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NIH Wellstone Center
for FSHD officially launched

October 10, 2008, members of the FSH Society and friends of the Boston
Biomedical Research Institute (BBRI) gathered to recognize the establishment

of the first
Wellstone Center
in New England
and first research
center in the world
to focus exclusively
on FSHD.

Charles Emerson, Ph.D., director of the new center and pres-
ident of BBRI, “We have recruited the best minds in basic
and clinical research and have an extraordinarily committed
patient advocacy group to help us focus on this problem.”
Emerson invites William R. Lewis, St., M.D., chairman of
the board of directors of the FSH Society, to cut the ribbon
and launch the new center. Louis Kunkel, Ph.D., co-director
of the new center, and Daniel Paul Perez, president of the
FSH Society, also pictured.
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The Challenge for the Wellstone Center for FSHD reaches its goal!

From the Chairman, Board of Directors, FSH Society

February 2009

Dear Friends,

In November, I
wrote to ask you to par-
ticipate in the Challenge
for the Wellstone Center
for FSHD Muscular
Dystrophy, a collabora-

tion of the Boston
\‘ Biomedical Research
Institute, the FSH Soci-
ety and others impor-
tant to this work. Board
members joined together to offer to
match your gift and the gifts of others, up

William R. Lewis,
S, M.D

to a total of $117,200 on a dollar-for-dol-
lar basis if you made your gift by Decem-
ber 31, 2008.

I am pleased to report that 280 indi-
viduals, foundations and businesses in the
FSHD community contributed $123,856
to the Challenge. Board members have
made our matching gifts in recognition of
all of you who have made gifts large and
small. Together, we have all contributed
$241,056.

Notwithstanding the extraordinary
economic environment in which we find
ourselves, the FSH Society has concluded
one of our most successful fundraising
years ever, raising $750,000 from

generous friends like you.

You helped the Society make impor-
tant progress. Thank you for supporting
advances in research, education, outreach
and advocacy.

The list that follows includes all
donors to the FSH Society in 2008. We
hope you will continue to support this
work by joining the Society again in
2009.

Sincerely,

Nt Ko, 1t 4.

William R. Lewis, Sr., M.D.
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Ruth and John Duran
Nancy DuRie
Ruben Dybner
Mollie Egert
Law Office of Patrick Faherty
Troy Kaji and Marguerita Fa-Kaji
Albert Fano
Karen and Gerald Feigal
Karen Keyes-Ferguson and
Paul Ferguson
Jamie Hastings and Michael Ferraro
Ellen Fertig
Andrew and Patricia Fink
Wendy Folger
Carol and Gennaro Formato
James Fox
Marlene France
Karen Leibert and James Francis
Vicki and James Galczynski
Gwendolyn Galef and
Robert Langille, 1T
Marianne Galluzzo-Downs
Jaime N. Gildengers, M.D.
Samuel Gillespie
Janice Gilligan
Ernest and Lois Gilman
Barbara Gilson and Richard M. Rollins
Michael Spenard and Brian Glaser
Glazes, Ceramics, & Mosaics,
Karen Fenton
Anita Glickman
Angela Solmonte-Godfrey and
Richard Godfrey
GoodSearch
Marie Gordinier
Ina and Arthur Gordon
Crystal and Chad Graham
Deborah Grant
Elaine Green
Joan Green
Samuel and Edith Gregorio
Josh Grill
Dorothy and Richard Hamil
Jeremy Handlon
Doug Hardesty
Larry Heaton
Thomas Hennigan
Alex Herzberg
Patricia Sheridan and Mark Herzberg
Mary L. Hidden
Ruth and David M. Hirsh, M.D.
Irene and Patrick Hoffman
Elizabeth Holmes
Jeff and Mary Holmes
Marcia Horner
Todd Skiles and Michael Hough
E. Mei Shen-Hsieh and Joseph S. Hsieh
Beno and Freda-Lee Hubler
Patricia and Mark Hughes
Robin and Bruce Humphreys
Carl and Deanna Hurtig
D. Michael and Cecilia Hymes
Cindy and Mike Iles
Sandra Iverson
Mark and Deborah Jacoby
Donna and John James
Kathryn Jaros
John Hancock Financial Services, Inc.
John and Elizabeth Kagan
Craig Kaiser
Seymour and Lola Kamp
Joanne Kanakry
Marvin Kanefield

