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the occasion of this milestone anniver-
sary, we thought it would be appropriate 
to share some personal stories—including 
mine. We hope that by reading about our 
respective journeys with the SRF, you will 
not only find validation of your commit-
ment, but perhaps a desire to inspire others 
to join us on this path to a cure. 

Our tiny organization has achieved so much 
due to the creativity and commitment of 
our donors and our volunteers, including 
the indomitable grass-roots Cure Crew.  
So, this  30th anniversary Annual Report 
is dedicated to all of you—patients, fam-
ilies, researchers, universities, corporate 
partners, volunteers, Cool Comedy—Hot 
Cuisine performers and donors—on behalf 
of the Board and staff of the Scleroderma 
Research Foundation, we offer you our pro-
found thanks. 

C H A I R M A N  L E T T E R

As she said then,“We are in business to go 
out of business.”  We continue to dream 
of that day. As her successor and as Board 
chair of the SRF for the past 15 years, 
I know she would be proud of all we’ve 
accomplished, including raising more than 
$45 million for research.  

Her spirit of giving, doing more, pushing 
limits, and never accepting “no” as an answer 
provided the original impetus for the SRF 
to move faster, be smarter, and invest the 
vast majority of its resources (more than 
85%) in research, outcomes and education. 
“Lean and Mean” has real meaning at the 
SRF.  Today we are able to invest over $1.5 
million in research annually and we aspire 
to double that in the near future as we con-
nect more broadly with our pharmaceutical 
company partners and our network. 

The SRF continues to be the largest non-
profit investor in scleroderma-oriented 
research in the nation. And over the 
recent past, with its expanded investment 
reach, we have been able to not only drive 
an ambitious research agenda but we have 
meaningfully expanded the roster of col-
laborating institutions in our translation-
ally oriented programs. For example, in 
the GRASP project the SRF has helped 
bring together 23 centers across the coun-
try. I am amazed by the engagement of 
some of the most esteemed scientists at 
the greatest medical research institutions 
in the world who have taken up the SRF 
cause, and humbled by the investment of 
time, dollars and talent of our donors and 
corporate partners. 

Our emphasis on basic research, in particu-
lar defining relevant cell types and biologi-
cal pathways with the primary goal of iden-
tifying points of therapeutic intervention, 
is paying off. One notable success is with 
Blade Therapeutics which has attacked 
one of the targets identified in the lab of 
Dr. Hal Dietz. Moving swiftly, their drug 
is headed into clinical trials in 2018. And 
holding true to one of the principle tenets 
of the SRF established 30 years ago, col-
laboration is paving the way for the SRF 
to significantly impact the patient commu-
nity. With participation from 12 leading 
U.S. scleroderma centers, the first national 
longitudinal patient registry, CONQUER 
will launch in early 2018. This registry is 
the perfect example of the SRF’s steadfast, 
never accept no approach that will change 
the lives of patients living with this disease.

We also recognize that serious business 
sometimes requires serious fun. And since 
our beginning Cool Comedy—Hot Cuisine 
has brought together friends, both old 
and new, along with world-class perform-
ers for a night of great food and laughter, 
in support of scleroderma research. The 
event just keeps getting bigger and better. 
On behalf of all of us at the SRF, I want 
to applaud Susan Feniger and Bob Saget, 
our Board members who have continued 
to lead this series of events to new highs,  
a record which  now stretches back across 
40 events and 30 years.

While I spend the majority of my time in 
the business world, I am never far from the 
purpose and promise of the SRF.  So, on 
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MAKE A GIFT 
TO MAKE A DIFFERENCE

CONSIDER A GIFT TO THE SCLERODERMA 
RESEARCH FOUNDATION

The Scleroderma Research Foundation (SRF) is 

the nation's leading nonprofit investor in medical 

research to find improved therapies and a cure for 

scleroderma. Our progress is entirely dependent 

upon charitable gifts from generous people like you.

www.srfcure.org/donate

Dear Friends, 

It’s been 30 years since our 
friend, founder and inspiration, 
Sharon Monsky, challenged us 
to achieve one overarching goal: 
find a cure for scleroderma.  

Sincerely,

Luke Evnin, PhD
Chairman
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The Scleroderma Research Foundation (SRF) 
is America’s leading nonprofit investor in 
scleroderma research, laser-focused on finding 
a cure for this rare, and often deadly, disease. 

FIND,FUND & 
 FACILITATE

Because scleroderma affects fewer than 
100,000 people in the U.S. annually, it does 
not have the profile of other, better-known 
and more prevalent illnesses.  But a cure for 
scleroderma may hold the key to cures and 
better outcomes for a host of other diseases.  

In 1987, patient Sharon Monsky founded 
the SRF with the belief that funding 
medical research was the best way to give 
hope to those living with the disease.  For 
those who knew Sharon, it’s no surprise 
that her passion, commitment, and ability 
to galvanize people toward a noble cause 
has gained continued momentum and 
success under the thoughtful leadership 
she inspired to carry her vision forward. 

