

Kate Morton

Neil L. Moscow

Rob Moseley

Betty Mousel

Maroun Moussallem

David C. Moyer

Mile Mrkic

Roger Muckey

Helga K. Mueller

Ruth Mueller

Tom Mueller

William Mueller

Charles W. Muhly

Sheila R. Mulcahy Bell

Jodene S. Mulliken

Lisa Mulville

Murdock Reality

Anita J. Murphy

Kaci A. Murphy

Michael Murray

Sally G. Musso

Sandy Mustell

Jennifer Musto

Patricia Musto

Dave Muth

Edward P. Myers

Kathleen Nachtraub

Lillian Nagle

Jeanann Nagy

Arlene Napoliello

Anneliese Nathan

Michael Nathan

National Cornerstone
Healthcare Services

Brenda Navarro

Ric Navarro

Arlene Neal

Kenneth Neal

Laverne Nealy

Ralph G. Neas

Rhea S. Needle

Paul G. Neeve

Neighbor to Nation

Norman Neiwert

Albert M. Nelson

David A. Nelson

Kenneth T. Nelson

Loretta E. Nelson

Elizabeth Nesnick

Janet Nestler

Network for Good

Beverly J. Neuenfeld

James W. Neumeister

Neurology Associates

Donald W. Nevers

Megan New

New York Life Giving Campaign

Nichols Foundation, Inc.

Joseph Nichols

C. Walter Nichols, Il

John C. Nielson

Gail Niglio

Harold F. Nilles

Beatrice L. Nilsen

Suzanne G. Nimaroff

Alan Nishioka

NJ Turnpike Supervisors
Association

Linda R. Noel

Jeanine K. Nolan

Joseph C. Nolden

Tina Noonan

Edwin Norman

Shlayonda Norman

Brian James Norris

Northern Michigan Hospital

Kathi Northrop

NuFactor Specialty Pharmacy
Services

Roberta Nunn

Nancy J. Nurnberg

Gerald Nyari

Norman Nye

Thomas Nye

Greta Obereiner

Susan O'Briant

Eleanor O'Brien

Robert D. O'Brien

John W. O'Connell

Inez M. Odem

Cheryl O'Donnell

Greg O'Driscoll

Maureen O'Driscoll

Ruth A. O'Keefe
Elizabeth J. Okerson
Brenna Olberding
Mary N. Olden
Cynthia Newell Oliver
Joseph E. Olney
Marlene Olshan
Don Olson
Steve O'Neil
Oops Office Services
Peter D. Oostra
Markus Opitz
Marilyn Orland
Kristina A. Orlandi
Gerald F. Orrino
Raymond F. O'Shea
Terrence Ostmeyer
Otolaryngology Plastic
Surgery Assoc., P.C.
Wayne F. Otto
Louise B. Pack
Carolyn J. Palmer
Agnes M. Palumbo
Remo Panella
Carole Papadopoulos
Barbara Papetti
Heather Papini
Nancy Parella
Wayne R. Park
Doris Parker
Kristine Parker
Maggie Parma
Jonathan Parmet
Gareth J. Parry
Renee Passadore
Tiffanie Passerrello
Shannon Patelczyk
Patient Services, Inc.
Ann Patterson
Lou Patti
Shirley Patton
Kirk A. Paul
Melissa Paulson-Conger
Michael Pavan
Karen Pavlakis
Ronald Pawasarat
Barbara Payne
Linda Payne
Raymond Payne
Sharon Pazak
Kenneth Peacock
Jules Pearlstine
James Peavy
Randy Pedigo
Arline Peeters
John Pellegrino
Josephine J. Penecale
Ed Penniman
Gary Pennisi
Angie Pereira
Anthony T. Perez
Jesus Perez
Shirley M. Perkins
Nancy Perlow
Charles F. Peters
George Peters
Dorothy Petersen
Thomas K. Petersen
Robert L. Peterson
Petromax Operating
Company, Inc.
Michael Petroski
Shawn Peyton
Pfizer Pharmaceuticals
Jill M. Phelps
Sherry Phelps
Art E. Phillips
H. G. Phillips
Rita M. Phillips
Karen Piazza
Dolores Piccirilli
Dorothy Pierce
James Pierce
Marjorie Pierce
Richard F. Pierce
Joseph Pierson
Robert Pinney
Donna M. Pironti
Ragga Pischieri
John Pitcherella
Richard Plimmer
Kathleen Plunkett
Ron Poedtke
Poggemeyer Design Group, Inc.
Joy Poirot
Richard S. Polep
Robert Pollack
Benita Pols
Rick Polster
Movane K. Polzin
Roy W. Porter
Paul E. Pothier
Ruth Potter
David G. Powell

