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The Power of Many
Together we are leading the way to 
treatments and a brighter future 

Dear Friends,
	 With this Annual Donor Report, you will notice something 
different: our new FSH Society logo. We kept the crimson color 
to preserve continuity as we move from the past into the future. 
A flaming torch slashes across the bold capital letters, signifying 
how we have shed light into the black box that was FSHD and 
also how the FSH Society, all of us together, is leading the way 
towards treatments and a cure.
	 The torch also represents the act of becoming visible, 
standing up to be counted. Many of you experience isolation not 
due simply to the rarity of FSHD, but also to the understandable 
desire to keep quiet about having this disease. Your friends and 
colleagues may not even be aware that you have FSHD.
	 But as our Annual Donor Report clearly shows, many of you 
are using the power of your donations to make a lot of noise! Your 
gifts, large and small, are adding up and changing the world.
	 Thanks to you, we saw the first published high-throughput 
drug screening study. Your dollars greased the gears of 
sophisticated robots that squirted thousands of compounds onto 
microscopic clumps of DUX4-expressing cells. One of these 
could be the first new drug to fight the progression of FSHD.
	 Thanks to you, researchers are making rapid progress on new 
“FSHD mice,” on methods to silence the expression of FSHD 
genes, and on critically important tools for clinical trials, while 
continuing to push the frontiers of the science of FSHD.
	 And thanks to you, no patient need face this disease alone. 
Just contact the Society and we’ll connect you with others living 
with FSHD.
	 This Annual Donor Report is a testament to the power of our 
community. We deeply appreciate all those who supported the 
Society in 2013. And we hope to see your name on our 2014 
Annual Donor Report! 
	 You can help ensure that we continue with our rapid progress 
by renewing your membership or by making a gift today. You 
may use the enclosed envelope or give online at http://www.
fshsociety.org.
	 Thank you so much for your generous support and for 
keeping the flame lit.

With very best wishes,

June Kinoshita
Executive Director

We were very, very fortunate to get  
support from the FSH Society in the form  
of a postdoctoral fellowship back in the  

dark ages when nobody else was  
funding research on DUX4.

—Michael Kyba, PhD. ’’
‘‘
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Brian R. & Chandra W. Colwell
Combined Federal Campaign 

Central Pennsylvania
Combined Federal Campaign 

Cleveland
Combined Federal Campaign 

Greater NC Area
Combined Federal Campaign Mid 

Columbia Area
Combined Federal Campaign of 
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Linda Goldston
Chidchanok & Stephen Golsby
Alan & Harriet Gordon
Diana Gould
Gary Granger
Angela Grech
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Brittany S. Heim
Emily & Ryan Helm
H. Dale & Elizabeth 

Hemmerdinger
Thomas P. & Andrea S. Hennigan
Joy Henshel
Donna & Bruce Hersh
Sanford Hertz
Marci & Mitchell Heskel
David W. Hibberd
Brendan J. & Mary F. Hickey
Cmdr. Frank G. Hiehle, Jr.
Laurence Higgins
Elaine & Robert Hill
Claire & Richard Hirsch
Ruth & Alan Hirschberg
Judith & Everett Hirsh
Alistair Hirst
Bryan Hollander
Harriett Holmes

Robert Holmes
Maureen T. Hourihan & Paul P. 

Sullivan
Diann & William House
Karen & Eric Hubler
David R. Huck
Hamish Hume
Raymond A. Huml, MS, DVM, RAC
Beth Hutchins & Pete Skeggs
Sharon & Cliff Ibsen
Elizabeth & Eric Inouye
Susan Insley
Tom & Donna Insley
Christopher & Christie Irvine
Jack and Jill Ice Cream Company 

- Simco Logistics
Joyce & Ashley Jacks
Benjamin Jackson
Paula Jackson
Howard Jacobi
Richard Jacobsen
Jesse Jacox
William Jarry
Ann Johansmeyer
John Hancock Matching Gifts 

Program
Katie Johnson & Steven East
Rosemary & Denny Johnson
Cory Johnston
Hilda Johnston
Keith R. Johnston
Christopher Jones
Steaven K. & Judith Jones 

Foundation
Linda & Craig Jones
Mr & Mrs Jon Rex Jones
Sharon Jones
Nicole Josse
Richard H. & Patsy R. Joyner
Christine & David Juneau
Dona S. Kahn
Lola Kamp
Rena Kaplan
Eleanor Karnbad
Monica & David Karr
Josephine Kastigar
Nora Kaufman
Joyce & Brian Kelly
Alice & Michael Kemerling
Susan & William Kerecman
Emily Kerwin
Denise & John Kesteris
Linda Ketelaar
Anastasia Ketko
Lori & Corey Kilkelly
Joung Kim
Reagan King
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Teresa & Randal Kinley
Masako & Toichiro Kinoshita
Ulrike Kjellberg & Matt Danehy
Lee Koonce
Edward Koral & Leah Lipton
Peter Korn & Betty Smith
Virginia & Andre Kowal
Daniel Krasa
Patrice & Steven Kucera
Scott & Allison Kushnick
Elichiro Kuwana
La Cucina Sul Mare
Laura & Christopher Labbate
Jon Segal & Hanna Lachert
Zachary LaFlash
Amy P. & Joseph P. Lally
Gerard LaRocca
Mary & James Lassen
Thomas A. Latanzi
Mannan & Margaret Latif
Carol Latorre
Jennifer Laurello
Renee & Michael Laurello
Thomas C. & Jennifer L. Lavallee
Karen LaVoie
Miriam Lawrence
Joanne Leal
Jay Lebed
Eleanor Lee
Elma Lee
Richard & Linda Lefebvre
Ellen Leithold
Robert Leonard
Marilyn B. & Howard Levinsky
Michael Lewis
Lexington Medical Center
Keith Lezatte
Roman Liccini
Carl Liggio
Lisa Eggert & Joel Litvin
Mercedes Marthe & Enrique 