The SRF research program seeks to 
deepen knowledge and understanding of 
this life-threatening condition, by facili-
tating research and collaboration among 
the world’s top scientists and medical 
institutions.  Funded projects are allo-
cated in three broad categories: clinical, 
translational and basic research. While 

F I N D ,  F U N D  &  FA C I L I TAT E F I N D ,  F U N D  &  FA C I L I TAT E

20% of the SRF’s budget is devoted to 
clinical endeavors, including development 
and sustaining support for Clinical Cen-
ters of Excellence, 80% supports basic 
and translational research projects, such as 
developing more predictive animal models, 
biomarker development, defining relevant 
biological pathways, and the advancement 
of new technologies to better understand 
the underlying causes of scleroderma.

VISION 

A WORLD WITHOUT 

SCLERODERMA

Sharon envisioned a future where those 
living with scleroderma would have access 
to new treatments, and ultimately, a cure. 
Today, 30 years later, new treatments 
are extending the lives of patients, and 
we are closer to her vision. Our focus on 
medical research enables gifted research-
ers and clinicians to explore promising 
pathways, share encouraging findings, 
and take us closer to our goal every day.

Minnie Ruth (Patient) and Travis Carr

A N N U A L  R E P O R T4
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ogy, basic and genomic science and new 

technologies. Today, SRF investigators are 

creating a “GPS system” for navigating the 

regulomic landscape of scleroderma with 

the goal of reverse-engineering scleroderma 

down to the molecular and genetic level.  

COMPREHENSIVE CARE

CONNECTING PATIENTS AND 

PHYSICIANS WITH CLINICAL 

EXCELLENCE

Beyond the laboratory, SRF resources 

develop and sustain Scleroderma Cen-

ters of Excellence, where patients receive 

the most comprehensive care from cli-

nicians specialized to treat scleroderma 

and its complications. Within these 

Centers, clinicians partner with front-

line scientists to provide patient sam-

ples, the next generation of experts are 

trained, and new treatment strategies are 

developed to advance standards of care.

ABOUT 

SCLERODERMA
One of the deadliest of all rheumatic disor-
ders, scleroderma is chronic, complex and 
debilitating. Scleroderma begins as an auto-
immune attack and eventually causes devas-
tating fibrosis or vascular damage. Depend-
ing on the subtype of illness (localized, linear, 
systemic limited, systemic diffuse), sclero-
derma can damage multiple organ systems.

WHO DEVELOPS 

SCLERODERMA?
Anyone can develop scleroderma. Although 
it is generally more common in women, the 
disease affects people of any race, age or gen-
der, anywhere in the world. The symptoms and 
severity of scleroderma vary greatly, and the 
course of the disease is often unpredictable. 
Because of its rarity, many healthcare profes-
sionals have little experience in recognizing its 
symptoms and confirming a diagnosis. One of 
the goals of the SRF is to bring greater aware-
ness to the general public and educate health-
care professionals to increase understanding.

WHO IS AT RISK?
The cause of scleroderma is still unknown, and 
there is likely no single risk factor.  Scientists 
are working to understand what biological fac-
tors contribute to scleroderma pathogenesis. 
A number of scientific studies suggest that a 
combination of genetic and environmental fac-
tors may trigger the disease. The most striking 
statistics show that women in their childbear-
ing years outnumber men with scleroderma by 
about four-to-one.

CAN SCLERODERMA

BE TREATED?
There are a number of treatments available to 
address the various complications associated 
with scleroderma. None of these are a cure—
they are designed to treat symptoms of the dis-
ease. Several different classes of drugs are cur-
rently approved, either in the U.S. or Europe, to 
treat these complications. The primary mission 
of the SRF is to find, fund, and facilitate the most 
promising research that will result in improved 
therapies, and ultimately a cure for patients.

COLLABORATION

UNITING EXCEPTIONAL 

SCIENTISTS & SCIENCE 

Fostering collaboration is a core principle 
of the SRF; it’s the way we approach our 
business. We unite exceptional scientists 
and clinicians across many disciplines in 
order to advance therapies and find a cure. 
We also partner with industry and aca-
demia, investigating scleroderma under a 
rigorous peer-reviewed research program. 
Creating an environment that encourages 
open lines of communication among a 
multidisciplinary community maximizes 
efficiency, improves the quality of results, 
and leads to new avenues of exploration.

DISCOVERY

RESEARCH IS THE KEY 

The SRF research program devotes the 
majority (80%) of its research budget to 
long-term fundamental discoveries in biol-

 The SRF research 
program seeks to 

deepen knowledge 
and understanding 

of this life-threatening 
condition, by 

facilitating research 
and collaboration 

among the world’s top 
scientists and medical 

institutions. 
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Above: Dr. Francesco Boin (Researcher)

Right: Cythia Yagi (Patient)
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More  

HOPE
Than Ever Before:

Luke Evnin

When it comes 
to leading the 
campaign to find 
new therapies 
and treatments 
for a mysterious 
and often fatal 
disease, few 
people are more 
qualified and 
dedicated than 
Luke Evnin. 

An accomplished scientist who has used 
his research background to fund and build 
biotech and pharmaceutical companies, the 
venture capitalist has spent the last 15 years 
chairing the Board of the Scleroderma 
Research Foundation. He has witnessed 
not only the growth of the organization in 
terms of funding, but great strides in the 
treatment of the disease. 

