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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
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DR. HARRY SPIERA RETIRES
    After an extensive and influential career 
as a rheumatologist, clinician, and teacher 
recognized internationally for his expertise 
in scleroderma and related rheumatologic 
disorders, Dr. Harry Spiera announced his 
retirement as of November 1, 2017.

 In the early 1980’s, Dr. Spiera was instrumental in the 
formation of the Tri-State Chapter. The Chapter began as the 
Scleroderma Society of Greater New York based in Manhattan. 
Dr. Spiera along with patient Mark Flapan PhD and his wife 
Helene recognized the need for patient support in the sclero-
derma community. Jointly they organized the first scleroderma 
patient support group which met monthly in Manhattan. 
The group gave patients the opportunity to meet with other 
patients, share and exchange information and offer mutual 
support so they did not feel alone with this difficult disease.  

 Dr. Spiera served as Chief for the Division of Rheumatology
at Mount Sinai for thirty years. With an acute interest in the
advancement of rheumatology, the organization’s training
program flourished under his direction. He established 
groundwork that brought diseases like scleroderma to the
attention of those he mentored. Mount Sinai became a major 
referral center for scleroderma as well as other disorders such 
as giant cell arteritis and Sjogren’s Syndrome. In addition to 
the training program, the research program at the hospital 
also saw explosive growth under Dr. Spiera’s leadership. 

Dr. Spiera identified the necessity to 
educate patients and their caregivers 
about scleroderma, as more patients 
became involved with the Society 
(now the Tri-State Chapter) and the 
research efforts at Mount Sinai. He 
organized the first patient education 
event, serving as both presenter and 
moderator. Harry proudly hosted 
the events twice a year for more 
than twenty-five years, educating 

thousands. Also realizing the need to recruit other physicians 
treating scleroderma patients to participate in the work of the 
Foundation, he established Tri-State’s Medical Advisory Board, 
taking on the responsibility of Chair. He was later joined by his 
son Robert, also a rheumatologist at the Hospital for Special 
Surgery, as co-chairs. 

 Soon after being diagnosed in 1982, Joan Weick became a 
patient of Dr. Spiera. A scleroderma patient for 37 years, Joanie 
is also a former member of Tri-State’s board of directors and a 
former Long Island Patient Support Group Leader. Over the years 
Dr. Spiera brought Joanie through more medical crises than 
she’d like to recall. “Dr. Spiera is a smart physician who knew 
his stuff when it came to scleroderma,” says Joanie, “but what 
comes to mind when I am speaking about him to other patients 
were his encouraging words. He always instilled hope in you 
with every visit, he made his patients feel safe under his care.”

 Throughout his career, Dr. Spiera has been recognized for his 
patient care, as a mentor, as a rheumatologist and researcher. 
He published widely and collaborated with other physicians 
regularly. The Scleroderma Foundation Tri-State Chapter also 
recognized Dr. Spiera at our 2005 gala awarding him the
“Distinguished Physician Lifetime Achievement Award”, for
all he has accomplished in shaping our organization. 

 We owe a debt of gratitude to Dr. Spiera for all
he has achieved; for patients and families, fellow 

physicians, as well as scleroderma research efforts 
and helping to develop the Tri-State Chapter

as we know it.
We wish him a long and healthy retirement!



A Message from Our Executive Director 
THANK YOU TO OUR VOLUNTEERS

 As we organize our activities for 2018 in the Tri-State region it becomes obvious 
the chapter relies on you our army of volunteers. You are an amazing group of 
patients, family members and friends who step forward every year with such 
passion to further our mission of SUPPORT EDUCATION and RESEARCH.

 Support groups are lead predominantly by scleroderma patients who are helping 
patients and their families cope with the issues of their scleroderma, sharing 
experiences and information in a supportive setting. Volunteers staff our patient 
education forums ensuring the day goes smoothly, especially welcoming first-
time attendees. Another important volunteer effort at each forum is that of the 
presenters both the medical community and other professionals who donate their 
time preparing their talk, presenting and answering your questions. Health fairs and 
other local community events throughout the year that volunteers participate in are 
so important in spreading awareness and educating the public about scleroderma.

 Fundraising efforts rely on so many of you giving your time, talents and years of 
experience to the foundation for staging a successful fundraiser as well as creating 
a positive experience for all attending. These events can range from funds raised at 
a Stepping Out To Cure Scleroderma Walk, another chapter sponsored fundraiser 
or your own creative 3rd party event such as Philip’s running the Philadelphia 
marathon (story page 4). Funds raised by everyone involved support our chapter 
activities and most importantly give us the means to fund research through the 
Scleroderma Foundation’s Peer Review Research Program.

