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The mission of the Scleroderma Foundation Tri-State, Inc. Chapter is three fold:

To stimulate and support
research designed to identify the
cause and cure of scleroderma as
well as improve methods of
treatment

To provide educational and
emotional support to people
with scleroderma and their
families

To enhance the public’s
awareness of this disease

PUT ON YOUR SHOES AND GET READY TO WALK FOR THE CURE!

WALK SEASON 1S QUICKLY APPROACHING! This year our first walk is on
May 23, 2010. The 2009 Stepping Out To Cure Scleroderma walks had 3,200
registrants that raised $380,000. The money you raise helps support our three-fold
mission of support, education and research. Since 2000, your contributions have helped
fund over $1.25 million of research within New York, New Jersey and Connecticut.
Money raised also helps sustain fifteen active support groups, provide educational
forums throughout the Tri-State area at no cost to participants and helps provide each
issue of this newsletter to over 5,000 people.

Our goal this year is to raise $425,000 and register 3,500 walkers. Please enroll
sponsors today and every day until you come to the walk. Each extra sponsor you enlist
brings us that much closer to finding a cure. A sponsor can be a relative, a neighbor, a
co-worker or a friend. If you are a high school student, ask your teachers, your
classmates and others.

(Continued on page 7)

TRI-STATE EXTENDS A WARM WELCOME TO A NEW EXECUTIVE DIRECTOR

J AY PEAK joined us at the beginning of January to fill the role of Executive Director. He is
excited to step into his roll of leading the experienced Tri-State team. He is charged with
energizing the organization’s programs and activities, ensuring they meet the three-fold mission of
providing education and emotional support; stimulating and supporting research; and enhancing the
public's awareness of scleroderma.

Jay brings over 25 years experience in market development to his new leadership role. He has held
management roles at a number of newspaper companies, including Gannett Co., Inc. publications in
Binghamton, Utica and Rochester, New York. Most recently, Jay worked as the Market Development
Director at the Central New York Newspaper Group in Binghamton, New York. He has an M.B.A.
from the University of Miami and a B.A. from Western State College of Colorado. Outside of work,
Jay enjoys running, spending time with his family and volunteering at church and in the community. He currently serves
as Chairperson of the Board of Directors for the Children’s Home of the Wyoming Conference in Binghamton, NY.

While his experience with scleroderma is limited, as a parent of two autistic children he brings an understanding of
the challenges that incurable health issues can bring. He looks forward to the months ahead when he can “meet members
of Tri-State, hear their stories” so that he can “make sure the services we provide meet our member’s needs.”

You can reach Jay by calling (800) 867-0885 or email him at jpeak@scleroderma.org.
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RESEARCH & CLINICAL TRIALS AT NORTH
SHORE LONG ISLAND JEWISH HEALTH SYSTEM

he Scleroderma and Raynauds Treatment Center provides

comprehensive care to patients with this rare illness. Treatment of
scleroderma can be complicated. This center employs a team approach
involving such specialists as rheumatologists, nurses, therapists and when
needed, physicians with expertise in lung, gastrointestinal or kidney
diseases. Our experience and interest in scleroderma allows for an
individualized yet comprehensive plan of care for each patient.

The Scleroderma Center is part of the Division of Rheumatology and
Allergy — Clinical Immunology of the North Shore Long Island Jewish
Health System. The Center is staffed by full-time clinical rheumatologists,
nurses, research coordinators and support staff. Interfacing with The
Program in Novel Therapeutics, this Center is involved in therapeutic trials
testing new medications. It offers cutting-edge therapy to its patients. Below
is a list of trials currently available to scleroderma patients:

DISTOL: This study is being performed to determine whether an
investigational drug, Treprostinal Diethanolamine, is effective in treating
digital ulcers. Digital ulcers are painful, open sores on the fingertips. They
are commonly seen in scleroderma patients and are difficult to treat.

MI-CP180: Med Immune has set out with the goal of developing a
systemic treatment for scleroderma. The purpose of this phase one study,
first study in human subjects, is to determine the safety and biologic activity
of MEDI-546.

PHARQOS/ DETECT: There are two ongoing observational trials for
patients with scleroderma who have an elevated risk for developing
pulmonary hypertension. These studies are being conducted to identify
biomarkers, evaluate the progression and understand the natural history of
pulmonary hypertension in scleroderma.

For more information about clinical trial opportunities, please contact
Rachel Saltzman at (516) 708-2559.

