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Meet The NEW President

My name is Neerja Bhagat. I am married and have two wonderful children. I am a retired Respiratory Therapist. Currently
I am the President of the Board of Directors. I have been
on the SFDV Board for more than 14 years now. I also
serve as the Chairman of the Education committee. I am
a scleroderma patient, being diagnosed 19 years ago.
I strongly believe in the 3-fold mission of SFDV. Support, education and research. I am passionate to raise
awareness for Scleroderma to the community. I hope that
in the not-too-distant future there will be a cure for
scleroderma. The fight goes on and I will not give up hope.
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Neerja Bhagat, Board President

and
385 Kings Highway North,
Cherry Hill, NJ 08034
For more information call the SFDV office at

866-675-5545
or email DVchapter@scleroderma.org

SFDV Board

Neerja Bhagat.....................................President
Pat McCann.........................................Co Vice President
Angie Crowl........................................Co Vice President
Bill Cowan............................................Treasurer
Elaine Blodgett..................................Secretary

SFDV

Board Members
Nancy Waltermire
Joan Forrer
Susan Pierce
Joyce Roby-Washington
Diane Lucente

Co Vice President of the Board

I am happy to be the Co Vice President of the Board
of Directors for SFDV. I am a firm believer in the
mission of SFDV to educate and fund research.
Scleroderma is such a complex disease and unknown
to so many; my goal is to spread awareness and
find a cure!
Angie Crowl, Board Co Vice President

Thank you Actelion, Bayer & Reata Pharmaceuticals,
2017 National Sponsors.

From The Director’s Desk
At this past patient conference in Phoenix, Arizona,
we heard from researchers about progress they
have made replicating
scleroderma in mice
and being able to
reverse the thickness of the skin. It’s a
matter of time before
remedies are created to
cure some symptoms of
scleroderma, these efforts
require a great deal of funding.
We at SFDV have great news to
share with you in that the National Patient Conference will be coming to Philadelphia on July 27-29, 2018! My goal for attendance is
1,000+ participants based on the fact that we cover a large territory,
past Harrisburg, Pennsylvania and north to New Brunswick, New
Jersey and all of the state of Delaware. Along with our neighbors in
Maryland, the District of Columbia, Virginia, New York, Connecticut, New Hampshire, Massachusetts and all along the drivable East
Coast, there is no reason we cannot surpass that target number. So,
help me out by spreading the word to your physicians, communi-

by Fee Sepahi

ties, families, neighbors, church members and everyone else you
know, to save the date. This gathering, as always, will be a collective of some of the most progressive medical minds, doing some of
the latest research targeted at finding a cure for scleroderma. In the
coming months you will be able to register, apply for scholarships
and more importantly, support us by being one of the plethora of
volunteers it takes to put on such an event. If you have passion for
supporting this event, call us today and we will add your name to
the roster!
Along with saving this significant date and looking at participating
and/or volunteering, we also would love to encourage you to visit
SFDV’s chapter page www.sfdv.org and browse your way to the
special events area, where you will find dates for a variety of events
to suit your passion. Pick one and participate to your fullest!
Our winter newsletter will include information about all of our
2017 walks, but in the meantime, enjoy this issue which profiles
some of the personalities around our chapter whom we love and
appreciate for all they do to spread the word and raise awareness
about scleroderma.

We can be reached at 856-779-7225
or dvchapter@scleroderma.org.

We look forward to seeing you July 27-29, 2018
at the National Patient Conference In Philly!
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Lloyd Hall

The 27th Annual Stepping Out to Cure Scleroderma
Philadelphia, PA
#1 Boathouse Row

Stepping Out to Cure
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Philly WALK

9:15AM
Registration 8:15AM

Sunday
Oct.1st

Registration fee $25

Children Ages 5-14 $10
Children 4 and under FREE!
FREE t-shirt age 5 & over!

Regissclerteodrerama.torg/

http://www.

phillywalk

It’s Time Again For The Awesome Philly Walk!

