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Thank you! Every step forward in fundraising this year has made an impact from personal virtual events to participating in the 
Stepping Out to Cure Scleroderma Virtual Event hosted via Facebook & YouTube.  We appreciate everyone who helped support 
the Stepping Out to Cure Scleroderma virtual walks. With your help we can Keep Our Promise to the scleroderma community 
through our mission of support, education, and research.

On October 10, 2020, we hosted our eleven separate walks throughout NY, NJ, 
and CT in the Stepping Out to Cure Scleroderma Virtual Event. Each walk had 
individuals coming together for one common mission. Thanks to individuals 
such as yourself, our volunteers and walkers in the Tri-State region, we were 
able to raise over $146,000 and counting to fund the Tri-State Chapter’s 
mission.
 
We are grateful for all of our sponsors, and would like to give special 
recognition to our Diamond Sponsor: Bethpage Federal Credit Union; our 
Platinum Sponsor: Valentine Fenti (I Love Kay-Rochester & Manhattan). In 
addition to our local sponsors, we are fortunate to accept significant backing 
for all of our events from our National Level Pharmaceutical Sponsors: Actelion 
and Boehringer Ingelheim. No matter how large or small the gift, we are 
extremely grateful to all of our supporters during this walk season! 

You stepped out, now it’s time to step up! 

Even though the event has come and gone, it doesn’t mean that we stop there. We continue to persevere through the entire 
year to fulfill our mission. Host a virtual event to help boost your personal fundraising efforts through a variety of ways such 
as a Virtual Movie Night, Virtual Dinner Hour, or ask your employer to sponsor a dress down day where fellow employees pay 
to dress down.  You are still able to share your personal fundraising pages at www.steppingoutwalk.org, and keep pushing 
forward, because next June, we will recognize all those who continue to share their stories, create awareness within their 
communities and advocate on behalf of those suffering with scleroderma. 

We thank you for stepping out, as it is just one step in the process. Together, we are united knowing that we stand for everyone 
that has lost their battle, those who are currently fighting as warriors, and the generations that are yet to come. We hope that 
one day those affected can stand proud as conquerors of scleroderma with a cure.
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A Message from Our Executive Director 
While 2020 has been a challenging year for everyone your chapter has 
continued to serve your needs. With the help of our staff, our board of 
directors, our medical advisory board, our support group leaders, our walk 
volunteers and all of you in our community we have been able to achieve the 
following:

Support: our support groups have pivoted to virtual meetings with Zoom, 
Skype or on the phone. While the groups are missing that personal touch 
of being physically together, they are helping each other cope with their 
changing worlds. 

Education: we produced 3 virtual Education Forums this fall in Albany, 
Yale / New Haven, HSS / NYC with 11 speakers, you can find these on www.
SclerodermaVideo.com to view in the comfort and safety of your home. The 
chapter also collaborated with the HSS social work department to present 3 
video events focused on coping and anxiety which were very well attended. 

Research: in February the Tri-State Board of Directors pledged an additional 
$80,000 for research. Which is over and above our annual funding 
commitment to the foundation. Your efforts in 2019 made it possible to 
provide these funds towards two grants with researchers in our region: Dr 
Korman at University of Rochester and Dr Barrat at HSS. 

Your walk fundraising efforts in these difficult times is a testament to your 
commitment to the chapter. The October 10th FaceBook Live Event raised 
over $146,000 for us to continue our mission of serving the scleroderma 
community in our region and beyond.

We wish you a safe and healthy holiday season, understanding this will be 
much different than any we have ever experienced. Remember You are not 
alone, your scleroderma community is here to help you.

Bruce Cowan
Executive Director
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Ariel Galvez is the newest member of the Tri-State 
Scleroderma Foundation as the Patient Services 
Manager. She is in her final year of graduate school 
completing her Master’s in social work. In her free time, 
she likes making different types of art, reading and 
spending time with loved ones. Her passions include 
advocacy and giving others the tools they need to 
help themselves and become their best selves. Ariel is 
available for support when you need it, we encourage 
you to contact her through her Scleroderma email or 
phone number if you need resources, support, or a 

better understanding of our support groups and how to join one.

Welcome, Ariel!



Did you know you can watch the 
2020 Virtual Education Forums 

from your own home at
SclerodermaVideo.com?