RECOMMEND DOCTORS FOR OUR REFERRAL LIST

Do you know a doctor that has been a big help to you or other scleroderma
patients? Recommend him or her for our referral list to help those in the Tri
-State area get the medical assistance they need. We are especially seeking
dentists and rheumatologists. Call (800) 867-0885 or email
sdtristate@scleroderma.org with your recommendations.

2010 NATIONAL CONFERENCE

The 2010 National Patient Education Conference

will take place at the Sheraton Boston Hotel at 39

Dalton Street, Boston, MA. There will be a

reception with light hors d’oeuvres on July 30th

from 6 to 8 pm and workshops take place July 31st

and August 1st. If you wish to register by phone,

please call (800) 722-4673. For more information, to register online or
download a registration form, go to www.scleroderma.org.
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The Doctor Is In

Q: My mother died from Scleroderma 6 years ago. Her
arthritis was very bad and she looked 85 years old even
though she was only 61. I am 45 and wondering what are
the odds that I will get Scleroderma?

A: Scleroderma like many of our autoimmune diseases
likely has a genetic component which has been increasingly
explored in recent years. The familial associations, however,
with scleroderma are weaker than for many of our other
diseases. Although your mother succumbed to scleroderma,
in general it would not be likely that you would similarly
develop scleroderma, although often children or siblings of
an index patient with connective tissue disorder might be
more likely to show some signs of another autoimmune
disorder than would a person randomly in the population
without such a family history.

Q: Is there any indication that people with diffuse
scleroderma are more likely to develop any forms of
cancer?

A: There have been some concerns that patients with diff
scleroderma may be more likely to develop certain cance{,e
in particular lung cancer. This is a complicated
epidemiologic issue, as patients with scleroderma a’rgjﬁo

"Undifferentiated Mixed Connective Tissue Disease™".
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Mixed Connective Tissue Disease (MCTD) often is a
somewhat more definable entity in which patients might
have features that can be seen in lupus such as inflammatory
arthritis, features of scleroderma such as Raynaud's
phenomena, or features of myositis such as muscle
inflammation. Esophagus problems or even lung
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Additionally, some of the treatments used for diffuse
scleroderma such as cyclophosphamide may confer some
increased risk for future cancers down the road (such as
bladder cancer or other malignancies) which have been
associated with high exposure togeyclophosphamide.
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Q: Il am a 64 year old woman who has lived with a huge
variety of diagnosis and symptoms, all starting because
of the presence of severe Raynauds, fatigue and rashes
starting at the age of 25. Over the years my ANA has
increased and the pattern has changed to centromere. |
was diagnosed with Lupus at the age of 34, but that has
been changed several times and now remains as

evolve more into a lupus type picture although others evolve
into more of a scleroderma phenotype. It is important to
recognize that for all of our rheumatic diseases, even with a
more specific diagnosis such as “SLE”, the individual’s
particular disease manifestations are on some level unique to
them and therapy and prognosis is guided by their own
unique features.

Robert Spiera MD is an Associate
Professor of Clinical Medicine and
Director of Vasculitis and
Scleroderma Programs at Hospital
for Special Surgery, in New York
City. Dr. Spiera is active in the care
of patients with scleroderma, both as
a clinician and a researcher. Dr.
Spiera is the Principal Investigator
in the ongoing Gleevec Trial for
scleroderma patients at Hospital for

Special Surgery (HSS).

About the “The Doctor Is In”

The Tri-State Chapter has a very knowledgeable Medical and
Scientific Advisory Board available to answer your questions
related to scleroderma. Please send all questions to:
sdtristate@scleroderma.org with a subject line titled, “The
Doctor Is In”.




2009
DONATIONS

MADE IN
MEMORY OF

Filomena Abballe
Mary Ann Abbate
Don Abert
Marion Aeppli
Maureen Agnelli
John Alford, Jr.
Anna Alkinburg
Dorine Alper Blumberg
Deb Altman
Anna Ammirabile
Sandra Amos
Bridget Anderson
Maria Teresa Arias
Albert Arlotto
Kari Aslanzadeh
Sandra Astifan
Mary Autuori
Camile Bagbagallo
Barbara Bailey
Deborah Baker
Penny Baker
Michael Banks
Dawn Barreca
Mary Anne Barry
Bernice Beagell
Ruth Becker
Sheldon Beil
Margaret Bellano
Sylvia Berkowtiz
Eileen Bernstein
Joseph Beyer
Rosemary Beyer
Karen Bilecki
Sylvia Birnbaum
Catherine Bittner
Karen Lynn Blackard
Lisa Bochenek
Ann Bommantos
Constance Bommarito
Nancy Bonacker
Nancy Jane Bonacker
Olivia Boone
Ado Borgogelli
Elizabeth Brennan
Florence Burby
Mary Elizabeth
Burridge Varnum
Peggy Buttino
David Callaghan
Nancy Calle
Viola Camerino
John Cammarata
Michael Capello
Margaret Carey
Maureen Carlson
Micahel Carmean
Loretta Carr
Rosemarie Cerrato
Mary Chaty
Gloria Chernoff
Mary Chiarulli
Lucy Chillino