Diane Powell
Barbara A. Pramik
James M. Preskill
Richard Preskill
David J. Price
Rachel Price
Oliver Primiano
Donald Priour
Jane W. Priour
Erika Pritts
Kenneth Prochnow
Ann Proctor
Connie Proctor
Karla Proksch
Drita Protopapa
PSEG Power of Giving
Harold Ptacek
Jane Puchir

Joan Pucino

Dee Pugh

Dallas L. Pulliam
Williams Pupa
Terrie M. Purto
Stephen Putney
Diane Pynaker
Miriam Quale
Arlene Quamme
Kenneth D. Quaranto
Steve Quick

David P. Quint
Moly Quinton
Kathryn Rademacher
N. Sam Rafii

Mary Ragsdale
Larry Raisfeld
Maryann Rakowski
Jana Ralsten
Virginia F. Ramm
Lazaro Ramos
Richard D. Randall
Marie Raney
Dorothy Rapp
Wolfgang Rapp
Jim Rasins

David S. Rasner
Brenda Rau

Gerald L. Ray
Nancy Ray

Arthur Raynes
Andrew Reaccuglia
John Read

Mark Reber

Sonya Redd
Richard J. Reece
Paula Rees
Thomas D. Rees
Louis Regenstreif
Phyllis Reiff
Thomas Reiland
Herman Reimer
James Reinarz
Helen Reineking
David Remy
Douglas E. Ress
Sandra Restino
Kristen Reyna
Russell Reynolds
Russell L. Reynolds
Alfred Rhodes
Lloyd Rhodes
Charles R. Rice
Lindsay H. Rice
Shari Rice

Sarah Rich
Thomas W. Rich
Margaret Richards
Roy H. Richards
Darlene H. Richardson
Eugene B. Richardson
Karen A. Richardson
Ivan Richmond
Seth G. Richmond
Lorraine Ricker
Cappy Riemer
Shirley Riker
Patrick Riley
Robert E. Rintz
Jesse M. Rios

Ruth Rios

Janet Robb
Wilfred L. Roberge
Judy Roberson
Douglas Roberts
Gene S. Roberts
Herman Roberts
Paul Roberts

Ross Roberts
Stuart C. Robie
Donald Robinson
Ethel Robinson
Robert Rocheleau
Carol Rochelle
Priscilla Rockett
Maureen T. Rodgers
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Bennett Rodick
Toby Rodney
Steven Rodrigues
Richard H. Rodriguez
Sharon Roesler
Frank Rogers
David Rohrback
Mark Rokos
Judith A. Rollinger
Saundra Romano
Pattie Romanzi
Thomas D. Romeo
Nancy Rondone
Michelle Roos
Nancy Rosa
Dorothy B. Rose
Elliott Roseman
Harold Roseman
Mark Rosenberg
Philip R. Rosenfeldt
Anne Rosensky
Stanley C. Rosenstock
Timothy B. Ross
William Ross
Charles Roterud
David M. Roth
Mark D. Roth
Roland Roth
Susan L. Roth

Joel Rothberg
Ruth B. Rothman
Vivian Rothschild
Marlyn Rothstein
Kathleen Rotondi
Heather Roulstone
Robert C. Rounds
Gary Rowe
Ronald Rowe
Gerald L. Rowland
Teresa Rowson
Laura Roybal
Sharon Royer
Kathleen Rubenkoening
Donald E. Rubenstein
Barbara Rubin
Gail M. Rudenstein
Ana Ruiz

Lorraine Rumore
Jerry L. Rundell
Jack Rupp

Erik Russell
Elizabeth Russell Parker
Ron Russell
Joseph Russo
Gerry Rutherford
Timothy J. Rutz
Ruth L. Ruvoli
Mary Alice Ryan
Thomas H. Ryan
Lorrie Rybaczyk
Deb Ryder
Margaret Rzeszotarski
Herbert Sachs
Robyn Sachs
Walter Sachs

V. Salley Sacks
Safeway Inc.
Judith Sailor
Barbara Salamas
Esther Sallitt

Dee J. Salmon
Albert Salsedo
Dellene J. Salvatore
George T. Samatis
Deanna Samilo
Angela Samplaski
Becky Sanchez
Terry Sanchez
Patricia Sand
Glennys Sanders
Sean Sanders
David A. Sands
Debra Sandt

Ann Santarlasci
Jose M. Santiago
Gene Santoro
David Saperstein
Lauren Sara
Robert J. Sarli
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International Guillain-Barre Outcomes Study (IGOS):

Update for U.S. Centers

Kenneth C. Gorson, M.D.