Tri-State has filmed all of the 2020 Education Forums 
and made them available to watch from home. This 
allows everyone to have access to the forums while 

staying safe and healthy during the pandemic. These 
videos were talks given by Physicians, Researchers and 

other experts in their fields. 

If you want to learn more about a specific topic, you 
can also see all the videos organized by subject. For 

example, if you are new to learning about scleroderma, 
you can head to the Scleroderma 101 section where 

there are videos hand-picked for newcomers.

There is a wealth of free information about 
scleroderma

at SclerodermaVideo.com, available 24/7! 

2020 Virtual Education Forum Topics: 

“How You Can Improve Communication With Your Doc-
tor” & “The Effects of Covid-19”

Lee S. Shapiro, MD

“Nutritional Considerations for Scleroderma”
Michelle Morgan, MS, RDN, CDN

“Dedicated Scleroderma Programs and the Research 
they Conduct”

Monique Hinchcliff, MD, MS
“Scleroderma Associated Interstitial Lung Disease”

Mridu Gulati, MD, MPH

“Participating in Research Studies”
Robert Spiera, MD

“Responding to the Impact of Covid19: A Collaboration 
between HSS and the Scleroderma Foundation”

Juliette Kleinman, LCSW, ACSW and 
Susan Rodriguez, LCSW

“Patient Support: Updates During COVID-19”
Elizabeth Soto-Cardona, MPH

“Diagnostic Testing in Scleroderma”
Jessica Gordon, MD

“Becoming a Rheumatologist: Understanding the 
Educational and Training Pathway of your Scleroderma 

Doctor”
Kimberly Showalter, MD

“Functional Impact of TRL8 Biallelism in Patients with 
Scleroderma”

Franck Barrat, PhD

Stay Connected & Educated from Home
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The Scleroderma Foundation’s “Virtual University” Patient Education Series was of-
fered in place of the 2020 National Patient Education Conference. To continue to deliver 
on the promise of its mission, the Foundation adapted its programming to the virtual 
environment to create an exciting series of webinars, live meetings, workshops, and 
Scleroderma-related education videos. These weekly online events cover everything 
from managing symptoms to everyday living advice from individuals with scleroderma, 
physicians, and specialists. Enjoy these series from the comfort of your home.

Summer Series: www.scleroderma.org/SummerSeriesVideos
Fall Series: www.scleroderma.org/SFuniversityfallvideos
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Anybody with the opportunity to experience a western or central 
New York winter is familiar with the unexpected flurries, blizzards that 
leave your car buried beneath feet of heavy snow and early mornings 
spent clearing the driveway. William “Will” Villanueva, a native of 
Rochester, is no stranger to the harsh snow fall and cold temperatures 
- until one winter something felt different. While shoveling he noticed 
that his hands were becoming numb and exceptionally painful with 
a peculiar coloring of his fingers. As winter turned to spring, his 
hands and ankles were puffy and swollen, which he attributed to 

warmer weather and 
it persisted through 
the summer despite 
changing to a low 
sodium diet. Another 
turn of the seasons 
brought more than 
the changing colors 
of the leaves on the 
trees for Will as he 
began to notice in 
the fall that doors 
were increasingly 
heavy, causing him 
substantial pain 
down to his forearms 

as he struggled to open them. 

A year passed and Will decided it was time to seek answers. 
His primary care physician set him up an appointment with a 
rheumatologist in Rochester. After blood work and undergoing 
various tests there finally was an answer - Will was diagnosed with 
Scleroderma. For the next couple of years he worked with his 
healthcare team consisting of specialists spanning different cities 
and states to control his progressing symptoms. He had suffered 
significant weight loss, progressive weakness, various gastrointestinal 
symptoms and functional limitations from constriction in his hands 
and fingers. Several treatments were attempted ranging from oral 
anti-inflammatory agents and steroids to medication infusions, 
none of which were successful in slowing the progression of his 
condition. Imaging tests revealed there now was involvement of vital 
organs such as the heart and lungs, an indication that things were 
continuing to advance. It was in February of 2019 when Dr. Korman, 
his Scleroderma specialist in Rochester, recommended it was time 
to consider stem cell transplantation as a potential option for future 
treatment. 