Susan and Lester Kaufman
Barbara and Joseph Keefe
Raymond and Camille Keller
Kevin Kelly

Meredith Kench

Paul Kennedy

William and Odette Kent

Jason and Lisa Keshishian

Jung Yun and Myoung Jwa Kim, M.D.
Gary and Jilleen Kimball
Frederick Kingsley

Debra Kishbaugh

Cynthia and Robert Knight
John Kompel

Cass and Jeff Koopmans

Teresa and Greg Kraft

Anthony and Patricia Krasowski
Jean Krosner

David Kuron

Linda and Kenneth LaFleche
Mary Larsen

Elisa Larson

Sue Lawson

Emily and Donald Lazure

Lee Jensen Sales Co., Inc.
William and Cnora Lesage
Stephanie Jane Lesiak

Steven and Leslie Leventhal
Steven Levine

Wendy and Richard Levinson
Judith Lichtenstein

Carol and Louis Lipman
Sebastian Listro

Kam Nam Chan and Hau Yee Liu
David and Nancy Lokerson
Shelley Long

Marilyn and William Love
Christopher Macarchuk
Stephen and Marie MacDonald
Dana and Cheryl Maclver
William and Lorraine Maggio
Constance and Charles Mahoney
Mary and George Mairs

Saroja Mallik, M.D.

Myra and Calvin Marantz, M.D.
Suzanne and Jay Marden

Paul and Linda Maregni

Donna and Doug Marshall
Lorraine Hong and Jack Martin
Priscilla and Robert McClay
Christine and Michael McDonough
Elizabeth and Paul McKenney
Jeff and Jennifer McInnes
Michael and Allison Meltz
Diane Menge

Ann Menna

Elizabeth Terlingen Merkle
George A. and Hazel A. Meshrow
Hilary Michels

Cathy Migliore

Catherine Miller

Alan Millner

Michael and Eileen Mills

Susan Stevens and William Mills, 111
Marc and Heidi Milonas

Janice Minten

Dr. and Mrs. David Mitchell
John and Norma Mondelli
Karen and Mark Montera, M.D.
Paula Montgomery

Geraldine Moon

Paul and Etienne Morris

James and Helene Morse

Gifts received January 1, 2008 through December 31, 2008

Thomas and Christine Murphy
Beatriz Nascimento
Iona Nealis
John Noel
Thomas and Jacqueline Nowe
Joel and Bette Nussbaum
Stephen and Margaret O’Connor
Francis and Dorothy O’Keeffe
Patrick and Catheline O’Neil
Cristina Bejarano and
Kevin O’Shaughnessey
Doris Olds-Eck
Nilsa Colon Olson
Nancy and Stephen Paladino
Mr. and Mrs. Carl Parker
Daniel and Elaina Patterson, Jr.
Patti and Kevin Patton
Sharon Peery
Matt Perez
Hilda Perez-Shafer
Kevin and Joy Peterson
Keith Pfeifer
Glenn Pilipski
Lisa Planeta
Scott O. Pratt
Allen Pross
Ronald Rabinowitz
Janis A. and Paul Rasore, Jr.
Syrus Rayhan, M.D.
Marrilee Fujinami-Reed and
Mark Reed
Reeves School PTO - Fine Arts
Rosanna Reinke
Clinton Reiser
Dr. and Mrs. Hector Retik
Judith and Bruce Rich
Kenneth and Linda Rich
Darryl and Wendy Richards
Richard and Joy Richards
Stephen Riden
Laura Ripepi
Cathy Robbins
Lova Sue Robbins
Judith Roga
Andrew and Sarah Rosenbach
Barbara and James Rosenblum, M.D.
Pearl Rosenfeld
Judy and Dudley Ross, Jr.
Daniel and Mary Rossignol
James and Betty Rubenstein
Mark and Helga Saitowitz
Max and Carol Salas
Rachel Sartin
Gregg and Julie Satow, M.D.
Jonathan and Meredyth Satran
Randy and Donna Schafer
Paula Leblang-Scheichet
Eli and Harriet Schindelheim
Patricia Schroeder
Janice Schulman
Ella Schwartz
Carole Sherman and Diane Seavey
Patricia and David Shaffer
Gregory Shenk
Dr. and Mrs. Joseph Sherr
Sherr Financial Associates,
Robert S. Sherr
Carol Waugh and
Arnold Shkolnik, M.D.
Stephen Shotland
Cathy and Steve Shuster
Rod Shuster
Kenneth L. Siegel, D.D.S., P.C.