Professor of Neurology, Tufts University School of Medicine, St. Elizabeth’s Medical Center, Boston, MA
U.S. Country Coordinator for IGOS, and a member of the Foundation’s Medical Advosory Boarad

he International Guillain-Barré
TOutcomes Study (IGOS) is the

largest and longest prospective
trial designed to collect extensive
data from patients afflicted with
GBS in a systematic manner. Clinical
information regarding antecedent
triggers, beside examination of
cranial nerve findings, respiratory
abnormalities, autonomic dysfunction,
strength and sensory testing, disability
and quality of life measures,
pain, fatigue, electrophysiological
parameters, treatment response and
medical complications throughout the
course of the illness and recovery will
be obtained at regular intervals from
the initial presentation through one
to three years in followup. This is the
first study that also will prospectively
obtain critical information from blood
testing, assessing serum antibodies and
genetic markers throughout the course
of the illness. This information will
allow the development of more precise
prognostic models regarding long-term
outcome and possibly identify features
that predict a response to treatment
with intravenous immunoglobulin
(IVIg), plasma exchange, or novel
approaches to treatment (such as
a second dose of IVIg in patients
with a more severe disease course or
other experimental therapies). This
international trial was designed and
implemented by Professor Bart Jacobs
and colleagues from Erasmus University,
in Rotterdam, The Netherlands, and
involved an enormous collaborative
effort from the inception of the study,
protocol development, web-based
data collection, and recruitment of
participating centers across the world.
It is anticipated that there will be
over 200 centers participating in
more than 20 countries. The goal is to
recruit 1000 GBS patients of all ages,
including “classic” as well as variant

clinical presentations (for example,
the Miller Fisher variant, acute motor
axonal neuropathy, acute motor and
sensory axonal neuropathy, etc.) from
around the world. Thus far, 40 patients
have been enrolled internationally.

In many countries health care
is highly centralized (for example,
The United Kingdom, Denmark, The
Netherlands) and allows for the
efficient development of participating
GBS referral networks involving
academic medical centers for patient
enrollment across the country. In
contrast, health care in the United
States is decentralized and therefore
more dependent upon the willingness
and sustained motivation of highly
skilled neuromuscular clinicians across
the country caring for patients with
GBS. We have been very fortunate to
receive financial and organizational
support to fund this trial in the
United States through the GBS/CIDP
Foundation International, along with
generous support from Baxter, CSL
Behring, NuFactor, and from GBS
patients and their family members.
There are currently 47 centers across
the United States who have committed
to the IGOS trial. Six centers
(Mazen Dimachkie, M.D. at Kansas
University Medical Center; Nick
Silvestri, M.D. at University of
Buffalo; Sasha Zivkovic, M.D. at
University of Pittsburgh; Bob Pascuzzi,
M.D. at University of Indiana; Russell
Chin, M.D., at Cornell University; and
Kazim Sheikh, M.D. at University of
Texas, Houston) have received formal
Institutional Review Board (IRB)
approval and may enroll patients;
Sasha Zivkovic, M.D., deserves special
congratulations for enrolling the
first U.S. patient at the University of
Pittsburgh. Six other centers have the
IGOS protocol under IRB review and
anticipate approval within weeks, and

the remainder are in various stages of
protocol submission for IRB approval.
There will be an organizational
meeting for the U.S. IGOS investigators
at this year’s American Academy of
Neurology meeting in San Diego.
We anticipate that through 2013 all
current U.S. IGOS centers will have
IRB approval and begin enrolling
patients and hope to involve additional
investigators to further expand the U.S.
IGOS network.

This is one of the most important
GBS studies ever to be conducted and
is the largest research project supported
by GBS/CIDP FI. The data generated
from IGOS may fundamentally change
how we care for patients with GBS
and hasten research for more effective
therapies. What can you do to help
support IGOS in the United States?
First, speak to your treating neurologist
and encourage their participation: we
encourage clinical investigators to
participate and especially those at
academic, tertiary neuromuscular
referral centers who care for 5 or more
patients with GBS per year. Researchers
who are interested can contact GBS/
CIDP FI or the IGOS website (https://
www.gbsstudies.org) for additional
information. Second, help the GBS/
CIDP Foundation International with
continued financial support to allow
them to sustain their support for this
crucial research. We will keep you
posted on our progress.
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How one person can make
a difference in fundraising
on her own personal
walkathon in Zimbabwe.

