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To provide educational and 

emotional support to people 

with scleroderma and their 

families 

To enhance the publicõs 
awareness of this disease 

To stimulate and support 
research designed to identify the  

cause and cure of scleroderma as 
well as improve methods of 
treatment 

The mission of  the Scleroderma Foundation/Tri-State, Inc. Chapter is three fold: 

SclerodermaScleroderma  

The Scleroderma Research and Awareness Act, H.R. 2408, was introduced in the 

House of Representatives by Rep. Lois Capps (D-CA) and Rep. Vern Ehlers (R-MI) on 

May 14, 2009.  The companion bill, S. 1545, was introduced in the U.S. Senate by Sen. 

Kristen Gillibrand on July 30, 2009.  The legislation authorizes $90 million dollars over 

three years for the National Institute of Arthritis and Musculoskeletal and Skin Diseases 
at the National Institutes of Health to develop and evaluate new treatments, research the 

relationship between scleroderma and secondary conditions, establish registries, and 

support training of new investigators.  The legislation would also give the Centers for 

Disease Control and Prevention $2.5 million over a three year period to establish a 

scleroderma awareness campaign.   
 

In October, members of SF Tri -State Chapter (Bruce Cowan, June Bender, Helen 

Polenz, Emily Chillino, Ruth Saphirstein, Sue Ballantyne, Dr. Lee Shapiro, Val Fenti 

and Jeff Mace) went to Washington, DC to meet with Congressmen and Senators to gain 

support for the bills.  The group met with representatives from the offices of Sen. Frank 

Lautenburg (D-NJ), Sen. Robert Menendez (D-NJ), Sen. Joseph Liberman (D-CT), Rep. Eric Massa (D-NY-29), Rep. Tim Bishop (D-

NY-1), Rep. Scott Garrett (R-NJ-5) and Rep. John Larson (D-CT-1).  The committee met directly with Rep. Steven Rothman (D-NJ-9) 

and Rep. Paul Tonko (D-NY-21).   
 

The list below includes all of the representatives in the SF Tri-State area that have signed on in support of the Scleroderma Research 

and Awareness Act.  If you do not see your representative listed below, please contact them and urge them to sponsor this very 

important piece of legislation ð their involvement is especially crucial in New Jersey and Connecticut.  To find out the name and 

contact information of your representative go to www.congress.org.  For more information about the bill and what you can do to help 

go to www.scleroderma.org.   
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Advocacy Committee with Senator Kristen 

Gillibrand (D -NY). 

SF Tri-State Area Co-Sponsors of H.R. 2408 and S. 1545 

Rep. Gary Ackerman (NY-5) Rep. Brian Higgins (NY-27) Rep. Carolyn McCarthy (NY-4) Sen. Charles Schumer (NY) 

Rep. Michael Arcuri (NY-24) Rep. Maurice Hinchey (NY-22) Rep. John McHugh (NY-23) Rep. Jose Serrano (NY-16) 

Rep. Timothy Bishop (NY-1) Rep. Steve Israel (NY-2) Rep. Michael McMahon (NY-13) Rep. Louise McIntosh Slaughter 

(NY-28) 

Rep. Yvette Clark (NY-11) Rep. Peter King (NY-3) Rep. Gregory Meeks (NY-6) Rep. Christopher Smith (NJ-4) 

Rep. Joseph Crowley (NY-7) Sen. Frank Lautenberg (NJ) Rep. Christopher Murphy (CT-5) Rep. Paul Tonko (NY-21) 

Sen. Christopher Dodd (CT) Rep. Nita Lowey (NY-18) Rep. Scott Murphy (NY-20) Rep. Edolphus Towns (NY-10) 

Rep. Eliot Engel (NY-17) Rep. Daniel Maffei (NY-25) Rep. Jerrold Nadler (NY-8) Rep. Nydia Velazquez (NY-12) 

Sen. Kristen Gillibrand (NY) Rep. Carolyn Maloney (NY-14) Rep. Charles Rangel (NY-15) Rep. Anthony Weiner (NY-9) 

Rep. John Hall (NY-19) Rep. Eric Massa (NY-29) Rep. Steven Rothman (NJ-9)  



 

 

The Doctor Is In 
 

Is there a medical question or concern that you would like to have addressed?  

