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NEWSLETTER OF THE SCLERODERMA FOUNDATION DELAWARE VALLEY CHAPTER
Winter 2018

From The Director’s Desk
by Fee Sepahi

Winter is upon us and with it a really exciting bit of news about
2018! The 2017 year was a huge success with many new events in our
chapter, raising awareness about scleroderma all throughout our territory. Point of fact, we made so much great noise that the National Scleroderma Foundation, based out of Danvers, MA, heard you loud and clear and
chose Philadelphia to hold their next annual patient conference! No kidding! I am
committed to have at least 1,000 participants at this event. That is an unheard of number for
this patient event, and I know that our chapter is fit for the task of bringing everyone from
all borders (north, south and west) to partake in this wealth of information and community
building. So, tell your friends, physicians and all you know to save the dates of July 27-29,
2018, for the conference and visit www.sfdv.org for further information as we launch all sites
in the coming year.
That being said, we need volunteers for this event, and we will really appreciate it if you
would let us know if you can help. Reach out to us at dvchapter@scleroderma.org or call us
at 856-779-7225. Thank you!

Plan Now for the National Patient Conference in Philly!
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
Dr. Linda Bornstein Baum
Katie Higgins

July 27-29, 2018
We look forward to seeing you!

Get To Know

SOME OF SFDV
B OA R D M E M B E R S

The Scleroderma Foundation of the Delaware Valley Chapter founded in 1988,

serves eastern Pennsylvania, southern/central New Jersey and Delaware.
Like the National Scleroderma Foundation, our mission is to serve the needs of the scleroderma
community and to create awareness for our 3-fold mission of support, education and research.

Neerja Bhagat - President

My name is Neerja Bhagat. 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 cure for scleroderma. The fight goes on and I will not give up hope.

Angie Crowl

Pat McCann

Hi! I am happy to be on the Board and
Vice-President of 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 and my goal is to
spread awareness and find a cure!

Hello Scleroderma Community. It has
been a privilege to be a member of
the SFDV Board for the past several
years. I am currently the Vice President
of Operations. My professional background is nursing and social work. To
all involved in our mission, a grateful
thank you.

Co-Vice President

2

Co-Vice President

Bill Cowan - Treasurer

My name is Bill Cowan. I became aware of scleroderma around 1995 when my sister-in-law was diagnosed. I
began participating with my brother, Bruce, and his family in fundraising walks for scleroderma in North Jersey
and since I live in Cherry Hill, I decided to become more involved locally with our Delaware Valley Chapter in
Pat’s memory and for the struggle that she and her whole family faced battling scleroderma. I have enjoyed serving on the SFDV Board in differing roles for about five years and currently serve as our Board Treasurer. In addition, I like to attend and help out at as many of our walks and events as I can and I intend to be involved with
SFDV for many, many years to come. Outside of SFDV, I work in a planning role for HighTower Wealth Management in Marlton, NJ. I enjoy boating and swimming at the shore with my wife Pam and family and friends. In
recent years, we are especially grateful and enjoy seeing Owen, our two-year old grandson rapidly growing up.

Lainie Blodgett - Secretary

I am Lainie Blodgett. I am excited to begin my third year on the SFDV Board of Directors. This
year I am honored to serve as Secretary and am an officer for the first time. I believe the SFDV is
making a difference in increasing awareness and raising money for scleroderma research, and I am
grateful to be a part of it! I enjoy planning events to educate patients, raise awareness and thank our
volunteers, who bring our mission to life. I am looking forward to another year of supporting the
SFDV, and this summer hosting the Scleroderma National Patient Conference in Philadelphia!

Joyce Roby-Washington - Board Member

I am Joyce Roby-Washington. A patient as well as a member of the Board of Directors for a number of years. I am very passionate about bringing awareness to the African American diaspora, the
patient population in particular, as we continue to struggle with the disease that devastates our communities with greater impact. My primary objective is to reach African American patients through
outreach in communities, churches and neighborhoods. The majority of patients I connect with aren’t
aware of the existence of the Delaware Valley Chapter and I feel it was given to me as a personal
mission to take on the task of attending the various block events, community health fairs at churches
and any opportunity to get the word out to my community of patients. I welcome any patient to join
me in my outreach efforts.