Anna Chmura
Virginia Chowdhry
Adrian Chrust
Nancy Ciccotelli
Jane Coddington
Olivia Coleman
Mary Rose Collelueri
Maureen Collingwood
Josephine Colon
Kathy Connolly
Mary Contadino
Anita Conte
Joan Conte
Margaret Cook
Nancy Cook
Richard Coon
Patricia Cornwell
Geroge Costantine
Terrence Costello
Patricia Cowan
Carolyn Coy
Fulvio Cristofoli
Baron Currie
Anthony Danzi
Kenneth Dardes
Pamela Dasautels
Anne Daugirda
Pam Davenport
Marie Davies
Tet Di Falco
Judith Dicks
JoAnne DiMatteo
Konstantina
Dimitrakopoulos
Harry Dixon
Marjorie Irene Donlin
Anne Drucker
Judith Dubin
Lorraine Dunn
Patricia Dunn
Randy Duprey
June Dwyer
Robert Edmonson
Dawn Erikson
Nora Esposito
Tony Federio
Kay Fenti
Loretta Fenti
Audrey Ferguson
Leon Fine
Beverly Fisher
Mark Flapan
Michelle Foster-Gayle
Karen Fraley
Bob Freiermuth
Robert Fuller
Vanessa Garber
Gail Gardner
Jonell Genovese
Rose Germano
Russell Gibbs
Selma Gieser
Emanuel Gluck
Sue Gold
Nancy Goldberg
Barbara Goldman
Martha Goldman
Pearl Goldman
Leonard Goldschmidt
Karen Gordon
Vera Gorrelick

John Grady

Marcos Gram
Harriet Grauer
Clifford Greenberg
Ruth Gregg

Selma Greifinger
Irma Grenier

Jean Groeling
Carmine Guadagno
Antonia Guagenti
Sara Guerra

Rita Gutierrez

Etta Halper

Roland Hamel

Julia Hamilton

Jean Handelong
Wallace Harding
Roy Hargrove
Henry Hart

Terry Hauck

Darla Hayner
Marjorie Hazen
Jane Hazzard

Lee Heaviside
Elizabeth Hebborn
Susan Heller
Michael Henry
Gordon Bruce Herrel
Anna Herrera
Elizabeth Hoddinott
Willis Hodge

Karen Hodgins
Rachelle Hollander
Percy Hooper
Mildren Horowitz
Verna Mae Horowitz
Violet Hoschstadt
Wanda Hosten
Elizabeth Houston
Gail Hutchinson Beebe
Doris ladonesi
Francis ladonisi
Aswini Inaganti
Maria Victoria Innella
Silvestro lommazzo
Mary lorio

Grace Jackson
Alice Jacob Rajan
Arthur Jacobson
Pamela Jamieson
Christine Jastrzemski
Renee Javer

Joseph Jensen

Edna Jernigan
Mildred Johnston
Betsy Kahn
Starvoula Kamposoulis
Mary Kanavy

Anna Kane
Deborah Kania
Harriet Kaplan
Diane Karas

Marie Karatz

Diane Keane
Michael Keating
Addison Keeler, Jr.
Mary Anne Keshner
Susan King
Mitchell Kirshbaum
Andrea Klein
Norma Kolbe

Ray Konareski
Lucille Konstandaras
Barbara Kwiatkowski
Nathan Lafer

Lois Gail Langdon
Joan Larson Mola
Linda Layton
Roberta Lazaro
Cynthia LeBlanc
Ellyn Lederer
Sonia Lepe

Patricia Linden
Linda Lindner
Shirley Lints

Susan Litwin
Charles Lobosco
Charles Lobosco
Sarah Lombardi
Dennis Longendyke
Charles Lourie
Jayne Lyman

