
Whether creating and developing their own events, 
fundraising through Facebook for birthdays and holidays, 
or participating in events and raising money to be donated 
to the Scleroderma Foundation, Tri-State Chapter, our 
supporters have brought in a total of over $35,000! 

Some of these events include:

 ·  Social Media fundraising in Memory of Ann Levitt: $2,200

 ·  Keuka/Cazenovia College - Women’s Lacrosse
  GoFundMe Campaign: $1,400

 ·  Ithaca ComedyFLOPs Improv Show: $100

 ·  Halloween Beer Bash Event: $1,200

 ·  Dan and Patricia Keating Wedding – Donations in Lieu
  of Gifts: $1,700

 ·  Amazon Smile Donations: $500

 ·  Rensselaer Polytechnic Institute (RPI)
  Walk-A-Thon: $9,000

 ·  Paint With A Purpose – Buffalo: $400

 ·  Employer Matching Gifts: $2,000

 ·  Donations from Facebook’s “Support Nonprofit
  Button”: $15,000

Wondering what you can do?
Consider planning and hosting an event - a great way to raise 
funds and awareness for scleroderma. There are many peer
to peer event possibilities. Consider a golf outing, bowling 
night, theme party, hosting a dance or a night on the town 
at a local pub. Donate the proceeds from your event to the 
Tri-State Chapter and you’ll make a difference, all while raising 
scleroderma awareness and having fun!
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Organize an event to fit your
lifestyle and schedule.

Choose an event based on your ability, energy level, and 
time constraints. There’s a peer to peer event idea that 
will fit every schedule and lifestyle. Maybe you could find 
a sponsor that will donate one-night’s ticket sales from a 
local performance or $1 per score for a local team’s season? 
You could host a Battle of the Bands or ask your company 
to allow a $5 jeans day. There are so many options just 
remember to make it manageable and fun!

Ask about tax-deductible payroll contribution programs,
many employers will make or match your workplace-giving 
donation to a charity of your choice. Together with your 
company, you may have the option to benefit Scleroderma 
Foundation, Tri-State Chapter by providing a much-needed 
stream of revenue.

It all adds up to make a difference!
We can assist you in developing your idea and promoting 

your peer to peer event. We’d love to hear from you!
For guidance call, our Fundraising Manager Kyle at

(800) 867-0885 or email KMills@SclerodermaTriState.org

Thank You, Supporters!
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M I S S I O N
To provide educational and emotional support to people with scleroderma and their families

To stimulate and support research designed to identify the cause of and cure for scleroderma as well as to improve methods of treatment
To enhance the public’s awareness of this disease

Throughout 2018, our supporters made a huge difference
through their individual fundraising efforts!



2

Scleroderma Foundation
Tri-State, Inc. Chapter

Founders
Mark Flapan, Ph.D.
Helene Flapan, M.A.

Board of Directors 
President 
Marc Krieger
Treasurer
Rosemary Markoff
Secretary
Marilyn Sibley

Members 
Suzy Ballantyne 

Mary Contadino 

Carla Gage 

Estelle Randolph

Jonathan Schorr 

Frederick Shaw  

Jeffrey Toromoreno 

Medical Advisory Board Members
Chair
Robert Spiera, MD
Hospital for Special Surgery
Weill-Cornell Medical College
Members
Elana J. Bernstein, MD, MSc
Columbia University Medical Center/NYP
Howard Blumstein, MD
Rheumatology Associates of Long Island
Avram Goldberg, MD
Scleroderma & Raynauds Treatment Center
NYU – Langone Rheumatology Associates – Long 
Island
Jessica Gordon, MD
Hospital for Special Surgery
Barry L. Gruber, MD
Long Island Regional Arthritis & Osteoporosis Care
Charles P. Melone, Jr., MD
Hand Surgery Center, Mount Sinai Beth Israel
Maria Luisa Padilla, MD
Mount Sinai National Jewish Respiratory Institute
Lee Shapiro, MD
Community Care Rheumatology
Honorary Member
Harry Spiera, MD

Tri-State Staff
Executive Director
Bruce Cowan

Fundraising Manager
Kyle Mills

Operations Specialist 
Candice Snider

Scleroderma Foundation Tri-State, Inc. Chapter
59 Front Street, Binghamton, NY 13905  
(800) 867-0885 • fax: (607) 723-2039 
email: sdtristate@scleroderma.org
www.SclerodermaTriState.org

A Message from Our Executive Director 
 Winter can be an extremely tough time for a scleroderma patient. Just 
leaving home for a doctor’s appointment is a challenge. The record breaking 
cold we are experiencing can be dangerous in a matter of minutes. You need to 
dress and plan properly for the elements, do not venture out alone, and have 
a back up plan in case of an unforeseen emergency such as a car stuck in the 
snow or traffic. Avoid public transportation and large crowds when possible 
where you could be exposed to germs and illnesses. 