SFDV had another great season; we enjoyed so many
successful events to look back on proudly over this past year:
Walks in parks, A Walk at the beach, Car Show, Golf Outing,
5K Runs, a Soup Cook-off, Chinese Auction and many, many more.
It is no surprise that all of this only happens through hard work,
creative energy, and support from a dedicated army of volunteers. Our
organization is blessed with so many people providing support and
love who are dedicated to patients with scleroderma and have the hope
and consistent drive that we will one day find a cure for this frustrating
disease. Unfortunately, for now, the battle continues, and we continue
to strive to raise awareness of scleroderma, support the patients and
their families and to raise needed monies to fund the research that will
no doubt someday develop a cure.
This past March we held our first annual Volunteer Appreciation Luncheon. The chapter’s Board felt it was important to demonstrate our
sincere appreciation to all the volunteer leaders who have helped us to
accomplish so much. We also wanted to shine a spotlight on the diversity of the many events that have been so successful and which have
primarily sprung from the imagination and passion of our members.
It is very clear that our growth and our collective progress is directly
linked to events like these and to future ones that will be conceived,
successfully developed and then take their own place on our yearly
calendar of events. These events and the folks that drive their success
provide us inspiration and encouragement to keep our focus on the
goal and the many ways possible to raise awareness and funds for the
mission.
Which brings me back to the Philly Walk. In my role as the newly
appointed chapter Treasurer, I’m reminded of how critically important
the Philly Walk is to meet our chapter’s overall goal, simply because
of the many years it’s been held and the impact of the funds raised at
this one event has on our annual budget. This will be the 28th Annual Philly Walk. It’s certainly a beautiful setting - on the banks of the
Schuylkill River off Kelly Drive in Fairmount Park with the majestic
city skyline just down the road on the Ben Franklin Parkway.

For many in our scleroderma family this one day and this setting
is their main connection to our organization and their many SFDV
friends. Even with all the parking challenges, the busy urban crowds
that we encounter and must cooperate with on the path–bikers, skaters,
dog walkers, runners–most of us have a warm spot for this Walk at this
venue. Yet our fear is that one day in the future this location, which is
like an old friend to us, will no longer be able to accommodate us and
our Walk. When and if that day comes we hope to find a new home for
our Walk, one we can grow with for many years to come, so we can
continue the awesome momentum of the Philly Walk.
But, for now, the stage is set for Sunday morning, October 1st. We’re
certainly looking forward to it and hope to see you and so many of our
scleroderma teams all together again. We’re hoping for a very big day
in every way. Please, visit www.scleroderma.org/phillywalk to register,
donate or find more information.
If you have never been to one of our Walks, this is the Walk to come
to. It’s a fun-filled event with lots of energy, music, fun and people.
Start a team, ask your friends, family, and co-workers to join you to
raise some money, and come celebrate your team’s efforts with about
six-hundred of your friends.
Remember it’s quick and easy to register to start a team and to walk.
You can gain support and involvement for scleroderma and your team
from everyone you know by establishing your own fundraising page.
Every penny raised makes a difference for thousands of lives and it’s
critical to the mission of the foundation.
As a Board Member, I was proud last year when SFDV was able to
contribute more than ever with a special grant to Scleroderma research. We cannot fund efforts like this without your support. These
funds are helping us understand more about this terrible disease, and
now as the SDFV Treasurer, I especially hope to see us do it again this
year in an even bigger way!
See you in Philly in October 1st. Thanks for your involvement!
- Bill Cowan, SFDV Board Treasurer
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Scleroderma
Does NOT Define Me!
-Richard Musantry