Doris Lynch

Edith MacDonald
Barbara MacLean
Tom Macree
Thomas Macri

Saul Maidens
JoAnn Maldonado
Chet Manchester
Wallace Manchester
Max Mandell

Mary Mannillo
Nancy Mao-Gevirtz
Carmela Margagliotta
Ruth Anne Mariano
Adnrew Markman
Thomas Marotta
Amelia Martino
Anna Marzec
Vincenza Masiello
Marion Massey
Patricia Mastandrea
Vilma Mata
Jeanette Matarazzo
Mildred Matos
Michelle Mayer
Shonta Mayes Cooper
Mary Mazza
Dorothy McClellan
Ann McCoy

Chloe McFarland
Debra Jean McKernan
Brenda McLaughlin
Joseph Meaney
Carolanne Melia
Doreo Mellusi

Joan Mendler
Richard Mendler
Ruth Meyer
Michele Meyerhoff
Elaine Michaski
Anne Miglietta

Eve Milani
Charleen Mills
Joseph Miro

Carol Molinaro
Adele Monaco
Thomas Monaco
Joseph Mondo
Catherine Montello
Valerie Morano

Valerie Morano
Rita Moreno
Yolanda
Moreira-Casarella
Bridget Morgan
Michael Morgan
Jeneanne
Morgenberger
Betty Jean Morrissey
Andrew Mosca
Gail Muenster
Linda Lee Muiccio
Nancy Munn
Carol Murray
Lena Naccarato
Anna Neddo
M. Nikituk
Valerie Niles
Mary Nowak
Alan Nuccio
Theresa Nunes
Lorraine O'Brien
Eileen O'Donnell
Jeanette Oleski
Margaret Olson
Phyllis Orza
Marga Ostrander
Jean O'Sullivan
Pam Pasquantino
Eunice Pelonero
Rachel Pemstein
Patricia Perason
Steven Perlman
Joanne Perna
Debra Perri Rainey
Michael Petitto
Ruth Picchianti
Jutta Pietrucha
Margarita Pineira
Aggie Pizzigati
Beverly Pizzuto
Gayle Poklemba
Dan Polley
Vincent Porpiglia
Barbara Potolicchio
Diane Prago
Diana Price
Lena Pridgeon
Frank Profeta
John Pryor
Elaine Pstma
Maria Punk
Steven Putnam
Rosalia Quartara
Jean Quarto
Edward Quinn
Roz Rabonowitz
Judith Rapolla
Sheldon Raskin
Bob & Lynn
Rasmussen
Stanley Reedell
Elizabeth Reinwald
Loy Ann Rembe
Lydia Rhodes
Caroline Ricciuti
Paul Ricciuti
Tom Riley
Debra Rivelli
Laura Rizzo
Sandra Robinson

Marianne Robotti
Ana Cristina Rodriguez
Marlene Rodriguez
Micahel Rodriguez
Elizabeth Romacho
Diane Ross
Robert Ross
Teresa Rosson
Joanne Roth
Cecilia Rothney
Ranita Roy
Jim Rubel
Barbara Rubenstein
Ann Russo
Marie Antoinette Russo
Richard Russo
Esther Rutigliano
Mary Salamanca
Eric Salva
Elaine Sanders
Rose Sanna
Antonio Santo
Dorothy Santosuosso
Mary Sarubbi
Maryann Saucedo
Roberta Scandiffio
Carmela Scarano
Patrick Scarantino
Frances Scarfone
Gina Schaffer
Helen Schaffer
Dorothy Schanno
Lori Schmidt
Joseph Schoenfeld
Adriane Schorr
Anrvilla Schrayer
Jean Schulz
Linda Sebastianelli
David Seguin
Irwin Seigel
Sandy Selfridge
Lillian Selkow
Shirley Semons
Theresa Sena
Catherine Sepe
Carmine Serpe
Alyce Victoria Shaw
Denise Shoemaker
Morris Sigal
Dulcie Silver
Millie Silverstein
Ken Simcic
Michael Slonim
Michael Slota
Patricia Smith
Susan Smyly
Lynne Snellgrove
Ruth Sommer
Charlotte Sorensen
Anna Spallino
Elizabeth
Spellman Brennan
William Speziale
Sidney Spielvogel
Lori Spinelli
Helene Stalberg
Christopher Stark
Chris Staurulakis
Ann Steffens
Dorothy Stein
Marilyn Stein