 In this issue of the Exchange, Will shares his story of living with scleroderma. 
He tells about the adjustments he has had to make in his life both physically 
and emotionally. He speaks of the support he receives from his family and 
friends. He has not allowed scleroderma to take over his life, which he could 
very easily have done. He speaks for many in our community when he states, 
“Scleroderma has failed to stifle my spirits, failed to dampen my dreams, failed 
to change my relationships with family and friends.” I have had the pleasure 
of speaking with Will and many other amazing scleroderma patients over the 
years. Our community of patients and their caregivers remain so ever positive 
in the face of dealing with their personal scleroderma difficulties. They continue 
to reach out helping others cope on their journey with this mysterious illness.

 Our page one story speaks of creative ways you can support your loved ones 
and the chapter. While raising funds working with others in our common cause, 
you are also bringing greater awareness to the public about scleroderma. 
Hopefully you will find an opportunity that fits your lifestyle and schedule. Your 
efforts really matter as we continue to serve the patient community.

 Warmer weather is just around the corner. We hope to see you participating 
in one of our walks in June, or getting involved in one of our 
other many activities. Please give us a call to discuss where 
and how you can help.

Bruce Cowan
Executive Director

1. Place a cookie on your forehead. Maneuver the cookie to
 your mouth using only your face muscles (no hands!)
2. Nominate two or more people to complete the challenge,
 or donate at www.FaceTheCookie.org 
3. Provide an explanation with an expiration (see “What to say” below)
4. Share, Share, SHARE PUBLICLY on YouTube, Facebook, Twitter,
 Instagram...and use #  

What to say:
“Thanks for nominating me for the ‘Scleroderma Face The Cookie challenge’. 
I‘m nominating _____ and _____ , you have 24 hours to accept and complete 

the challenge or make a donation at FaceTheCookie.org
Keep it going by posting your video publicly with your own nominations!”
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Through a partnership of two Scleroderma Foundation 
Chapters, families and juvenile scleroderma patients 
from across the country participated in the second

Kids Get Scleroderma Too! Event.

 The program was originally conceived and hosted by the 
Tri-State Chapter (serving NY, CT & Northern NJ) in 2016 in 
Hackensack, NJ. Three well-respected pediatric rheumatologists 
worked closely to develop a two-day event that won the 
Scleroderma Foundation’s Outstanding Education Program 
Award.  In order to reach additional families living in the western 
part of the country, Cyndy Besselievre, executive director for the 
Rocky Mountain Chapter, stepped up to partner with Tri-State in 
2018.

 Hosted at the Children’s Hospital of Colorado, 100 patients, 
family members and volunteers from 10 states participated, 
as well as physicians, and a host of health care and wellness 
experts. The event’s signature ice breaker, a Halloween Costume 
Party, kicked off the event on Friday, October 26. Then on 
Saturday, programming for all ages was planned and a full-
day of education and camaraderie ensued.  Scholarships were 
obtained for families to assist them with travel and lodging from 
a handful of very generous donors. Registration was free of 
charge. Evaluations showed this event was a huge success and 
helped to educate and involve families and friends in the work 
of the chapters and the entire organization.  

 Thank you to all of the generous sponsors and the efforts 
of these Chapters that worked together to make the program 
a big success. If you would like to learn more about juvenile 
scleroderma, videos of the 2018 presentations are available 
on YouTube and those from the 2016 event are housed on 
SclerodermaVideo.com.

COLUMBIA UNIVERSITY IRVING MEDICAL CENTER 
SCLERODERMA STEM CELL TRANSPLANT PROGRAM 

 Autologous hematopoietic stem cell transplantation for 
patients with systemic sclerosis (scleroderma) is available at 
Columbia University. Stem cell transplantation is offered to 
carefully selected patients. In determining which systemic 
sclerosis patients may be good candidates for stem cell 
transplantation, they use the inclusion and exclusion criteria 
from the SCOT trial as guidance. The SCOT trial was the largest 
U. S. trial of autologous stem cell transplantation for the 
treatment of systemic sclerosis. Results of the SCOT trial were 
published in the January 4, 2018 issue of the New England 
Journal of Medicine. The SCOT trial included patients aged 18 
– 69 with diffuse cutaneous systemic sclerosis for a duration
of less than or equal to 5 years who had lung and/or kidney 
involvement. Certain pulmonary function test parameters 
must be met, and patients with pulmonary arterial 
hypertension are excluded. 
The goal of stem cell 
transplantation is to stop 
disease progression. Some 
patients who undergo 
stem cell go into remission, 
however some of these 
patients can eventually face 
a relapse.

