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CONNECTING THE COMMUNITY OF PATIENTS, FAMILIES, CLINICIANS AND INVESTIGATORS

ﬁ LIVING WITH FSHD
Wanted: FSH pen pals

by EMILY ANGELINI

SH affects people in
many different ways.
Collin and I not only

share some of the ¢

same symptoms k 5

of muscular 7
dystrophy, we share a friendship.

[ was 12 years old when [ was officially
diagnosed with FSH. At that time my
mom thought it would be a good idea
for me to meet other kids who also have
FSH. She turned to the FSH Society, and
Nancy Van Zant put my mom in contact
with Lilleen Walters, a lady in Virginia
who not only had FSH, but so did her
son Collin.

I started corresponding with Collin
by email. At the same time, my mom was
beginning a friendship with Collin’s mom.
It turns out Collin and I have many more
things in common besides FSH. We both
like to camp, fish and play video games.

In April my family and I were invited
to Collin’s house for an FSH get together.
I was nervous before I met the Walters’
because I didn’t know what to expect, 1
didn’t know what they would think of
me and I didn’t know anything about
the other people who were attending the
party. But, the day I met Collin changed
my life forever! I kept thinking “I'm not
the only kid with FSH. T have a friend
who is also affected by this disease.”
During the visit, Collin and I played X

... continued on page 3
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My journey to FSHD research

by FRAN SVERDRUP, PH.D., SENIOR RESEARCH SCIENTIST
Center for World Health & Medicine, Saint Louis University, St. Louis, Missouri

y journey into FSHD research began

in early 2011 when my daughter was
diagnosed with the disorder at the age of
10. As my wife, Marsha, and I digested
the news of the diagnosis and began furi-
ously reading about FSHD, I was slowly
overcome by the realization that my own
research background put me into a posi-
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tion of potentially contributing to research
towards a therapy. Though such a career
shift was daunting to consider, how could I
not seize the opportunity to add my efforts
to the cause?

To explain my situation I need to start
with my daughter, Naia, who was born on
October 4, 2000, in Kalamazoo, Michigan.
She was born six weeks premature, but at
34 weeks of gestation she was far enough
along that no major problems were
anticipated. She appeared fine and healthy
at birth, but a couple of medical issues
arose early on. The first was alarming as

... continued on page 2
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MY JOURNEY TO FSHD RESEARCH

... from page 1

Naia stopped breathing while she nursed. She was
clearly having difficulty coordinating feeding and
breathing. It was apparent, even at this early age,
that her facial muscles were weak, a condition later
diagnosed as facial palsy. Over the course of a couple
of weeks in the hospital with careful observation,
Naia was able to master the suck-swallow-breathe
reflex and we were cleared to take her home. During
the hospital stay, she also participated in a newborn
screening program for hearing loss, which picked up
mild to moderate sensorineural hearing loss. My wife
Marsha, a genetic counselor, immediately suspected
a neurological disorder that may connect the facial
palsy and the hearing loss. Naia’s physicians, however,
were unable to identify a genetic syndrome at that
time that matched her symptoms. In any case, we
honestly thought that these were relatively manageable
issues and that Naia was an otherwise healthy baby.
Of course we had never heard of facioscapulohumeral
muscular dystrophy, nor did we suspect that we would
be challenged by a degenerative muscle disease.

We had moved to Kalamazoo just before Naia
was born when [ accepted a job with Pharmacia &
Upjohn, a pharmaceutical research and development
company. My training was in biochemistry and
molecular biology, and I was enthusiastic to apply
my skills towards discovering anti-viral drugs. I had
expertise in the regulation of gene expression, and
over the course of the next ten years I would expand
my interests and research to include the epigenetic
control of gene expression, controls on whether a gene
is turned on or off based upon a very particular set
of mechanisms. As a drug discovery scientist I was
particularly focused on how environmental factors
(e.g. diet, drugs) might alter the epigenetic control of
genes in the immune system. This experience would

later prove to be significant in terms of my ability to
understand the science around FSHD and my decision
to tackle this new research area.

Corporate mergers and reorganizations are part of
life in the pharmaceutical industry, and I was intro-
duced to this fact quite suddenly in 2003 when I
was transferred from Kalamazoo to St. Louis, Mis-
souri. Our family of four (now including Cora, one,
in addition to Naia, three) moved to St. Louis to start
a new chapter in our lives. Both girls thrived, and
we soon added a third daughter, Lila. All three grew
like weeds and were healthy and happy. As corporate
reorganizations continued, the closure of the research
site in St. Louis and the loss of my job in 2010 forced
us into contemplating a possible move from St. Louis.
However, a new opportunity arose. I joined forces
with a group of 12 similarly displaced drug industry
scientists with complementary skill sets encompassing
a range of those required for discovering drugs, and
we marketed ourselves to Saint Louis University. Long
story short we became the Center for World Health &
Medicine. Our focus would be discovering medicines
for orphan and neglected diseases, thereby largely
avoiding competition with large drug companies that
tend not to invest in these areas. We began to chart
our own course in terms of choosing which diseases
we thought we could make a significant impact on
with our research expertise. This was a relatively new
freedom for us, having recently transitioned from “big
pharma” to a more academic environment. For me
personally, this was extremely rewarding at the time
and would become even more so.

While our children continued to grow, we did no-
tice that Naia was generally weaker in her upper torso
than others her age (by the age of five) but continued
to remain fully active, playing basketball, softball
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and swimming. Between the ages of seven
and ten we noticed a more pronounced
weakness in Naia’s arms. When she was
having trouble shooting a basketball, I
worked with her to strengthen her arms and
discovered a rather striking lack of strength
and muscle mass in her triceps. [ realized
that some awkward movements we had
noticed with her arms were actually com-
pensatory movements caused by the loss of
strength in particular muscle groups. This
sent off warning bells in our minds (should
they have gone off sooner?) and Marsha
and I brought Naia in for a neuromuscu-
lar evaluation. At our first evaluation, we
were surprised by a tentative diagnosis of
FSHD. We had never considered that Naia’s
symptoms could possibly be related to a
muscular dystrophy. Of course this started
Marsha and me on a crash course of reading
on every aspect of FSHD we could find.

As the confirmation of the diagnosis by
genetic testing came back several weeks
later, I was becoming engrossed in the

recent literature on the genetic basis for
FSHD and the role that epigenetic regula-
tion plays. It really seemed an amazing
coincidence (or fate) that I had spent a
significant part of my career developing
skills and understanding in a particular
area of biology that would relate so closely
to my daughter’s newly diagnosed condi-
tion. Although I had little experience with
muscle biology, the concepts around the
control of genes by epigenetic mechanisms
are completely analogous to other sys-
tems I had studied. Fortuitously, my new
position at the Center for World Health &
Medicine allows me to venture into new
areas where our drug discovery expertise
might be utilized. For me it turned out to
be less of a question of whether there was
anything I could contribute, and more of a
question of how I was going to contribute
to the search for potential therapies for
FSHD.

In November, 2011, I attended the
“FSH Society Facioscapulohumeral Muscu-

lar Dystrophy [FSHD] 2011 International
Research Consortium & Research Planning
Meeting” held in Boston. Since I was new
to the field, Nancy Van Zant and Daniel
Perez were obviously curious as to my in-
terest in FSHD research. I thank them tre-
mendously for immediately welcoming me
into the FSH Society and making sure that
I was introduced to other researchers and
research supporters. The relatively small
meeting and the fact that I was on a mis-
sion made it easy for me to meet many of
the researchers at the meeting and to find
common ground in understanding how
drug screening efforts could potentially
push forward the search for new therapeu-
tic options for FSHD. I'm just now getting
started with FSHD research, but I certainly
have a profound sense of motivation to
add my efforts to those of the many fantas-
tic researchers who have made the tremen-
dous strides in understanding FSHD that
you have witnessed in recent years. I only
hope that my efforts will be fruitful.

WANTED: FSH PEN PALS

... from page 1

During the visit, Collin and I played X Box for
hours. It was also enlightening to meet adults
with FSH. That is, someone other than my
dad. 1didn' feel like people were watching
me because of how I walked. T felt like I
belonged.

Last summer Collin and his family went
camping with my family. I was so happy to
see Collin again because he was someone like
me. Collin and I went fishing (we didn’t have
any luck), sat around the campfire and played
cards. We had a chance to talk about how the
disease had progressed in each of us. It made
me feel very compassionate towards him. It
made us stronger friends. Our families had so
much fun that we went camping again.

Our most recent hang out was this
past December. My family traveled from
Pennsylvania to Virginia for a FSH Christmas
party at Collin’s house. Collin and I played
an intense game of electronic Monopoly. He
won. Our families got a chance to spend

time together, laugh, eat lots of great food and strengthen our

friendship.

[ have since been in contact with a girl from Brazil who has
FSH. It’s been very exciting to talk to another friend that has

Pen pals Emily and Collin

muscular dystrophy. Both of these special friends have something

in common with me that none of my other friends share. I'm so

grateful that Nancy was able to find these two friends for me!
Emily turned 14 earlier this year; Collin is 15.
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The 2011 Fundraising Challenge

for FSHD exceeds its goal!
February 2012

Dear Friends,

In November, Duncan and
William R. Lewis, Sr., M.D.,
Chairman of the Board of Di-
rectors, together with Barbara
and James A. Chin, Sr., David
and Michelle Mackay (Jim and
Michelle are members of the
Board), and Corinne Bronf-
man, Ph.D., a major donor to
the Society, joined together to
offer a challenge to the Society’s members and friends
to support promising new work that may lead to a
treatment for FSHD. They asked you to make gifts to
the 2011 Fundraising Challenge for FSH Muscu-
lar Dystrophy, and they agreed to match your gifts
up to a total of $217,000, on a dollar-for-dollar basis,
if you sent them by December 31, 2011.