Lizard
Debra Lobel
Kaaren Lobel
Dawn LoCicero
John A. & Rabeth Loftus
Samantha & Kevin Long
Shelley Long
Lottie United Methodist Church
Carol & Joseph Low
Gerlinde & Hugh Lowe
Paul and Lori Lucero
Brian Luoma
Elizabeth Maas & James Olson
John J. Maceri
Joanne & Donald Maguire
Mona Mahon

Patty & Danny Mahon
Constance M. & Charles F. 

Mahoney
Tom Mahoney
Geri Malino
Mammoser Farms
Christopher Mancini
Kim Mann
Myra & Marvin Marantz
Paul & Linda Maregni
Kristen Marinovic
Linda Mason
Mark & Deborah Mathis
Joseph J. Matt, III
Theodore & Vicki Lynn Mauseth
McCarthy Partners, LLP
Chris McCartny
Christe McCoy-Lawrence
Christine & Michael McDonough
Eleanor & Francis McGourty
Claire McGrath
Carole Sue & William McGugan
Jeff & Jennifer McInnes
Richard & Claire McLaughlin
Bernadette McNulty & Lawrence 

G. Krugman, M.D.
Wendy & John Mechanic
Donna J. Meek
Mary Mellema
Michael & Allison Meltz
Amy & James Melvin
Lorene Mendelsohn
Kristyn Hickey & Stephen 

Mezzafonte, M.D.
Ronald & Mary Ann Michael
Dorothea Michels
Christina Miller
Dale A. & Mary S. Miller
Doris Miller & Donald Fitzgibbons
Jeffrey Miller
Susan & Timothy Miller
Mary J. Mills & Lauren Higgins
Dr. David & Nancy Milstein
Kathleen Moineau
John & Norma J. Mondelli
Charlotte & Tim Montgomery
Martha & Ross Montgomery
Paige & Ryan Montgomery
Leon C. & Maria V. Morales
Martha & Patrick Morgan
Robert L. & Patricia J. Morgan, Jr.
Carl Morris
Patrick & Stacy Morris
Robin & Donald Morris
Scott R. & Julie A. Morrison
Richard P. Morse, Jr. & Betsy 

Newell

Sarah & Earl F. Murphy, Jr.
Charles Murphy, III
Nancy & Joseph Murray
Carol Murtagh
Craig Nation
National Fuel Gas Distribution 

Corp
Helene & John Negri
Elizabeth & Donald Nelson
Jennifer & Richard Nelson
Barbara & Robert Neustadter
Dana & Shane Newman
Richard G. & Constance C. 

Nicholas
Thomas Nichols
Carla A. & Anthony Nigro
Norfolk Dedham Group
Rachelle & Mark Norris
Nutech
Kim Nuyen
Amy & Jeffrey O’Brien
Kevin O’Brien
Mary & Richard O’Brien
Stephen & Margaret O’Connor
Ann O’Leary
Kathleen O’Meara
Valerie & Robert O’Neil
Jennifer O’Neill
Oak Tree Oil
Howard Oakes
Doris M. Olds-Eck
Mark Oosthuizen
Christopher Orlando
Orleans Wine & Spirits, Ltd.
Teresa Osborne
Elaine & Paul Oster 
Michele Pagnotto
Christopher & Dana Pak
Dottie Palay
David Palmisano
Andrea Parker
Debbie & Randy Parrott
Richard Patterson
Sharon Peery
Christopher Pelland
Hilda Perez-Shafer
Alexander Perry
Ronald & Melody Perry
Katherine & Andrew Peters
Nancy Ellen & David Petersen
Christopher & Amy Peterson
Karol Peterson
Lucille & John Petrock
Larue & Caroline Pfeiffer
Joan & John Phillips
Stewart Randall & Mary Phinney
Jason Pierce

Mark W. & Cynthia J. Pikula
Helene & Gary Pilnick
Chris Plachowicz
Pleasant Agribusiness, LLC
Peter Pogozelski & Donna Hayes
Howard & Ellen Poretsky
Kathryn & Clark Porter
George J. & Yvonne R. Poske
William F. Powers, Jr. & Martha L. 

Sherrill
Robert & Elisa Beth Prato
Scott O. Pratt
Lindsay & Eugene Previdi
Julie & Christopher Psychos
Lynne Putnam
Rosemary & Randy Quinn
Armando Quiroz
Sandra Rainer
Robert Randels & Giner Hentz
Elie & Dr. Syrus Rayhan
Edward J. Reed
Diane S. Rennell
Carol & David Renz
Lorraine Reyes
Adrienne & Casey Richart
Stephen D. Riden
Pamela Ritz
Erwin & Carol Riven
Orfil A. Rivera
Oliver Robbins & Joy Pablo
Susan Roberts & Jesse Roberts, Jr.
Sandra & Charles Robinson
Alisa Rogers
Jeffrey & Kathy Rogers
Judith & Ira Rosenberg
Edna & George Rowe
Michael Rozman
Debbie & Tomie Runyan
Donna Russell
James & Emilie Ryley
Ian Saffer
Sandra Sale
Harold J. & Beatrice A. Saling, Jr.
Jean M. & Richard W. Sanders
Peter Sanders
Chandrasekar Sankaran
John Scanlon
James & Vickie Schaper
Alan Scharfstein
William Powell & Gail Schargel
Amy Schatz
Muriel & Fred Schelb
Jennifer & Geoffrey Schempp
Richard G. Schneidman
Elizabeth Schrauder
Dianne S. & Steven B. Schreer, 