Dr. Linda J. Bornstein Baum - Board Member

Dr. Bornstein Baum is a retired optometrist. A graduate of Barnard College, Columbia University,
and SUNY State College of Optometry, she was in clinical practice for over two decades. Diagnosed
with scleroderma and end stage interstitial lung disease, Linda received a double lobar lung transplant
successfully in 2012. She was featured on the cover of the Scleroderma Voice magazine in the summer of 2016, and was a presenter on You Tube of “My Journey with Lung Transplant and Survival”.
Currently she serves the scleroderma community as a SFDV Board of Directors member to promote
public awareness of scleroderma.

Diane Lucente - Board Member

I am honored to be a member of the Board of Directors and Chairman of its Awareness Committee.
I was an in-house counsel for an academic medical center in Philadelphia before retiring, and, more
importantly, I am the parent of a 29-year-old daughter diagnosed with the disease after nearly 10
years of searching for an answer to her myriad of symptoms. I have watched her face daily challenges, determined not to allow scleroderma to define who she is or what she accomplishes, a trait
common to this amazing scleroderma community. Finding new treatments and, ultimately, a cure is a
crucial quest for all of us who serve the Foundation’s mission.

Katie Higgins - Board Member

I’m named after my mother, Katie. Married to Michael Sapsis with grown children, Jessica and Paul.
I have degrees in Musical Theater and Nursing. I was diagnosed with limited systemic sclerosis in
2013. I want to fight to make life better for those with scleroderma.

Board Members- Not pictured

Joan Forrer, Susan Pierce, Nancy Waltermire
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Ventnor, NJ

The 4th Annual Stepping Out to Cure Scleroderma Ventnor Walk held
May 6, 2017 was yet again a huge success! With additional volunteers,
sponsors and 194 participants, up from 179 the previous year, they
managed to raise a total of $27,804.94 up from $22,614.84 the prior
year!
A brisk, windy day did not stop the extremely committed, passionate
advocates from pouring out to shop the plethora of assembled raffle
baskets and support of this ever-growing walk. We thank Ventnor
mayor Beth Holtzman, commissioner Tim Kriebel and assemblyman
Vincent Mazzeo who all graced us with their presence and for that we
thank them tremendously. Also, thank you to the tremendous committee of organizers and volunteers that make this event such a pleasure to
watch grow consistently, year after year!
If you have any interest in joining this walk’s committee or any of
our other event committes please contact us at 856-779-7225 or email
dvchapter@scleroderma.org.

SAVE THE DATE! Ventnor walk is May 5, 2018.
TOP WALKERS

TOP MONEY RAISED

Team Lankford - 45

Team Jaffari- $5,331

1st Place

2nd Place

Team Kiyanna - 31
3rd Place

Team Crowne - 22

York, PA

1st Place

2nd Place

Team Lankford- $3,181
3rd Place

Nancy Chernett- $1,854 5

The York walk this year was yet again held at beautiful John Rudy Park,
in York, PA.
It’s the walk that truly exemplifies the measure of community, caring,
compassion and togetherness.
This past fall we lost one of its most valuable members, Richard Musantry, of Richard’s Resolve. Richard, pictured here cutting the ribbon
along with Rafael Valentin, was one of the most passionate, caring individuals I’ve had the privilege of having my heart touched by. He made
it a point to bring his family and a set or Hershey Park tickets for raffles
to every York walk, Teri’s run, Race 4 Linda or other event that he could
get the energy to participate in. He will surely be truly missed, but I do
hope we get to express our gratitude to his family in the coming years.
This year, with a move to new pavilions at the park, we had a record 203
participants who raised a record $29,402 dollars. The outstanding committee that surrounds this walk did a great job of reaching out through
radio, television and newspaper media, pulling in these record numbers.
We truly thank each and every one of the volunteers and committee
members for their effort!