Robert and Marian Simon

Lois Ann and Brent Skinner
Glenora Kelly Smith

Keri Smith

Lorraine and Kenneth Smith
Rolf and Trudie Soderstrom
Paul and Geraldine Spillane
Sven and Anna L. Spoerri
Lillian Stamler

Debbie Stangas

Jorge and Mabel Steinberg, M.D.
Susan Stevens

Sylvia Stillman

Bruce Campbell and Dawn Strickland
Wendy Stout

Karen U. and Stephen R. Stulck
Daniel Sturges

Bonnie Sudler

Marie Suhre

Linda and Douglas Sunde

Barry S. and Joan O. Swirsky
Erin Gibson and Matt Szybalski
Norman J. Tamkin

Eleanora Tammaro

T.S.G. Tan

Ruth and Bill Tarter

Jeanne and Paul Teague
Deborah and John Tobin

Laura and Eric Toubin

Mrs. Chien-Sen Tseng

Elaine and Carmelo Turano
United Church of Christ, Pelham
United Way - Triangle United Way
Catherine and Lester Van Alstyne, Jr.
Carol and Paul van de Rijn
Brian and Helen Wagner

Anne Walls

Karen and Joseph Weber

Donna B. Wen

Eric Whritner

Jeffrey and Christiane Wiese
Chin and Glenn Wing

Thomas Wix

Patrick and Mary Yost

Anthony and Joan Zacconi
Susan and Joseph Zacherman
Steve Zawrotny

Angela Zielinski

Helen Zimmer and Karen Prill

In Memory
Family and friends of these individuals

have made gifts in their memory in 2008.

Elizabeth A. “Betty” Black
Salvatore R. Bonanno
Roger Brown

Judy A. Burke

Francis Cameron
James Carr

Paula Sulzman Cartoun
Bernard Chabner
Elizabeth Coar

Eleanor H. Falenski
Hannah Fisher

Joanne Fitzpatrick

Jill Forte

Theresa Garrio

Cynthia Anne Gilman
Ruth Goldburg

Joe Grech

William E. Hall, Jr.

E Peter Herzberg, M.D.
Lawrence H. Hinton
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Gifts to Membership, Research and Education

Dr. John A. Holmes, 111
Donald Hudson

Brent Jacobsen

Phyllis Jacobsen
Stephen Jacobsen
Robert Kim, M.D.
Thelma C. Larson
Eugene Lee

Lorraine Lefebvre

Sid Lerner

Allan J. MacDonald
Billy Michael

William Mills

Edward J. Morris
Barbara Nesnow
Gisela K. Nickles
Robert O’'Neil

Godfrey Padberg

Mary Kelly Paladino
John Pickles

Seymour Prisand
Hannah Prisand
Edward Quigley
Martin Rabinowitz
Marsha Resnick

Susan Rice

Pearl Rosenblatt

Ethel Russom

Pauline Seslowe
Jeffrey Shook

Henry E. Smith

Dr. Russell E. Smith
Jean E. Soldan

Jean E. Soldan on Father’s Day
George Stangas
Charlyne Deeg Stasiuk
Benjamin L. “Ben” Stout
Adelyn Tyll

Joseph Vengelar

In Honor
Family and friends of these individuals
have made gifts in their honor in 2008.

