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Where there is hope.
As is often the case, hope can overcome a lot of obstacles. 
Such was the case in 2013.  

An encouraging research breakthrough related to stopping fibrosis 
development in human tissue by Carol Feghali-Bostwick and her 
team at the University of Pittsburgh generated great hope. This news 
was welcome in the midst of economic uncertainty, tightened research 
budgets at NIH and the removal of scleroderma from the Department 
of Defense research program. 

While fundraising in 2013 proved to be more difficult than in recent 
years, Tri-State supporters made our Stepping Out to Cure Scleroderma 
events a great success. More than 3,150 event participants and many 
more donors helped make the effort one of our most successful ever 
raising $441,000. This largely volunteer based effort aensured that we 
were able to achieve our mission based goals of giving patients and their 
caregiving network hope by providing support and education, creating 
awareness and encouraging research. 
 
Support and education continue to be central to encouraging and helping 
patients and caregivers understand the scleroderma and its inherent 
challenges. In 2013, three new groups – North Branford (CT), Bergan 
County (NJ) and Tri-State Connect (telephone) were added to our 
support network giving us 20 active support groups. Eight educational 
events gave patients and their care team an opportunity to learn about 
specific conditions, treatments and advocacy strategies from leading 
researchers, health care professionals and service providers. 
A special event for caregivers enabled us to focus 
attention and expand resourced for this 
special group of constituents.



 

Hope 
is not only 
created through 
the larger efforts. Our ever 
popular 800 number as well as our 
presence on Facebook and Inspire.com keep 
us in contact with many people that prefer anonymity  
or to interact virtually. Volunteers participating in local health 
fairs, speaking to groups, networking in the community touch many 
that want to or need to know more about scleroderma. Our Stepping 
Out effort also provides a great opportunity to help the public learn 
about scleroderma. 
 
None of this would happen without the generosity of donors and 
the passion of volunteers.  Their encouragement is the 
energy behind our work and our vision. Together 
we will battle to find hope. Together we will 
find a cure.

I’m so glad 
there is finally 
awareness to this 
disease. My mom has been 
battling it for many years & it has changed her 
life dramatically. It has definitely taken its toll on her 
physically & emotionally. Our family did the scleroderma 
walk. My mom was so honored by our team, the fundraising & 
the out pouring of love she felt from everyone there. We will he 
there next year & every year after. Thank you for your continued 
awareness & research. We need to find a cure!!!

Support 
 To provide education and emotional support to people with 
scleroderma and their families.

Research
To stimulate and support research designed to identify the 
cause and cure of scleroderma as well as improve methods of 
treatment. 

Education 
To enhance the public’s awareness of this disease.
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Research Next 
We saw the next step…the success of our walks enabled us to support a 
new vision. Knowing the need to continually help talented new investigators 
get established so they can carry on the traditions and evolve the findings of 
more senior scleroderma investigators, the Tri-State Chapter committed to 
join the Scleroderma Foundation in developing and nurturing of “the next 
generation of research leaders.” We provided sponsorship funding for the 
Scleroderma Foundation’s first New Investigator Conference which was held 
just prior to the 2013 International Workshop on Scleroderma Research at 
Boston University. The conference was created to facilitate interaction between 
experienced researchers and new investigators allowing for feedback on current 
work. It provided an environment conducive to mentoring and encouraging the 
advancement of scleroderma research. 

The Chapter also took a leadership role providing seed funding for the 
Scleroderma Foundation’s new Collaborative Research Grant program. The 
program will allow groups of researchers at multiple research centers to team 
up and build on a larger pool of knowledge and resources. The inaugural grant 
cycle will be in 2014 with the first funding released in 2015.
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Financial Statements

Revenue & Gains 

  Contributions, Gifts, Bequests & Dues   180,092  

  Special Fundraising Events   398,517 

  Interest, Dividend  & Other Income   29,838 

Unrestricted Funds   608,447  

  Net Assets Released from Restrictions  0

  Total Unrestricted Income   $608,447  

Less: Expenses  

  Program Services   410,260 

  Management & General   57,501 

  Fund Raising   168,516 

  Total Expenses   636,277 

Total Increase (Decrease) in Net Assets    $(27,830) 

Net Unrealized Gains (losses) on Investments   $(7,870)

Net Assets Beginning of Year $1,603,050

Net Assets End of Year $1,567,350

Statement Of Activities

Management

Fund Raising 

Local Programs & Services 

National Programs & Research   
(includes $27,830 from reserve)

26%

  34%

30%

9%