SAVE THE DATE! York walk is August 11, 2018.
TOP WALKERS

TOP MONEY RAISED

Team Valentin - 50

Kay’s Krew- $9,367

1st Place

2nd Place

Deb’s Crusaders - 30
3rd Place

4

Atch’s Angels - 27

1st Place

2nd Place

York Wall- $3,060
3rd Place
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Summer’s Strength- $2,975

2017

LERODERMA
SCWALKS
Stepping Out to Cure

New B ru n sw ick , NJ

Allaire, NJ

The Annual Stepping Out to Cure Scleroderma Allaire Walk was
held on June 3, 2017. 174 brave participants showed up on this rainy,

chilly day and raised a total of $27,033.50 to date. The event aims to
raise funds for research with the future goal of finding a cure for scleroderma. The event is an opportunity to enjoy time with friends, make new
friends and connections, as well as raise funds for a great cause.
The Scleroderma Foundation is a national non-profit organization with a
mission to support, educate, and fund research on behalf of the scleroderma community. The foundation has twenty chapters and 170 support
groups throughout the United States. The organization unites people
with their respective communities to empower people to seek a greater
awareness of scleroderma. The disease impacts approximately 300,000
patients in the United States. As one of those chapters, SFDV is prominent in creating awareness. That is why every step taken in these walks
and all other fundraisers throughout the year contributes to creating
awareness and finding a cure for scleroderma!

SAVE THE DATE! Ventnor walk is June 3, 2018.

Thank you
2017 National Sponsors.

TOP WALKERS

TOP MONEY RAISED

Grandma Doris’s Kids - 35

Team Dunn - $4,969

1st Place

2nd Place

Snow White - 19
3rd Place

Patty’s Wild Orchids - 18

1st Place

2nd Place

Grandma Doris’s Kids- $4,083
3rd Place

Bonnie’s Cruisers - $2,115

Philadelphia, PA

The 28th annual Stepping Out to Cure Scleroderma Philly Walk was
held on October 1, 2017. 668 participants gathered at Lloyd Hall, raising more than $100,000 and still counting!
We were fortunate to have some great repeat sponsors and some new
sponsors, thanks to many of you who got out to your communities and
asked for support in raising awareness and funding for finding a cure
for scleroderma. Walk sponsors included: Actelion, Bayer Therapeutics, REATA Pharmaceuticals, Benjamin Foods, Bernie’s Pretzels,
Ocean Trophies, The Cardiovascular Centers, The Philadelphia Hand
to Shoulder Center, Penn Medicine, Premier Orthopedics, Royal Bank
America, Rittenhouse Orthodontics, Pond Lehocky, The Law Office
of John T. Dooley, and Garden State Home Loans. This is part of the
reason we are so hopeful to finding a cure, and your engagement in
spreading the word has contributed greatly to that goal.
A massive BRAVO to you all!
Rest assured that we have heard your concerns about parking and the
current site and that we are actively seeking other venues in the city
that can accommodate our event. If you have any ideas you’d like to
share with us, we’d love to hear them. Email us dvchapter@scleroderma.org or call us at 856-779-7225.

Philly walk date TBA!
TOP WALKERS
TOP MONEY RAISED
1st Place

Team Flora - 62
2nd Place

Emma’s One in A Million - 52
3rd Place
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Team Bhagat - 50

1st Place

Team Cimini - $21,695
2nd Place

Susan’s Strider’s- $8,253
3rd Place

Team Bhagat - $6,714

5 5
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Race Linda

A day of Exercise, Education & FUN

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.

TASTE OVER 50

ameteur and professional

SOUP RECIPES

SUNDAY
APRIL 8, 2018

The Abbey Bar at Appalacian Brewing Company
50 Cameron Street • Harrisburg, PA
ENTERTAINMENT • RAFFLE & DOOR PRIZES
Proceeds benefit the Scleroderma Foundation

Sponsored by the Renninger/Saunders Family
In memory of Kay Renninger

In Loving Memory of

Lisa Dooley
Forever loved and always remembered…
								

		

				

LAW OFFICES OF JOHN T. DOOLEY
5434 King Avenue, Suite 202
Pennsauken, NJ 08109

1110 Somerset Street
New Brunswick, NJ 08901

(856) 488-9010
Personal InjuryConstruction Accidents

Proudly sponsors
Stepping out to Cure Scleroderma
Philadelphia Walk

7 3 2 - 2 4 9 - 0 148

EMAI L : i n fo @n j lab s. co m

Employer
Matching Funds
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
6
find a cure for scleroderma!

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!

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

2020 West 9th Street | Wilmington, DE 19805 | 302-571-7425
Every
other
month
onsupport
Wednesdays
6:00patients
pm and families who are not close to one of our
We have
started
an email
group foratthose
Contact:existing
Angie support
Crowl, 302-425-5054
email:
anglcrowl@aol.com
groups or thoseORwho
would
like to participate in addition to attending a support group.
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.