I am delighted to report that hundreds of indi-
viduals, foundations and businesses in the FSHD
community contributed $272,000 to the Challenge.
The Challenge Team has made their matching gifts
in recognition of all of you who have made gifts
large and small. Together, you have all contributed
$489,000.

Notwithstanding the extraordinary economic
environment in which we find ourselves, the FSH
Society has concluded our most successful fundrais-
ing year ever, raising over $1,070,000 from generous
friends like you. You help the Society make impor-
tant progress. Thank you for supporting advances in
research, education, outreach and advocacy.

The list that follows includes donors to the FSH
Society in 2011. We hope you will continue to sup-
port this work by joining the Society again in 2012.
Thank you and all good wishes to you and your
families for the New Year.

Sincerely,
“Ua WCJ V2 %fff’

Nancy Van Zant
Executive Director

# FUNDRAISING

FSH Society Annual Donor Report

Gifts received January 1, 2011 through December 31, 2011

2011 Donors

$100,000 +

Duncan and William R.
Lewis, Sr., M.D.

Anonymous donor, New York
Community Trust

$50,000 +

Marjorie and Gerald
Bronfman Foundation

Delta Railroad Construction,
Inc.

Michelle and David Mackay

$10,000 - 49,999
Anonymous
Sanford Batkin
Barbara and James A. Chin,
Sr.
William J. Conners, Ill,
and Barbara S. Conners
Charitable Foundation
Deltex Associates, LTD, LLC
Fidelity Charitable Gift Fund
GERBRO
Goldman, Sachs & Co.
Leslie and Roslyn Goldstein
Graham Family Charitable
Foundation
Stuart Lai
William R. Lewis, Ill, M.D.
S & L Marx Foundation, Inc.
Jerry and Marsha Seslowe
Helen B. and Marc A.
Younger

$5,000 - 9,999

Association Francaise contre
les Myopathies

Combined Federal
Campaign

Grace Corradino and Brian
Kerr

Sue-ann Friedman and
Michael Finkelstein

FSHD Global Research
Foundation

Kevin Kirby

Kay Kitagawa and Andy
Johnson-Laird

Therese Louie

William and Virginia Michael

Roy and Kristy Neilson

Marc and Ruth Newberg

Carol and Charles Perez

Jane and Paul Rittmaster

Rizzo Mattingly Bosworth PC

Allan C. Silverstein, D.D.S.,
and Pauli Overdorff

Madeline and Lawrence
Weinstein, M.D.
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2011 Donors

$2,500 - 4,999

Ben & Jerry’s Foundation

Peter H. Catterall and Kim Toskey

Susan V. Coleman and Mitchell H.
Freedman

Elizabeth and Joe Conron

Calle Eriksson

The Geraldi Norton Foundation

Jill Hall and Sterling Smith

Robert and Abigail Kirsch

Marilyn and Neil Kutin, M.D.

Harry and Pamela Lewis

William A. Maclean

Morgan Stanley Smith Barney

Daniel Paul and Susan Perez

Judith and Kenneth Seslowe, M.D.

Florina Shutin

Kees van der Graaf

$1,000 - 2,499

Anonymous

Roger S. and Virginia A. Aaron

Applied Medical

Frank and Angela Aurich

Bradley and Sally Bagshaw

Austin Mutual Insurance Company
Foundation

Bahnsen Group of Morgan Stanley

Amy Bekier and Alan Schreer

Carol Birnbaum

Merrill Block

Josh and Jen Hunter Bobrovcan

Philip and Barbara Borsuk

The William and Jane Brachfeld
Foundation, Inc.

Stephen and Jane Bradford

Louis and Ruth Brause

Chandra and Trebenie Budhram

Howard Chabner and Michele
DeSha

Arlene and Gary Cohen, M.D.

Stuart and Harriet Cohen

Cohn Birnbaum & Shea

Nancy Coyne

Thomas Dempsey

Rosalind Devon

Eastern Bank Charitable
Foundation

Susan Egert and Bill Milling

William H. and Rise L. Egert

Kate and Scott Eichel

Emelina Fa and Hon Lee

Fields Family Foundation

Howard and Carol Fine

The Curtis Finlay Foundation, Inc.

Flagship Sun Self Storage

John Freedman

Margot E. and Norman S.
Freedman

Susan and Peter Freeman

Michael and Sharon Freudenstein

Carlos E. and Myriam B. Garcia

Carlos L. and Beatriz A. Garcia

Claudio and Andrea Giesen

Max and Eva Giesen

Jessica Levy and Jeremy P.
Gitelman

Lorraine and Richard Gledhill

Leonard S. and Linda Goldberg

Roman Greene

Ephraim and Karen Heller

H. Dale and Elizabeth
Hemmerdinger

Betty Himmel

Michal Hobel

Cheryl and Terry Hooge

Robert Humphreys, Jr.

Col. and Mrs. Robert Humphreys,
Sr.

Jewish Communal Fund

Helen Klaben Kahn

Ronald Koenig

Lee F. Kolakowski, Sr.

Florence Koplow

Michele and Gary Langer

Sidney and Ruth Lapidus

Nancy Lee and David Tolley

Laurence and Stephanie Levy

Arthur and Susan Lindenauer

David T. and Nancy G. Lokerson

Eugene and Kathleen Luoma

Joseph Z. Marnikovic and Bonnie
J. Colombo

Janet A. Narayan

Kunda Nadkarni

Edward Norris, M.D.

Lynn and Matthew O'Meara

Frank D. and Josephine N. Osborn

PepsiCo Foundation

Permobil, Inc.

Joel I. and Joan R. Picket

Yvonne and Leslie Pollack

Don Radford

Gloria and Burton Richards

Emily and Alan Rosenfeld

Mike and Beverly Rowlett

Jacqueline Savoy and Jack
Ramsey

Betty Schechter

Jay F. Schechter, M.D.

Leonard R. Schwartz

Robert Shafer

Theodore P. and Mary Jo M. Shen

Kevin and Allison C. Stahl

Linda L. and Kevin S. Stapleton

State Street Matching Gift
Program

Christopher and Ellen Stenmon

Maximilian and Wendy Teleki

Philip and Gail Wang

Theodore and Renee Weiler
Foundation, Inc.

Nancy and Kent Van Zant

Joseph P. Walker, M.D.

Doris L. and Henry F. Walter

Bettina and Spencer Waxman

Henry T. Wiggin Foundation

Colleen and Glenn Wing

$500.00 - 999.00

Allegro Sanitation Corporation

Emily and Lawrence Allen, IlI

Linda and Earle Altman

Peter and Rosanne Aresty

Jeffrey P. and Barbara L. Bache

Bruce and Michelle Berger

Bryan Berndt

Jamie Bernstein

Ann Biggs-Williams and Michael
Williams

Paula Birnbaum and Neil Solomon

Barbara A. and John Bowden

Kenneth and Jean Bridges

Laura Bridges

Linda Bryant

Cape Cod Harley-Davidson

Peter and Nancy Carrothers

Jane and Donald Cecil

Mindy and Robert Cesa

Joyce Chabner

William B. Cheek

Fred and Joyce Claar

Pauline and John Cuoco

Serena Cramer-Roberts

Louie E. and Sheryl L. Derting

Gayle Divine and Stephen Poehlein

Terry C. and Tania D. Dole

Eight Five Two Fund

Cheryl and Otey Enoch

Robin and Betty Ettinger

Maureen and Rich Eye

Lawrence G. and Allison D.
Fehrenbaker

Theresa M. and William F. Finnegan

Elizabeth and Steve Foreman

Susan Gardner and Martha Cassidy

Genentech USA, Inc.

Sunny and Bradley Goldberg

David J. and Ellen H. Goldschmidt

Barbara and Michael Goodman

Harold and Marion Gordon Family
Foundation

Howard Haberman and Martha
Lybarger

C. Richard and Dorothy Hardesty

Glenn and Petrina Hasman

Donna and Bruce Hersh

Ruth and David M. Hirsh, M.D.

Robert and Sarita Hixon

Terrence R. and Kathleen M. Huser

Pamela and Dirk Hyde

Jed P. and Susan Isaacs

Mark A. and Deborah J. Jacoby

Richard Jacobsen

Johnson & Johnson Matching Gifts
Program

Jeffrey C. and Beth E. Johnston

Lola and Seymor Kamp

Harold and Sue Ellen Karp

Joanne and Alan P. Kassan

Stanley and Linda Kaye

William J. Kelly and Mary Morris-
Kelly

Thomas and Carolyn Kohlberg

George T. Kuykendall

Paul and Stacey Laurello

Stanley Levin

William Levy

Lawrence and Agnes Liptak

Pauline and Arnold Maerov, M.D.

Virginia D. and Charles T. Maxwell

Harris and Felicia Markhoff

Nancy and Christopher Marrese

John A. McGrail

Scott and Eileen Meador

Leslie Mendez and Karl Mulligan

Merck Partnership for Giving

Ellen and Lee Metzendorf

David and Joyce Miller

Pam and Frank Miller

Stanford Miller

Barbara Mines

WINTER 2012

FSHWatch




FUNDRAISING

FSH Society Annual Donor Report

Gifts received January 1, 2011 through December 31, 2011, continued

2011 Donors

Jai and Jennifer Narayan

Melvin J. and Paula Nelson

0’Connor & Drew, P.C.

Martin and Suzanne Oppenheimer

Virginia Padberg

Kevin Pellerin

Daniel and Stacey Philips

Susan and Stefano Pogany

Laura and John Pomerantz

Andrew and Andrea Potash

Doris Richard

Richard Tucker Music Foundation

SilvanaRiggio and Andy Jagoda

Henry Rinehart

Melissa Roth

Irene and Frank Salerno

Constance and Robert Scharf, M.D.