DMD

Joni Schreer
Scott & Lois Schultz
Jeanne & Marc Schupan
Jennifer Schwartz
Millie & Martin Schwartz
Schweitzer Engineering 

Laboratories, Inc.
Jeff Scroggin
Kim Sebastiao
Stephen Sebelski
Sembler Company
Michele Semich
Jacob Shack
Ashish Sharma, M.D. & Nadia 

Kazim, M.D.
Sharon Shay
Pat & Dickie Lee Shelton
Esther & Dr. Joseph Sherr
Gary & Kathleen Shimmel
Florina Shutin
Aaron Siegel, M.D. & Suzanne 

Donick Siegel, M.D.
Richard S. & Judith Siegel
Andrea C. Silbert
Margaret Silverstein
Keith Simes
Glenn E. & Lois B. Simmons
Elizabeth Simpson
Steven G. Sirota & Sally Faith 

Dorfman-Sirota
Ryan P. Skenyon
Susan Skubinna
Deidre & Douglas Smith
Lacey & Mark Smith
Michele & Gregory Smith
David Smith-Greenwood
Nancy Smolik & Jim Kellgren
Gerald & Claudia Sneider
Naomi G. Solomon
Susan C. & Alan D. Sorensen
Southern Tire Mart
Paul & Geraldine Spillane
Hamilton M. Sporborg, D.D.S. 

P.C.
Teresa & Matthew Springer
Kevin & Allison Stahl
Ann L. Starkey
State Street Matching Gift 

Program
Michael Stearn
Dennis Stegemoeller
Cecile Stein Ph.D.
Sharon & Jonathan Stein
Dorothy Steinicke & Chris Hero
Julie & Kurt Steinkrauss
Joan Stempel
Sylvia & Fred Stillman
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Janet & Charles Stoddard
Karen & Dr. Elton Strauss
Susan Strom
Rebecca & Stephen Stubbs
John F. Sullivan
Jilma A. Sweeney
Maria & Walter T. Szuciak
T.S. Gwan Tan
Sitapong Tantharatana
Patricia & S. Taylor
Maxine Taymore
Julianna & Christopher Tegelman
Norman Tenzer
Amy Tesolin-Gee
Kathryn M. Thyret
Frederic Thys
Beverly Tidwell
Tom Tiernan
Janet & Norman Tilbury
Brian J. & Lynn M. Tobin
Cathy & A. John Todd IV
Arnold & Vickii Toffler
Tracker Mineral
Geraldine Travers
Lisa S. & Christopher Trent
Ruth Ann & William Uggen
Evelyn & Dr. Joel Ullman
United Way Fox Cities, Inc.
United Way of Greater Atlanta
United Way of the National Capital 

Area
Upscale Auto Repair
Brian Uridge
John Urman
Tracy Urman
Catherine & Lester A. Van Alstyne, 

Jr
Antoinette Sandra Van Dort
Robert Van Etten
Bradley Vandenberg & Amy 

Upjohn
Anne & Robert Vanderijn
Carol & Paul Vanderijn
Martha & Thomas Vandermolen
Janice J. Vanselow & Kris E. 

Swanson
Sheila Kelly & William Vaughan
Valerie Ventura
Jane & Larry Viscolosi
Anthony Vogel
Dana & Bobby Voigts
Rhonda & Robert Von Schriltz
Lisa & Jim VonDerheide
James & Sandra Wages
George Wall
Kenneth Wallston, Ph.D.
Kathy & Bill Walsh

Michael, Eileen & Sara Walsh
Peter C. Walsh
Wareham Ford
Patricia H. Watson
Jo Ann & Jonathan Weber
Scott Weber & Maureen McKenna-

Weber
Stephen & Dorothea Weber
Sandra Weeks
Karen & Mark Weishaar
Mary Jo & Jeffery Weiss
Bettina G. & Martin E. Welsh
Stephen K. & Paulette Werbel
West Wind Family & Cosmetic 

Dentistry, P.C.
Western Trailer and Equipment Co.
Caryn Whitman
Joel Whitman
Sara Wick
Lynton C. & Joan Wiener
Jeffrey & Christiane Wiese
David R. Williams
Melissa & Bobby Williams
Susan S. & Stephen Williams
Diane & Reed Wilson
Leah & Cody Wilson
Peter Wilson
Barbara Wing
Jonathan Wing
Matthew Wing
Henri & Sari Winter
Robert Wolff
Mario Wollmacht
Timothy J. & Sara A. Wondolowski
Jon Woodman
Deborah Woolard
Dr. Richard Wootan
Pamela Wright
Pamela M. & Matthew D. Wright
Karen Yablonovitch
Fina & George Zagas
Walter J. Zahorchak
Violet Zeitlin
David & Raquel Zeitz
Brian & Denise Zelinski
Briana Zelinski
Bonime & Dana Zelter
Teri & Tim Zepnick
Tracy & Bart Zitnitsky