Gina Stival

Helen Stolis-Gallas
Florence Strange
Violet Straus
Diane Strollo
Teresa Sturn
Bambi Sucich
Aurie Sussman
Sally Sutcliff
Pauline Swanda
Roland Sweet
Vivian Taggert
Helen Tallman
Frank Talmage
Ellen Tambone
Barbara Tanzer
Sophie Tarricone
Linda Tarver
Angie Teschie
Henry Thomas
Nadine Tita
Beatrice Todd
Minna Topfer
Donna Toth
Karlene Tucker
Margaret Tyburczy
Elizabeth Underwood
Sandy Van Wart
Pat Van Zeiss

Jean VanName
Maija Vartiainen
Rosemaris Vasoll
Mariangela Vavala
Mirta Vidal

Renee Vigorito
Carmella Violi
Gregory Visnosky
Nancy Vite
Virginia Volpe
Jimmy Wadsworth
Annette Wahlen
Constance Walker
Monica Waring
Ronald Weber
Morris Weinberg
Norma Weinstein
Fannie Weitzman
Susan Wells

David White
Kathy White
Lucille Wierzgac
Jeanette Wikenfeld
Josephine Wilbur
Betty Wildrick
Elizabeth Wilgeroth
Mary Williams
Debbie Wolfman
Angela Wyman
Ray & Pauline Yeager
Sandra Zaslow
Dinah Zausner
Barbara Zimmerman
Viola Zinzow
Diana Zugay
Virginia Zuniga

2009
DONATIONS

MADE IN
HONOR OF

Shirley Ackerman
Cheri Adelsberg
Irwin Adelsberg
Samantha Adeslberg
Shirley Alvarez
Patricia Anderson
Angel Andijuar
Evelyn Andujar
Karen Antal
Cheryl Argiros
Joy Arsenis
Corey Baker
Deborah Baker
Joanna Baldwin
Cathy Ballo
Elayne Barath
Debra Barron
Stacy Barron
Shannon Barry
Tracey Barth
Lynn Beaudin
Stephen Beldner
June Bender
Charlotte Berkner
Beth Berman-Parker
Eileen Bernstein
Steve & Megan Berson
Ann Birch
Nancy Boanacker
Nancy Bono
Patrick Borgen, MD
Austin & Alexa
Botelho
Evelyn Botway
Marie Boyers
Maureen Brannigan
Leah Braun
Rebecca Breiten
Patricia Bresnahan
Beverly Britt
Frances Brown
Marcia Brown
Teresa Brown
Pam & Dave
Brownstein
Patricia Buch
Torey Buckley
Loretta Budd
Gabby Burns
Christine Caccavale
Regina Callahan
Jo Cantanese
Linda Capers-Wheeler
Jackie Capp
Lori Carey
Maureen Carlson
Carol Ann Carney
Linda Carny
Carol Carpentiere
Debbie Cascone
Patricia Castelhano

Michele Castiglione
Josephine Catanese
Rossana Cavalli
Jackie Celiberti
Catherine Cella
Debra Cernieux
Debbie Chicoine
Emily Chillino
Ann Chiocchi
Nancy Ciccotelli
Anthony Colleluori
Mary Rose Colleluori
Susan Collins
Beverly Conley
Mary Contadino
Lauren Coon
Kathy Costa-McKeown
Colleen Costello Filiak
Florence Cotroneo
Angela Cusker
Marie Davies
Brenda Davis

Judy Davison
Danielle De Palo
Judy DeBlasio
Lena Defreest
Shennen Dell'Anno
Barbara Delli Carpini
Antoinette Delvecchio
Cathy Denmon

Liz DeVivo

Maria Dispenza
James Domini
Robin Dorme
Heidy Dornau
Martha Dorsey
Susan Drost

Susan Duffy

Mary Ann Durand
Linda Edwards
Myra Eicher
Ernest Engel

Luke Erickson
Dawn Erikson
Kimberly Fasano
Wendy Faubert
Tony Federio
Carole Feinsod
Maureen Ferrara Higle
Gregg Finlay
Samantha Fisher
Amy Gagner
Michele Gaines
Ann Garland
Lauren Garland
Lisa Gauchey
Arabella Gentile
Patricia Gerardi
Sharon Gingrich

S. Goodhart
Marilyn Goppel
Lynn Graham

Ruth Greenspan
Lottie Greer
Gordon Hare

Anne Hauck
Judith Havens
Tracy Hazel
Patricia Heer
Karleen Heller
Janine Hernandez

Doris Holden

Suzi Hornbeek
Verna Horowitz
Susan Hughes
Anna Hull

Peter Hunt

Lauri Isbrandtsen
Chandrouti Jagroop
Ttraci Javois

Mary Jentzen

Rosa Johnson
Nancy Jones
Helene Katz
Marsha Katz
Karen Keohane
Roslyn Kerr-
Bartholomew
Susan King