Joseph Daniel Albunio, Jr.
The Jeffrey Bache Family
Carol and Horace Barsh on

their marriage
Sandy Batkin on Father’s Day
Sanford Batkin on his 85th birthday
Ann Biggs-Williams
Barbara Birnbaum
Steven Blier
John Bowden
Marge S. Brchan
Corinne Bronfman
Mimi Brown
Don Burke
Brian Cavanaugh
Howard Chabner
Howard Chabner on his 50th birthday
Justin Cohen
Justin Cohen on starting

Tufts University
Gary Cohen on his 50th birthday
Haley Cohen
Betsy Conron
Betsy Conron on her 50th birthday
Grace Corradino
Pauline Cuoco
Rosalind Devon on her birthday
Charles Emerson, Ph.D.
Richard T. Fields and family
Frank Fitzmaurice

Sixto Garcia

Catherine Gibson

Omi Thea Giesen

Alan Gordon

Joseph Donald Hawkins

Ruth Hereford

Bill and Judy Herzberg

Harry Herzberg

Monica and Peter Herzberg on their
new home

Dr. William Herzberg

William Herzberg on his birthday

The Herzberg Family

Andrew Hoffman on his 21st birthday

David E. Housman, Ph.D.

Lauren Jacobs

Shelley Jacobsen

Jeff Johnston

Beth and Jeff Johnston and their Family
Picnic for FSHD Fundraiser

The Katz Family

Julie Kelly

Maureen Kelly

Pauline Kelly

The Kelly Family

Lewis M. Kunkel, Ph.D.

Berni Kuntzelmann

C. Larry Laurello

Aubrie Lee

Mary and Man So Lee on
their 50th anniversary

Richard Lefebvre on his birthday

Andrew Levinson on his making
Phi Beta Kappa

Duncan and Wm R. Lewis, Sr., M.D.
and family

Kathy Lucero

Myra Marantz on her birthday

Lin McClay

Marilyn Meisel

William Michael

John Milne

Michael Moffat

Nathan Morin

Camry Murdoch

Kyle Pablo

Pachx2

Linda Passon

Allison Patapa

Denise Patapa

Ron Paynter

Carol Perez on her birthday

Carol and Charles Perez

Dan Perez for his great work

Sue Perez on her birthday

Hilda Perez-Shafer

Sal Picone

Nicolas Pogany

Edward J. Reed

Valerie Renosto

Jennifer Rhatigan

Joanna Roberts

Zeke Ross

Jane Rowlett

Jessica Ryley

Edward Schechter

Eli Schindelheim

Deborah Schwartz

Rod Shuster

Gina, Dana and Lora Simone

Saul Smolar on his 80th birthday

Linda Stapleton

Monti Staton

Chris Stenmon and his “Tenth Annual
End of Tax Season Celebration”

Jayne Turner-Hughes

Nancy Van Zant

John Weintraut

Jack and Debra Wilt

Dr. and Mrs. Glenn Wing

Matthew Worley

Dr. David Younger

Helen Younger on her birthday

Helen and David Younger

Gathering of Members and

Fundraising Events, 2008

¢ Northport, NY, Tennis Fashion
Show, March
Laura and Paul Kampa, Hosts

*  Quincy, MA, 10th Annual After
Tax Season Celebration, April
Ellen and Chris Stenmon, Chairs

e New York, NY, Gathering of FSH
Society Members, April
New York Botanical Garden

e Pebble Beach, CA,
50th Birthday Party. April
Betsy Conron, Honoree

e Fire Island, NY, Yard Sale, July
Grace Corradino and
Brian Kerr, Chairs

e Coralville, IA, FSH Society
International Patient and
Researcher Network Meeting
July

e Staten Island, NY,
50th Anniversary Party, August
Mary and Man So Lee, Honorees

e Mamaroneck, NY,
Family Picnic for FSHD, Sept.
Beth Johnston, Chair;
Judy and Ken Seslowe, Hosts

e Spring Lake, NJ, Luncheon
December

Family Fundraising, 2008

¢ Biggs-Williams Family

e Chabner Family

e Gillespie and Gibson Families
e Herzberg Family

e Jacobs Family

e Kelly Family

e Perez Family

FSHD Future Fund
Members of the FSHD Future Fund are
individuals who have remembered the
FSH Society through a bequest or other
estate planning instrument.
*  Amy Bekier
e Gregand Tanya Bergstein
¢ Michele DeSha
and Howard Chabner

e Barbara and James A. Chin, Sr.
¢ JoAnn Forance
¢ Judy Marantz and

William Herzberg, M.D.
Jeff and Chris Jacobs
Donald and Judy Lokerson
William and Virginia Michael
Jennifer Moore
Deborah Schwartz
Robert Smith
Helen and Marc Younger

Gifts received January 1, 2008 through December 31, 2008. We deeply regret any errors or omissions.