$50 - 99
Anya Aardahl
Brent Allison
Anthony & Elvia Andrada
Mary Leigh & Brian R. Andrea
Anonymous
Ashley Arashiro

Ann Areson
Norman & Sandra Arky
Louise Arnheim
Craig & Kathleen Arritt
Andrew Attalienti
Joann Ayers
Ellen Bannon
Nancy & Richard Barohn, M.D.
Clare Beck
Joan Beck
Kathleen & Lawrence Bench
Mary & Rocco Benedetto
Nicole Vayo Betters
Meredith & Patrick Bettis
Joanne & Peter Blaauboer
Jenifer & David Blackner
Erin Blake
Felice & Howard Blank
Debbie Block
Bluestone & Hockley
Beverly Boltz
Mary & Daniel Booton
Linda & Kenneth Bothe
Kelly Bouslog
Kay Bowen-Smith
Elizabeth M. Bowler
Dennise & Frank Bowser
Barbara Boyle
Barbara & Gerard Boyle
Loretta & Francis Bradley
Paulette & Dr. Thomas Brantley
Phyllis Brawarsky
John F. & Dolores A. Brett
Catherine Briel
Beverly & David Brittain
Stanley & Judith Broadwin
Marianne & Michelle Brooke
Lisa Brouillette
Alan & Rona Brown
Mrs. Steve Brown
Susan Brown
John Bryson
Joseph Bryson
Chandra & Trebenie Budhram
Eugene Burnham
Timothy Burnside III
Tara L. Kelly Butterfield
Sandra & James Byrd
Julia & John Byrne
Nancy & William Cacciatore
Catherine & Marie Calorio
Brenda Canady
Catherine & Patrick Carey
William E. Carlson, M.D. & Carroll 

A. Brennan, M.D.
Charles Carney
Meredith & Rick Carroll

Debra & Mark Casey
Chere & William Cassidy
Barbara Castle
Alan L. Chace
Kristin & Andrew Charles
Nicole Choukas
Justin & Jason Chow
Mark & Renee Christman
Chubb & Son
Sanjay Chugani
Benjamin A. & Donna M. Ciampa
John  & Ellen Citron
Brigett Clements
Linda & David Clikeman
Michael & Nancy Closson
Tyler Cloutier
Carol & Kenton Clulow
Freda R. & Edward Cohen
Amanda & Nathaniel Cohn
Jodi Colburn
James & Sheila Collins
Anthony & Anna M. Colozzo
Combined Federal Campaign Fort 

Leonard Wood
Combined Federal Campaign 

Capital Area United Way
Combined Federal Campaign 

Conn & Western Mass
Combined Federal Campaign 

Inland Northwest
Combined Federal Campaign of 

Greater Wisconsin
Combined Federal Campaign of 

the Mid-South
Adelaide Craig & Donna Israel
Harold Crandus
Laura & Andrew Cressman
William D. Crowell, Esq.
Andrew Csabi
Ed Czarnecki
Lee & Donna Dale
John L. & Catherine B. Damon
Eric Dano
Camille & Jerry Davidson
Amy Davis
Genevieve Davis
Mary Ann & Anthony De Ceglie
Kenneth Delong
Serkalem Demissie
Christopher Desimone
Mark & Julie Devore
Lisa DiGiusto
Jean M. Doe
Anne & John Doorish
Double C Service Center
Selma Dressler
Anne Driscoll Toniello

Carolyn & Larry Duran
Jayne & Greg Economos
Jean & Bradford Edgerly
Charlotte & A. Karl Ehlshlager
Elizabeth Ellis Hurwitt
Michael Engel
Eos Foundation
Marsha Evanikoff
Phyllis & James Everett
Patrick Faherty
Cyrena Feinberg
Judith Feltz
Clyde B. & Beverly M. Flynn
Robert O. & Sarita Foegley
Arturo Fontanes
Phoebe Ballard Ford
Donna Fox
Rita & Jamie Francisco
Colleen Frawley
Walter Freiberger
Fran & Art Friedman
Christopher E. Fulmer
Debbie & Jimmy Fulmer
Iva Gardner
GE Foundation Matching Gifts 

Program
Manijeh Ghazi
Marlene Gibson
Erin Gibson-Szybalski & Matt 

Szybalski
Ernest & Lois Gilman
Barbara Gilson & Richard M. 

Rollins
Micki & Jack Goldner
James Goodale
Bridget Goodwin
Carol & Edwin Gordon
Eric Gottlieb
Joan Green
Bill & Kathleen Grieder
Tammy L. Grindle
Katherine Gross & Gary 

Mittelbach
Laura Grunert
Norman & Anne Gubler
Barbara & Daniel Gustin
Michael Hall
Richard & Patricia Hall
Sherry Hall
Hallpass Media
Mitchell & Barbara Halpern
Myra & Jeffrey Halpern
Mia & Lawrence Hamwey
Dawn B. Harney
Annette Hayes
Howard & Elizabeth C. Hayes
Margaret Hecht
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Debbie & Harry Heizer
Joseph & Anita Helmrich
Eric A. Heshion
Myra Hess
Laurie Heyman
Robin & Brian Hicks
Anne Higgins
Gail King Hill
Colleen & Hugh Gill Hilton, Sr.
Anne Hoffman
Jane Hoffman
Leanne Hollingsworth
Julian Horber
Rosa & Jack Hosp
Roberta & Donald Hudgens
C. Tony Hudson
Michelle Humphreys
Lesli & Jeremy Hunt
B. M. & Christene Hurlbutt
Carl & Deanna Hurtig
Stephen Hyde
Victoria & Matt Insley
Jackson Sheetrock
Shelley Jacobsen
Claudia Wilmott & Martin 