Paul Klee

Helene & Chuck Klein
Robert Kotick
Irene Kramkowski
Marc Krieger
Keyth Kroboth
Randy Kronish
Lillian LaFrance
Manuela Lago
Nellie Lago

Susan Landesberg
Anita Lansang-Milora
David Lapidus
Carolyn Laura
Clauda Lavertu
Larry Lavine
Pamela Lawlor
Sonia Lepe

Kathy Leutze

Ray Littlejohn
Xinyue Liu
Elizabeth Lockwood
Michelle Lombardi
Joy Loschiano
James Lowe

Bette Lowen

June Lozewski
Jodi Lynn

Jeff Mace

Thomas Macri
Verna Mae

Tiese Mahabir
Eileen Mahoney
Linda Malatesta
Doreen Mals

Sue Manchester
Susan Manchester
Barbara Manzella
Daisy Marin
Rosemary Markoff
Marion Massey
Irv Mastin

Kathy Masucci
Chloe McFarland
Mary Beth McKenna
Carol McManamon
Joe Meaney
Jeanne Megali
Marlene Mendelson
Christine Metz
Diane Miller
Dolores Miller
Harley Miller

Marge Miller
Anita Millora
Joan Mola
Carmela Mongillo
Connie Monroe
Michele Monterville
Shelly Monterville
Julie Mooso
Michael Morgan
Andrew Moscamenor
Dolores Moscariello
Suzanne Moyer
Irene Mulyca
Nancy Munn
JoAnn Murphy
Barbara Musco
Kim Nellis

Jill Newman
Karen Nielson
Josh Nixon

Sr. Mary Rose Noonan
Peggy O'Connor
Eileen O'Hara
Margaret O'Reilly
Marga Ostrander
Lynn Paino
Denise Palatsky
Ernie Palmer
Dianne Pandolfi
Jane Parker
Christine Parks
Pam Pasquantino
Margaret Paxos
Jennifer Perez
Maureen Pickard
Noreen Platten
Carol Porcino
Arlene Pornoy
Ellen Potter
Trevor Primus
Linda Prudente
Mary Przbyla
Linda Quick
Kristine Raimondi
Indarday Ramdass
Kirsten Ranieri
Susan Ransom
Helene & Ed Reed
Delores Reeves
Diana Reid
Wanda Reynolds
Elizabeth Riley
Heather Rock
Jeanne Rodriguez
Jeremy Roller
Wendy Rolon

Sue Roma
Concetta Romano
Moira Rooney
Shenise Ross
Renee Rossi
Elliot Rothman
Samantha Rowell
Lois Rubenstein
Stuart Rubenstein
Judy Rucinski
Laurence Russell
Marie Antoinette Russo
Luz Santiago
Millie Santoriello
Ruth Saphirstein

Vol. 1, 2010

Ray Scharin

Acrtie Schepps
Adriane Schorr
Linda Sebastianellli
James Sessions
Lee Shapiro, MD
Kathie Sherman
Marilyn Sibley
Ruth Silberman
Alyssa Simeone
Lynn Sindoni
Suzie Skolnick
Nancy Sokil
Charlotte Sorensen
Harry Spiera, MD
Robert Spiera, MD
Lori Spinelli

Ron Spoerl
Stephanie Stefko
John Sterling
Sharon Sternheim
Eleanor Stone
Barry Strobel
Nancy Sumner
Sally Sutcliff
Rebecca Sutton
Marjorie Swayne
Ellie Taggart
Debbie Tascone
Shahriar Tavakoli
Heather Tielens
Donna Toombs
Lisa Tortolani
Donna Toth
Kimberly Touron
Sandra Traub

Bob Truman
Susanne Turner
Peggy Tyburczy
Rachela Valdes
Judy Valencia
Jaclyn Van Name
Virginia Van Scoy
Rosemarie Vasell
Jennifer Vega
Alexandra Vizzi
Roxanne Vogenitz
Virginia Volpe
Joyce Walker
Patty Waszmer
llene Wax

Joanie Weick

Jill Welch

Minka Whitlock
Deborah Wickiliffe
Phyllis Wikoff
Gloria Wilson
John Wisdom
Mark Witt

Mike Wojnovich
Joseph Wolpin
Briana Wright
Sandra Wright
Angela Wyman
Josephine Zachofsky
Sharon Zitomer
Laurie Zmudziniski
Larua Zoll




Vol. 1, 2010

One free Stadium Blanket One free Stadium Blanket

with $250 in sponsors (one per registrant/family) Reglstl‘atlﬂ“ Form with $250 in sponsors (one per registrant/family)

A registration fee of $20 for those 18 and older should accompany this form. Take a $5 DISCOUNT per registrant if you register prior to the
day of the walk by mailing in this registration form to the SF Tri-State office. Pre-registrants are encouraged to make copies of this form and
continue to collect sponsors. Turn in additional forms and money the day of the walk. THANK YOU!