 Two other important volunteer groups that play a major role in our success 
are our Board of Directors and our Medical Advisory Board, both comprised of 
dedicated professionals giving of the time.

 If I have touched on an area where you are a member of our army of volunteers, 
THANK YOU for all you do! If you are thinking of becoming a Tri-State volunteer, 
please contact us and let’s see where your talents can be put to good use in 
furthering our efforts.
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Bruce Cowan
Executive Director

Have you moved? Changed your phone number or address? 
Keep our records up-to-date by contacting us with your new 
information: sdtristate@scleroderma.org or (800) 867-0885.
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Call to purchase these Tri-State awareness items: 800-867-0885

Tri-State Scleroderma Awareness items _ prices include shipping

36” x 36” 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

Purchase #UnTealTheresACure
awareness apparel items today! Tell the world 
you support finding a cure for scleroderma!

If you post a pic and tag us we’ll send you a prize! 
#UnTealTheresACure

Order online at Scleroderma.org/sftsawareness

Teal Car Magnet $5 each Embroidered Blanket $25 each Power Bank/Charger $5 eachNavy Hoodie $25 eachTouchscreen Gloves $8 each
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2017 Walk T-Shirt $10 each

Medical Advisory Board Welcomes
Elana Bernstein, MD, MSc

We are so pleased to welcome Dr. Bernstein to the Tri-State 
MAB. After her fellowship training at the Hospital for Special 
Surgery in NY, Dr. Bernstein began her practice at Columbia 
University Medical Center. She has a strong interest in scleroderma 
and worked with the Scleroderma Foundation to receive 
designation as a Scleroderma Treatment Center.

For more information on Dr. Bernstein and the Scleroderma Program she directs, 
visit: columbiadoctors.org and type “Bernstein” in the search bar.

Purchase a piece of the map and you’ll renew
your membership at the same time!

Your donation not only helps fund important research but also confirms a 1-year 
membership to the Tri-State Chapter and 

the national Scleroderma Foundation! 

PLUS, as a renewed member you’ll
receive a 10% discount on all Tri-State Awareness 

merchandise! Call us to get your discount.

 Your donation will help 
fund the search to cure 

Scleroderma.
 The Scleroderma Foundation manages funding to support 

research into the cause, diagnosis, potential treatments, and 
ultimately a cure for scleroderma. Every year these funds are 
distributed to researchers and scientists through a rigorous 
review process that focuses on scientific distinction and translational 
potential. This life-saving work is only possible because of people like you. Thanks to our many generous donors, 

scleroderma research and awareness are progressing at a faster pace than ever before. 
Every donation gives hope for a cure. 

For more information visit Tri-State’s website: SclerodermaTriState.org.

Call our office to get a cash-donation collection form mailed to you: 800-867-0885.

Visit WeAreTriState.org and help us fund the search
to cure Scleroderma!
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2018 Patient Education Forums
Update your contact information with our office to receive the latest news

on our events:  800-867-0885

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

Eastern Connecticut
EasternCT@scleroderma.org

Greater Enfield,CT
EnfieldCT@scleroderma.org

Yale/New Haven, CT
NewHaven@scleroderma.org

Bergen County, NJ
BergenCountyNJ@scleroderma.org

Northern NJ
NorthernNJ@scleroderma.org

Albany, NY
Albany@Scleroderma.org

Binghamton, NY
Binghamton@scleroderma.org

Buffalo, NY
Buffalo@scleroderma.org

Cooperstown, NY
Cooperstown@scleroderma.org

Greater Rochester, NY
Rochester@scleroderma.org

Long Island, NY
LongIsland@scleroderma.org

Nassau/Queens, NY
NassauQueens@scleroderma.org

New York City
NYC@scleroderma.org

Orange County, NY
OrangeCounty@scleroderma.org 

 Support Volunteers: 

Adirondack Region, NY
Plattsburgh@scleroderma.org

Central Region, NY
CentralNY@scleroderma.org

NYC, NY Region
StatenIsland@scleroderma.org

FaceBook Support Groups:

Because scleroderma manifests itself in a unique way in men, their issues 
and concerns are unique as well. This support system provides a means for 
men with scleroderma to connect with each other - share stories, seek advice 
and ask questions - in a caring and supportive environment. Become part 
of an understanding and educated group of men finding ways to deal with 
scleroderma and its complications.
Only men with scleroderma may join this closed group, by request.