Today Evnin says he has more hope and 
optimism than at any point since he found 
and joined the organization. And no one 
understands the research process and prog-
ress quite like Evnin, who tracks the stud-
ies with vital interest—he has been living 
with scleroderma for more than 20 years.

“Today we’re running the most powerful 
scleroderma research program in the coun-
try, and we’re very proud of that," he said. 
“But we’re not on some ivory tower, aca-
demic mission to figure out what’s going 
on with scleroderma. We are trying to get 
to the cure today and, in the meantime, we 
are trying to help patients who are strug-
gling with the disease.”

M O R E  H O P E  T H A N  E V E R  B E F O R E M O R E  H O P E  T H A N  E V E R  B E F O R E
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NO LONGER JUST A WORD IN A 

MEDICAL DICTIONARY

Evnin’s predecessor and SRF founder Sha-
ron Monsky lost that struggle in 2002, 15 
years after she came up with the prescient 
idea that the best way to cure scleroderma 
was to create a collaborative research model 
and motivate some of the best scientific 
and medical minds in the country to focus 
attention and research on the disease. And 
if that vision began when most physicians 
hadn’t even heard of the disease—or could 
even diagnose it—it’s no longer just a word 
in a medical dictionary, thanks largely to the 
work of the SRF and its scientific partners.

According to Evnin, giant strides are being 
made in the search to solve the mysteries 
behind the disease, which affects approx-
imately 85,000 Americans. (In the U.S. 
a rare disease is defined as a disorder or 
illness with a prevalence of fewer than 
200,000 affected people.) “But unlike a 
decade ago, there’s a tremendous amount 
of interest in rare diseases,” Evnin said. 
“In particular, smaller biotech companies 
are targeting rare diseases because the cur-
rent legal and corporate research landscape 
gives small companies a viable path to prof-
itability. This creates a fertile environment 
for developing potential drug therapies.  
The broader pharmaceutical community 
has come to understand that scleroderma 
is a significant unmet and serious health-
care challenge. And it is really refreshing 

 The broader pharmaceutical community has come to 
understand that scleroderma is a significant and unmet 
serious healthcare challenge. 

and rewarding to be able to partner with 

companies that bring new energy and focus 

to the effort.”

RESEARCH IS BEGINNING TO PAY 

OFF:  FIRST DRUG ON THE HORIZON

Even more encouraging is that the 

research efforts funded by the Scleroderma 

Research Foundation are paying off. Blade 

Therapeutics, a start-up company founded 

on research funded by the SRF, has raised 

more than $50 million to support discov-

ery against a novel target.  This depth of 

funding means patients will now have the 
opportunity to see this drug—designed to 
treat fibrosis—in a clinical trial in 2018. 

That’s a giant leap from the early days of 
the Foundation, when Monsky was just 
trying to get the scientific and medical 
community’s attention focused on this 
little-known autoimmune disease.

As a scleroderma patient, Evnin also under-
stands the need to balance the research part 
of the Foundation’s work with the needs 
held by those personally grappling with the 
disease. He said that even with the mission 
of funding essential research, the Founda-
tion believes its responsibility is also to be 
a resource center for scleroderma patients.

“I’m on the phone with a patient every 
second week or so,” Evnin said. “It’s very 
personal because I’m living with the dis-
ease every day and taking medication every 
day, so I’m never very far from the disease. I 
just try to lay out the best options for them 
and help them find the right doctor who 
understands scleroderma.”

CONQUER REGISTRY WILL BE 

TRANSFORMATIVE 

In order to improve the standard of care 
for patients and provide clinicians and 
researchers with the data they need to 
accelerate the development of novel thera-

 Today we’re 
running the most 

powerful scleroderma 
research program in 

the country. 

pies, the SRF will soon launch the “CON-
QUER Registry.” In this effort, a consor-
tium of leading scleroderma centers will 
collect longitudinal data on thousands of 
patients and assemble a vast database that 
can be queried to advance patient care and 
scleroderma research. The concept is to use 
big data to identify ideal points of inter-
vention, and accelerate and improve out-
comes.  It will be the first and only national 
patient registry to track the disease.

The progress of the SRF’s work may also 
invite other changes, including more part-
nerships and an expanded board.  But what 
will be key, as the work and network grows, 
is to never lose sight of the “family feel” of 
the SRF and its leadership—which has 
remained intact for decades and has kept 
the board focused on what Evnin calls its 
“incredibly committed core.” As the SRF 
enters its fourth decade, the opportunity is 
ripe for an expanded community of individ-
uals and organizations who understand and 
share the passion, compassion and scientific 
focus that are part of the SRF’s DNA.

“I look at our portfolio, the brain power 
focused on this disease, and the sophis-
tication of the research, and it would be 
hard to imagine 10 years from now that all 
these ideas didn’t turn out to have a positive 
impact on patients’ lives,” he said. “It’s just 
hard to say which ideas will be ‘the ones’ 
that provide the ultimate breakthrough. 
But as we pass this 30-year marker, the 
guideposts are very promising.”

Thirty years after SRF’s founding, hope has 
evolved into optimism, and big ideas will 
soon become candidate drugs for clinical 
trials. Evnin said the progress confirms that 
the vision for a scientific, research-based 
foundation was the right one—past, pres-
ent and future. 