A signature is required for each adult in the waiver section below. Parents must sign for all children.

Walk Site: O Albany O Binghamton 0O Buffalo [ Hartford O Leonia O Long Island O Manhattan O Plattsburgh
O Poughkeepsic O Rochester O Stamford O Syracuse

SE SIGN UP SPONSORS BELOW. THIS IS OUR MAJOR FUNDRAISER FOR THE Y

Last Name First Name(s)
Address Apt City St Zip
Home Phone Work Phone Ext Email

Waiver: In consideration of being permitted to participate in Stepping Out To Cure Scleroderma, I hereby, for heirs, my personal representatives and myself assume any
and all risks which might be associated with this event. I further waive, release, discharge and covenant not to sue the Scleroderma Foundation, any chapter, support group,
officer, employee, sponsor, organizer, volunteer or other representative or their successors and assigns or the park or other location, for any and all injuries or damages of
any kind whatsoever suffered as a result of taking part in the event and any related activities. 1 agree to the use of any photo, film or video of the event for any purpose.

Adult Signature: Adult Signature:

I am unable to attend. Please accept my contribution of $

Checks payable: SF Tri-State Mail to: Scleroderma Foundation/Tri-State, Inc. Chapter, 59 Front St, Binghamton, NY 13905
Registration Fee(s) $ Personal donation $

I am walking in honor of
In memory of Official Use Only

Team Name

O I am interested in volunteering for Walk 2011.
O 1 would like more information about scleroderma.
O Iam a scleroderma patient.

’ - -
Sponsors’ Contributions
Return completed form(s) with check(s) or money order(s) to Scleroderma Foundation/Tri-State Chapter, 59 Front St, Binghamton, NY 13905 Put me on
An acknowledgment, which serves as a tax receipt, will be mailed to each sponsor if address is provided. Mailing

Name Street Address City State  Zip § Contributions ~ List

Bl w2 o

6

9

10

12

Pleas. licate this form for additional sponsors Total Sponsors’ Contributions $
Cash - Total - Registrants - Blanket
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WALK SEASON (Continued from page 1)

There are three ways to register for the walk. You can (1) pre-register online for $15 (save $5) by going to
www.scleroderma.org/steppingout/tristate.ntm. By registering online you can create a free customized webpage,
which tracks every sponsor you receive online and features pre-written, ready-to-send “sponsor me” and “thank you”
emails. You can (2) pre-reqgister via mail for $15 by completing the registration form provided in this newsletter and
mailing the form and check to Scleroderma Foundation/Tri-State, Inc. Chapter, 59 Front Street, Binghamton, NY 13905
at least one week prior to the walk you plan to attend. And lastly you can (3) register on the day of the walk at the walk
location by paying the $20 registration fee. For additional walk, registration or corporate sponsorship information call
(800) 867-0885.

Walk Dates ~ Locations ~ Time of Registration

Overpeck Park, Leonia, NJ {9:00 AM} June 13" Battery Park, Manhattan, NY {9:00 AM}
Seneca Park, Rochester, NY {9:00 AM} June 13"  Onondaga Lake Park, Liverpool, NY
June 6"  Wantagh Park, Wantagh, NY (Syracuse) {9:00 AM}
(Long Island) {9:00 AM} June 13"  Beekmantown Town Hall Park
June 6"  Otsiningo Park, Binghamton, NY Plattsburgh, NY {9:00 AM}
{9:00 AM} June 19" Vassar College, Poughkeepsie, NY
June 6"  Crossgates Mall, Albany, NY {6:30 PM} {9:00 AM}
June 12" West Hartford Reservoir, Hartford, CT June 27" Westhill High School, Stamford, CT
{9:00 AM} {9:00 AM} :
June 12" Island Park, Williamsville, NY |
(Buffalo) {10:00 AM} New for 20101

5K Run

Leonia, NJ
May 23

MAKE A DIFFERENCE—VOLUNTEER FOR A WALK COMMITTEE!