Richard Musantry Volunteering at Hersheypark. Picture to left.
“Scleroderma does not
define me,” says Rich
Musantry, who was diagnosed
with the disease in 2006. “I have always lived by the motto,
‘Never give up,’ and my battle with scleroderma is no different.”
Born and raised in Brockway, Pennsylvania, Rich has led an active
life fueled by hard work, dedication and service. He joined the
military after graduation, where he served six months active duty
followed by five-and-a-half years in the Army Reserves. At the
age of 18, Rich moved to New Jersey to work in the glass industry.
While living in New Jersey, he married his high school sweetheart,
Lauretta, and the couple had two children, Keli and Rick.
Always aspiring to be a business owner, Rich and his family
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moved back to Brockway and opened the Blue Kow Drive-In
Restaurant in 1972. Shortly thereafter, Rich and Lauretta’s third
child, Darcie, was born. As is the case with many new businesses,
the early years were difficult. To make ends meet, Rich returned
to work in the glass industry for the first three winters.
Once the Blue Kow was established, Rich expanded opening
a pizza shop and game room called the Snack Shack, as well as
branching into concessions at local fairs and community festivals. He was a successful business owner for 19 years.
To balance the stress of business ownership, Rich began running
and water skiing, both of which he took to very quickly. “Learning to water ski was one of the biggest joys and accomplishments
for me – especially since I was not crazy about water. I never
realized I’d enjoy it that much.”

Additionally, his love of sports, children and his community
led him to spend 30 years volunteering with local organizations.
He served as the baseball coach and president of the League, as
an active member of the School Board and Recreation Board,
as well as manager of the community pool.

Looking for a new challenge, he returned to work in 1994 as the
manager of Arby’s. In 2005, however, his scleroderma symptoms began to surface. “It got to the point where I knew something was wrong. I was so tired. I lost 35 pounds. My skin was
tight, my hands were puffy, and I was sore, achy, and stiff. I was
in constant pain and couldn’t continue working.” After a battery
of tests run by his family doctor came back negative, Rich was
misdiagnosed with rheumatoid arthritis in early 2005.
Searching for answers as to why his health was continuing to
decline, Rich sought help from Dr. Beigi, a gastroenterologist
at UPMC. His symptoms were so evident that, upon shaking
Rich’s hand, Dr. Beigi asked if Rich had been tested for scleroderma. After countless tests and years of pain, there was finally
a diagnosis! The prognosis wasn’t good: life expectancy of 3-5
years. But true to his fighting spirit, that was 11 years ago.
He could not open his mouth wide enough to eat, he had trouble
walking, and the limited mobility in his hands made small tasks
impossible. Through physical therapy, the right medications,
and frequent visits to UPMC with Dr. Medsger and Dr. Domsic
he was able to return some normalcy to his life.
Throughout the years, the disease has had aggressive spikes
followed by plateaus. In 2010, realizing they needed additional
help, Rich and Lauretta moved to Lancaster County to be near
their children. He continued to be active, attending a variety of
activities, including his grandchildren’s events, concerts and
shows. He also spent several seasons volunteering at Hershey

Park which was one of his favorite parts about moving to
Lancaster County.

Rich’s current medical team consists of Dr. Shepherd (Rheumatology), Dr. Amanullah (Pulmonology), and Dr. Roberts
(Cardiology), all part of Lancaster General Health. “You need a
team. My team is excellent. You want people who know about
the disease.” Rich’s biggest problem continues to be pulmonary
arterial hypertension, which restricts his ability to breathe and
keeps him wheelchair-bound and oxygen-dependent.

Rich has had setbacks along the way, including two strokes, but
continues to have a positive attitude and to be as active as possible as he adapts to each “new normal” that scleroderma puts
in front of him. Rich and Lauretta continue their weekly visits
to the casino. He and his family continue to go to scleroderma
Walks, seminars and fundraisers to show their support and fight
the disease.

“I am very grateful for the Scleroderma Foundation and especially for Director Fee Sepahi. His smile and warmth are so
genuine. He really cares,” says Rich. “I do wish there were
more support groups for patients and awareness and education
for the general public, but I know the Foundation is working on
that and have seen significant strides made over the past 11 years.”
“I’m also lucky that my family is incredibly supportive and
seems genuinely willing to push me around! With their help we
do as much as we can. I have good days and bad days. But I
continue to live by my motto, “Never Give Up!”
Rich welcomes the opportunity to speak with others about
scleroderma. His email is rmusantry@comcast.net.
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A day of Exercise, Education & FUN

Race Linda Raised Over $10,000!

The 4th Annual Race 4 Linda was a huge success! We had a wonderful day of exercise, education and fun,
AND we raised over $10,000 to fund scleroderma research. Thank you for supporting our cause!
Official Race Results and Photos have been posted at www.race4linda.com.
Follow Race 4 Linda on Facebook to get the most up-to-date notifications on photos and our 2018 race date.