M O R E  H O P E  T H A N  E V E R  B E F O R E M O R E  H O P E  T H A N  E V E R  B E F O R E

Left: Luke Evnin

Above: Dr. Zsuzsanna McMahan
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DAN KASTNER, MD, PHD*

NATIONAL HUMAN GENOME 
RESEARCH INSTITUTE (NHGRI)

Dr. Kastner is Scientific Director of the 
National Human Genome Research Insti-
tute (NHGRI), where he oversees clinical 
studies. His career has focused on using 
genetic and genomic strategies to under-
stand inherited disorders of inflammation.  
He continues the quest for genes under-
lying human disease by the development 
and application of advanced gene mapping 
and sequencing technologies. Prior to his 
NHGRI appointment, Dr. Kastner was 
Chief of the Laboratory of Clinical Inves-
tigation, Clinical Director of the National 
Institute of Arthritis and Musculoskeletal 
and Skin Diseases, and Deputy Director 
for Intramural Clinical Research at the 
National Institutes of Health (NIH). His 
lab focused on human genetic disorders 
of inflammation. He led an international 
consortium that identified the gene caus-
ing familial Mediterranean fever (FMF) in 
1997. In 1999, Dr. Kastner’s lab discovered 
mutations in a TNF-receptor responsible 
for causing a dominantly inherited peri-
odic fever syndrome similar to FMF, a 
discovery that has led to the successful use 
of anti-TNF agents in the disorder. His 
team also established the association of 
STAT4 polymorphisms with several auto-
immune diseases and is currently studying 
the genetics of Behçet’s disease. Dr. Kast-
ner is the recipient of the NIH Director's 
Award, the Paul Klemperer Award of the 
New York Academy of Medicine, the Lee 
C. Howley Prize for Research in Arthritis 
from the National Arthritis Foundation, 
and the NIAMS Mentoring Award.

the NAS. He is one of the original authors 
of The Molecular Biology of the Cell, now 
in its sixth edition and the standard cell 
biology textbook in most universities. He 
served as Editor in Chief of the leading 
scientific journal, Science, from 2009-2013. 
In his third decade of educating future sci-
entists, he is the Chancellor’s Leadership 
Chair in Biochemistry and Biophysics 
for Science and Education at the Univer-
sity of California, San Francisco (UCSF). 
Beginning in 2000 and through 2009, he 
served as the co-chair of the InterAcademy 
Council, an international organization 
established to provide scientific counsel to 
the world and governed by the presidents 
of 15 national academies of sciences. In 
2009, Dr. Alberts was one of three lead-
ers appointed to serve as the nation’s first 
scientific envoy by then Secretary of State 
Hillary Clinton. In 2014, he was awarded 
the National Medal of Science by Presi-
dent Barack Obama. In 2016, he received 
the Lasker-Koshland Special Achievement 
Award in Medical Sciences for discoveries 
in DNA replication and leadership in sci-
ence and education. 

EXPERTS ON A MISSION
SCIENTIFIC ADVISORY BOARD   

The power of collaboration to 
drive scientific discovery and 
breakthroughs is the hallmark 
and mission of the SRF Scientific 
Advisory Board (SAB). 

BRUCE ALBERTS, PHD (CHAIR)*

UNIVERSITY OF CALIFORNIA, 
SAN FRANCISCO, PRESIDENT EMERITUS, 
NATIONAL ACADEMY OF SCIENCES

Dr. Alberts is recognized around the world 
for his work in the fields of biochemistry 
and molecular biology. As a scientist and 
educator, he served two terms as Presi-
dent of the National Academy of Sciences 
(NAS) (1993-2005), and was also Chair-
man of the National Research Council at 

S C I E N T I F I C  A D V I S O R Y  B O A R D S C I E N T I F I C  A D V I S O R Y  B O A R D

JEFFREY A. BLUESTONE, PHD*

UNIVERSITY OF CALIFORNIA, 
SAN FRANCISCO

As an international scientist and leader 

in the field of immunotherapy, Dr. Blue-

stone has helped to clarify the body’s 

immune response on a molecular level, 

and has catalyzed recent progress in stem 

cell research, islet cell transplantation, and 

immune tolerance therapies—studies that 
have been translated into drugs to treat 
human disease.  He joined the University 
of California, San Francisco (UCSF) fac-
ulty in 2000, and holds the A.W. and Mary 
Margaret Clausen Distinguished Profes-
sorship in Metabolism and Endocrinology 
and is Director of the Hormone Research 
Institute. In March 2010, he was appointed 
Executive Vice Chancellor and Provost 
(EVCP), to serve as Chief Academic Offi-
cer guiding the research and academic 
enterprise at UCSF, advancing the campus 
priorities in collaboration with the Chan-
cellor and campus leadership. Dr. Blue-
stone also has served as the Director of the 
UCSF Diabetes Center where he empha-
sized translating basic research in both 
type 1 and type 2 diabetes into improved 
therapies for patients. He founded and 
directed the Immune Tolerance Network, 
a consortium of more than 1,000 of the 
world’s leading scientific researchers and 
clinical specialists. In 2016, he was named 
President and CEO of the Parker Institute 
for Cancer Immunotherapy.