Ellen Schechter and Jeffrey Berger,
M.D.

Shari Seig

Sesler Family Foundation

Jonathan and Jamie Seslowe

Silberstein Foundation, Inc.

Judy and Robert Soley, M.D.

Sanford and Gail Solomon

George Speisman and Anne Stanner

Victor and Susan St. Amand

Barbara and Herbert St. Lifer

Stephanie Staley

Carolyn W. and Ted L. Staton, M.D.

George Steel and Sarah Fels

Fred and Nina Steinmann

Elizabeth Stephenson

Richard C. and Ann F. Sullivan

David Swope

Joseph Torelli

Tuckerman Brewing Company

UBS Financial Services, Inc.

John R. Viertel, M.D.

Edgar and Sue Wachenheim

Brian Waldron

Stuart Watson

Max Weintraub

Judith and Roger Widmann

Benjamin and Susan Winter

William Wittenberg and Deborah
Halber

Malka and Jerome Wolf

Aileen and Ken Wyckoff

David Younger and Debbie Radzinsky

$250 - 499
Benoit Allaire and Lyne Chalut
Amy and Michael Aquilino

Art Impressions, Inc.

Martin S. and Susan K. Baker

Dinshaw Bamiji, M.D., and Mahrukh
Bamiji, M.D.

Bank of America United Way
Campaign

Michael Barrett and Leslie Tomkins

Scott and Pat Barron

Carol and Horace Barsh, M.D.

Steven A. and Carrie C.
Baumgartner

James A. Baxter

Greg and Teresa Bazan

Geoffrey Bello

Toby and Leslie Berkeley

Judy and Howard Berkowitz

Renee Birman

Blackrock Matching Gift Program

Susan Blankschaen

Steve Bowden

James Philip and Suzanna Bowie

John P. and Natalie M. Bowser

Avis Brenner

Carolyn Brink and Kenneth Raak

Erica and Jacob Broff

Miriam Brown and William Burns

Jill Cowherd Browning

Daniel A. and Carole Burack

Philip L. and Sharon M. Burke

Joanna and Howard C. Cahoon, Jr.

William H. and Lois A. Calhoun

James Callahan

Cetrulo& Capone LLP

Alexander and Susan Chapro

Charles Murphy, Inc.

Yi-Wen Chen and Poching Liu

Celia Chiang and Robin Joshi

Chubb & Son

Citrin Cooperman & Company, LLP

Irwin and Sheila Cohen

John L. and Eve K. Cohn

Carmine T. D’Amelio

Kevin Daley and Ann Goodson

Keith and Lynne Darcy

Edward and Ellen Davidowitz

Debbie Low and Michael Doppelt

Jennifer Egert

E.L.P.

Stephen and Jennifer Elia

Engel-Wolf Fund

Richard and Rosalyn Feldman

Henry M. and Bobbi Fields

Robert S. Fields, M.D.

Robyn and Jared Fischer

Susan and Douglas Fischer
Irene and Owen Fiss

Barbara Fleishman

Martha Fleishman

Gerald and Marjorie Friedman
Rebecca G. Fulmer

Michael A. and Kathleen Garrity
Joseph and Kathleen Gianotti
Janice Gibson

Marlene Gibson

Anne and Robert Gilhuly

Anne Marshall Gillespie

Linda M. and Carl C. Gillespie, Jr.
Glass Favorites of Galesburg
Virginia and Martin Gold
Michale Goldfarb

Robert and Valerie Goldfein

Jill and Elliot Goldman
Lawrence and Sachiko Goodman
Lawrence and Maureen Grolnick
Annie Gross

Julie Ann and Russell Hargrove
Timothy Hart and Mary Pritchard
Susan Hecht and David Cohen
Ruth Hereford

Michael and Lisa Heyison
Patricia C. and David Hill

Gary D. and Diane E. Hirsch
Christine Holmes

Richard W. Holmes

Holmestead Nursery, Inc.
Hopewell School Kindergarten
Michael G. and Kate R. Hurley
Sarah and Peter Jessup

Steve and Anna Johnston

Ray Jordan

Andrew and Peggy Kahn

Kaiser Permanente

David Kamp

Matthew Kelley

Michael and Kim Giambruni Kenin
William C. King, Ph.D.

James A. and Gayle K. Kirsch
Earl Kramer

Robert D. and Carol Krinsky
Scott and Allison Kushnick
Hanna Lachert and David Segal
Star Lai Family

Lisa and Michael Leffell

Pong and Muriel Lem

Enid Harz Linden

Helmut F.J. and Maria T. Lippert
Hannah and Edward Low
Joanne P. and Donald A. Maguire

Thomas L. and Karen Mansir

Susan and Sheldon Manspeizer,
M.D., P.C.

Jose Martinez

Mayfair Realty & Development Co.

Christine McDanald

Kari and Thomas McGovern

Ann Marie McKenney

Donna J. Meek

Russell K. and Diane Miller

Gwen M. Moore

Jennifer Moore

Michael Mulpeter

Carole Jane Nelson

Network for Good

Marjorie Neu and Jules Perles

Valerie and Brian Neumann

Norca Industrial, LLC

Joel and Bette Nussbaum

Jules Perel

James M. and Cathleen F. Perry

David L. and Rona J. Picket

Jacqueline Pierangelo

Peter Pogozelski and Donna Hayes

Betsy and Dan Polatsch

Jerry and Leslie Pollak

Jane and George Pollock, Jr.

Melissa and Nick Posecznick

Margaret D. and Michael J. Powers

Precision Flange and Machine, Inc

Propane Plus

Qualcomm Matching Grant Program

Armando Quiroz

Robert E. and Noel J. Rebello

Scott Richards

Stephen J. Riker and Margery Baker
Riker

Donald Rosen, Ph.D., and Emily
Isaacs, M.D.

James and Brenda Rowland

Billie Ruby

Kelly and James Sanderfoot

Jane Sapery

Sylvia & Robert Scher Charitable
Foundation

Benjamin Schonzeit and Miriam
Hsia

William R. and Gerie S. Schumann

Deborah Schwartz

Gary and Kathleen Shimmel

Kenneth L. Siegel, D.D.S., P.C.

Steven and Fiona Silver

Brad Simon

Fay Slusky
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2011 Donors

Brenda and Bruce Smith

Charles Smith

Daniel Solomon and Mindy Berman

Janice and Dan Speakman

Ruth and Jeffrey Steinberg

Nancy E. and James J. Stricker

Rochelle and Ronald Tamkin

Jerome and Nancy RadinTarnoff

UBS Employee Giving Programs

United Way of Central Carolinas*

United Way of Chester County PA

United Way of Greater Los Angeles

Sandra Van Dort

Chad Wade

For footer on this page:

*Local United Ways do not always
inform the Society of individual
donations; we have tried to
recognize you if we know about
your contribution. Please let us
know about your contributions
in the future if we have not
represented you correctly.

Kevin M. Waldron
April Walker

Scott Weber and Maureen McKenna-

Weber
Suzanne Weil
Kathleen and Seymour Weingarten
Roberta Weintraub and Ira Krinsky
Lucille Werlinich
Simone and Craig Wiener
Henri and Sari Winter

$100 - 249

Anonymous

Gloria and Herbert Abramowitz

Ann and David Adams

Ryan Adams

Michael and Ellen Aeling

AIG, Inc.

Archibald Alexander

Maurice and Heather Allen

Linda and Robert Alperin, M.D.

Amity Insurance Agency

Trina M. and Arnold A. Ames

Ruth and Jeremy Anagnos

Stephen M. and Juanita M. Angelini

Robert Angler and Bobbie
Rabinowitz

David and Allison Ansel

Norman and Sandra Arky

Carol Ann Armstrong

Alexander Arnold

Allen and Susan Artmann

George and Phyllis Asch

Nathan P. and Kristina L. Auclair

Auctioneers, Inc.

Peter Augustini

AXA Foundation

Nancy and Allan Baer

Julie and Jonathan Bahnsen

James and Carolyn Baker

Amy and Scott Baker, M.D.

Rathna Bale

Georgia and John Bancroft

Jonathan Bank and Katie Firth

Bank of America Foundation

Sherry Banks-Cohn and Bud Cohn

H. Douglas and Sara S. Barclay

Andrew Barker

Jean E. Barker

Irving and Elinor Barocas

Michael and Angel Baron

Steve Barsh

Seymour |. and Gloria K. Baum

Carmella and Richard Beato

Laura and David Behenna

Charles W. Bell

Shahnaz Bemanian

Bennett Environmental Associates

Marilynn and Louis Berke

Mikako Bessho

Milton Best, M.D.

Phyllis and David Bettis

Benny and Ann Biggs

Joette A. Black

Beverly A. Blais

Steven Blier

Robert J. and Lydia Levis Bloch

Charles and Brenda Block

Janelle Blom

Jonathan Bloom

Patricia Bloom and Edward E.
Bloom, M.D.

Diana and Norton Blumenthal

Maurice Bonime and Dana L. Zelter
Bonime

Elaina M. and Thomas B. Booth

Andrea Borsuk and Frank Thaler

Marie Bortone

Julie Bothe

Lisa A. Boucher

Edward G. and Elaine G. Boyle, IlI

E. Bradshaw and Stefanie Jeffay
Bunney

Connie and Ernesto Brauer, M.D.

Sandee Brawarsky

Marge and Dale Brchan

Ronald and Elizabeth Brennan

Brewster Store

Frank and Dolores Bridges

Frank Brimmer

David and Beverly Brittain

Valerie and Richard Broad

The Broadridge Foundation

John Brookbank and Jeanne Buffett

Francis D. and Pauline Brouillette

Elizabeth E. Brown

William Brown

Peggy R. and William H. Browning,
M.D.