Co-Leader: Andrew Botieri (508) 982-7523  |  ScleroMen@Scleroderma.org
Co-Leader: Lee Korotzer  |  LKorotzer@yahoo.com

Scleroderma Super Starz provides emotional and educational support 
to teens and young adults (13-40 years old) as well as their families and 
caregivers. The group focuses on sharing experiences and providing 
opportunities to network, to post disease-related information, and share 
common concerns. A safe, non-judgmental forum for members to speak 
openly and share ideas for coping with the struggles faced by those with 
scleroderma in an environment of mutual support.

Leader: Amy Gietzen (716) 479-0756
SclerodermaSuperStarz@Scleroderma.org

Fundraising Success Stories:  Philip DeHaven in the
Philadelphia Marathon

RUN FOR ROSIE
On November 19th, 2017, Philip DeHaven ran in the 
Philadelphia Marathon to benefit The Scleroderma 
Foundation, Tri-State Chapter. More specifically, he ran 
as a means of showing his mother, Roseann DeHaven 
(or Rosie, as many call her), just how much he respects 
and admires the way that she tackles the difficulties that 
come with battling scleroderma day in, and day out.

Philip’s marathon accomplishments surpass not
only running for a total of 26.2281 miles–straight–

without stopping, he ran for his mother, his inspiration and in the process, he
was able to raise over $3,600 through his use of the website Crowdrise.com. Philip’s 
Crowdrise.com page was set-up to donate directly to the Scleroderma Foundation,
Tri-State Chapter. His donation will be designated entirely to scleroderma research
initiatives in hopes that someday, we may find a cure.

His story is one of many where people are choosing creative ways of donating 
to the Scleroderma Foundation, Tri-State Chapter. Others that we have seen in the 
past year include those who host their own events, accept donations in lieu of gifts at 
weddings, bar/bat mitzvahs, birthdays, gatherings, etc, and choose to donate through 
websites like Crowdrise, Facebook, and AmazonSmile. Many employers will make or 
match workplace giving donations to the Scleroderma Foundation, Tri-State Chapter 
with tax-deductible gifts through payroll contribution programs.

Together with your company, you may have the option to benefit your community or 
charity of choice by providing a much-needed stream of revenue.

In Philip’s own words, “I hope my story can serve as an inspiration to you as well.
I urge you to find someone or something in your life that inspires you, and challenge 
yourself to do something on their behalf you never thought you could do.”

Raising funds and awareness 
through third-party events!

Wondering what you can do to raise funds?
Consider planning and hosting a third party event - a great way to raise funds 
and awareness for scleroderma. There are many third party 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!

Organize an event to fit your lifestyle & schedule.
Choose an event based on your ability, energy level and time constraints. There’s 
a third party 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!

It all adds up and makes a difference!
We can assist you in developing your idea and promoting your third-party event. 

We’d love to hear from you! For guidance call our Fundraising Manager Kyle at 
800-867-0885.

May 19
Columbia Presbyterian – New York, NY

Elana Bernstein, MD 
Topics and additional speakers to be announced

September 15
The Bone & Joint Center, Albany, NY

Celeste Freeman, OTR/L
Topics and additional speakers to be announced

September (date to be determined)
Northwell Health, Long Island, NY

Sonali Narain, MBBS - Northwell Health
Topics and additional speakers to be announced

October 6
Greece Canal Park Lodge, Rochester, NY

Speakers and topics to be announced

October 26-27
KGS2 ‘18 -Colorado Children’s Hosp., Aurora, CO
Co-Presenters: Rocky Mountain/Tri-State Chapters

Katharine Moore, MD–Children’s Hosp. Colorado
Suzanne Li, MD, MPh–Hackensack Meridian Health
Kathryn Torok, MD–Children’s Hosp. of Pitts., UPMC

Anne Stevens, MD, PhD–Children’s Hosp. of Seattle, WA

November 17
Annual Research Forum - HSS, New York, NY

John Varga, MD – Northwestern Medicine 
Topics and additional speakers to be announced

Albany, NY 
June 3 | 6:30 pm 
Crossgates Mall 

Binghamton, NY 
June 3 | 9 am 

Otsiningo Park

Hartford, CT
June 30 | 9 am

University of St Joseph

Long Island, NY 
*June 24 | 9 am 

Wantagh Park

Manhattan, NY 
June 10 | 9 am 

Riverside Park-96th St

Poughkeepsie, NY 
June 16 | 9 am
Vassar College

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

Rochester, NY 
June 2 | 9 am 
Seneca Park

Westchester, NY
*June 24 | 9 am 

Irvington Union Free
High School

*  Date tentative. 