DAVID BOTSTEIN, PHD*
CALIFORNIA LIFE COMPANY (CALICO)

Dr. Botstein is a renowned geneticist, edu-
cator, and pioneer of the Human Genome 
Project. He currently serves as the Chief 
Scientific Officer of Calico, a research and 
development biotech company established 
in 2013 by Google, with the goal of tack-

Comprised of some of the world’s most 
honored and distinguished scientists, these 
individuals give freely of their time and 
insights, guiding the Foundation’s research 
program, evaluating research proposals and 
making funding recommendations.  

Drawn from the fields of genetics, autoim-
munity, molecular biology, vascular biology, 
dermatology and inflammatory disease, 
board members’ expertise and philosophy 
of collaboration drives the SRF research 
program forward, by uncovering connec-
tions between basic science in the lab, to 
treatments at the bedside.  The magnitude 
of this depth of knowledge, coupled with 
an unwavering commitment to the mis-
sion, nurtures an environment where new 
questions are raised, probed and examined, 
catalyzing research that, in turn, fosters 
progress towards a cure.

Each year, the SAB convenes and leads the 
SRF Scientific Workshop, which brings 
together thought leaders from diverse 
backgrounds, to exchange information and 
ideas. The results of this intensive work 
are new alliances and ideas that further 
develop the roadmap for vital research 
leading to better treatments and a cure for 
scleroderma.

Their deep personal commitment, indepen-
dent judgment and ability to foster high-
level scientific investigation is crucial to our 
vision set some 30 years ago: a future where 
those living with scleroderma have access to 
new treatments—and ultimately, a cure. 

ling the aging process. Dr. Botstein served 
as the Director of the Lewis–Sigler Insti-
tute for Integrative Genomics at Prince-
ton University from 2003-2013, where he 
remains the Anthony B. Evnin Professor of 
Genomics. He was a professor and research 
scientist at the Massachusetts Institute of 
Technology for two decades, before joining 
Genentech as Vice President for Science, 
followed by the Stanford School of Medi-
cine faculty, where he chaired the Depart-
ment of Genetics. Dr. Botstein is known for 
his use of genetic methods to understand 
biological functions and systems. His pio-
neering insights into human gene mapping 
helped lay the foundation for the Human 
Genome Project more than 25 years ago. 
He has received numerous awards for his 
work on the Human Genome Project, 
including the Breakthrough Prize from the 
Life Sciences Foundation (2013), and the 
Albany Medical Center Prize in Medicine 
and Biomedical Research, often lauded as 
"America's Nobel," in 2010.
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ANTONY ROSEN, MD

JOHNS HOPKINS UNIVERSITY

Dr. Rosen is Vice Dean for Research and 

Director of the Division of Rheumatology 

at the Johns Hopkins University School of 

Medicine.  He also serves as Deputy Direc-

tor of Medicine, the Mary Betty Stevens 

BRUCE U. WINTROUB, MD
UNIVERSITY OF CALIFORNIA, 
SAN FRANCISCO

Dr. Wintroub is a distinguished derma-
tologist and Vice Dean of Medicine at the 
University of California, San Francisco.  At 
UCSF, he also serves as Chair of Derma-
tology, having joined UCSF from Harvard 
Medical School, where he was Assistant 
Professor of Dermatology. His research 
projects have included pathogenesis of 
bullous (blistering) diseases, characteriza-
tion of human mast cell enzymes, and use 
of photopheresis in cutaneous T-cell lym-
phoma, atopic dermatitis, and scleroderma. 
Dr. Wintroub is the Chairman of the Der-
matology Foundation and is very active in 
promoting best practices and advances in 
of health care delivery and management.

Professor of Medicine, and a Professor of 
Cell Biology and Pathology at Johns Hop-
kins. His expertise and research focuses on 
the mechanisms of autoimmune diseases, 
with particular emphasis on defining the 
role of autoantigens in rheumatic diseases 
such as scleroderma, lupus and arthritis. He 
has overseen a significant expansion to the 
Division of Rheumatology at Johns Hop-
kins University, nearly doubling the fac-
ulty size. Dr. Rosen continues to be highly 
successful in recruiting and mentoring 
the next generation of clinical and trans-
lational investigators who are dedicating 
their careers to research that will provide 
new treatment options for patients living 
with rheumatic diseases. His recent land-
mark paper published in the leading jour-
nal Science provides evidence that a certain 
cancer mutation may trigger scleroderma. In 
addition to his substantial research efforts, 
Dr. Rosen is a skilled clinician deeply com-
mitted to caring for his patients.

GEORGE YANCOPOULOS, MD, 
PHD*

REGENERON PHARMACEUTICALS INC.

Dr. Yancopoulos is Founding Scientist, 
President, and Chief Scientific Officer for 
Regeneron Pharmaceuticals Inc. His scien-
tific efforts have focused on growth factors, 
their mechanisms of action, and their role 
in a wide variety of diseases. His research 
group discovered the angiopoietins and 
the ephrins—new families of growth fac-
tors that help mediate growth of blood 
vessels and other cell types. Many of the 
discoveries of Dr. Yancopoulos and his 
research group have resulted in therapeu-
tic candidates now in clinical trials, such as 
the VEGF-Trap for cancer and blinding 
eye diseases, including AMD, and the 
IL-1 Trap for inflammatory diseases. His 
research group has also developed an inno-
vative set of technology platforms that will 
greatly speed drug development. He has 
been recognized among the most highly 
cited scientists in the world, in a survey by 
the Institute for Scientific Information.