 Patients who are 
interested in learning more about stem cell transplantation 
at Columbia University Irving Medical Center should contact 
Rachel Broderick, the research coordinator at rb3173@cumc.
columbia.edu or by calling 212 342-2713.

DR. JESSICA CHAPMAN AND DR. LEE SHAPIRO JOINS 
COMMUNITY CARE PHYSICIANS P. C. 

Community Care Physicians is pleased 
to announce the opening of their new 
Community Care Rheumatology Practice in 
the Albany NY area with locations in Clifton 
Park and Saratoga. This Rheumatology 
practice will be led by Dr. Jessica Chapman 
and Dr. Lee Shapiro with Dr. Shapiro focusing 
on the treatment of Scleroderma and other 

rare autoimmune diseases such as Degos disease. He will see 
patients in the Saratoga office located at One West Avenue, 
Suite 330 Saratoga Springs. The practice will also operate 
an infusion center in the Clifton Park location, offering early 
morning and late afternoon infusions to accommodate 
patients’ busy lifestyles. Practice’s phone 518 782-3899.

 Dr. Shapiro is a member of the Tri-State’s Medical Advisory 
Board having treated scleroderma patients for more than 
30 years along with conducting research into the cause and 
cure of scleroderma. We wish them success in their new 
surroundings.



SclerodermaVideo.com
For over a decade, Tri-State Chapter has been building a valuable

resource that is available 24/7 from any mobile device.

The Chapter uses Starlight Video Productions professional services to 
record each education forum that is hosted. The videos are uploaded 
to SclerodermaVideo.com. When you visit the site, you will see a 
breakdown of the recordings by area of interest (ie: Hand Issues; Legal 
Aspects etc.). Choose your category and view any of 100 videos to add 
to your knowledge of scleroderma! 

Whether you are a patient, caregiver, family member or medical
professional, SclerodermaVideo.com is an invaluable resource.

Copies of the videos are available on DVD from the Tri-State Video 
library along with a host of books and articles. Visit the Tri-State
website to see the complete list: SclerodermaTriState.org  

Looking For Support?
             Visit sclerodermatristate.org for additional information about our support groups.
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Albany, NY 
June 2 | 6:30 pm 
Crossgates Mall 

Binghamton, NY 
June 2 | 9 am 

Otsiningo Park

Hartford, CT
*June 29 | 9 am

University of St Joseph

Long Island, NY 
*June 23 | 9 am

Wantagh Park

Manhattan, NY 
June 9 | 9 am 

Riverside Park-96th St

Poughkeepsie, NY 
June 15 | 9 am
Vassar College

Ridgefield Park, NJ 
*June 8 | 9 a.m.
Overpeck Park

Rochester, NY 
June 1 | 9 am 
Seneca Park

Westchester, NY
*June 23 | 9 am
Waterfront Park

*Tentative.

2019 Walks
Stepping Out to 

Cure Scleroderma
Save the date!

The need is great.
The time is now.
We hope that you’ll consider leaving a 
bequest, large or small, to the Scleroderma 
Foundation Tri-State Chapter. Any size 
gift will make a meaningful difference for 
individuals and families affected by scleroderma.

A bequest is simply the act of leaving a gift in your will. It may be 
money, stocks, or bonds. Charitable gifts after death may reduce estate 
taxes while contributing to critical scleroderma research, educational 
opportunities, and support for those affected by the disease

Thank you for considering this opportunity to make a difference. 
Please contact the Tri-State office with questions: 800-867-0885  



Looking For Support?
             Visit sclerodermatristate.org for additional information about our support groups.

Eastern Connecticut
EasternCT@SclerodermaTriState.org

Greater Enfield, CT
EnfieldCT@SclerodermaTriState.org

Yale/New Haven, CT
NewHavenCT@SclerodermaTriState.org

Northern NJ
NorthernNJ@SclerodermaTriState.org

Albany, NY
AlbanyNY@SclerodermaTriState.org

Buffalo, NY
BuffaloNY@SclerodermaTriState.org

Cooperstown, NY
CooperstownNY@SclerodermaTriState.org

Greater Rochester, NY
RochesterNY@SclerodermaTriState.org

Long Island, NY
LongIslandNY@SclerodermaTriState.org

Nassau/Queens, NY
NassauQueensNY@SclerodermaTriState.org

New York City
NYNY@SclerodermaTriState.org

Orange County, NY
OrangeCountyNY@SclerodermaTriState.org 

 Support Volunteers: 