Jacobson
Karin & Nick Jameson
Dennis W. & Jane Jewell
Karen & Richard Johansen
Johnson & Johnson Matching 

Gifts Program
Dianne Johnson
Judy Johnson
William Johnson
Robert Johnston
Peter & Takako Jones
Raymond A. Jordan
Dr. Gloria Batkin & Robert Kahn
Joanne & Mike Kanakry
Winnie & Kenneth Kanter
Michelle & Evan Kantor
Timothy J. Kassul
Hilary K. Kawelo & Jobriath L. 

Rohrer
Nancy Kearns
Jeanie & John Keddington
John Kennedy
Jennifer Nicole Ward Kennefick
Kim Kerr
Gary & Jilleen Kimball
E. Calvert & F. Michael Klopp
Eleanor & Christopher Koehler
John Koskoski
Evelyn & Strand Kramer
Mitchell Kramer
Linda & Edwin Kuchmecki
Regina Kurrasch

Michael Lach
Diane & Lloyd Lamb
Lawrence LaSala
Melanie L. Lauwers
Karen LeBoeuf
Jack M. & Cynthia M. LeCroy
Rose & Adam Lembo
David Leonard
William & Cnora Lesage
Stephanie Jane Lesiak
Herbert Lewis
Ellen & Jeffrey Liethen
Daniel & Darlene Lindquist
Josephine Listro
Yvonne & Dale Lourenco
Kathryn Lund
Danielle & Brian MacDonald
Regis Macdonald
Stephen & Marie MacDonald
Amy Macmillan
Meredith P. & Mica Maddry
Kevin Maguire
Marianne Maguire
Marie Mahoney
Dorothy & Paul Maier
Edward Liss Mann
Maria & Ronald Marrese
Glen & Martina Marshall
Marian Martino
Sara E. McCloskey & Steven G. 

Walcek
Michael McCullough
Kathleen & Kevin McGonigle
Carolyn & John McGrew
Brendan & Genevieve 

McGuinness
McGuire’s Beautiful Outdoors
Maryellen McKee
Marlene & George Mckinnis
Pamela & Christopher 

McMichen
Patricia Russo Meck
Lisa Mendelson
Mike Merlis
Samantha & Robert Miers
James & Angela C. Miller
Jerry K. & Kathleen Miller
Sara Miller
Janice T. Minten
Andrew Miskinis
Marc Molinsky
Joey Montes
Roberta & W.J. Moore, Jr.
Claire & Thomas Murphy
Dorothy Murphy
Paul Murphy
Scott & Linda Myers

Mary L. & Benny L. Nash
Karen Nathan
Laura Natkins & Peter 

Gradjansky
Fredel S. & Marvin M. Neiditz
Ina Nelson & Cheryl Minkoff
Network for Good
Elizabeth & Roberts Niner
John J. & Mary C. Noel
Tom O’Keefe
Donald & Martha Oneal, Jr.
Pamela J. & Jonathan 

Oppenheim
Margaret & Dr. Michael Opsahl
Robert Scott Osborne
Judith Packer
Carolyn & George Parsons
Deanna & Norman Pearl
Katie & Samuel Peck
Diane Peirce
Lynda & Robert Perelmuter
Douglas Perry
Donna J. Peterson
Richard Peterson
Stephanie & Michael Petty
Keith R. Pfeifer
David Piccirilli
Judith Pilcher
Gail Pogrzeba
Jeannette Polhamus
Marvin & Lesley Porter
Shirley Porter
Vanya Posada
Helen Potter
Kathleen Potvin
Pattie Prichard
Stephanie Prichard
Norman Prisand
Kimberly Pritchard
Joaquin Lopez Quesada & 

Alexandra Pichardo
Michael & Lisa Radin
Paul & Janis Rasore, Jr.
Mary & Richard Raymond
Michael & Margaret Reardon
Kimberly Reed
Terence & Joan Regan
Sandra Reichbach
Sharon & Michael Richardson
Gary Richwald & Sue Bayley
Deirdre Riley
Wendy Roberts
Alan Roga
Sean Ronan
Kimberly & John Rosdeutscher
Judith B. & Allan S. Rosenblum
Shira Roson

Sallie Rostad
Rhonda Rothermich
Mark Russell
Amy & Thomas Ryan
Mark & Helga Saitowitz
Jennifer M. & Jason M. 