2017–2018 FUNDED RESEARCH GRANTS
TOTAL AWARDED: $1,723,880*

Investigator Institution Research Project

LIVIA CASCIOLA-ROSEN, PHD
Professor of Medicine

AMI SHAH, MD
Assistant Professor of Medicine

Johns Hopkins University School of Medicine Defining Novel Autoantibodies and Associated Cancer Mutations in Scleroderma

HOWARD CHANG, MD, PHD
Professor of Dermatology, Director, NIH Center of Excellence in Genomic 
Science: Center for Personal Dynamic Regulome

Stanford University School of Medicine

Gene Regulatory Mechanisms in Scleroderma

Epigenetic Investigation of Twins Discordant for Scleroderma** 

Epigenetics of Sex Differences in Scleroderma  

LORINDA CHUNG, MD, MS
Associate Professor of Medicine

DAVID FIORENTINO, MD, PHD
Associate Professor of Dermatology

Stanford University School of Medicine Stanford Scleroderma Center of Excellence

LORINDA CHUNG, MD, MS
Associate Professor of Medicine

PAUL WOLTERS, MD
Associate Professor of Medicine

Stanford University School of Medicine

University of California, San Francisco

Northern California Scleroderma Research Consortium

HAL DIETZ, MD
Victor A. McKusick Professor of Genetics and Medicine Investigator, HHMI

Johns Hopkins University School of Medicine; 
Howard Hughes Medical Institute

Interrogation of the Pathogenesis of Stiff Skin Syndrome: 
A Congenital Form of Scleroderma

MONIQUE E. HINCHCLIFF, MD
Assistant Professor of Medicine

Northwestern University Feinberg School of Medicine
DNA Microarray and Traditional Scleroderma Biomarkers:
Does Microarray Provide Additional Prognostic Information?

DAVID LAGARES, PHD
Director of the Matrix and Mechanobiology Program

ANDREW TAGER, MD
Associate Professor of Medicine

Massachusetts General Hospital and Harvard Medical School
Biomechanical and Biochemical Drivers of Scleroderma Fibrogenesis:
Targeting Myofibroblast Resistance to Apoptosis to Reverse Established Fibrosis

RUSLAN MEDZHITOV, PHD
Sterling Professor of Immunobiology Investigator, HHMI

Yale University Macrophage-stromal Cell Interactions in Tissue Homeostasis and Fibrosis**

ANTONY ROSEN, MD
Vice Dean for Research
Mary Betty Stevens Professor of Medicine

LIVIA CASCIOLA-ROSEN, PHD
Professor of Medicine

SCOTT ZEGER, PHD
Professor and Vice Provost for Research

Johns Hopkins University School of Medicine Trajectory Modeling**

KATHRYN TOROK, MD
Assistant Professor

ANNE STEVENS, MD, PHD
Associate Professor, Department of Pediatrics

University of Pittsburgh School of Medicine

University of Washington School of Medicine

Juvenile Scleroderma / Trios**

MICHAEL WHITFIELD, PHD
Associate Professor of Genetics

Dartmouth Medical School A Gene Expression Map of Scleroderma

FREDRICK WIGLEY, MD
Professor of Medicine
Associate Director of the Division of Rheumatology Director of the Johns 
Hopkins Scleroderma Center

FRANCESCO BOIN, MD
Associate Professor of Medicine

In collaboration with: 
DAN KASTNER, MD, PHD
Scientific Director

Johns Hopkins University School of Medicine 

University of California, San Francisco

National Human Genome Research Institute

Genomic Research in African American Scleroderma Patients (GRASP)

FREDRICK WIGLEY
Professor of Medicine
Associate Director of the Division of Rheumatology Director of the Johns 
Hopkins Scleroderma Center

Johns Hopkins University School of Medicine The Johns Hopkins Scleroderma Center of Excellence

S C I E N T I F I C  A D V I S O R Y  B O A R D F U N D E D  R E S E A R C H

*This Advisor is a member of the National Academy of Sciences, the United States’ 
most highly regarded scientific nonprofit organization. Since its founding in 1863 
by President Abraham Lincoln, members serve pro bono as “advisors to the nation 
on science, engineering and medicine.” As a national academy, new members 
are elected annually based on their distinguished and continuing achievements in 
original research.

*Includes projects approved for inclusion in 2017 portfolio, but funded in FYE 2018
**Indicates new addition to project portfolio
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Twenty years ago when her husband 
was diagnosed with scleroderma, Deann 
Wright said she had never even heard of 
the disease. Today, as one of the key people 
at the SRF working to identify great clini-
cians, researchers and research projects to 
present to the SRF’s Scientific Advisory 
Board, she is putting many of those pieces 
into place.

“The science is so far beyond where it was 
when Luke and I joined the SRF in the 
late 1990’s, that it’s like comparing night 
and day,’’ Wright said. “We have benefit-
ted from advances in many disciplines and 
we’ve gained sophistication about the types 
of questions we need to ask. That has led us 
to better research projects.’’

