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Introduction
There is no cure for scleroderma.  This debilitating autoimmune disease is chronic and 
often progressive.  The body’s immune system attacks its own tissue, frequently robbing 
people of the active, healthy, and independent years of their lives.  For over 20 years, 
the Scleroderma Foundation has fostered scientists and their research into the cause 
and cure of the disease, offering the hope of treatment to the 300,000 people living 
with scleroderma.  
The Scleroderma Foundation is launching the “Reach for the Cure” campaign to 
generate sufficient resources to attract new research talent and to retain those 
researchers over the duration of their careers.  The foundation offers seed monies for 
new investigators that gives them the opportunities to develop data to then apply for 
larger grants from the National Institutes of Health (NIH).  For established investigators, 
we offer opportunities to receive funding to pursue new directions in research that 
might not be funded otherwise.  

“Further funding would allow us to increase the pace of research  
and increase the pace of discovery.” – Carol Feghali-Bostwick, Ph.D.

Mission
Research is a critical goal of the Scleroderma Foundation’s three-fold mission of 
support, education, and research.  We seek to stimulate research to improve treatment 
and, ultimately, to find the cause and cure of scleroderma and related diseases.  Our 
board, staff, volunteers, and investigators are dedicated to funding research that 
inspires hope for people living with scleroderma. 

Advancing research 
This is an exciting time for scleroderma research.  According to Dr. Feghali-Bostwick, 
one of the hallmarks of scleroderma is fibrosis, or thickening of the skin and internal 
organs.  “Scleroderma is a multi-system disease where fibrosis can affect multiple organs 
at once.  There are other diseases that are characterized by fibrosis of one organ at 
a time.  Therefore, since fibrosis in scleroderma affects multiple organs, we consider 
scleroderma as a prototypic disease and solving the fibrosis puzzle in scleroderma will 
have broad impact on multiple other diseases as well.  That’s because a common 
feature of fibrosis in different organs is the excess production of collagen and other 
extracellular matrix proteins,” says Feghali-Bostwick.  Scleroderma research has 
received increased interest from the pharmaceutical industry because of its broader 
impact on other diseases.

What we’re up against
Attracting new, talented researchers has been a signature success of the Scleroderma 
Foundation; launching careers reaching for the cure.  Ironically, we are now losing 
experienced researchers to other areas of scientific investigation because of insufficient 
funding to sustain their scleroderma work.  
“Scleroderma is a rare disease, and funding for scleroderma research through 
traditional public channels, such as the NIH, is more limited than for other diseases 
with larger populations,” said Dr. Virginia Steen, chair of the foundation’s Medical and 
Scientific Advisory Board.  “The gap in available funding creates a far less promising 
environment for up and coming scientists.  Receiving grants is the only way to establish 
and maintain a successful laboratory.  It’s only natural that researchers tend to follow 
the path of study that offers readily available dollars,”  said Steen.
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“We are at a point where we could start losing researchers.” – Virginia Steen, M.D.

The foundation’s Research Grant Funding Program has earned a unique place 
in the field of scleroderma research.  It is respected by medical researchers and 
by government health agencies such as the NIH.  The program is administered by 
the Scleroderma Foundation’s Board of Directors and staff, and is guided by the 
foundation’s Peer Research Review Committee that is composed of scleroderma 
experts from around the country.  They determine which proposals will be funded each 
year by reading, critiquing, and ranking all applications based on scientific merit using 
an unbiased and fair review process similar to that of the NIH.
Our Grant Funding Program, guided by our Peer Research Review Committee, can 
expedite funding for innovative, high-quality research by both new and established 
investigators in fields related to systemic sclerosis and other forms of the disease.  To 
accomplish this goal, two distinct types of grants are offered: the New Investigator 
Grant and the Established Investigator Grant.

Hope – How far we’ve come
Because of generous donors and dedicated investigators over the last two decades, 
we have made great strides.  These achievements are only the groundwork for far more 
promising studies.  Without greater funding, recent successes might lie dormant for 
years before other researchers choose to continue that avenue of investigation. 

Impressive growth in scientific research on scleroderma
There were only 62 scleroderma research papers published in 1950.  There were 
990 published in 2015.  Since 2000, there have been 12,550.  That expansion of 
activity is a true achievement, but it is not satisfactory if we are to find a cure.  
That number must explode. 
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62

2016 - Scleroderma Lung Study (SLS)-II
2013 - New classifi cation criteria for SSc (ACR/EULAR)

2010 - First Genome Wide Association Study (GWAS)
2006 - Scleroderma Lung Study (SLS)-I

2003 - First study of twins with SSc
1991 - Clinical predictors of survival in scleroderma

1990 - Treatment of PAH with epoprostinol
1980 - LeRoy and Medsger classifi cation of SSc

1979 - Introduction of ACE inhibitor for Scleroderma Renal Crisis
1973 - Growth and characterization of SSc dermal fi broblasts

1960s - Description of Anti-Nuclear Antibodies (ANA)
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Research has helped to better clarify and characterize scleroderma
The classification of systemic sclerosis by Leroy & Medsger in 1980 and the new 
classification criteria for systemic sclerosis in 2013 dramatically aided diagnosis 
and changed the way physicians treated patients.  Additionally, it helped guide 
other research to look at different forms of the disease. 

Development of better therapies and treatments that have reduced mortalities
The 1979 development of ACE inhibitors for scleroderma renal crisis research and 
the 2016 Scleroderma Lung Study research for effectiveness of mycophenolate 
in systemic sclerosis-related interstitial lung disease helped to provide better 
therapies and treatments.

Understanding the balance between genetic and environmental factors
New research raises a whole new set of questions about the role of genetics vs. 
environment and offers new opportunity of study.  Knowing the right questions to 
ask is necessary to finding answers.

The building blocks of science advance our mission one layer at a time.  It’s a time-
tested process that checks itself and produces reproducible and reliable results.  
However, it’s a methodical technique that doesn’t recognize urgency.  No one who 
has scleroderma can afford to wait until the steady march of scientific progress reaches 
its conclusion.  
If there’s one thing that history teaches us about disease research, it’s that the answers 
are out there.  It’s only a matter of time and resources before they are found.  In the 
meantime, many people with scleroderma are confronted by horrendous and often 
disabling scars.  For some, the tragic result of the disease is death.  
If you think about research as an equation, it might look like this: TIME x MONEY = RESULTS.    
It might sound crass, but it’s realistic.  Whether you or your loved one has the disease, 
you hope and you expect that medical science will find a cure for this disabling and 
sometimes fatal disease.  Waiting patiently is not an option.  

The need is great.  The time is now.
There are so many promising avenues of study in scleroderma.  However, the amount of 
research being conducted now is small, because private and federal funding is far less 
plentiful for scleroderma than for other diseases that affect similar numbers of people.  
People who have scleroderma need your help to generate greater financial resources 
to fund larger numbers of projects in order to capitalize on the current momentum.  This 
could be a historic moment in time for people with scleroderma.  This could be the start 
of dramatically increased research activity that snowballs into unprecedented numbers 
of discoveries.  Discoveries that offer real hope for the cure. 
We therefore ask for more significant gifts to fund more research projects that produce 
more results, creating a more substantial foundation for greater discoveries and 
eventually the cure.  
Will you join us as we reach for the cure by giving as generously as you can?
With the average research grant at $150,000, making an impact is within reach.  If only 
15 people give $10,000 each, that’s one more grant to award.  If 150 people give at 
that level, that’s ten more awards, effectively doubling our funding of last year.  

Join us as we reach for the cure.
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