This 5K and 1-mile fun Walk is organized by volunteers to honor the memory of Linda Hayman, who passed away in 2009.

Since 2014, the race has raised over $31,000 for Scleroderma research.

AMAZON Shoppers: When you shop on Amazon.com, Amazon will contribute a percentage of your purchase to the Scleroderma Foundation of The Delaware Valley, should you so choose.
It’s easy to do! In your browser Bookmark www.smile.amazon.com. Use this site in place of www.
amazon .com. Once you’re on that page www.smile.amazon.com, log in with your Amazon account.
Only the first time will they ask you who you want your purchases to benefit. Select Scleroderma
Foundation of the Delaware Valley and anytime you come back to shop, it will already have saved
your selection. Thank you for making a difference in helping us find a cure for scleroderma!
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1.800.971.HAND • HandCenters.com

A. LEE OSTERMAN, MD
JOHN M. BEDNAR, MD
RANDALL W. CULP, MD
DAVID S. ZELOUF, MD
STEPHANIE SWEET, MD
MARK S. REKANT, MD

EON K. SHIN, MD
LEONID I. KATOLIK, MD
SIDNEY M. JACOBY, MD
ROWENA MCBEATH, MD, PHD
BLANE A. SESSIONS, MD
THOMAS J. GILLON, MD

MEREDITH N. OSTERMAN, MD
PATRICK M. KANE, MD
KENNETH A. KEARNS, MD
RICHARD J. TOSTI, MD
ADAM B. STROHL, MD

Pennsylvania: Philadelphia  Main Line  Montgomery County
Bucks County  Delaware County  Chester County  Luzerne County
New Jersey: Cherry Hill  Sewell  Mays Landing  Cape May Court House
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If your organization participates in giving through United Way, please select
The Scleroderma Foundation of the Delaware Valley United Way # 391722.

We greatly appreciate your support!

Employer
Matching Funds
If you work for a company that provides matching funds,
in most cases you can double your donation by enrolling in your
organization’s matching fund program.

SUPPORT GROUP

Meetings

Support groups provide a forum to share feelings, concerns and information, as well as a place to offer
peer support and encouragement. Solicitations or research projects are not conducted at support group
meetings. Support groups often feature speakers specializing in scleroderma or related topics.
To find out information about upcoming speakers or meeting topics, please contact the support group
leader or chapter office.
This schedule is subject to change. Before attending a group for the first time, please call to verify date and
time. Groups are free of charge and open to everyone.
Wilmington, DE (North Delaware)

Email SUPPORT GROUP

Woodlawn Library

DELAWARE

2020 West 9th Street | Wilmington, DE 19805 | 302-571-7425
We have
started
e-mail supportatgroup
Every other
month
on an
Wednesdays
6:00for
pmthose patients and families who are not close to one of our
existing
support
groups
or
those
who
would
like to participate in addition to attending a support group.
Contact: Angie Crowl, 302-425-5054 OR email: anglcrowl@aol.com
There is a weekly topic of discussion by email and everyone is free to comment or ask a question at any
time. You can participate as little or as much as you like.
If you are interested in being part of an email support group,
please contact the office at 856-779-7225 or via e-mail at cferara@scleroderma.org.

Wilmington, DE (North Delaware) Woodlawn Library 2020 West 9th Street | Wilmington, DE 19805

Every other month on Wednesdays at 6pm –Next meeting Nov. 1st Contact: Angie Crowl, 302-425-5054 OR email: anglcrowl@aol.com

NEW JERSEY

Brick, NJ (Monmouth-Ocean County) Brick Town Hall , 1sr Floor Meeting Room (Doors A & B) 401 Chambers Bridge Road | Brick, NJ 08723
1st Saturday of each month 10:00am-12:00 pm (except May-Aug.) –Next meeting Oct. 14th Contact: Marlene Stoever, 908-278-8623 OR email: mrslatte@comcast.net