In each issue we try to have Dr. Robert Spiera, an associate attending 

rheumatologist at The Hospital for Special Surgery and co-chair of our 

Medical and Scientific Advisory Board, answer questions submitted by our 

readers.  There are currently no submissions for Dr. Spiera to answer and we 

are asking you to send any questions or concerns you have to 

sdtristate@scleroderma.org with ñThe Doctor Is Inò in the subject line.   

 

If you are concerned about confidentiality, your name will not be published. 

Answers to your questions will  not only be helpful to you but might help 

another person living with scleroderma or caring for someone with 

scleroderma.   
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ñOffseasonò Awareness & Fundraising 
 

Now that walk season is over, some of you might be wondering what you can 

do to continue raising funds and awareness for scleroderma.  Stepping Out to 

Cure Scleroderma might be the largest event we sponsor but there are plenty 

of things you can do -  every little bit helps.   

 

Do you enjoy having friends and family over for fun and food?  Why not turn 

that into a fundraising opportunity.  You could invite people over for a dinner 

party or a wine and cheese party or even bake some yummy desserts for a 

dessert party.  Ask your guests for donations or set a price for admission to 

your party.  With the holidays right around the corner, it could be the perfect 

time to celebrate the holiday season by hosting a holiday party that will help 

to find the cause and cure for scleroderma. 

 

Other great ideas can be taken from some of our younger fundraisers who 

have thought of some creative ways to raise money and awareness for 

scleroderma.  In the past, children of all ages have raised money for SF Tri-

State by holding bake sales, lemonade sales, car washes and have even sold 

scarves they made themselves.   

 

Getting married or know someone who is?  We have had the bride and groom 

request guests make a donation to SF Tri-State in lieu of a gift or the bride 

and groom made a donation in place of favors at the reception. 

 

Is there a restaurant that you frequent or have a personal connection to?  If so 

you might want to see if that restaurant will designate a night of their 

choosing to donate a percentage of the proceeds to SF Tri-State based on the 

customers your fundraiser brings in.  This type of fundraiser takes little 

planning or investment on your part.  If the restaurant requires a coupon or 

flyer to be presented for SF Tri-State to receive credit, they may even be 

willing to print them.   

 

These are just a few simple ideas to get you thinking of ways to keep 

awareness and fundraising going throughout the year.  If there is something 

the SF Tri-State office can do to assist in your fundraising efforts, please call 

(800) 867-0885. 
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SF Tri-State Chapter Support Group Leaders John and Betty Lockwood were 

honored on Sunday, October 4, 2009, during their final Teaneck NJ Scleroderma 

Support Group Meeting. June Bender, Director of Patient Ed and Support was 

on hand to present them with a SF Tri-State framed Certificate of Appreciation, 

a floral arrangement and words of appreciation and gratitude for all their years 

of volunteer service! Reflecting back, the Lockwoods shared that there was no 

support group in their area when Betty Lockwood was diagnosed with 

scleroderma.  A short time later, they established the Teaneck NJ Scleroderma 

Support Group. That was almost eighteen years ago! June Bender asked John 

and Betty what inspired them to lead the group for so many years. The leaders 

shared that the patients and patient family members were their inspiration. Lasting bonds of friendships were the norm 

over the years, as were frequent ñbetween meetingò phone calls by the Lockwoods to their new found friends. Those 

present at the meeting shared their gratitude to John and Betty and expressed the difference they had made and were still 

making in their lives.  A few days after the well-deserved ñretireesò left on a cruise to England, Ireland, Scotland and 

France. The SF Tri-State Chapter wishes the Lockwoods smooth sailing and much thanks for a job well done! 
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A Job Well Done! 