Salamone
Mary & Reed Salley, Jr
Eric Santos
Nana Savoy
Randy & Donna Schafer
Steven D. & Sofia Schennum
Keith M. & Jane A. Schexnayder
Marc & Debbie Schindelheim
Robert Schley
Laurie & Jerry Schloss
Joyce Schmitz
Hank Schonzeit & Doreen 

Woogen
Lanelle & John Schoonmaker
Sherry & Howard Schor
Barbara Schrayer
Janice Schulman
Helen & Robert Schwarz
Kim U. Sears
Joan & Richard Sharfstein
Dorothy Sharlow
Melanie Sharp
Edward J. & Joann Shaw
Eva Shea
Bridget Sheehan
Rose Marie & Andrew Sheffer
Gordon & Holly Sheldon
Phyllis & R. Sherman Shonk
Stephen Shotland
Georgia Shutzer
Robert A. Siegel
Myer & Elaine Singer
Carol & Bruce Smith
Nadine Smith
Theresa Smith
Cindy & Charles Smithers Jr
Marcy & Matthew Smoker
Jennifer L. & Mark V. Spadorcia
Gertrude Sparks
Stanley Sparks
Lewis & Debbie Spector
Ann & Michael Spezia
Sven & Anna L. Spoerri
Mary Ellen & Ronald Springer
Lisa Steele
Herbert & Elaine Stein, M.D.
Carol & William Stenmon
James B. & Joyce Stenmon
Donald B. & Muriel A. Stern
Thomas & Kathy Stewart
Nia & Jason Stivers

Jo Stoll
Brian Stoner
Claude & Peggy Stuber
Morty P. & Zeta Sudler
Erik L. & Alix G. Sundquist
Mark Sussman
Lawrence B. Taillie
Norm & Amy Tamkin
Myra & Royal Taxman
Brady D. & Laurie D. Thompson
Amy & James Tierney
David A. Tillipman & Deborah 

L. Maddis
Vernon Tipp & Emily Greer
Patricia H. Tompkins
Marcia Tremaine
Evelyn Tuey
United Way of Brown County
United Way of Northeast Florida
Nancy Vacca
Kathleen & William Valeri
Holly & Carol van de Rijn
Justin VanLanduit
Arlene Volk
Michael O. & Cindy Wagner
Mirell & Neil Walden
Kevin M. Waldron
Allan & Nadine Wallack
Tracy Walsh
Gertrude Wambach
Takeshi Wantanabe
M. Wendy Watson
Janet Weber
Janice A. Weber
Corey D. Welford
Betty West
Norma & William Westman
Samantha White
Richard Whitehead
Eric Whritner
Sandra C. Wiebe
Wink Willett
Rene & Cal Williams
Peter Wing
John J. Wollter
Laurie Hoski Wood
Scott Wood
Mary Wylie
Michael York
Dawn & David Young
Angela P. & Drew L. Zielinski
Linda M. & Kendall Zigler
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Razoo Foundation