Cherry Hill, NJ (Burlington-Camden County) Cherry Hill Professional Bldg. 385 Kings Highway North | Cherry Hill, NJ 08034

2nd Thursday of every other month at 1:30 pm Contact: John Keegan, 856-779-7225 OR email: johnkeegan@comcast.net
Haddon Township, NJ William G. Rohrer Memorial Library (Haddon Twp. Branch meeting room) 15 MacArthur Blvd. | Westmont, NJ | 08108
Young Adults/Children’s Support Group

2nd Wednesday of each month 6:30 -8:30pm –Next meeting Oct. 11th. Contact: Victoria Marino, 609-634-3107 OR email: vmarino1@comcast.net

PENNSYLVANIA

Doylestown, PA Doylestown Hospital , Conference Room G 595 West State Street | Doylestown, PA | 215-345-2200

Last Monday of the month , quarterly at 6:30 pm Contact: Desiree Bleam 215-249-1132 (cell) 267-410-0024 OR email: doylestownscleroderma@verizon.net

September 25th –Let’s just talk & enjoy snacks. November 27th –DVD on scleroderma lung disease.

Philadelphia, PA Telephone Email Support Contact: Joyce Roby-Washington at 267-516-6987 OR email: joycrw757@msn.com
Reading, PA Office of Dr. Emkey 1200 Broadcasting Rd., Suite 200 Wyomissing, PA | 570-326-0838
2nd Saturday of every other month at 10:00 am. Next meeting Sept. 23rd. Contact: Dawn Batzel, 610-310-2566 OR email: happy81070@verizon.net

Williamsport, PA Hoss’s Steak House 1954 E. Third Street , Williamsport, PA | 570-326-0838

1st Wednesday of the month at 1:00 pm –Next meeting October 4th. Contact: Jayne Young, 570-323-4228 OR email: weyclu@sunlink.net or Earl Ritter 570-584-2407

ne
OnliPODCAST

SUPPORT GROUP

The 1st National Scleroderma Foundation

The Scleroderma Foundation Podcast is the newest
All you need
is a gmail
account
andoffice
a to increase awareness about scleroderma.
venture
from the
national
smartphone,
or computer
In thetablet
initial episode,
guestswith
include Robert Riggs, Dr. Carol Feghali-Bostwick
andmicrophone.
Stephanie Somers Gresh. Each brings a unique perspective and great
camera and
insight to the
disease
and toapp
the work of the foundation. We hope that you
To join, download
Google
Hangout
the information
relevant
or log infind
to gmail
account. Send
yourand useful. The podcast is produced four times
and the Group
next episode
email IDannually,
to the Support
Leaderscheduled for May is a preview of the National
Patient
Education
Conference
to participate in Google Hangout/video this coming July in Chandler, Arizona.

https://www.youtube.com/watch?v=ylcx0tQH_Hg&t=5s
conferencing
online meeting.

Online Google Chat

If anyone is unable to attend a support group and would like to participate in a
G-chat session, please let the SFDV office know.

Support Group Leaders Needed

We are always looking to expand our support groups into new areas.
Please contact our office if you are interested in becoming a Support Group Leader.

Delaware: Central DE area, Southern DE area. New Jersey: Brick, NJ (co-leader needed),
Cape May area, Central NJ area and Southern shore area.
Pennsylvania: Carlisle/Harrisburg area, Luzerne/Lackawanna County,
Plymouth Meeting/Norristown area, York/Lancaster area.
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385 Kings Highway North
Cherry Hill, NJ 08034
For more information
call the SFDV office at

866-675-5545
or email

DVchapter@scleroderma.org
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Stepping Out To Cure Scleroderma Walk, Boathouse Row, Philadelphia, PA
Educational Seminar, New Brunswick, NJ
At Rutgers University Student Center

28 Giving Tuesday!

March TBD
Check our website at

Panera Bread Fundraiser, Cherry Hill, NJ
Stepping Out to Cure Scleroderma Williamsport Walk, Montoursville, PA

Educational Seminar at UPENN, Philadelphia, PA

www.SFDV.org for news and information.
Check out our Facebook page for frequent postings at www.facebook.com/SFDelVal

and follow us on Twitter