“I felt relieved and glad that he suggested it,” said Will as he detailed his 
initial reaction after being introduced to the idea of transplantation. 
“I had seen and heard of studies involving stem cell transplantation 
and followed up with stories of patients that experienced great 
improvements - this was the hope I needed.”

During transplant preparations Will underwent more extensive 
testing that is required to determine if he qualified as a candidate 
and to ensure it would be safe to move forward with the process. In 
August 2019 there was a setback as his journey towards a transplant 
at Northwestern in Chicago came to a halt. 

“It was like the rug got pulled out from under me and it was the worst 
news I had heard in a long time,” says Will as he recalls the moments 
after the plans for transplantation fell through. “I had already gone 
through all this testing and was just waiting for my insurance to 
approve the treatment. I was just floored - I felt hopeless.”
 
Dr. Korman remained a consistent source of guidance, working to 
establish care with a new institution willing to do the transplant. A 
few months later in October, Will was with Duke University, admitted 
to the hospital and ready to receive his stem cell transplant. He spent 
months in North Carolina following the treatment, first receiving 
full body radiation and chemotherapy and then following up in an 
outpatient clinic for fluids and daily blood draws to ensure he was 
moving in the right direction. Although the process was extensive 
and in an unfamiliar city, the compassionate care he received by the 
healthcare staff at Duke provided a sense of comfort. 

“I just can’t say --”, as Will pauses to find the right words to express 
his gratitude. “Duke, they were just awesome and on the ball. I was 
impressed with how well and how smoothly it went. Everything was 
great; the staff, the nurses. My doctor at Duke was such a great guy 
and very personable - he made you feel like a human and not just a 
number.”
 
Life for Will following the transplant has been filled with improvements 
that give him with hope and enthusiasm for the future. The first 
noticeable change occurred in his fingers within the first week 
following treatment, which had become softer and he regained some 
of the sensation. He is now able to bend to the ground to pick up 
objects he drops and can reach above his head to close the tailgate of 
his car. Limitations from pain and stiffness in his joints left him barely 
able to walk half of a mile, but now he finds himself able to complete 
five-mile hikes with his family. There has been increased mobility in 
the skin of his face, making it easier to open his mouth to eat and 
speak. When those closest to him interact with him now they have 
noticed that he sounds better, is more energetic, less worn down and 
acting more like his usual self. 

During the course of our conversation I was impressed with the 
level of optimism and resilience that he has maintained throughout 
his journey. Plenty of times he could have dwelled on the 
disappointments and setbacks, but he chose to look forward to the 
future with a positive mindset. He attributes his unwavering strength 
to his wife Jenny and his children, his brother and his two dogs for 
always being in his corner to make the tough times more bearable. 

Patient Story
                    Featuring: William Villanueva

                                   By: Alexsaundra Zywicki 

...continued on Page 5
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Call 800-867-0885 - update your contact information and receive the latest Tri-State news.

Another source of support has been the Tri-State chapter of the Scleroderma Foundation, which he became involved in two years 
ago after his wife stumbled across a post on Facebook advertising. Will also was able to provide his unique perspective of not only 
being a patient, but also can draw on his experiences as a patient care technician as well as a nurse. To end our conversation, I asked 
Will to leave me with a piece of advice and something that he would want a future healthcare professional to know. 

 “I know you can’t spend 30 minutes with each patient, but also when someone feels you are trying to inch out of the door that is 
not a good feeling either. Everyone wants to feel that they matter and want to be able to trust that they are in good hands,” says Will. 
“The most important thing is to be a good listener.” It was an honor to have the opportunity to dive into Will’s story, pick his brain 
for advice to help me connect to my future patients and most importantly, to listen to his story.  

. . .Patient Stor y Continued.. .Patient Stor y Continued

Share your story!

Have you had an opportunity to read our Patient Stories on our website yet? We added 3 stories to the “Read Stories” tab 
featuring Nichole’s Scleroderma Journey, Tameka Nelson’s Story and the patient story listed on Page 4 of this issue.  Check it out 
at Scleroderma.org/tristate and click on Read Stories. 

If you would like to share your patient story, email sdtristate@sclerodermatristate.org. 

As we get ready to end the year, we would love to CELEBRATE with you. 

 It is time to Step Up for Scleroderma and remember those currently battling scleroderma or those who have lost their 
battle.  Make a donation in honor or in memory of someone and your gift will help KEEP OUR PROMISE to the scleroderma 

community.  Visit www.Scleroderma.org/celebrate for more information.