I truly believe that each of us is on a journey and the paths of our journeys lead us to 

special people, new experiences and unforgettable life changing events.  In April 2005 

my journey brought me to the position of Director of Patient Education and Support for the 

SF Tri-State Chapter.  During that time, I have grown to respect and to appreciate the 

Scleroderma Foundation and the SF Tri-State Chapter for their overwhelming outreach to 

those living with scleroderma.  I can truly say that it has been both an honor and a pleasure 

to serve with the entire SF Tri-State Office Team; all of our Support Group Leaders, our 

Health Fair Facilitators, the SF Tri-State Boards and our Patients and their Families.  My 

journey is now taking me down a new path.  A Path that I have never traveled before...it is a 

path called ñretirementò.  My last day as Director of Patient Education and Support was 

October 30, 2009.  I am taking with me memories that will last me a lifetime.  Included in 

those memories are the voices and 

faces of those living with 

scleroderma.  We might have 

talked on the phone, through email or met in person.  It is 

possible you shared your ongoing battle with scleroderma.  You 

might have asked for information you needed.  Or maybe you 

called because someone you loved lost their fight with 

scleroderma.  Whatever the reason, I hope in some way I 

helped or encouraged you.  As I say my goodbye, I want you to 

know I stand in awe over all the brave men, women and 

children I have met living with scleroderma.  Your 

determination has strengthened me, readjusted my priorities 

and changed the way I look at life.  My hope for each of you is 

improved health and happiness.  May the paths of your 

journey be filled with special people, new experiences and 

wonderful unforgettable life changing events!   

                                                                                     June    

Saying Goodbye 
By June Bender, Director of Patient Education and Support 

Juneôs Retirement Party 
 

A party was held for June on November 8, 2009 at  

Caseyôs in Rensselaer, NY.  Over fifty of Juneôs friends 

and family attended the party to wish June a happy and 

healthy retirement.  

Good luck June! 
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The SF Tri-State Chapterôs Annual Syracuse, NY Scleroderma Educational Forum was 

held on Saturday, April 4th, 2009 at St. Josephôs Healthcare Network Building in 

Liverpool, NY. Leslie Holmberg, Director of The Wellness Place at St. Josephôs 

Healthcare and her staff provided their beautiful facility.  Ms. Holmberg was given a 

framed certificate of appreciation along with flowers to thank her for her generous 

support of the entire event. Chairman of the Scleroderma Foundation Board of 

Directors Joseph Camerino, PhD started the forum by sharing an update on the 

foundationôs three-fold mission of providing 

support, education and research to those 

affected by scleroderma.  Abbie Oxford, PT, 

DPT of St. Josephôs Hospital Outpatient 

Physical Therapy Services of Syracuse 

followed and spoke on ñPhysical Therapy for 

Hand Rehabilitationò.  Ramzi Khairallah, 

MD, FACR  from Arthritis Health Associates, 

PLLC of Syracuse then spoke on 

ñUnderstanding, Assessing & Treating 

Raynaudôs Phenomenonò.  Following the excellent speaker presentations there was 

an opportunity for questions and answers from the audience. A scleroderma 

medical resource table was nearby to provide helpful reading materials to the 

forum guests. SF Tri-State also provided a complimentary lunch for all who 

attended.  At the closing of the forum both speakers were presented framed 

certificates of appreciation! The SF Tri-State Chapter would like to express its 

gratitude to all who made this event a success!   

Leslie Holmberg 

Director of The Wellness Place 

(L) Abbie Oxford, PT, DPT 

(R) Ramzi Khairallah, MD, FACR  

2009 Annual Syracuse, NY Educational Forum 

Planned Giving 
As the end of the year is approaching, now is the time to consider your tax planning strategies for 2009.  There are 

various opportunities available if you are considering charitable giving as part of your income tax planning. 
 