John C. and Yvonne Budesa

Daniel Burke

Donald Burke

Gene Burnham

Carolyn H. Burnette

Patricia A. Butler and Michael A.
Logan

Sandra Byrd

Jessica A. and Kevin Cabral

Nancy Cabhill

Leonard Cali

Robert Callahan

Edith and Bruce Campbell, Sr.

Cape Cod Insulation, Inc.

David Caplan

A. Richard Caputo

Thomas and Cynthia Carlo

William E. Carlson, M.D., and Carroll
A. Brennan, M.D.

Ann Caron

Sue and William Carroll

Alan Cartoun

Lynn Carver

Jeri Jaeger and Andrew Casden

Debra and Mark Casey

Terese and Salvatore Cerni

Keith Champagne

Jean Chandler

Carol Chandler and Franco Renosto

Gary and Michele Chauvin

Shannon McCue Chernoff

Kara Chew

Gloria L. and Carl D. Chilson

Justin and Jason Chow

Mark J. and Renee M. Christman

Norm Church

Pauline Chusid, M.D., and Jerry
Williamson, M.D.

Benjamin A. and Donna M. Ciampa

Elizabeth Circle

Diane Clancy-Griffo

Clark Construction Group, LLC

Janice L and James R. Clark

Robert L. Clark

Daniel C. and Kimberlee A. Clarkson

Paul and Annabelle Closson

Code Realty, LLC

Nancy Cogen

Bruce Cohen and Heidi Shulman-
Cohen

Sheila and James Collins

Colonial Package Store, Inc.

Kenneth Colosi

Brian R. and Chandra W. Colwell

Karen Conley

John N. Conyngham, Il

Joyce M. and C. L. Cook

Harold F. and Phyllis G. Cooper

Emily and John Corry

Guy J. Corter and Allison M. Kenney

Judith Cotler

Tim Courtney

Douglas and Elizabeth Craig

Michael and Marla Craven

Charles and Barbara Crew

Daniel Crowley

Andrew Csabi

Erin M. and Matthew J. Cummings

Michael R. Curry and Margaret
Hogan Kelly-Curry

Leslie D'Sa

Elizabeth Daecher

Nicole Dagneau-Pitt

Anne Daniels

Laurie Daniels

Jerry C. and Camille S. Davidson

Jim Davis

Robert Davis

Barbara and Douglas Davis

Richard and Joan Davis

Marybeth and Joseph Di Prima

Thomas Dini and Rena Storti

Paul V. and Helen R. Doane

Jean Doble

William F. and Linda B. Doescher

Diego Domenech

Ronald E. Dornau

Larry Dressler and Linda Smith

Selma Dressler

Amy Driscoll

Ryan Driscoll

Carolyn and Larry Duran

Michael Dworman

WINTER 2012

FSHWatch




FUNDRAISING

FSH Society Annual Donor Report

Gifts received January 1, 2011 through December 31, 2011, continued

2011 Donors

Earth Conservancy

Rodney Eggiman

Leif Ellisen

Erik Ensrud, M.D.

Debbie and Jim Epperson

Alan R. Epstein

Mary Erickson and Richard Mullane

Jack Eriksson

Everglory, Inc.

Donald Ewen

Charles Fa

Richard Felner

Lora and Frank Ferguson

Paul Ferguson and Karen Keyes-
Ferguson

John and Janice Ferullo

Lorrie and Neil Fidel, M.D.

David H. and Rochelle S. Fierston

Pamela and Dick Finewood

Barbara Finlay

Sandy and James Foley

Christine and James Ford

Jason T. Forish and Ames K. Emory

James Fox

Erich Frank

Blaise and Kathleen Fredella

Judi Friedman and Ron Goldstock

Lynn Beth and Murray Friedman

Laura and William Friedrich

Liz Fuerstman

Rodney and Brenda Sue Fulmer

Barbara Fulton and Ralph Bladt

Margo Garrett-Kavalovski

Gateway Therapy Center

Susan Gaustad

Mark Gehrke

Ellen Gelin

Patricia and Warren Gelman

Thomas Generazio

Mark Gehrke

Hannelore and John Louis Gerlach

Nancy C. Gerson

Cathleen and Edgar Gerwig

Robert T. and Patricia A. Gillin

Give With Liberty

Charles Gleaton

Leslye and Robert Goldberg

Anita and David Goldblatt

Irving and Marilyn Goldblum

Deborah Golden

Mark Goodman

Alan and Harriet Gordon

Neil and Barbara Gorter

George Grant

Angela Grech

Sandra E. and Mark A. Greenberg,
M.D.

Sandra and Joseph Greenspan

Richard and Susan Gregorio

Gregory Kenshokan Martial Arts
Academy

Keith and Stella Griffin

Gene A. and Jeanne Mills Grindlinger

Lauren and Matt Grossberg

James A. Grossman

S. Paul Gruber

Julie Guest and Spencer White

Gulf Manufacturing, LLC

Judith A. and Bertrand T. Gundersen

Charlotte Guilmenot

Erin Gullage

Patricia and Charles Gullage

Johan Gunnarson

Stephen Gunther

Richard T. Hamil

George and Ellen Hamilton

Ann Hardon

Anne and Brendan M. Hare

Susan and Ray Harman, Jr.

Meg Hart

Lorraine and Clayton Hayden

Susan Heidegger

Robert Heiblim

Brittany S. Heim

Joseph and Anita Helmrich

Susan and Robert Hengelfelt

Mary Ann and Darren Hereford

Mark Herzberg and Patricia Sheridan

Laurie Heyman

Gregory Hickey

Arthur D. and Lauren M. Higgins, Jr.

Jeremy and Diane Hill

Claire and Richard Hirsch

Judith and Everett Hirsh

Raymond Hodell and Beth Norman

Judd Hoffman

Holbrook Cooperative Bank

Elizabeth Holmes

Jeff Holroyd

The Hot Chocolate Sparrow, Inc.

Diann and William House

Cynthia D. Huddy

Anthony Hughes

Ronald Hughes

Raymond A. Huml

Robin and Bruce Humphreys

Elizabeth Hurwitt

Shawn Huxley

Elizabeth and Eric Inouye

Andrew Isaacs

David M. Isaacs

Keniji Ishida and Ailene Shibata

Colleen and Paul M. Ivens

Joyce and Ashley Jacks

Paul W. Jackson

Sam and Li-Su Javedan

John Hancock Matching Gifts
Program

Tara Johns

Hilda Johnston

Keith R. Johnston

Steaven K. & Judith Jones Foundation

Richard H. and Patsy R. Joyner

Mark Jurgen

Sheila and Abbott Kagan, II, M.D.

Dona S. Kahn

Robert Kahn

Mark Kahwaiji

Laura J. and Paul Kampa

Josephine Kastigar

Alan L. and Diana M. Kaye

Audrey K. Kelly

Christi and Paul Kemprecos

Matthew and Sylvia Kerrigan

Linda Ketelaar

Barbara Kim

Pidgeon Kimberly

Becky and Tom Kirby

John E. and Donna G. Kirtz

Joanne Klein and Marshall Nurenberg

Leslie and Jordan Klein

Eleanor M. and Christopher H.
Koehler

Susan Koehler

Doris and Simon Konover

Lee Koonce

Sherwin and Betty Korey

Chareen and Drew Kossoff

Theodore Kotzin

Ruth and Daniel Krasner

Kryn Krautheim

Martin and Linda Krouner

Robert and Marlene Krum

Uwe Kuron

Herbert F. and Cynthia Lach, Jr.

Raymond Laforest

Amy P. and Joseph P. Lally

Kathy L. and Mike Landig

Jalyn and Laurence Lang

Thomas A. Latanzi

Mannan and Margaret Latif

Karen LaVoie

Emily and Donald Lazure

Brett Leake

Melissa and Joe Leccese

Carol Leeds-Riven

Barbara Leis

William and Cnora Lesage

Stephanie Jane Lesiak

Cynthia Lesiak-Lowrey and Eric
Lowrey

Liberty Lighting Group, Inc.

Roman Liccini

Iva Liebert

Lisa Eggert and Joel Litvin

Cindy Lobel

KaarenLobel

Nancy and Alan Neil Locker

Tamara Loomis and Jim Neale

George Louie

Jacqueline Lowey

Colin J. Lucas

Robert and Sharon Lueking

Brian Luoma

John J. Maceri

Derek Maguire

Farah Mahoubi

Jason Malone

Myra B. and Marvin S. Marantz

Scott Marantz and Susan Laskoff

Joan A. Mark

L. Gail Markham

Glen Marshall

Kathleen Masey

Linda Mason

Joseph J. Matt, Ill

Sara and Dave Matty

Charles Mauro

Debra Mazzaraco

Christe McCoy-Lawrence

Laura Mcgee

Harry McGovern

Carole Sue and William McGugan

Jeff and Jennifer Mclnnes

Douglas and Jane McKenna

Douglas McKnight

Richard E. and Barbara J. McMichen

John and Maureen McNamara

Bernadette McNulty and Lawrence G.
Krugman, M.D.

Susan and David Melanson

Mercantile Bank & Trust Company

Ronald and Mary Ann Michael

Colleen and James Michels

Diane Mickel

Microsoft Matching Gifts Program
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2011 Donors

Christina V. Miller and Scott W.
Wimer

Dale A. and Mary S. Miller

Jeffrey Miller

Linda and John Miller

Paul J. Miller and Carrie Sage

Susan and Timothy Miller

Mary J. Mills

Phyllis and Slade Mills

Nancy and David M. Milstein, M.D.