Chengetai Chiguwa, our liaison
in Zimbabwe, held her own personal
walkathon (walking to church) on the
same morning that the Foundation
held its walk in Fort Worth at the 12th
International Symposium, October
28, 2012. She decided to have her
family participate in a walk together,
including her husband, son and
daughter, and her daughter-in-law
and granddaughter. She wrote to us,
“l am glad that my daughter whom
I left home at 4 months when I was
down with GBS is now 5 and also
participated in the family walkathon.
She is the one in an orange dress
and the other little cute girl in red
top is our granddaughter. The final
walkathon figure is US$375.”

One of our Board members, Ginger
Crooks commented, “Thank you for
sharing. This is truly awesome and
very touching. It means so much
more to see the actions of other
countries and the fact that GBS has
no boundaries.

GBS/CIDP Foundation Research Grant
Program reaches $1 million mark!

n less than 10 years the GBS/CIDP Foundation International went over the
I$1,000,000 mark in research grants in 2012. The Foundation awards 3-4

yearly grants per year ranging from $40,000 to $60,000 each. It is anticipated
that information generated by these seed grants will lead to additional funding
through agencies in the USA and Europe. Some of the recent grants have yielded
promising results. This data is being used to support a clinical trial in GBS
patients. Other work demonstrated that CIDP is associated with abnormal chronic
activation in CIDP leading to more focused genetic studies. The Foundation
has supported the development and ongoing effort to prospectively study the
characteristics (clinical, therapeutic, and genetic) of an international cohort of
1,000 GBS patients which will provide direction for better treatment and more
focused research.

The Research Grant Program which awards funds worldwide for study of
the causes, prevention and treatment of inflammatory neuropathies including
Guillain-Barré Syndrome, a self-limiting symmetrical paralysis that can lead
to respiratory failure, Chronic Inflammatory Demyelination Polyneuropathy, a
relatively symmetrical motor weakness with sensory loss that can progress for
years, and Multifocal Motor Neuropathy, an asymmetric multifocal neuropathy
that must be distinguished from amyotrophic lateral sclerosis (ALS) or Lou
Gehrig’s disease. Although all of these are treatable disorders, delayed diagnosis
and treatment can lead to significant disability and mortality.

The Foundation will be accepting grant requests in November 2013 for the 2014
grant year. Please contact the Foundation at info@gbs-cidp.org or (610) 667-0131.
Additional information is also available at http://www.gbs-cidp.org/grants/

Chapter Meetings

Our liaisons have been busy over the last six months hosting
meetings across the country. We would like to recognize the
following individuals who held meetings and all the people who
participated to make them such a great success:

Kathie Pomykala and Rick Epifani, Las Vegas, NV on Saturday, September 15th
Charlean Eggert and Shannon Boyer, Chicago, IL on Sunday, September 16th
Audrey Brucker, St. Paul/Minneapolis, MN on Saturday, October 6th

Steven Smith, Newburgh, NY on Tuesday, October 17th

Rhonda Vega, Reno, NV on Saturday, October 20th

T. Everett Nichols, Raleigh, NC on Sunday, November 4th

Hannah Blanton, Charlotte, NC on Tuesday, November 6th

Jim Crone, Peoria, IL on Saturday, November 10th

Jim Yadlon, Central/Southern NJ, Saturday, November 10th

Bill Robbins, Atlanta, GA on Saturday, November 10th

Rick Forney, Southwestern VA on Saturday, November 10th

John Schilke, Portland, OR on Saturday, November 17th

Kristin Bueb, Denver, CO on Saturday, December 1st

George Evanick, Greater Hartford, CT on Tuesday, December 4th

Yvonne Bishop, Kansas City, MO on Saturday, December 15th

John Schilke, Portland, OR on Saturday, January 13th

Harriette Lion, Boynton Beach, FL on Saturday, February 9th
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facebook

Have you been on our Facebook page lately? Are you one of the over 2,500
people who have “liked” us. It is a great place to communicate with other
patients and caregivers. It is place where we post upcoming events including
chapter meetings, inspirational stories about individuals that have triumphed over
GBS and CIDP, and educational resources.