Any contributions intended to be made as a deductible charitable gift for income tax purposes must be made to a qualified 

nonprofit organization.  The Scleroderma Foundation Tri-State Chapter, Inc. is a qualified tax exempt charitable 

organization under section 501(c)(3) of the Internal Revenue Code. 
 

If you desire to make a deductible charitable gift, there are several techniques to consider.  Gifts of cash or property are 

generally tax deductible in the year the gift is made, subject to limitations.  The amount of the itemized deduction is 

generally equal to the fair market value of the property donated.  If you wish to make a charitable donation and own 

appreciated long-term capital gain property, such as marketable securities, you may consider donating those rather than 

cash.  Instead of selling appreciated long-term capital gain property and potentially triggering a taxable gain, you can 

donate it to the SF Tri-State Chapter and obtain a charitable tax deduction equal to the fair market value without having to 

report the gain.  When the SF Tri-State Chapter sells this property it will not be subjected to income taxes on the gain as it 

is exempt from income taxes.  Essentially, the gain on this long-term appreciated capital gain property will not generate 

any taxable income and the donor receives a deduction equal to the appreciated fair market value.  You may also consider 

donating tangible personal property, however there are limitations to the value of the charitable deduction.  Additionally, 

for the tax year ending December 31, 2009 those who are age 70½ or older may donate up to $100,000 directly from a 

traditional individual retirement account (IRA) without first including this in taxable income and subjecting the charitable 

deduction to certain limitations. 
 

The above is a brief overview of some of the charitable giving options available to help meet your charitable goals while 

providing the needed resources to assist the SF Tri-State Chapter in achieving its mission.  As with any tax planning 

scenarios, you should consult your tax advisor to determine if the planned strategy is right for you. 
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SCLERODERMA AND ME 
by Fran Batz 

 

 

 I have had Scleroderma for over 40 years. I have to add that 

it was not properly diagnosed until 1982 and I made the diagnosis! 

Let me share the long journey...as a young child I began having 

stomach and intestinal problems and also feeling extremely ñtiredôô. 

Well meaning friends & relatives said I was too young to feel that 

way. I also had unexplained rashes and red marks that would come 

and go.  School was at times a trying experience, especially when I 

had to take gym. I never had the ability to do what the other kids did; 

the strength was not there.  I must say that I did play basketball, field 

hockey, and baseball.  I gave it my best effort! When college came 

along the problems with cold temperatures increased in severity.  I 

was skiing (it was part of the curriculum) and I got what the school 

nurse thought was frostbite but as we know today it was Raynaud ôs 

Phenomenon.  

Well it was down hill from that point. I had to give up any thought of 

being a dietician. My parents took me from doctor to doctor and a dermatologist finally diagnosed the Raynauds. I was having one 

digital infection after another. I spent one month in the hospital trying to clear up the infections.  I started going to a vascular doctor 

and was treated by him for many years, but was not told what I had.  

 My husband John and I were married in 1966 and issues with my health leveled off for a while but I was still getting infec-

tions. When I became pregnant with our son Michael, I was told I was imagining the pregnancy. I found out later, sometimes people 

with Scleroderma can have false positive test results. It took almost 3 months to realize that I really was pregnant. The pregnancy 

was going well until my Father passed away suddenly with Pancreatic Cancer. He passed away September 1st and our son Michael 

was born September 8th, one month early. In 1969 our daughter Michelle was born and she was also an easy pregnancy and birth. In 

fact...she was born within 20 minutes from the first pain! As you can see, in my case pregnancy didnôt seem to be a problem with the 

Scleroderma.   

 The years passed with one digital infection after another. In 1982 I developed gangrene in my right index finger and was 

taken to a doctor in New York. I had a bi-lateral sympathectomy done in my neck area.  Although the surgery went well and the doc-

tor gave a valiant effort, I still had to have the finger amputated. Having the amputation believe it or not was not as traumatic as it 

sounds. The pain from the gangrene was much worse.  