James Mitchell and Lesley McCave

Kathleen Moineau

Paul Monical and Marva Duerksen

Charlotte and Tim Montgomery

Patrice E. Moore

Leon C. and Maria V. Morales

Neil J. and Marilyn B. Moritt

John F. and Joanne Moroney

M. Patricia Morris

Meg Morris-Aabakken and Jorn
Aabakken

Richard P. Morse, Jr. and Betsy
Newell

Doug Morton and Paula Jackson

Mark T. and Carol Rico Murphy

Dana Mulder and Christine Zakrajsek

Muller Family Foundation

Priscilla Murphy

Susan Murray

Eleanor and Daniel Nelson

Mike Nelson

Jon and Gwen Nese

Barbara and Robert Neustadter

Dana Newman

Jon Newman

Richard G. and Constance C.
Nicholas

Maryrose Nihlen

Norfolk Dedham Group

Nancy Norman

Ola Nygards

Mary P. O'Donoghue and Robert T.
Jordan

Ann O’Leary

Cornelius and Marilyn O’Leary

Ok Pipe & Fittings, Inc.

Doris Olds-Eck

Darleen and Edward Olsen

Orleans Wine & Spirits, Ltd.

Terry and Noya Ostrowiak, M.D.

Neil and Naomi Oxhandler

Scott and Michele Pace

Ken and Carolyn Packer

Michael A. Packer

Christopher and Dana Pak
Nancy and Stephen Paladino
David Palmisano

Rhoda and Claus Pappenheimer
Jill and Paul Parsons

Louis and Ellen Pease

Hilda Perez-Shafer

John Perillo

Ronald and Melody Perry
Richard Peters

Nancy Ellen and David N. Petersen
Larue and Caroline Pfeiffer
Jacqueline Phan-Schmidt

Mary Phinney

Alexandra C. Pichardo and Joaquin J.

Lopez Quesada

Mark W. and Cynthia J. Pikula

Glenn Pilipski

Philip and Bridget Pliskin

Piping Products, Inc.

Howard and Ellen Poretsky

Linda and Paul Posl

Sharon R. and Bruce S. Povman

ProMutual Group

Blanca Putnam

Lynne Putnam

Suzanne and Michael Quigley

Matthew Quimby

Michael and Lisa Radin

Khatidja Ramzan

Barbara and Joel Rascoff

Michael and Margaret Reardon

Edward Rees

Joan and Stan Regenbogen

Hortensia Maria and Jorge Ribas

Ann Marie Richard

Mary Rieger and Jude Watkins

Robert E. and Madelyn Rae Riggan

Orfil A. Rivera

Cathy A. Robbins

Ronald and Michelle Robbins

Pamela Canham and Christopher J.
Roberts

Susan Roberts and Jesse Roberts, Jr.

Vanessa and Todd Rome

Lisa and Marvin Rosenbaum

Elaine Rosenberg

Stephen Rosenblatt and Laurie Wolk-
Rosenblatt

James Rosenfield and Deborah
Sanders

Nora and Larry Rosensweig

Robyn and Steven Roth

Mark Rousseau

Edna A. Rowe

Charles M. and Beverly Rowland

Karlee and Matt Rowland

Michael Rozman

Susan Rudewick

Jeffrey C. Rudikoff and Gail R.
Weingast

Jon Rupp and Pat Wheeler

David and Claryce Russell

Mark Russell

Rick R. and Kimberly K. Ryel

James and Emilie Ryley

Harold J. and Beatrice A. Saling, Jr.

Jean M. and Richard W. Sanders

James J. Sanderson

Chandrasekar Sankaran

Greg C. Saunders

Gary M. Sawayer and Mary F.
Lambton

Judy and Robert R. Scharf

Lisa Schauwecker

Claire Schechter

Steven D. and Sofia Schennum

Marc and Debbie Schindelheim

Robert Schley

Elizabeth Schrauder

Dianne S. and Steven B. Schreer,
D.M.D.

Heather and Andrew Schreer

Joni Schreer

Robin Schreer

Evelyn Schuster

Linda Scott

Mirta and Ernesto Seldman, M.D.

Diana and John Sencerbox

Wendy and Wayne Shack

Ashish Sharma, M.D., and Nadia
Kazim, M.D.

Paul and Susan Shay

Carla Shen

Esther and Joseph Sherr, M.D.

Rodney J. and Leigh D. Shuster

Yefim and Rima Shutin

Richard S. and Judith E. Siegel

Aaron Siegel, M.D. and Suzanne
Donick

Robert A. Siegel

Jane Silver

Margaret Silverstein

Glenn E. and Lois Simmons

Kristin Simmons

Ryan P. Skenyon

Susan Skubinna

Bruce Smith

Harriet and David Smith

Joan Smith

Robert F. and Patti A. Smith
Ruth G. Smith

David Smith-Greenwood

David Snell

Snowden'’s Secret Publishing, LLC
Bette Sokolsky and Stephen Fiss
Naomi G. Solomon

Susan K. Spencer

Christopher and Diana Spillane
Hamilton M. Sporborg, D.D.S. P.C.
Audrey Sporleder

Teresa and Matthew Springer
Latisha and Gene Starbuck

Ann L. Starkey

Jean Staton, M.D.

Monti Staton

Michael and Andrea Stein
Cecile Stein, Ph.D.

Julie and Kurt Steinkrauss

Rene and John Stenson, Jr.
Donald B. and Muriel S. Stern
Ray and Betty J. Stewart
Michael Stoppard

Elaine Strum

Rebecca and Stephen Stubbs
Mayo S. and Elizabeth C. Stuntz, Jr.
Gary K. Sturm

George Sula and Audrey Kurtzman
John F. Sullivan

Robert G. Sullivan

Anu Swamy

Cynthia Swartz

Lawrence B. Taillie

T.S. Gwan Tan

Richard Tanner

Susan and William Tepaske-King
AtallahTerese

Kathryn M. Thyret

Frederic Thys

Heather and Sam J. Tomasetti
Lisa S. and Christopher Trent
Yvonne Tropp

Ken Trueman

Doris F. Tulcin

Evelyn J. and Joel Ullman, M.D.
Rochelle and David Umanoff
Bruce and Carol Unger

United Way of Southeastern PA
Debra Utz

Valdez Productions, Inc.

Ana Valencia

Catherine and Lester Van Alstyne, Jr.
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FSH Society Annual Donor Report

Gifts received January 1, 2011 through December 31, 2011, continued

2011 Donors

Susannah B. Van Dyke

Debra K. and John D. Vance
Carol and Paul Vanderijn

Sheila Kelly and William Vaughan
Rhonda and Robert Von Schriltz
VSNY

James Durell Wages

Mirell and Neil Walden

Barbara and James Waldron
Kenneth Wallston, Ph.D.

D. Walsh

Doris and Michael Walsh
Michaela Walsh

Thomas A. Walsh

Gertrude Wambach

Wareham Ford

Patricia H. Watson

Jill Webb

Deborah and Charles Weber
Karen Christman and Joseph Weber
Larry and Barbara Weber
Stacey and Stu Wechsler
Sandra Weeks

Ladd and Cathy Weinberg
Bettina G. and Martin E. Welsh
Stephen K. and Paulette Werbel
Robert H. and Barbara S. Wertheim
Beverly Weyenberg

Merrill Weyerhaeuser

Colette Hollander Wheeler
Richard Whitehead

Col. Matthew P. Wicklund, M.D.
Lynton C. and Joan Wiener
Christiane and Jeffrey Wiese
Peter Wiese

Martha V. and Raymond G. Wile
John Willett

Susan S. and Stephen W. Williams
David R. Williams

Diane and Reed Wilson

Barbara Wing

Jonathan Wing

Matthew Wing

Florence and Kurtis Wiseman

Elliot K. Wolk Family Foundation, Inc.

Michael and Katherine Woloshin
Timothy J. and Sara A. Wondolowski
Pamela Wright

Israel Yahalom

Kyoko Yokomori

Douglas Yoshida

Patrick and Mary Yost

Dawn and David Young

Epha Young

Fina and George Zagas
Walter J. Zahorchak
Marcie Zimmerman

$50 - 99

Sue and David Aaron

Lee S. Alexius

Barbara Gillespie Ambrose

David Anderson

Mary Leigh and Brian R. Andrea

Craig and Kathleen Arritt

Robert Arritt

Automatic Data Processing Matching
Gifts

Barbara L. Barnett

Jay and Barbara Bass

Carol and William Battles

Ron and Sharon Baxter

Royce Beal

Ranae Beeker

Dorothy B. Benullo

Erik Berg and Phyllis Fang

Sarita Bhimpure

ErinnBifani

Kim Kuulei Birnie

Maria and Kenneth Bishop

Eileen Bjork

Kathleen A. and Kenneth H. Black

Jenifer and David Blackner

Deborah Blotner

R. Daniel and Mary Booton

Richard D. and Jean E. Boudreau

Joy and Don Bray

John F. and Dolores A. Brett

Catherine Briel

Lisa Brouillette

Patricia and Donald Brouillette

Alan and Rona Brown

Kimberlee and Robert Brown

Lisa Brown

Susan Brown

Eric Bryant

Robert Buckenmayer

Sharyn Burdge

Ann Burke

Rachel E. Burnett-McDonnell and M.
Evan McDonnell

David W. Burns

Michael C. Burns

Tara L. Kelly Butterfield

John D. Butters, Jr.