Wright, a biochemistry major as an under-
graduate at the University of Wisconsin, 
never thought she would be one of the 
driving forces underlying the growth of 
the Scleroderma Research Foundation 
when she joined its board 17 years ago. 
But like so many people impacted by the 

autoimmune disease, Wright found that 
dedication and commitment are necessary 
traits in leading the effort to discover and 
fund research that may one day lead to a cure.

ATTRACTING THE BEST 
AND BRIGHTEST
Wright and her husband, SRF Chairman 
Luke Evnin, have become part of the “fam-
ily” of board members who have guided 
the organization into one of the country’s 
most respected non-profits for cutting-edge 
research. And it has attracted some of the 
best and brightest scientists, clinicians and 
physicians in the process. And it’s that pro-
cess that Wright focuses on in her quest to 
identify the research most likely to advance 
our understanding of scleroderma.

This approach led the Foundation to Dr. 
Hal Dietz, a geneticist and pediatric cardi-
ologist from Johns Hopkins whose work has 
led to a breakthrough that may ultimately 
help reverse fibrosis in scleroderma and 
other fibrotic diseases. Dietz’s research has 

In the complicated world of scientific research 
Deann Wright encounters each day, only one thing 
is simple. The description of her role: puzzle solver. 

PUTTING
THE 

PIECES
IN 

PLACE

P U T T I N G  T H E  P I E C E S  I N  P L A C E P U T T I N G  T H E  P I E C E S  I N  P L A C E

 Our ability to attract great people with 
extraordinary ideas has over time transformed the 

Foundation and allowed our program to evolve. 

resulted in the recent formation of a biotech 
company, Blade Therapeutics—just the sort 
of outcome the SRF sought when bringing 
him into the fold. 

TRULY COLLABORATIVE 
RESEARCH
“We are always looking for clinicians with 
unique insights or highly skilled basic or 
translational researchers with incredible 
track records,’’ Wright said. “We can sit 
down with our Scientific Advisory Board 
to determine how great an idea is or 
whether the researcher we’re considering 
has the skills to carry out a proposed proj-
ect. And that’s important to us because we 
fund for the long-term and try and build 
on our research. 

“We take a holistic approach to putting 
together a research portfolio and that has 
led us to bring together a group of investi-
gators with a broad range of expertise. This 
makes our research environment richer and 
our collaborative projects more sophisti-
cated. In recent years, we’ve seen a dramatic 
increase in the number of projects we’re 
able to undertake, but we are always cau-
tious not to overextend ourselves because 
research teams are hard to put together and 
if you let a team go, you can’t put it back 
together easily,” she noted.

Wright said one of the Foundation’s ini-
tial moves—adding a Scientific Advisory 
Board of renowned researchers including 
UCSF’s Bruce Alberts—has proved to be 
one of its greatest strengths. Indeed, one 
of her favorite events during the year as a 
board member is the Annual SRF Work-
shop when she, along with fellow Board 
members Luke Evnin and Eric Kau, and 
the SRF Scientific Advisors discuss new 
and ongoing projects, evaluate research 
proposals, and make funding recommen-
dations. Often, great new directions for 
scleroderma research arise from the brain-
storming that is an essential element of the 

Workshop. Wright points to the launch of 
the Genome Research in African Ameri-
can Scleroderma Patients (GRASP) proj-
ect as one such success.

RICH, REWARDING 
ENVIRONMENT
“Having these brilliant advisors, with their 
long-term commitment to the Sclero-
derma Research Foundation, guiding our 
investments toward the highest quality 
projects has helped us become more suc-
cessful. And this success, coupled with our 
rigorous process has made people believe 
in us,” Wright said. “Working with the 
advisors and the investigators makes for an 
amazingly energizing environment and it’s 
incredibly rewarding.” 

If Wright’s penchant for evaluating research 
seems natural, it’s because she’s no stranger 
to a lab. After she left Wisconsin, she worked 
as a research assistant for several years and 
during this time she met a doctoral student 
named Luke Evnin. Years later, after Evnin 
was diagnosed with scleroderma, they 
found their way to the SRF, which, with 
its impressive group of Scientific Advisors, 
seemed like a natural fit.

Wright ultimately earned a law degree, 
but determined that she much preferred 
the challenges of medical research to those 
facing a corporate attorney. As a result, she 
now spends a great deal of her time reading 
about new studies, vetting new investiga-
tors, and looking for that “out of the box” 
research project that fills out the SRF’s 
funding portfolio.

PROMISING, LONG-TERM 
IDEAS
“We have to balance our portfolio with 
long-term ideas that hold promise for 
disease-modifying therapy, or even a cure, 
with ideas we’ve determined will help 

patients in the nearer term,” Wright said. 
“Our near-term focus has led us to support 
select Centers of Excellence. The clinicians 
there see a high volume of patients and 
develop an incredibly nuanced view of the 
disease that, in turn, informs our basic and 
translational research. The Centers also have 
the capacity to build assets, such as a clin-
ical databases and extensive collections of 
patient samples that make some of our other 
research projects possible,” she said.