Anya N. Aardahl

Barbara Abbott

Diana Alexander

Paige E. Anderson

Anonymous

David M. Apfel

David Armanini

Rick J. Baker

Leah K. Balecha

Kaitlyn M. Benoit

Bryan D. Berndt

Gavin Bernstein

F. W. Bierwirth III

Matthew A.Bouley

Robert R. Bradley

Jeffery W. Bridges

Catherine Briel

Katie Briggs

Beverly Brittain

Mimi Brooks

Jeffrey M. Browne

Julia B. Burke

Jennifer E. Carey

John K. Caruso

Nicholas Castro

Renee A.Catania

Marc A. Cesarec

Priya Chandramouli

Dr. Daniel P. Chapman

Sanjay Chugani

Erik M. Clausen

Mark A. Cook

Jessica A. Cooper

Elise Correa Rocha

Matthew Coupland

Charles D. Crew

Russell Croutear

Carmine T. Damelio III

Gayane Danelyan

Jessica Davis

Melanie DeAssis

Lauren A. Deeb

David Devin

Jon Diament

Melissa Dilley

Juan Donabedian

Ashley Donahue-Reid

Ronald E. Dornau

James A. Downey

Allison Doyle

Christopher T. Doyle

Randa Dudum

Ryan Duggan

Christopher Dwan

Lisa Eltinge

Pavlina Emrichova

Jenny Espiritu

Mary Ann Ferris

Saba Firoozi

Deborah B. Friend

Randal Fry

Teresa Gaines

Stacy W. Garfinkel

Linda Gerard

Mark N.Gerber

Ben N. Gleib

Andrew Goldberg

Miguel Abadia Gomez

Rajan Govindan

Monique Govostes

Laura Grunert

Jason Gutman

Cathy Guzik

Lyndsey M. Guzik

Mark Guzik

Michael W. Guzik

Sarah Guzik

Travis Guzik

Mary F. Hagen

Jonathan Halperin

Harry H. Harkins Jr

J. R. Harman

Asher Hartel

Anna Hawk

Noora Hazou

Kristen Hecksel Lownds

Robert Heiblim

Ericka Hernandez

Albert Hicks

Summer Hill

Jeannette Hollow

Alex H. Hood

Stephanie S. Howard

Edwin J. Hu

Jan Ellen Jensen

Annie Sam Johnson

Gary E. Johnson

Kathleen Johnston

Rita Kabalan

Adriana Kahwaji

Eman Kahwaji

Joanne - Michel Kahwaji

Joseph Kahwaji

Laura Kahwaji

Laurice Kahwaji

Michael Kahwaji

Noelle A. Kahwaji

Minouche D. Kandel

Amanda Kay

Nicole Kenney

Malvika Khanna

Thomas W. Kirby

Dakota A. Kiriachuk

Lisa S. Knopp

Mark N. Koussa

Molly Kraus

Constantine Kyriacou

M. Branden Lane

Jalyn Lang

Tirza Latimer

Frank LaVaglia

Lisa Lazarus

Richard G. Leeds

Mark T. Lenkiewicz

Brian W. Lin

Cris Linn

William Lipson

Greg T. Little

Alex Lobos

Catherine H. Lusheck

Terra Lynn

Alyssa D.Lyons

Meredith L. Maddry

Allegra Manacher

John P. Mann

Thomas Marchetti

Mark Mardini

Mathilde Mariscalchi

Megan Martin

Stephen Martino

Kevin A. McCarthy

Jessica McConnell

Erin McIlwain

Markella Mc Nemar

Alice N. Miller

Michelle Moore

Daria Mueller

Strohbach Nadine

Robert Newberry

Thomas Nichols

Amy M. Nulsen

Julie O’Brien

Keith Olenslager

Gay Outlaw

Nirav Parikh

Todd Parker

William Parkman III

Donald Parslow

Masumi Patel

Ellen Pease

John W. Perillo

Laurie Peters

Megan J. Phillips

Dustin Plattner

David Pollak

Evan Pontz

Ashia Powell

William Quach

Tanya Rabie

Jonathan Radke

Dan Raffe

Christopher Rake

Lorraine Reyes

Susan Richardson

Jeffrey Riley

Troy A. Roepke

Natalie Rome

Melissa M. Roos

Catherine Rosenthal

Devon E. Rowland

Barbara J. Rubin

Billie Ruby

Hans Christian Ruschke

Jordana Saggese

Shant P. Salakian

Anne Marie Sanders

James J. Sanderson

Joseph M. Sardy

Lusine Sargsyan

Nicole Sayers

Anthony Schiano

Dianne Schreer

Rachel Schreiber

Josie Schug

Sherwin Sheikholeslam

Brooke Shields

Robert A. Siegel

Daniel H. Solomon

Glenn B. Solomon

George W. Sowers

Celia S. Stahr

Monti Staton

Andrea Stein

Lisa M. Steinberg

Greenhow R. Stephen

Virginia M. Sterry

Nicole Stormer

Philip Strassburger

Christopher Strongosky

Nathaniel Tavel

Harry F. Taylor

Noah Tepperberg

Michael C. Thomsen

Steve Tomasini

Ayla Tomlinson

Ryan E. Trammell

Jaymeson M. Tucker

David G. Umanoff

Stephanie Vandrick

Antonia C. Vedar

Michelle Vega

Ameresh B. Viswanathan

Emily R. Wagers

Chu Chun Wai Patrick

Michael Wallace

Melissa Walters

Troy Warkentin

Elizabeth H. Weber

Christel A. Wheeler

Nannette Whitley

John Wilson

Mario Wollmacht

Alan M. Wood

Ali Yazdi

Brian Young

Marcie Zimmerman

Albina Zolotova

Allison Zucca
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In Honor of

In Memory of

Max Adler

John Afshar, M.D.

Jean Marie Allen

Anonymous

Karen Bagot

Julie Bahnsen

Jill Barnattan

Sandy Batkin

Amy Bekier

Geoff Bello

Aiidan Berk

Ann Biggs-Williams

Paula Birnbaum

Steven Blier

Janelle Blom

Mimi Brown

Deborah Calhoun

Troy Lynn Calverley

Mr. & Mrs. Bruce Campbell

Anne and Darren Caterino

Howard Chabner

Barbara and James Chin

Paul and Annabelle Closson

Justin Cohen

Stuart Cohen

Ken Colosi

Grace Corradino

Christopher Cox

Jamie Diamond

Barbara Longwell Dube

William Egert

Anonymous

Robin Ettinger

Liam Eye

Maureen Eye

Emily Fa

Alyssa Farkas

Christine Flanigan

FSHD Researchers

Sixto Garcia

David Garden

Catherine Gibson

Joyce Gruenberg

Ellen Hannan

Jean Harvillle

Susan Hecht and David Cohen

The Herzberg Family

Laurie Heyman

Greg Hollander

Richard W. Holmes

Daniel Hosp

The Houts Family

Douglas and Michael Huddy

Jonathan Huml

Betty and Col. Robert 

Humphreys, Sr

Brian Hurtig

Victoria Insley

Lauren Jacobs

Brent Jacobsen

Beth & Jeff Johnston

Sandy Karp

Hy and Marilyn Katlein

Katz Family

The Kelly Family

Kevin Kirby

Rob and Erin Kirby

Bob Kirsch

Lincoln Lai

Shari Langer

Ida Laurello

Ryan Levinson

Duncan & Dr. William Lewis, Sr.

William Lewis, III, MD

The Lokerson Triplets

Brian Luoma

Chris Lyon

Michelle & David Mackay

Karen & Thomas Mansir

Myra Marantz

Dahlia Matlin

Kathy McCoy

C. M. McDanald

Leon Morales

Ann O’Leary

Kyle Pablo

Linda Passon

Jessie Pease

Louis and Ellen Pease

Daniel and Susan Perez

Dr. Ron Phillips and Family

Mary Phinney

Nicolas Pogany

The Polonsky Family

Karen Rand

CMSgt Steven Ray

Jeff Rennell

Oliver Robbins

Barbara Rosenblum

Emily and Alan Rosenfeld

The Rowe Family

Jane Rowlett

Kelly Sanderfoot

Deborah Schwartz

Judy Seslowe

Curtis and Autumn Sewell

Clint Shack

Paul and Susan Shay

Gordon Sheldon

Vincent Shirk

Florina Shutin

Allan Silverstein

Kristin Simmons

Brad Simpson

Brian Simpson

Robert F. Smith, Esq.

Neil Solomon

Jason Stabley D.O.