Lori and Steven Calandro

Eleanor Caplan

John F. and Lauren A. Carnes, lll

James Carollo

Lisa and John Cassidy

Stephen R. and Eileen A. Cavicchi

Nicole and Greg Chang

Saundra Lee and James Checco

Guy and Cynthia Chetrit

John N. and Ellen K. Citron

David Clayman

Kevin T. and Cornelia C. Coffey

Steven Cohen

Rhonda and William Collier

Terence and Sonia McKenzie Connors

Carol and Edwin Cox

Jeannine and Patrick Coyne

William H. and Adelaide S. Craig

Gayle Cranford

John J. and Dorothy Creegan

William D. Crowell, Esq.

Joseph Crowley, Jr.

Robert F. Crowley

Donna and Timothy Dahlheimer

Richard DaRe

Richard A. Davey, Jr., and Jane E.
Willis

Harl Davis

Jessie May Davis

Michael Davis

Leandra Dean

Karen and Roger Debenham

Kim Dee

Thomas A. and Diana M. Dee, Jr.

Erin Delaney

Kenneth Delong

Deborah and James DeMarco

Cristiane de Melo

Steven Deroian

Charles and Eugenia Desmone

Robert A. and Emily T. DeSantis

Rosemary and Jerry Detwiler

Mark and Julie Devore

George and Myrtis Diaz

Mary Ann and Anthony De Ceglie

Lisa DiGiusto

Dominion Foundation Matching Gift
Program

Edith and Michael Dorsen

Mary E. Doto

Mark and Joanna Dow

Ryan M. Doyle

Nancy Drane

Don Drinkwater

Charles and Darlene E. Drutman

Wallace and Sarabell Dunlap

Kathryn Ecenbarger

Erne Fittings, Inc.

Isabel Escobedo

Emidio M. and Nance L. Fabretti

Patrick Faherty

Sharon Feldberg

Bill and Rosemary Sheridan Ferris

Theresa Marie Finnegan

Susan Flondarina

Charles M. Fitts. Jr.

Jill Fleisher

John Foegley

Linda and Everett Fong

Carol and Gennaro Formato

Teresa Forstner

Gregory and Stephanie Fortuna

Cynthia Fox and Stephen Berrick

Burt Frank

William and Michele Fraser

Mary and Allan Freeman

Gregory and Antonia Fricke

Susan and Gary W. Friede

Corey Friedlander

Charlotte and Joseph Fry

Linda and Lester Fulmer

Paul A. and Laurie A. Galop

Nathanial Garrett

Christopher Gaudet

GE Foundation Matching Gifts
Program

Mark N. Gerber

Glenn and Janet Gibson

John Gillespie, Ill

Ernest and Lois Gilman

Richard Godfrey

Annette Godin

Golden Girls, LLC

Mel Gonzalez

GoodSearch

Marie Gordinier

Bernard and Anne Gorter

Monique Govostes

Lena Graham

Manuel and Leslie Grech

Ann Greeley

John J. Gregorio

Bill and Kathleen R. Grieder

Ruth E. Grieder

Tiffany Groode

Samantha Gross

Laura Grunert

Lucinda Guzik

Sarah Guzik

Patricia and Richard Hall

Dana Hamernik
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2011 Donors

Mia and Lawrence Hamwey

Stacy Hankin and Benjamin Walters

Charles and Georgann Hanna

Doug Hardesty

Gary Harner

Carl and Marion Harris

Don and Laurie Harroll

Barb Harvey

Patricia and Robert Hauser, Jr.

Anna Hawk

Howard and Elizabeth C. Hayes

Nancy Haynes

Maureen Heakin

Nancy and Carl Hedden

Thomas P. and Andrea S. Hennigan

Eric Heshion

Catherine Heusquin-Rosenthal

Brendan J. and Mary F. Hickey

Rita Hirsch

Anne Hoffman

Irene and Patrick Hoffman

Freya Hoffman-Terry

Leonard and Harriett Hollander

Elizabeth Holmes

David R. Huck

C. Tony Hudson

Christene Hurlbutt

Beth Hutchins and Pete Skeggs

D. Michael and Cecelia Hymnes

Susan J. and Donald Schneider
Insley

Lucile Irwin and lan Christoph

Sandra Jacobs

Shelley Jacobsen and Oliver Smith

Mark Jaroscz

Dennis and Jane Jewell

David Johnston

Brittany and Christopher Jones

Cheryl A. Jones

David Jones

Linda Jones

Peter Jones, Ph.D., and Takako
Jones, Ph.D.

Danielle Joyce

Bob Juhasz

Elaine and Eugene Kagan

Joanne Kanakry

Isabel and Marvin Kanefield

Winnie and Kenneth Kanter

Janet and Stanley Kantor

Madeline and Robert Kaplan

Sharon Katz

Adrianne and Richard Kaufman

Susan and Lester Kaufman

Hilary Kawelo and Jobriath Rohrer
Barbara and Joseph Keefe
Linda and Michael Kelley
Maureen Kelly

Meredith Kench

Audrey Kennedy

Eleanor Kennedy

Jason and Lisa Keshishian
KeyBank Capital Markets
Carol Kim

Jilleen and Gary Kimball

Lillian Kimbell and Nathan Gardels
Frederick L. Kingsley

Mary and Ted Kingsley
Kathleen Kirby

Iris Kislin

Lynne Kornhauser

Lyn and Nick Koropatkin
Robert Kosberg

Linda and John Koskoski
Jerome and Marcia Kraut
Joanne Krawczyk

Laurie W. and Tom Krawczyk
Karl Kuhn

Eileen Kulpinski

Dorothy Kuykendall

Thomas Labruna

Shari Langer

Susan Langfield

Donna LaRoche

Steve Latham

Anne Lauritzen

Rebecca and William Lauten
Thomas C. and Jennifer L. Lavallee
Susan Lawson

Eileen Lechki

Jack M. and Cynthia M. LeCroy
Eleanor Lee

Elma Lee

Michael Lesiak

Steven P. Letz

Pam and Arthur Levenson
Sara Levy

Judith G. and David L. Lichtenstein
Daniel and Darlene Lindquist
Carol and Louis Lipman
Marilyn and John Long

Shelley Long

Nancy Lowrance

Paul and Lori Lucero

Stephen and Marie MacDonald
Macro Vision

Laura Maffei

Dorothy and Paul Maier

Rebekah Malkemes

Owen and Marlene March
Theresa Mariano

Richard Marks

Brian P. Marshall

Katrina Maskew

Barbara Mason

Rebecca Masters

Mark and Deborah Mathis
Amber McGuire

Marjorie McKinney

Susan McLean

Pablo Mejias and Edward Doolittle
Mark M. Melnyk

Edmund A. and Theresa A. Memmott
Elizabeth Terlingen Merkle
Brenda and Brian Mervis
Mariana Meyer

Robert Meyers and Amanda Farnham
Nora and Joseph Michelli
Dorothea Michels

Hilary Michels

Alice and Sheldon Miller
Bryan Mills

Janice T. Minten

Selma and Harold Moffie
John and Norma J. Mondelli
Maria Moniz

Elizabeth A. Moralis

Margaret and Thomas Morley
Marilynne Morley

Manuel Angel Moro Vinuela
M. Patricia Morris

Peggy Morris

Andy Moses

Janet and Harold Moskowitz
Margaret Mueller

Sarah and Earl F. Murphy, Jr.
William Murphy

Mary L. and Benny L. Nash
lona Nealis

Catherine and Edward Neishell
Richard Nelson

Network for Good

Elizabeth and Lee Niner
Carol Noack

John J. and Mary C. Noel
William E. O’Neill

Jean Onofrio

Pamela J. and Jonathan Oppenheim
Christopher Orlando

Hugh and Melanie Owens
Sharon and Anthony Pace
Mr. and Mrs. Carl Parker

Mark Parness

Akshay and Savita Patel

Patti and Kevin Patton

Michael Pegues

Andrea Pennati, Ph.D.

Patrice and Joseph Persico

Donna J. Peterson

Marianna and Ronald Peterson

Bruce Pierce

Marian Pink

Barbara Rosh Poling

Robert C. Pordy, M.D., and Cathryn
A.J. Devons, M.D.

Marvin and Lesley Porter

George J. and Yvonne R. Poske

Julie and Christopher Psychos

Linda K. and Frank E. Pulskamp

Linga and Uma Raju

Noe Ramirez

Rancho Bernardo Art Association

Joane Rashbaum

Jannis and Paul Rasore, Jr.

Elie and Syrus Rayhan, M.D.

Michael and Linda Raymond

John Reaves

Robert J. Reddington

Gervis Reed

Maryann and Mark Reilly

Stephen R. Rennell

Belle Ribicoff

Kenneth D. and Linda J. Rich

AnnMarie Richard

Michael and Sharon L. Richardson

Gary Richwald

Stephen D. Riden

Barbara Rigaud

Francesca Dall’Olmo Riley, Ph.D.

C. Timothy Riney

Julie A. Robinson

Jeffrey and Kathy Rogers

Heather Anne and Jason Ronan

Judith B. and Allan S. Rosenblum

Herbert Rosenfeld

Timothy and Shannon Rothe

Abir Roy

Bobby and Ira Rubin

James and Betty Rubenstein

Marshall A. and Sandra H. Rulnick

Donna Russell

Amy and Thomas Ryan

Angela and Gordon Sangster

Mark and Helga Saitowitz

San Diego Marble & Tile

Nancy Sanzo
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FUNDRAISING

FSH Society Annual Donor Report

Gifts received January 1, 2011 through December 31, 2011, continued

2011 Donors

Patrie and Michael Sardo

Diane Sartanowicz

Darren Schenkler

Gladys Schennum

Eli and Harriet Schindelheim

Grace Mary Schiro

Steven T. Schnell

Thomas and Cynthia Schott

Patricia Schroeder

Devera Schulman

Scott and Lois Schultz

Edith Schwartz

Leonard J. and Freda Schwartz

Sherrell Scott

Kim Sears

Kim Sebastiao

Gayle and Jay E. Selcow, M.D.