Bergen County, NJ
Natalie Puccio-Murdolo
BergenCountyNJ@sclerodermatristate.org

Adirondack Region, NY
Wendy Faubert 
AdirondackNY@SclerodermaTriState.org

Central Region, NY
Suzanne Craft 
CentralNY@SclerodermaTriState.org

Rochester, NY 
Diane Reynolds
ladydi2u1956@yahoo.com

Shaleeya McFadden
shaleeyamcfadden123@gmail.com

Tracy Mieszczak
tracylynn407@yahoo.com

Mona Isler  
ramona918@gmail.com 

Staten Island, NY Region
Jeanne Ryan 
StatenIslandNY@SclerodermaTriState.org

The power of support

 YOU ARE NOT ALONE!

Our organization is focused on support for 
the patient, as well as family and friends. 
The goal is to create a large network of 
support, extending our reach throughout 
the Tri-State area.

If you are not yet part of a group, try 
attending a meeting! Soon meetings will 
become part of your daily habits toward 
building a healthy, balanced lifestyle. 
You have scleroderma, but it does not 
define you.

We are always looking for people who 
are ready to step up – assuming a leader-
ship role. As a support group leader 
you’ll get a sense of doing something 
significant – you will feel good about 
supporting others and in turn, you’ll feel 
good about you! We will assist you in
every possible way.

For more information on current groups 
or to learn more about starting a group, 
give us a call at 800-867-0885
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2019 Tri-State Patient Education Events
We will be hosting educational events at locations throughout the Tri-State Chapter.

Dates, presenters, and agendas will be released through direct mail, email announcements,
and social media. 

Make sure you are receiving important information from the Chapter by becoming a 
member today! Your contribution, when added to those of many will make a big impact on the 

programs, services, and funding for research to fulfill our mission!

Please use the last page of this newsletter to join, renew your membership or 
update your contact information with our office.

Knowledge is power!
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Scleroderma Voices: Will Villanueva
Who is Will Villanueva? 
I’m a husband, father,
grandfather, brother, son,
friend, and a new member
of the Tri-State Chapter. 

How does Scleroderma
effect your life? 
While it is true that
scleroderma has brought 
with it some low points, as 

I learned to adjust to all of the many physical changes and 
physical restrictions to even the most basic of life’s daily 
activities, it has failed to stifle my spirits. It has failed to 
dampen my dreams. It has failed to impede my drive to 
continue striving for success. Most importantly it has failed 
to change my relationships with family and friends.

Where do you find support? 
My family, hands down has been my greatest support, but 
my greatest form of comfort truly comes from my pets who 
are always there to greet me and seem to know whenever
I need company. 

What words of wisdom do you
have for others affected
by scleroderma?
From my experience, the best
advice I can give someone with 
scleroderma is to take things 
one day at a time. Cherish, be 
thankful, and take advantage 
of the things you have and can 
do today because next year you 
may find yourself wishing you 
were at where you are right now.
That’s something I have come to
experience and learn through the years. 

If you could tell the general public one thing about 
scleroderma what would it be?
With scleroderma especially in the beginning, you may 
not always have to look sick to be sick. It’s hard to imagine 
how the simple everyday tasks that healthy individuals do 
without giving it a second thought, like putting on your 
socks, opening a water bottle, reaching for something at 
the bottom or top shelf at the super market, opening your 
mouth wide enough to eat that juicy cheese burger you’ve 
been craving all week, or even sitting in an air conditioned 
restaurant, are the very things we struggle with. 

Any tips for those
dealing with 
scleroderma?
The best tip I can
give someone 
with scleroderma 
would be to get 
plenty of rest as 
well as dedicating time to stretch and exercise, continue 
eating well and drinking plenty of fluids, keep your mind 
busy and de-stress. 

What are your hobbies or favorite things?
Some hobbies and activities I started doing now that I’m 
limited are cooking and baking, reading, drawing, walking 
and stretching, learning about and making small investments 
in the stock market, spending more time with family and 
friends, watching movies and shows, and breathing exercises 
and meditation. 

Anything else you would like to share?
This journey with scleroderma hasn’t always been easy.
It has not only affected my life but the lives of loved ones 
as well. Most people don’t understand it, let alone know 
what it is. Scleroderma affects people in so many different 
ways and I’m still learning new things about it through-
out my journey. It’s definitely been eye-opening and has 
shifted my direction in life. I’m more focused now on my 
goals and what’s important to me. 