DELAWARE
(North Delaware)
Woodlawn Library

2020 West 9th Street | Wilmington, DE 19805

Every other month on Wednesdays at 6pm

Next meeting Jan. 24th

Contact: Angie Crowl, 302-425-5054
OR email: anglcrowl@aol.cowm

nlinChate
OGoogle
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.

All you
need is
a gmail
account
and a
smartphone,
tablet or

PENNSYLVANIA

(Monmouth-Ocean County)

Doylestown Hospital , Conference Room G

Brick, NJ

Wilmington, DE

Online

NEW JERSEY
Brick Town Hall
1st Floor Meeting Room (Doors A & B)

401 Chambers Bridge Road | Brick, NJ
1st Saturday of each month 10:00am-12:00pm
(except May-Aug.) –Next meeting Feb. 10th
Contact: Marlene Stoever, 908-278-8623
OR email: mrslatte@comcast.net

Cherry Hill, NJ

(Burlington-Camden County)

Doylestown, PA

595 West State Street | Doylestown, PA | 215-345-2200

Last Monday of the month, quarterly at 6:30pm
Contact: Desiree Bleam 215-249-1132 (cell) 267-410-0024
OR email: doylestownscleroderma@verizon.net
March 26 – Thomas D Sutton, Disability lawyer
June 26
– K. Akaya Smith, MD,

			

Aug 12
Sept 24
Nov 26

			

Penn Heart and Vascular Center

– PICNIC
– to be announced
– Dr. Palevsky from UPenn

speaking on studies that will be coming up in 2019

Philadelphia, PA

Cherry Hill Professional Bldg.

Telephone Email Support

385 Kings Highway North | Cherry Hill, NJ
2nd Thursday of every other month at 1:30pm
Contact: John Keegan, 856-779-7225
OR email: johnkeegan@comcast.net

Contact: Joyce Roby-Washington at 267-516-6987
OR email: joycerw757@msn.com

Haddon Township, NJ

1200 Broadcasting Rd., Suite 200, Wyomissing, PA | 570-326-0838

(Haddon Twp. Branch meeting room)

Contact: Dawn Batzel, 610-310-2566
OR email: happy81070@verizon.net

William G. Rohrer Memorial Library
15 MacArthur Blvd. | Westmont, NJ
Young Adults/Children’s Support Group
2nd Wednesday of each month 6:30 -8:30pm
Next meeting Feb. 8th.
Contact: Victoria Marino, 609-634-3107
OR email: vmarino1@comcast.net

SUPPORT GROUP

Reading, PA

Office of Dr. Emkey

2nd Saturday of every other month at 10:00am

Next meeting March 10th

Williamsport, PA
Hoss’s Steak House

1954 E. Third Street , Williamsport, PA | 570-326-0838

1st Wednesday of the month at 1:00pm
Next meeting February 7th
Contact: Jayne Young, 570-323-4228
OR email: weyclu@sunlink.net or Earl Ritter, 570-584-2407

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

UPCOMING
FebruaryMarch
April
May
June
July
August
September
October
Check our website at

s
t
n
e
Ev

tsts
EvEevnen

24 Paint Night for Scleroderma, Pennsauken, NJ
3 Lancaster Patient Education Meeting, Lancaster, PA
10 UPenn Patient Education Meeting, Philadelphia, PA
8 Central PA Soup Cook-Off, Harrisburg, PA
TBA Women’s Health Conference, Voorhees, NJ

22 Cruise for A Cure Classic Car Show, Hockessin, DE (Rain Date April 29th)
28 Race4Linda, Hershey Mills, PA
5 Sjogren’s Health Fair At Philadelphia Zoo, Philadelphia, PA
5 Stepping Out To Cure Scleroderma, Ventnor, NJ
9 Stepping Out To Cure Scleroderma, Allaire State Park, Farmingdale, NJ
11 MacCutcheon, McTaggart Golf Outing, Rossmoor Golf Club, Monroe, NJ
27-29 Scleroderma Foundation National Patient Education Conference, Philly, PA
11 Stepping Out To Cure Scleroderma, John Rudy Park, York, PA
7 Teri’s Run & Twilight Walk, Downingtown, PA
TBA Bonnie’s Cruisers Chinese Auction , Mount Holly, NJ
TBA Stepping Out To Cure Scleroderma, 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. Email us at DVchapter@scleroderma.org