Dennis Serwick

Ayako Linda and Charles Seu

Patricia and David Shaffer

Leena and Naren Shah

Mark L. Shapiro

Edward J. and Joann Shaw

Bridget Sheehan

Kevan E. and Ann Ledang Sheehan

Rebecca Shein

Andi Sheridan

Betteann and Martin Sherman, M.D.

Grace Shohet and David Brownstein

Stephen Shotland

Shanda Shreer

Robert Siegel

Nora and Christopher Siepietowski

Kathryn Simmons Carns and
Nathan Carns

Elizabeth Simpson

Myer and Elaine Singer

David W. and Joan Slagle

Melanie Mooy Slavitch

Sebrena and Alfonso Small

Carol E. Smith and Lynne C. Dukett

Gerald and Joanne Smith

Janice Smith

Shirley and Warren Smith

Nancy Smolik and Jim Kellgren

Naomi G. Solomon

Sotiri Sougaris

Mary Ellen and Ronald Springer

Sara Steele

Carol A. and William O. Stenmon

Lili M. Stern and Ehren Rolle

Nia and Jason Stivers

Miriam Stormo

Claude and Peggy Stuber

Robin Suchy

Janet Sullivan and Edmund Cuoco

Jilma A. Sweeney

Barry S. and Joan O. Swirsky

Maria and Walter T. Szuciak

Tia Takigawa

John A. and Barbara L. Tatum

Stephen Terry

Carol and James Timms

Barbara Tomasian

Mia Tsui

Kelly and David Tutaj

Frances A. Uftring

United Way of the Bay Area

United Way Fox Cities

US Bancorp Matching Gift Program

Joy and Matthew Vacca

Espie Valdes

Kathleen and William Valeri

Maria and Charles Ventura

Valerie M. Ventura

John D. Volpini, Jr. and Wendy A.
Bellew

Valerie Fries Wade

Michelle Walker

Stephen Warstler

Janice A. Weber

Sadie and Jack Wertheimer

Betty West

George and Gladys Weston

George Whitaker

Karen and Randy White

Samantha White

Amy Whitley

Eric Whritner

McKinley Williams

Chin and Glenn Wing

Tony Norskog and Sarah Woerner,
M.D.

Jackson Wong and Kami Wright

Pamela M. and Matthew D. Wright

Christiane Wyckoff

Milton and Joanne Yatvin

Ray Yee

Michael York

Phyllis and Paul Young

Christine Zakrajsek

Violet Zeitlin

Ligin Zhu

Angela P. and Drew L. Zielinski

Linda and Kendall Zigler

Tracy and Bart Zitnitsky

Zitter Group

Michael A. Zukowski

In Honor

Family and friends of these
individuals made gifts in their
honor in 2011

Joseph Albunio, Jr.

Jean Marie Allen

Frank Aurich

Jeffrey Bache

Marie Bagot

Carol & Horace Barsh
Sandy Batkin

Amy Bekier

Geoff Bello

Douglas Berg

Ann Biggs-Williams
Steven Blier

Janelle Blom

Tyler Brookbank

Mimi Brown and Bill Burns
Rachel Brusseau

Ashley Bryan

Edie and Bruce Campbell
Howard Chabner
Michele Chauvin

Haley Cohen

Harriet and Stuart Cohen
Justin Cohen

Stuart Cohen

Ken Colosi

Matt Comfort and Susan Ziegler
Betsy Conron

Grace Corradino
Marianna Daly

Rosalind Devon

Julie Devore

Robin Ettinger

Maureen Eye

Frank Fitzmaurice

Emily Flanigan

Sixto Garcia

Catherine Gibson

Eric Gibson

Samuel Gillespie

Mel Gonzalez

William E. Grieder, Sr.
Jessica Ryley Hammond
Adele Hantman

Mike Harrison

Joseph Donald Hawkins
Scott Heakin

Ruth Hereford

Donna Hersh

The Herzberg Family

Laurie Heyman
Richard W. Holmes
John Hosp

Betty and Bob Humphreys
Victoria Insley

Lauren Jacobs

|sabel Jeffares
Preston Jeffares

Beth & Jeff Johnston
Katherine and Neil Judell
Glenn Kalmus

Family Katz

The Kelly Family
Christi & Paul Kembrecos
Timothy Kerrigan

Bob Kirsch

Daniel Krasner

Kryn Krautheim
Michele Langer
Stanley Lapidow
Rubin Laskoff

C. Larry Laurello
Aubrie Lee

Hon Lee

Richard Lefebvre
Duncan and Bill Lewis
Danielle Liptak
Lokerson Triplets
Brian Luoma

Myra Marantz

Ginny and Charley Maxwell
Linda McClay

Kathy McCoy

Hilary Michels

Mel Minsky

Jennifer Moore

Leon Morales

The Narayan Family
Marvin Neiditz
Elizabeth Niner
Amanda Norskog
Edward O’Dell

Ann O’Leary

Kyle Pablo

Carl Parker

Linda Passon

Denise Patapa

Jessie Pease

Carol & Charlie Perez
Dan & Sue Perez
Susan Perez

Sal Picone
Jacqueline Pierangelo
Nicolas Pogany
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2011 Donors

The Polonsky Family
Jeff Rennell

Darryl M. Richards

Jo Ann Roesler

Emily and Alan Rosenfeld
Jane Rowlett

Jessica Ryley Hammond
Kelly Sanderfoot

Eli Schindelheim, Sr.
Deborah Schwartz

Adi Segal

Adi & David Sullivan Segal
Judy Seslowe

Clint Shack

Vincent Shirk

Allan Silverstein

Kristin Simmons

Gina and Dana Simone
Todd Skiles

Robert F. Smith

Monti Staton

Chris Stenmon

Erin Taylor

Doris and Henry Walter
Benjamin Watson

Sandy Weeks

Wilt Family

Carden Wyckoff

Helen Younger

In Memory

Family and friends of these
individuals made gifts in their
memory in 2011

Rex Babcock

Ruth Batkin

Elvina and George Baxter
Foley Bernard
Barbara Birnbaum
Alice Bowser
Christine Bridges
Helen Burnham
Bernard Chabner
Diane Chapman

Dr. Christopher Chow
Barbara Christman
James Colagiovanni
Bea Cox

Robert Cranford
Doug Davies

James Davis

Karen Detch

Jane Douglas McCoy

Audrey Falk

Barbara Ferullo
Fuerstein Family
Hurley Fulmer

Cindy Gilman

Elaine Golub

Joe Grech

John R Gregory, Jr
Lady and William E. Hall, Jr.
Robert Stark Henderson
F. Peter Herzberg
Dotty Hiehle

Dr. John Holmes, Il
Marcella Jarosz

Karen Johnsen

Alex Kanter

Miles Kerrigan

Elaine Lancaster Kolakowski
Irene Lai

Dr. Harvey Larson

April Levin

Evelyn Levine

Beverly Levy

Richard Markel

Frank Kenneth McKinney
Marilyn Meisel

Carol Melvin

Billy Michael

Edward J. Morris

Dave Nelson

Lillian Orinick

Godfrey Padberg
Panter Family

Daisy Paynter

Aida & Harold Purowitz
Andrew Quigley

Edith Rastellini
Gertrude Reil

Janet Rodano

Edward Schechter
Leonard Schwartz
Edwin Seiberlich

John Shimkus

Ralph Skiles

Russell E. Smith

Jean E. Soldan
Frederick Steinmann
John L. Stephenson
Prasanna Swamy
Nancy Taillie

Thelma I. Van Aller Corradino
Jo Ann Wido

Henry T. Wiggin

FSHD Future Fund

Members of the FSHD Future Fund
are individuals who have included
the FSH Society in their estate
planning

Anonymous

Sanford Batkin

Amy Bekier

Greg and Tanya Bergstein

Howard Chabner and Michele
DeSha

Barbara and James A. Chin, Sr.

JoAnn P. Forance

Judy and William Herzberg

Jeffrey and Christine Jacobs

Duncan and William R. Lewis, Sr.,
M.D.

Donald and Judith Lokerson

William A. Maclean

Joseph J. Matt, IlI

William and Virginia Michael

Jennifer Moore

Elizabeth Schrauder

Deborah Schwartz

Robert and Patti Smith

Thomas A. and Kathy Stewart

Helen and Marc Younger

Family Fundraising, 2011

Chabner Family

Gillespie and Gibson Families

Herzberg Family

Jacobs and Conners Families

Kelly Family (Lucero, Wing,
Paladino,

Cuoco, Gregorio, Owens,
MacDonald)

Tim Passon

Gatherings of Members and
Fundraising Events, 2011

April

13th Annual After Tax Season
Celebration

Dorchester, MA

Ellen & Chris Stenmon, Chairs

May

Festive Evening of Music and Song

New York, NY

Judy Seslowe and Beth Johnston,
Chairs

June

Fulmer Family Dinner
McDonough, GA

Rod and Brenda Fulmer, Chairs

Quilt Raffle

Hopewell School Kindergarten
Class

Taunton, MA

Ann Marie McKenney, Teacher

September

End of Summer Pool Party for FSH
Muscular Dystrophy

Atlanta, GA

Kevin Kirby, Host

October

2nd Annual Walk ‘n’ Roll

Irvine, CA

Amy Bekier and Mimi Garcia,
Chairs

3rd Annual Walk ‘n’ Roll
Cape Cod, MA
Rich Holmes, Chair

Nike Half-Marathon

San Francisco, CA

Paula Birnbaum running in memory
of her

mother, Barbara Birnbaum

Chili Cook-off

Lambertville, NJ

Jen Hunter and Josh Bobrovcan,
Hosts

November

ING New York City Marathon
Geoff Bello, Runner

Jeff Johnston, Coach

December

Silpada Designs Evening
Stuarts Draft, VA

Jill Browning, Hostess

We deeply regret any errors or
omissions.
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NEWS AND EVENTS