 That year was the turning point; I had 6 surgeries in 6 months and some were unrelated to Scleroderma. I started to read 

medical books on my symptoms and finally put a name to it. When I told the doctor what I believed I had he admitted that I did in-

deed have Scleroderma. The reason I was not told before was because all the medical books at the time said I would die within a few 

years of diagnosis. The years passed and a few doctors told me I needed psychiatric help and that I was imagining my symptoms.  

In 1989 I saw a letter to a doctor in our local paper about the United Scleroderma Foundation and listed contact information. I called 

and spoke to a woman, who was so empathetic and sent me a list of support groups in my area. The closest one was in New Bruns-

wick, NJ, a two hour trip one-way. I was frightened to go to my first meeting for fear of seeing a mirror image of myself. That first 

meeting was one of the most significant days and changed the way I faced living with Scleroderma. It was there that I met Dr. Sei-

bold, a world renowned Rheumatologists specializing in Scleroderma. Dr. Seibold changed my life for the best! With a correct un-

derstanding of Scleroderma I now had hope of a good life.  

 I continued going to the meetings and about 6 months after joining the support group we were told the President of the 

Chapter was retiring and moving to Florida.   I was approached to take over the Chapter. I was shocked! My husband and I discussed 

the invitation and I decided to give it a try.  

 The rest I guess is history! I went on to be President for about 10 years.  I was also voted by my peers to be Chapter Repre-

sentative on the Board of Directors of the United Scleroderma Foundation. I was at the board meeting in Washington D.C. when that 

final decision was made to merge the two Foundations. I also received a Life Time Achievement award in 2001, which of course a 

great honor.    

 I want to add that I could not have accomplished all of this alone. My husband has been my strength, the one who took me 

all over and helped with the meetings. It goes unsaid that without Johnôs help I could not have done all of this. Iôd also like to thank 

the rest of my family & all the friends I met along the way. Their guidance & friendship helped to make me a better person.  I now 

lead the Orange County Scleroderma Support Group along with June Bisel, Co-Leader.  We meet once a month and are committed 

to providing support and helpful information to all who attend.   

 In closing I found that Scleroderma does not have to be the enemy.  As long as you donôt let it control you, you have 

the power to control it ! Fran Batz and June Biselôs Orange County Support Group meets the 4th Saturday of each month 

from 10am ï 12pm at St. Anthony Community Hospital in Warwick, NY (no meetings Nov & Dec).  
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On Sunday, November 15, 2009 the Annual Scleroderma Research Forum took place 

at the Hospital for Special Surgery in New York City.  The two speakers at this years 

forum were Dame Carol M. Black (pictured at top, left) from Royal Free Hospital 

in London, England and Dr. Robert Spiera (pictured at bottom, left) from The 

Hospital for Special Surgery.   

 

Professor Blackôs presentation was titled ñScleroderma Research: Have We Made 

Progressò.  She spoke about the discoveries made in scleroderma research and the 

effects they have had on those living with the disease.  Professor Blackôs extensive 

knowledge and dedication to the study of the mechanisms and management of 

scleroderma were evident.  Her discussion was extremely informative and those in 

attendance were impressed with her presentation. 

 

Dr. Robert Spiera began his presentation by sharing the highlights of the 2009 

American College of Rheumatology meetings that took place in October.  Then he 

discussed the discoveries found through research conducted at the Hospital for 

Special Surgery during 2009 and upcoming studies to be conducted in the 

upcoming year.   

 

During the break, raffle tickets were drawn and the winners announced.  There were 

over 11,000 tickets sold this year with Joyce Greenlee selling the most tickets and 

raising over $1,900.  The first place prize of $1,000 went to James Gillard, who 

purchased the ticket from his wife.  The second place winner of $750 was Janet 

Budgar, who is a SF Tri-State member and bought all of the tickets herself.  The 

third place prize of $500 went to Rhoda Stevens,  whose mother passed away from scleroderma several years ago.  Congratulations 

to our winners and THANK YOU  to everyone that bought and sold tickets.   