Celebrate YOU & Your Loved Ones



6

Looking For Support?Looking For Support?
             Visit sclerodermatristate.org for additional information. 

EASTERN CTEASTERN CT
Rachel Barta

EasternCT@SclerodermaTriState.org

YALE/NEW HAVEN, CTYALE/NEW HAVEN, CT
Adam Cerilli

NewHavenCT@SclerodermaTriState.org

NORTHERN NJNORTHERN NJ
For meetings in NJ, contact the office at (800) 867-0885

NorthernNJ@SclerodermaTriState.org
BERGEN COUNTY, NJBERGEN COUNTY, NJ

For meetings in NJ, contact the office at (800) 867-0885
BergenCountyNJ@SclerodermaTriState.org

ALBANY, NYALBANY, NY
Carla Gage

AlbanyNY@SclerodermaTriState.org

BUFFALO, NYBUFFALO, NY
Amanda Hebert & Deborah Golinski
BuffaloNY@SclerodermaTriState.org

COOPERSTOWN, NYCOOPERSTOWN, NY
Marilyn Waterhouse

CooperstownNY@SclerodermaTriState.org

GREATER ROCHESTER, NYGREATER ROCHESTER, NY
Marilyn Sibley

RochesterNY@SclerodermaTriState.org

LONG ISLAND, NYLONG ISLAND, NY
Beatriz Nunez & Myrna Carrasquillo

LongIslandNY@SclerodermaTriState.org

NASSAU/QUEENS, NYNASSAU/QUEENS, NY
Evamarie Cole

NassauQueensNY@SclerodermaTriState.org

NEW YORK CITYNEW YORK CITY
Tiese Mahabir & Zeba Hyder

NYNY@SclerodermaTriState.org

ORANGE COUNTY, NYORANGE COUNTY, NY
Jodi Lynn & Barbara Celnick

OrangeCountyNY@SclerodermaTriState.org 

SYNC Meet Up
Scleroderma Young Adults Needing Connection

Scleroderma Young Adults between the ages of 18-42 
are invited to join the virtual SYNC Meet Up group.  
This group brings together patients who are of a 
similar age. Staying connected is more important than 
ever these days.

In order to find out more details and attend future vortual
meetings, please email 

sdtristate@sclerdoermatristate.org or 
agietzen@scleroderma.org. 
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Want to make a DIFFERENCE?  
Get your charitable gift MATCHED!

Scleroderma Awareness Items
Rock Your TEAL!Rock Your TEAL!

36”x36” Ladies SF Damask
Pattern Scarf $25 each

Adult SF Shell Pattern
Neck Tie $25 each

Embroidered Fleece
Blanket $25 each

Umbrella
$15 each

Navy Knit Hat 
$18 each

Touchscreen Gloves
$8 each

Navy Hoodie
$25 each

Baseball Cap
$15 each

Shipping cost as follows based on Merchandise Total:
$5-30: $5.00; $31-100: $10.00; $100 or more: Free Shipping

Silver Scleroderma Earrings
$40 each

You made a donation towards the Scleroderma Foundation Tri-State Chapter, but what’s next?  
Did you know that many companies match donations made by their employees to our 
organization?   You can instantly double the impact of your initial donation by contacting your 
employer and inquiring about their matching gift program.

Every dollar counts and it is awesome matching gift programs like 
these that make a DIFFERENCE!

Ask your employer about Payroll Deduction!
Some companies will allow you to donate to the Scleroderma Foundation Tri-State Chapter 

through your employee workplace campaign!

Choose the appropriate number to support our cause:

• United Way choose Scleroderma Foundation/Tri-State Chapter IRS#13-3128296

• New Jersey Employees Charitable Campaign  choose 6582

• State Employees Federated Appeal    choose 999-00581

• Combined Municipal Campaign & CUNY   choose 2539

To place an order, call (800) 867-0885!
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Non-Profit Organization
US Postage
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Tri-State, Inc. Chapter
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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  
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)

     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
Membership:  qNew Member  qMember Renewal   qNo Membership
If New Member or Member Renewal is checked, the first $25 of your donation will go towards your membership to both the Tri-State Chapter and National Scleroderma Foundation.    
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

Please note your membership ends on the date provided in your address box.