Some of the recommendations that have been posted are:

“This group page and the people who
were kind enough to reach out and give
me hope during my darkest days in the
hospital were a Godsend. "

“I think that if more people knew about
this web page it would be over filled. It
made me feel good knowing how many
people over came this when they were
so close to death.”

“This foundation has helped me find
some great friends to help me deal
with my illness and to help me
understand it more!!”

“This website provides information,
inspiration and hope for those dealing
with the disease as well as for those
dealing with victims of the disease.”

“This page is an excellent resource

for people with GBS or CIDP and the
friends and family of people who

are living with either Guillain-Barré
Syndrome or Chronic Inflammatory
Demyelinating Polyneuropathy (that is
the condition | have + dysautonomia).
It offers a warm, welcoming and
supportive online community."”

“Finding this page has made a huge
impact on me in that | now have a
“family" of Great Brothers and Sisters
who truly understand what | am feeling.
Through those who have been dealing
with GBS and CIDP for a longer period
of time than me, | have been able to
validate my issues as being normal,
educate my family and friends, and
support and encourage others on here
just as they have done for me. Thank
you to all those responsible for the

creation of this. Lots of love and healing

from Jacksonville, Florida."”

“This page is a great resource for
anyone going through this scary
frustrating disease. Check it out.”

“I had no idea there was a FB page
for CIDP! | am so excited to find this
awesome support!!! Thanks so much!”

“This Facebook page is the greatest
tool ever to me. Being able to talk to
other people (GBS = Great Brothers
and Sisters) who know how you feel,
know what you are going through. It is
a family of support people. Thank You
GBS-CIPD Foundation! :) “

“I just discovered this page & | LOVE it!
Thank you to whoever created it!!!

It helps to unite us & inform us as well
as everyone else.”

“So much helpful information on this site
for CIDP! I will continue to recommend
it to my friends. Thank You!ll"

“This is the site for those who wish to
dig deeper into learning what GBS-CIDP
is really all about. No better person to
learn from than someone going through
it themselves, or their family members
going through it with them. Excellent
educational resource for alll”

“This foundation explains my disease
and helped me get in touch with other
like me. Thanks to sites like this | do
not feel alone. xoxo"

“Thank you for doing research on GBS.
Not many people know about GBS
and without the doctors that knew
how to finally diagnose me after a
week | wouldn't be here today.”

“Pure Excellence!”

Don’t miss out - visit us at www.facebook.com/gbscidp.
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Remember May is
GBS/CIDP Awareness Month

During the month of May, in an
effort to increase awareness in each
of our communities, we encourage
everyone to organize activities
that highlight GBS, CIDP and their
variants. In the past, members
have sponsored educational events,
contacted politicians, and held local
fundraising events.

Throughout the world individuals
and groups have organized fundraising/
awareness events such as walks, runs,
bake sales, food sales, fashion shows,
afternoon teas, cocktail receptions,
art sales, sports outings and “sit-ins”
for those who cannot walk. This year
the Carolina Art Soiree will be held
in Charlotte on May 2nd - look for
details on our website and Facebook.

We are also launching our “Walk
& Roll for GBS/CIDP” this spring
-look for details about these events in
your community on the website and
Facebook. Awareness and fundraising
events can be big or small - what’s
important is that as a community we
are able to advance our mission in
whatever way we can by educating
people about GBS and CIDP. If you
are interested in participating please
contact us at info@gbs-cidp.org,
610-667-0131 or your local affiliate.
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CHANGE SERVICE REQUESTED

DIRECTORY

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

e “CIDP" Group
For those with a diagnosis of chronic inflammatory
demyelinating poly-neuropathy. Please identify yourself
to the National Office in order to be put in contact with
others around the country.

e Children with GBS
Call Lisa Butler, 215-628-2771
670 Penllyn Blue Bell Pike
Blue Bell, PA 19422
Son, Stuart had GBS at 5 1/2 years old

e Children with “CIDP"
For children diagnosed with chronic inflammatory
demyelinating polyneuropathy. A separate registry has been
created. Please contact the National Office for details.

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

e 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.

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

e A Teenage Pen Pal Group

Arielle Challander, 231-946-7256

413 Shawn Drive

Traverse City, MI 49684

E-mail: GBSTeenPenPal@hotmail.com
Arielle had GBS in 2006 at age 13. She is willing to share
experiences that others might not understand. To have a
teenage GBS’er pen pal, write, call or e-mail to 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/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.