2018 Walks
Stepping Out to 

Cure Scleroderma
Save the date!
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? Ask
 the
 Doctor
This interview was conducted with Robert Spiera, MD who 
currently serves as the Chair of the Tri-State Medical Advisory 
Board.  Dr. Spiera is also a member of the Scleroderma Foun-
dation’s Medical & Scientific Advisory Board. He practices at 
the Hospital for Special Surgery - Scleroderma, Vasculitis and 
Myositis Center as well as his private practice in NYC.
 

? We would like to talk to you about a new promising
 clinical trial for the drug Anabasum (now called
 Lenabasum). How did you become involved?

I became involved with the Anabasum program several years 
ago when along with some of my colleagues at Hospital for 
Special Surgery (including Drs. Mary Crow and Jessica Gordon) 
we met with Corbus Pharmaceuticals leadership to discuss 
the possibility of exploring this strategy in the treatment of 
systemic sclerosis (scleroderma). We were intrigued as the 
drug had a very different mechanism of action than many of 
the drugs that had up to that point been used in scleroderma, 
most of which had significant immunosuppressive prop-
erties. One of the people attending that meeting was Dr. 
Robert Zurier, a scientist who had a long-standing interest 
in the endocannabinoid system and its role in modulating 
inflammation and fibrosis.  Over the subsequent two years, 
I worked with the company’s leadership, in particular their 
chief medical officer, Dr. Barbara White, to help develop the 
protocol for the phase II trial which was completed last year.
 

? We currently use chemotherapy drugs to suppress the
 immune system and have for many years – what 
 makes Anabasum different than these medications?

Immunosuppressive strategies have traditionally been 
utilized to dampen the overactive immune system which con-
tributes to inflammation and fibrosis in scleroderma. Those 
immunosuppressive strategies ranged from “chemotherapy” 
type agents such as Cyclophosphamide, to approaches as 
aggressive as high dose Cyclophosphamide with subsequent 
bone marrow transplant salvage, to somewhat less aggressive 
immunosuppressive agents such as methotrexate, mycophe-
nolate, or azathioprine. All of those dugs help combat autoim-
munity that is so prevalent in systemic sclerosis. Anabasum 
addresses a different component of the underlying patho-
physiology of scleroderma. As a cannabinoid-2 receptor ago-
nist, it helps turn off the processes inherent to activation of 
the innate immune system, which helps lead to resolution of 
inflammation and the resultant fibrosis that is characteristic of 
scleroderma. In theory, and then as borne out clinically in the 
phase II trial, that would mean less of a likelihood of raising 
the risk of infection by using this strategy. 

  

? The drug is currently in Phase III of its clinical trial 
 which is exciting!  How is Anabasum’s success
 being measured?

In the phase II study that was presented last June at the
EULAR meetings in Madrid and more recently at the ACR 
annual meetings in San Diego, our primary outcome mea-
sure was the Combined Response Index in Systemic Scle-
rosis (CRISS) score. This outcome measure incorporates the 
measured change in skin thickness, changes in patient and 
physician sense of global disease activity, patient reported 
functional outcomes, and an index of lung function (the 
forced vital capacity of the pulmonary function studies). In 
the phase III study that has just started, the primary outcome 
being measured is the modified Rodnan skin score, which is a 
measure of skin thickening. We will be measuring CRISS scores 
as well as a number of other outcomes related to patient func-
tion, skin symptoms, itchiness, and quality of life, as well and 
very importantly, the safety of the drug which looked excel-
lent in the smaller forty-two patient phase II study.

 ? Will this medication be any more effective when used
 for newly diagnosed versus patients that have been
 using immunosuppression for many years?

The phase II study and the recently initiated phase III study 
are enrolling patients with relatively early disease. Many of 
those patients will be on immunosuppressive therapies, and 
indeed in our phase II study approximately 90% of patients 
were on background ongoing immunosuppressive therapies 
as well. It is less clear what the role of this drug will be in pa-
tients with later disease (i.e. disease that has been present for 
more than seven years). Those questions will not be answered 
by these studies as that is not the patient group being looked 
at, but in patients who have ongoing “active” disease, we 
would expect the drug to be effective if indeed it proves to 
be more effective than placebo in those earlier patients. 
 