Every decade autoimmune disorders continue to grow
exponentially. While I’m glad to see that little by little there 
is more awareness and research on both the causes and 
cures for these types of illnesses, I can’t help but think that 
there’s a lot more that could be done and should be done. 
I am so grateful to the folks at the Scleroderma Foundation 
Tri-State Chapter for bringing awareness to this important 
topic and giving us a voice. 
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Scleroderma Foundation/Tri-State, Inc. Chapter  |  59 Front Street, Binghamton, New York  13905
Check payable SF Tri-State | Credit card purchase - Mail  or  FAX to (607) 723-2039

Name ___________________________________________________________________________________________________________

Address __________________________________________________________________________________________________________

 ________________________________________________________________________________________________________________

Phone (______) __________________________ Email _____________________________________________________________________

Credit Card                 Visa               MasterCard                AmEx               Discover

Credit Card # ______________________________________________  Expiration Date  _______/_______/_______  CVV (Security Code) __________  

Signature ________________________________________________________________________________________________________

Spread Awareness of Scleroderma
SHOW THE WORLD YOU ARE FIGHTING FOR A CURE

Touchscreen Gloves $8 each

Adult SF Shell Pattern
Neck Tie $25 each

Tri-State C
hap

te
r

Ta
ke

 a 

st
and, Step Out!

2018 Walk T-Shirt $10 each

36” x 36” Ladies SF Damask 
Pattern Scarf $28 each

Navy Knit Hat $18 each

Embroidered Fleece
Blanket $25 each

Navy Hoodie $25 each

Adult SF Shell Pattern Self-tie 
Bow Tie $25 each

Flashlight /Rechargeable
Portable Power Bank $5 each

Gel Hand Warmers $5 pair

Ladies SF Damask Pattern Scarf  $28 each _____________  

 Adult SF Shell Pattern Neck Tie $25 each _____________  

Adult SF Shell Pattern Self-tie Bow Tie $25 each _____________  

Hooded Sweatshirt  - Size(s)_____________ $25 each _____________  

Navy Embroidered Blanket   $25 each __________  

Navy Embroidered Knit Hat $18 each _____________  

2018 Walk T-Shirt  -  Size(s)_____________ $10 each __________  

Black Knit Gloves $8 pair _____________

Gel Hand Warmers - quantity 2 $5 pair __________

Flashlight/Rechargeable Power Bank $5 each __________

 Merchandise Total $ _____________

All items - while quantities last, shipping included in price.

Sustaining Gifts
When you donate you can select your gift type; a One-time gift or a Sustaining gift. You may also

specify the duration of your sustaining gift to equal the total you wish to give.

Every dollar counts toward advancing our mission
of support, education, and funding research. 

Call 800-867-0885 or visit www.sclerodermatristate.org. 
Choose to become a sustaining member this year with monthly gifts 

and receive your selection of a sweatshirt or a fleece blanket with our thanks!
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Non-Profit Organization
US Postage

PAID
Binghamton, NY

Permit No. 21

Tri-State, Inc. Chapter
59 Front Street

Binghamton, NY 13905

The Scleroderma Foundation in no way endorses any of the drugs or treatments in this newsletter; the information is provided to keep readers 
informed. Because the manifestations and severity of scleroderma 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.

YOUR DONATION HELPS FUND OUR MISSION  
Donations of $25 or more include membership to the Tri-State Chapter and the national Scleroderma Foundation.

Name ______________________________________________________________________________________________________________

Email (save postage)___________________________________________________Phone________________________________________________

Address ____________________________________________________________________________________________________________

City_________________________________________State _______________________ Zip _________________________________________

One-Time Amount_____________________________________   or  a  Sustaining Monthly Amount____________________________________

Checks payable to SF Tri-State (email required) or Donate online www.SclerodermaTriState.org 
Credit Card (all information required)  
If your employer matches gifts, enclose a matching gift form
     qVisa      qMaster Card       qAmerican Express       qDiscover

Card Number _______________________________________________________________Security Code (CVV) __________________________

Expiration Date _____________________Zip________________E-mail _________________________________________________________

Contribution is made:  q in honor of    q in memory of    qas a donation with membership
           q to a 2019 walk participant     q to a 2019 walk team
Name  _____________________________________________________________________________________________________________

 q No acknowledgement needed      q Send acknowledgement to:  
Name ______________________________________________________________________________________________________________

Email (saves the organization postage) ____________________________________________________________________________________

Address ____________________________________________________________________________________________________________

___________________________________________________________________________________________________________________

City________________________________________________________________________State__________________Zip ___________________

Mail to: Scleroderma Foundation Tri-State Chapter, 59 Front Street, Binghamton, NY 13905