f you have ever wondered what goes on
behind the scenes to make Stepping Out To
Cure Scleroderma work — now is the time to
volunteer and solve the mystery. Every walk .
committee needs industrious and committed P
people to help. Typical committee duties
include food, registration, raffles/silent
auctions, giveaways (shirts and bags), set-up,
clean-up and taking pictures. Most committees
meet four to six times before their walks to
make sure everything is organized and
working smoothly. If you are interested in
helping, please call (800) 867-0885 or email
amatich@scleroderma.org and we can answer \ a
your questions and help you get in touch with the walk
committee chair in your area. The old saying “many hands .
make light work” is never more evident than at Stepping
Out To Cure Scleroderma. Without the many hands your
walk could not happen!




Vol. 1, 2010

Tri-State, Inc. Chapter
59 Front Street
Binghamton, NY 13905-4701

Non-Profit Org.
US POSTAGE PAID
Permit No. 21

The Scleroderma Foundation in no way endorses
any of the drugs or treatments described herein;
the information is intended merely to keep its
readers informed. Because the manifestations
and severity of scleroderma may vary,
individualized medical management is essential.
Therefore, it is strongly recommended that all
drugs and treatments be discussed with the
reader’s physician(s) to assure proper evaluation
and treatment. If we have inadvertently
omitted or misspelled your name, please let us
know by calling (800) 867-0885.

Calendar of Events

May 2010
1 SW Albany, NY Support Group

8  Cooperstown, NY Support Group

8 Hackensack, NY Support Group

8 Rochester, NY Support Group

11 Northern NJ (Dover) Support Group

15 Long Island Support Group

15 Albany, NY Support Group

15 Hartford, CT Support Group

22 Orange County (Warwick, NY) Support Group
22 Kingston, NY Support Group

23 Walk - Overpeck Park, Leonia, NJ

June 2010

2 NYC Support Group

Binghamton, NY Support Group

Walk - Seneca Park, Rochester, NY

South West Albany, NY Support Group

Walk - Otsiningo Park, Binghamton, NY

Walk - Crossgates Mall, Albany, NY

Walk - Wantagh Park, Wantagh, NY (Long Island)

6  Cooperstown, NY Support Group

12 Walk - W. Hartford Reservoir, W. Hartford, CT

12 Walk - Island Park, Williamsville, NY (Buffalo)

12 Hackensack, NJ Support Group

13 Walk - Battery Park, New York, NY

13 Walk - Onondaga Lake Park, Liverpool, NY (Syracuse)
13 Walk - Beekmantown Town Hall Park, Plattsburgh, NY
19 Walk - Vassar College, Poughkeepsie, NY

19 Orange County (Warwick, NY) Support Group

19 Kingston, NY Support Group

19 Albany, NY Support Group

27 Walk - Westhill High School, Stamford, CT

Sign up for your FREE weekly
e-mail newsletter at
www.scleroderma.org
For up-to-date information and
the latest news about research,
treatments, advocacy efforts,
special events and other activities
to raise awareness.

If you prefer to receive this
newsletter electronically and want
to stay abreast of Tri-State

activities, please email us at
sdtristate@scleroderma.org or call
(800) 867-0885.

SCLERODERMA STUDENT
EssAY CONTEST

Generating awareness and knowledge about scleroderma is possible at any
age! Choosing scleroderma as a research topic helps to not only spread the
word about the disease, but also helps to inform others about how they too
can join the fight against scleroderma! With this in mind, the Scleroderma
Foundation is proud to sponsor its first annual Scleroderma Student Essay
Contest.

Who is eligible? Students in grades 4-12 are eligible to submit a
written paper on scleroderma by May 3, 2010. This could be your chance to
show off your work and make a difference for a worthy cause!

What must I include about scleroderma in my essay? The topic of
scleroderma must make up at least 50% of the information provided in each
entry to be eligible for the contest. Students will be evaluated based on
creativity and originality.

What Do | Win? One winner will be selected from each of the
following grade categories: 4-6, 7-9 and 10-12 by May 21, 2009 and given
a special award certificate for their achievement. In addition, each winner
will choose from EITHER hotel accommodations and registration for one
adult and one child to the 2010 National Patient Education Conference in
Boston, MA, OR a choice of a new Wii system or new iPod (based on
comparable value). Winners’ names and paper topics will also be featured
in both the Foundation’s online and print publications!

For a complete set of rules and application instructions, visit:
www.scleroderma.org/studentcontest.html or call (800) 722-HOPE.