Linda Stapleton

Dr. Pete Stasikelis

Monti Staton

Chris & Ellen Stenmon

Naia Sverdrup

The Urman Family

Robert & Margret VanLanduit

Nathan VonSchriltz

Doris and Henry Walter

Dr. K. Weinberger

Nuria and Brad Wexler

Chin & Glenn Wing

Coco Wing

Norma Woolard

Carden Wyckoff

Zabrisa Zelinski

William Bagot

Elvina & George Baxter

Margaret Bennison

Doris Berg

Douglas Berg

Pearl Bigman

Barbara Birnbaum

Clement Brooke III

Edward Buesing

Bernard Chabner

James A. Chin, Jr.

Leo Clark

Elizabeth Coar

Tara Coopersmith

Stephen Cotler

Robert Cranford

Lee and Bob Crocker

Robert Crocker

Luther Derting

Patricia Di Ceglie

Clyde Dole

Helen Ellis

Audrey Falk

Robbie Ferrandino

James Ferulllo

Marlin Freedman

Fred Fried

William Fulmer

Cindy Gilman

Joe Grech

Dave Hardon

Lorraine Ibsen Hayden

Robert Stark Henderson

F. Peter Herzberg

Dr. John Holmes III

Joan Humphreys Smith

Stephen Jacobsen

Karen Johnsen

Capt. Eric A. Jones

Damon Kane

Miriam Kaplan

Elaine Lancaster Kolakowski

Harry and Magdalene 

Kuntzelmann

Irene Lai

C. Larry Laurello

Lawrence Lefkowitz

Jay Levinston

Sebastian Listro

Johnny Lowe

Sally Brooks Lowe

Marie Luciani

Brian Mahon

Mary McDonough

William W. McKenna

Billy Michael

Edward J. Morris

Robert O’Neil

Godfrey Padberg

Jan Pearlman

Carol Perez

Daisy Playnter

John Rennell

Dr. H. Roland

Walter Dudley Ross, Jr

David Russell

George Schaeffer

Edward Schechter

Marisa Schonfeld

Esther Schwartz

Robert Shafer

Delores Shannon

Melvin Sheldon

Charles Silver

Jean Edward Soldan

Michael Spiegel

John L. Stephenson

Benjamin and Mary Stout

Edward Sullivan

Robert Tropea

Clarice Ventura

Harold Wachman

Donna Wagner

Barbara Weber

Sherwin Wetson
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Board of Directors
Daniel P. Perez, President & CEO
William R. Lewis Sr., MD, Chairman
Howard Chabner, JD, Vice Chairman
James A. Chin Sr., Vice Chairman
Christopher Stenmon, CPA, Treasurer
Beth E. Johnston, MBA, Secretary
Amy Z. Bekier, MS
E. Ann Biggs-Williams
Carol S. Birnbaum, MD
David J. Glass, MD
Ellen K. Hannan, MBA
L. Frank Kolakowski, PhD
Louis M. Kunkel, PhD
Ida Laurello
Linda Laurello-Bambarger, MBA
William R. Lewis III, MD
Michelle H. Mackay, MA
Judith Seslowe, MA
Robert F. Smith, Esq.

Scientific Advisory Board
David E. Housman, PhD, Chairman
Michael R. Altherr, PhD
Robert H. Brown Jr., MD, DPhil 
Rune R. Frants, PhD
David J. Glass, MD
Louis M. Kunkel, PhD
William R. Lewis Sr., MD
William R. Lewis III, MD
Katherine D. Mathews, MD
George W. A. M. Padberg, MD
Kathryn Wagner, MD, PhD

Washington DC Counsel
Morgan Downey, JD

June Kinoshita
Executive Director
june.kinoshita@fshsociety.org

Daniel Paul Perez
Research Programs
daniel.perez@fshsociety.org

Doris Walsh
Office Manager
doris.walsh@fshsociety.org

FSH Society, Inc.
450 Bedford Street
Lexington, MA 02420 USA
781-301-6060
info@fshsociety.org

www.fshsociety.org

Get Social! 
Join our online communities to get news, ask 
questions, seek advice and support from fellow 
FSHD patients and family members. The FSH 
Society Yahoo! Groups forum, online since the 
1990’s, has tens of thousands of searchable 
posts. Bookmark these pages and come back 
often. To find the FSH Society Facebook page 
and Yahoo! Groups, go to our homepage at 
www.fshsociety.org, click on the “Community 
& Reference” menu tab at the top of the page 
and select “Online Community” in the left hand 
vertical navigation menu. You’ll see links to take 
you directly to our Facebook page and Yahoo! 
Group. If privacy is a concern, you can use your 
account privacy settings to limit who can see 
your posts. You can also follow us on  
Twitter @FSHSociety.

Have you made a gift to the Society in 2014?
Thanks to the support from members like you, the FSH Society is a world 
leader in combating muscular dystrophy. It has provided more than $4.4 
million dollars in seed grants for pioneering research worldwide and 
has developed an international collaborative network of patients and 
researchers. Your generous support is making a real difference!  Please 
return your gift in the enclosed envelope. Or contribute online at  
www.fshsociety.org. Thank you!

Does the Society have your current e-mail address?
If you want to be sure to receive breaking news and other up-to-the-minute information from the 
Society, please send us your e-mail address at info@fshsociety.org.

4-Star Rating
The FSH Society has been awarded its sixth consecutive 4 Stars by Charity 
Navigator and named one of America’s “Ten Charities Worth Watching.” 
This means you can give to the Society knowing that we rank in the top  
3 percent of U.S. charities for fiscal performance and accountability.
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