FSH Society 2012 International Patient/Researcher Network Meeting

Saturday, June 30 and Sunday July 1+ Atlanta Marriott Marquis, 265 Peachtree Center Avenue NE, Atlanta, Georgia 30303

Tentative Program (February 2012)

» Friday, June 29

4:00-6:00 p.m. Registration
6:30 p.m. Informal dinner(s), to be arranged (optional)

» Saturday, June 30

Breakfast on your own
8:00 a.m. Registration continues

9:00 a.m. to noon  Keynote address and panel discussion
The State of FSHD research and what patients
might expect in the decade

Noon Lunch (included in registration)
Luncheon speaker

2:00-3:30 p.m.  Concurrent sessions
Getting to know each other:
Introducing ourselves
 Teenagers and young adults
e Parents of teenagers and young adults
e FSHD adults
 Spouses and partners of FSHD adults
e IFSHD parents
¢ Brothers and sisters of FSHD patients

3:30-4:00 p.m. Break

4:00-5:00 p.m.  Speaker or panel:
Yoga, massage and other relaxation therapies
Dinner on your own

» Sunday, July 1

Breakfast on your own

9:00-10:15 a.m.  Improving the quality of patient living
Speakers: Clinician on best practices and three
patients speak about their lives

10:15-10:45 a.m.  Break

10:45-noon  Improving the quality of patient living,
continued: Physical therapy and exercise, and
Breathing and respiratory health

Noon Lunch (included in registration)
Luncheon panel
Psychological, spiritual and social dimensions
of FSHD

1:30-2:30 and  Small breakout sessions;
3:00-4:00 p.m.  Concurrent and repeating

Possible topics

e Caregivers; sharing triumphs and trials

e Maintaining a good diet and good nutrition

e Leisure time and the freedom to travel

o The expert patient: managing dialogue with
your physician

e Parents: preparing for the education and work
life of your children

* Taking stock of your future in the workplace

e Advocacy and disability rights

e Teenagers: Dating and forming lifelong
relationships

e Adults of any age: Dating and finding
relationships

¢ Deciding to have children

4:00 p.m.  Conclusion

> SOCIETY CONTINUES PROGRESS IN

UNDERSTANDING AND TREATING FSHD

Grant awards for August 2011 cycle

1. Identification of the epigenetic mechanisms that regulate
DUX4 activity in skeletal muscle
Richard J.L.F. Lemmers, Ph.D. / Silvere van der Maarel, Ph.D.
Leiden University Medical Center
Department of Human Genetics
Leiden, Netherlands
$80,000 over 2 years

2. Resonance Imaging and Spectroscopy Biomarkers in FSHD
Doris G. Leung, M.D. / Kathryn R. Wagner, M.D., Ph.D.
Hugo W. Moser Research Institute at Kennedy Krieger
Baltimore, Maryland
$43,650 over 1 year

3. Additional Support for Medicinal Chemistry Developing anti-
DUX4 therapeutics for FSHD
Michael Kyba, Ph.D.
Lillehei Heart Institute, University of Minnesota
Minneapolis, Minnesota
$25,000 over 2 years
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NEWS AND EVENTS

FSH Society 2012 International Patient and Researcher Network Meeting

Date:
Saturday and Sunday, June 30-July 1,
2012

Location:

Atlanta Marriott Marquis

265 Peachtree Center Avenue NE
Atlanta, Georgia 30303

Cost for meeting registration and
lunches:
» $190 per adult

(with current membership)

» $210 nonmembers
» $105 per young adult age 12-18

» no charge for children under 12

The International Patient and Researcher
Network Meeting, sponsored by the FSH
Society, is a partnership among patients,
families, clinicians and scientists. The June-
July 2012 meeting in Atlanta will include
lectures by and question and answer sessions
with leaders in the field of FSHD, including
contributions from major clinical centers and
research centers, and educational sessions
on breathing and respiration, exercise and
physical therapy and other quality-of-life
topics . Popular breakout sessions include
topics that participants have requested as well

as the interests of teenagers and young adults.

Overnight accommodations are available at
Atlanta Marriott Marquis. The FSH Society
has a special conference rate of at $109 per

night (single or double occupancy), plus taxes.

The hotel guarantees 25 accessible rooms, 9
with roll-in showers. For the best selection of
accessible rooms and showers, please make
your reservations early. The closing date for
the Society’s block of rooms is Thursday, June
7. For reservations, call (800) 266-9432 or
(506) 474-2009, or reserve online at
https://resweb.passkey.com/
Resweb.do?mode=welcome_ei_
new&eventID=6304468

Confirmation for the meeting will be
mailed/e-mailed to you upon receipt of your
registration. Please mail this form in the
enclosed envelope or register online at www.
fshsociety.org by June 1. Credit card or
checks payable to “FSH Society.”

REGISTRATION FORM
Saturday-Sunday, June 30-July 1, 2012

Please mail in registration by: June 1, 2012, to:
FSH Society, Inc.

64 Grove Street ¢ Watertown, Massachusetts 02472

Phone: 617-658-7878 + Fax: 617-658-7879
E-mail: 2012Meeting@fshsociety.org

Register online at www.fshsociety.org

NAME(S):

» FSH SOCIETY PATIENT NETWORK MEETING AND LUNCH

ADDRESS:

DAYTIME PHONE:

E-MAIL:

adults at $210 each $
(non FSH members)

Conference Fees:

adults at $190 each $
(FSH members)

__ young adults $105 $
(12 to 18 years

—_ children under 12 no charge $ __no charge

__ 2012 FSH Membership $
$50 per household

| am unable to attend but wish to
support the conference with a fully
tax-deductible contribution $

TOTAL AMOUNT ENCLOSED %

Please make checks payable to FSH Society or, bill my:

CREDIT CARD: | AMEX [ visa [l MASTERCARD [ ] DISCOVER
ACCOUNT NUMBER:

CARD EXPIRATION DATE (MM/YY): /

SIGNATURE:

................................................................................
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NEWS AND EVENTS

Still Walking

By Bill Moss

Sydney, 2011

$40.00 US, plus shipping
www.stillwalking.com.au

“These memoirs are the inspirational, moving, blunt and

at times very funny account of how a senior and seemingly
all-powerful Macquarie banker struggled for years through
physical discomfort, pain and the many barriers thrown in the path of people with
physical disabilities...to come to terms with his disability.” The author is affected
with FSHD and the founder of FSHD Global Research Foundation, Australia. He
has generously offered net profits to the FSH Society, from books purchased by
FSH Society supporters.

To purchase, email info@fshsociety.org

MATCHING GIFTS AND OTHER WORKPLACE GIVING

Many employers offer workers options for directing the company’s funds to a charitable
organization of their choice. When this opportunity is available to you, please consider
how your workplace might make a gift to the FSH Society.

DO YOU FOLLOW THE SOCIETY’S FACEBOOK AND YAHOO! GROUP PAGES?

Go to www.facebook.com and sign up. It is free and H O '
Y AFROO!

easy. Search on FSH Society and join the discussion.
You can also join FSH Society Yahoo! Groups forum,
online since the 1990’s and with tens of thousands of searchable posts. Bookmark
them and come back often. You can also access the FSH Society Facebook page
and Yahoo! Groups by going to www.fshsociety.org clicking on the “Community &
Reference” menu tab at top of page and then selecting “Online Community” in the
left vertical navigation menu.

ITIS NOT TOO EARLY TO MAKE A GIFT TO THE SOCIETY IN 2012

Please help now. The FSH Society is a world leader in combating muscular dystrophy. It has
provided over $3 million in seed grants for pioneering research worldwide and has developed an
international collaborative network of patients and researchers. If you are not already a 2012
member, won't you join in this effort? Please return your membership gift, or another gift, in the
enclosed envelope. Or contribute online at www.fshsociety.org. Go to Contribute, and select the gift
category you wish to make. Thank you.

VOLUNTEERS ARE STILL NEEDED FOR MUSCLE BIOPSY STUDY

To date, 68 individuals in 34 groups of FSHD-affected volunteers and their unaffected relatives
have participated in the FSHD-NIH-Wellstone Muscular Dystrophy Cooperative Research Center’s
research study. Muscle samples are in extremely short supply and tissue donors are most needed.
The study is in particular need of patients with suspected FSHD-related hearing and retinal
involvement, and from minority races and ethnicities, but all are welcome. In order to determine
eligibility, you will need to provide a .copy of your gene test result and medical records indicating
FSHD diagnosis. For more information, please contact Doris Walsh at the FSH Society 617-658-
7877 or doris.walsh@fshsociety.org or Genila Bibat, M.D., Johns Hopkins, 443-923-2697.

Save the Date!

April 28

14th Annual “Friends Supporting Hope”
Fundraiser for FSH Muscular Dystrophy
Dorchester, MA

June 30-July 1

FSH Society International Patient and
Researcher

Network Meeting

Atlanta, Georgia

September 24

A Festive Evening of Song
New York Botanical Garden
Bronx, New York

September 29
Walk ‘n’ Roll for FSH Muscular Dystrophy
Harwich (Cape Cod), MA

Walkers and Rollers at Harwich, Massachusetts, enjoy

their October 2011 success, and they are planning an-
other event for 2012. Rich Holmes, Walk chair, second
from right in back; Bob Smith, member Society board

of directors, front left.

October 5
Golf Tournament
Abilene, Texas

October 7
Third Annual Celebrity Charity Walk ‘n’ Roll
Irvine, CA

Request more information at
info@fshsociety.org
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