? What is the time line for Anabasum (Lenabasum) 
 to be approved by the Food and Drug
 Administration (FDA)?
It would seem premature to speculate as to a time line for 
Anabasum to be approved by the FDA. The trial is hoping to 
enroll 300 patients across three continents. That itself will take at 
least a few years to complete and to analyze the data.  Then Cor-
bus will need to demonstrate that the study drug was superior 
to placebo in a significant way, and that it was safe. If indeed it 
is a positive trial, I would be optimistic that the FDA would try to 
move quickly to approve the drug, but it would be impossible to 
speak more specifically to the time line at this early date.

Note: The drug name Anabasum has changed since the Phase II
Clinical Trial and is now called Lenabasum. You can find infor-
mation about enrollment and study design and participating 
locations at clinicaltrials.gov. In the search bar titled “Condition 
or Disease”, type: “systemic sclerosis and Lenabasum”

RHEUMATOLOGY/DERMATOLOGY 
GRAND ROUNDS

- FOCUSES ON SCLERODERMA
With the guidance and coordination of dermatologist 
Nana Duffy, MD in partnership with rheumatologist Dr. 
Christopher Ritchlin the first joint Grand Rounds Program 
was held in November 2017 at the University of Rochester 
Medical Center.

Grand Rounds are a very effective and important
way of providing medical education to an audience of 
doctors, residents and medical students. Since Dr. Duffy’s 
desire was a session focusing on creating awareness and 
training in the care and treatment of scleroderma, she 
reached out to the Chapter for help. We helped identify
three patients for this program who accepted our 
invitation to participate. Since Rounds are usually done 
in a hospital setting, and the chances of having three 
scleroderma patients as inpatients on a set date is nearly 
impossible, members of the Greater Rochester Support 
Group, Tri-State Chapter staff as well as Dr. Duffy worked 

to coordinate and “stage” the Grand Rounds event as if our 
three volunteers were inpatients.

The guest rheumatologist for the event was Dr. Laura 
Hummers, Clinical Director of Rheumatology for Johns 
Hopkins Medicine. Dr. Hummers has a clinical expertise 
in scleroderma and related illnesses. After the patients 
were examined, she gave a very informative lecture on 
scleroderma to those in attendance and helped to lead the 
discussion of how scleroderma was affecting each of our 
participants as well as what the course of treatment could 
be and desired outcomes.

More than 45 medical professionals took part in this 
amazing experience - the benefit to our organization and 
those we serve will be far-reaching. We encourage physi-
cians from a variety of disciplines who are knowledgeable 
about the diagnosis and treatment of scleroderma, to host 
a Grand Rounds session at their medical centers. We are 
here to assist in any way needed. We will help make the 
concept a reality as together we spread awareness and 
understanding of this complex disease to the most vital 
individuals involved in patient care – their physicians.

Our sincere gratitude to Drs. Duffy, Ritchlin and
Hummers and to our patients for their willingness to 
participate in this event! If you are a physician interested 
in hosting Grand Rounds at your hospital, please reach out 
to Mary Beth Bobik-Kadylak, Director of Patient Education 
& Support: mbbkadylak@sclerodermatristate.org.

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. A gift toward 
important research 
efforts 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 towards critical scleroderma research.

Thank you for considering this opportunity to 
make a difference. For questions please feel free
to contact the Tri-State office: 800-867-0885  



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.
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No longer want to receive our printed newsletter? You can receive it by email instead, please call 800-867-0885 to help us Go Green!
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Together We Are Tri-State! (see page 3 for details) 
Name ______________________________________________________________________________________________________________

Email (save postage)___________________________________________________Phone________________________________

Address ____________________________________________________________________________________________________________

City_________________________________________State _______________________ Zip _________________________________________

Amount____________________         # of puzzle pieces_______________  ($50 for each We Are Tri-State puzzle piece)
Checks payable to SF Tri-State (email required)
Donate online: WeAreTriState.org or SclerodermaTriState.org for a general donation. 
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 Together We Are Tri-State donation
                                                              
Name  _____________________________________________________________________________________________________________

qSend acknowledgement to:      qNo acknowledgement needed. 
Name ______________________________________________________________________________________________________________

Email (save postage) __________________________________________________________________________________________________

Address ____________________________________________________________________________________________________________

___________________________________________________________________________________________________________________

City_________________________________________State__________________Zip _________________________________________________

Donations of at least $25 confirms a 1 year membership to the Tri-State Chapter and the national Scleroderma Foundation.

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