 

To conclude the event, the speakers took time to answer questions from the audience.  Those who attended the event left informed 

and hopeful that a cause and cure will be found soon.  

 

If you were unable to attend the forum and would like to borrow the DVD from our lending library when it becomes available, 

On October 17, 2009 the Delaware Valley Chapter and SF Tri-State, Inc. Chapter hosted the Joint 

Chapter Educational Forum at Robert Wood Johnson University Hospital in New Brunswick, New Jersey.  

The joint chapter event is intended to cover a wider geographical area to include as many patients as 

possible. 
 

The event began with registration and light refreshments.  This was followed by a welcome from 

Christine Gaydos, Executive Director of the Delaware Valley Chapter and June Bender, Director of 

Patient Education and Support from SF Tri-State and reading of the threefold mission of support, 

education and research .   
 

The first speaker was Dr. Nora Sandorfi (pictured at right), who works for the 

rheumatology division of Thomas Jefferson University Hospital in Philadelphia, PA.  She spoke about 

ñLiving Well With Scleroderma.  The second speaker was Mariann Moran (pictured at left), who is an 

Occupational Therapist and Certified Hand Therapist with Accelerated hand Therapy and Rehabilitation, 

Inc in Madison, NJ.  Therapist Moranôs presentation was about ñMaintaining Hand Function With 

Sclerodermaò.  
 

The presentations were followed by a question and answer session and each speaker was presented with a 

certificate of appreciation.    
 

If you were unable to attend the forum and would like to borrow the DVD from our lending library when it becomes available, 

2009 Scleroderma Research Forum 

2009 Joint Chapter Educational Forum 
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The Scleroderma Foundation in no way 

endorses any of the drugs or treatments 

described herein; the information is intended 

merely to keep its readers informed.  Because 

the manifestations and severity of scleroderma 

may vary, individualized medical management 

is essential.  Therefore, it is strongly 

recommended that all drugs and treatments be 

discussed with the readerôs physician(s) to 

assure proper evaluation and treatment.  If we 

have inadvertently omitted or misspelled 

your name, please let us know by calling 

(800) 867-0885. 

Sign up for your FREE weekly  

e-mail newsletter at 

www.scleroderma.org 

For up-to-date information and 

the latest news about research, 

treatments, advocacy efforts, 

special events and other activities 

to raise awareness. 

If you prefer to receive this 

newsletter electronically and 

want to stay abreast of Tri-

State activities, please email us 

at sdtristate@scleroderma.org 

or call  

(800) 867-0885. 

*Founders Circle $500 or more 

Name______________________________________ Phone (____) ______________________ 
(Print as you wish it to appear in public acknowledgements.) 

Ç Do not list my name in the annual report.  Email:___________________________________ 
 

Address _____________________________________________________________________ 
 

City ______________________________________  State __________  Zip  ______________ 
 

All contributions of $25 or more include annual membership dues 

for BOTH Tri -State and National Scleroderma Foundation. 
 

Ç  Please renew my membership, $25 per year. 
Ç  Please enroll me as a new member of the Scleroderma Foundation, $25 per year. 

Ç  I do not need membership benefits but I would like my contribution to help support your   

     work. 

Ç  Enclosed in my/our matching gift form(s). 

 

This contribution is made  Ç in honor of   Ç  in memory of   Ç  is a membership gift for: 
 

Name _______________________________________________________________________ 
Send a note indicating that a contribution has been made to: 

Name _______________________________________________________________________ 
 

Address _____________________________________________________________________ 
 

City ______________________________________  State __________  Zip  ______________ 

 

Please make check payable to SF Tri-State 

Scleroderma Foundation/Tri-State, Inc.  Chapter 

59 Front Street, Binghamton, NY 13905 

Ç Benefactoré..$1,000* Ç Sponsoréé$250 Ç Supporteréé..$50 

Ç Patronééé.$500* Ç Donoré...é$100 Ç Contributoré...$30 

Tri-State, Inc. Chapter 

59 Front Street 

Binghamton, NY   13905-4701 
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