For Wright, the breakthroughs in research 
just show how far the Foundation has come 
on its 30th anniversary. And she believes 
that now it is just a matter of time before 
the puzzle pieces fit together and all that 
information leads to effective therapies, 
and ultimately, a cure.

“We have put all the resources in place to 
focus on the best science,’’ she said. “Our 
ability to attract great people with extraor-
dinary ideas has over time transformed 
the Foundation and allowed our program 
to evolve. I’m buoyed by the enthusiasm 
of our Scientific Advisors, and convinced 
more than ever that we will be able to make 
a major difference in the lives of patients 
and their families. There are so many rea-
sons to be optimistic, and I’m thrilled that 
our work is helping to grow a vibrant com-
munity of clinicians and researchers and 
advance significant discovery.” 
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Above and Right: Deann Wright
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The following pages describe the projects 
funded by the SRF in 2017-2018. 

Each year, the SRF receives and evaluates 
applications for more projects than it has 
the resources to fund. The process for deter-
mining which projects get funded is holis-
tic. We ask numerous questions in consid-
ering projects for funding, such as: does 
this project answer a fundamental question 
about the scleroderma disease process? 
Would this project yield unique insights 
into targeting therapies to patients?  

We also consider the investigator’s poten-
tial contributions to the SRF research pro-
gram with questions such as: would this 
project and investigator contribute unique 
and relevant cross-disciplinary insights to 
our understanding of scleroderma? Does 
the investigator have the appropriate skills, 
background and access to excellent men-
torship, if needed, to accomplish the proj-
ect goals? Will this investigator make a real 
effort to add to our community through 
collaboration and generous sharing of ideas 
or resources?

The SRF’s focus on building a solid and 
integrated research platform, leads us to 
consider other factors, such as: would the 

project complement or balance the SRF’s 
existing portfolio? Will this project build 
upon the SRF’s previous research suc-
cesses? Does this project allow us to lever-
age other expertise, assets, or outside fund-
ing to which we have access, or in some 
way create an opportunity to amplify the 
SRF’s efforts? 

All applicants, whether new or seeking 
continued funding, present their projects 
to the SRF’s Scientific Advisory Board and 
other attendees at the annual SRF Work-
shop. There, assumptions are challenged, 
the project’s relevance and limitations are 
probed, and constructive critique and col-
laborative discussion ensues. It is worth 
noting that, at the end of the process, there 
are always worthy projects that SRF can-
not fund, due to budgetary considerations. 
Our goal, and deepest hope, is to continue 
to expand the SRF’s ability to fund great 
research in our search for a cure.

In the following pages, the 2017/18 SRF-
funded investigators describe their research 
in their own words:

P R O J E C T  P O R T F O L I O P R O J E C T  P O R T F O L I O

DEFINING NOVEL AUTOANTIBODIES 
THAT ARE PROBES OF CANCER-
INDUCED AUTOIMMUNITY AND RISK IN 
SCLERODERMA

LIVIA CASCIOLA-ROSEN, PHD
AMI SHAH, MD
JOHNS HOPKINS UNIVERSITY SCHOOL OF MEDICINE

specific subsets of scleroderma patients: 
those in which cancer is detected close in 
time (within five years) to the diagnosis 
of scleroderma, and those in which can-
cer is never detected.  Defining antibodies 
that are specifically associated with cancer 
detection close to the time of scleroderma 
onset will eventually enable clinicians to 
predict cancer risk when patients are first 
seen in a rheumatology clinic, and to guide 
cancer screening tests. New antibodies 
associated with cancer protection will give 
important information about the mech-
anism of disease and will help to design 
more effective treatments.

ROLE OF THE SCLERODERMA RESEARCH 
FOUNDATION
In addition to providing direct funding for 
this project, it is the SRF’s longstanding 
support of the Scleroderma Center at Johns 
Hopkins that laid the groundwork for this 
project. Over many years, the SRF has pro-
vided funding that established and main-
tains the JH Scleroderma Center, enabling 
the establishment of a large biorepository 
of banked blood samples from well-charac-
terized scleroderma patients.  Our studies 
looking for new antibodies are intimately 
linked with access to this serum bank, and 
could not be performed without it.  

As researchers, we also look forward to the 
annual SRF Workshop, which provides 
a wonderful opportunity for interaction 
between funded and prospective research-
ers, and the Scientific Advisory Board. 
We always return from this meeting with 
renewed enthusiasm and commitment for 
continuing our studies that will further 
understanding of scleroderma, and improve 
treatment for patients. 

PROJECT OVERVIEW
Dr. Casciola-Rosen and Dr. Shah:  Emerg-
ing findings indicate that distinct subgroups 
of scleroderma patients have a high risk of 
cancer at the time scleroderma develops. 
These subgroups are marked by the pres-
ence of specific autoantibodies.  We are only 
beginning to understand what the import-
ant autoantibodies are in this regard, and 
how they are associated with cancer risk. 
Our project aims to discover new sclero-
derma autoantibodies and disease patterns 
that predict either an increased or decreased 
risk of cancer developing in scleroderma. 

PROJECT UPDATE
Last year, we established novel methods for 
detecting new autoantibodies.  This import-
ant step was accomplished in collaboration 
with Drs. Zeger and Wu, both at Johns 
Hopkins ( JH), using biostatistical methods 
to analyze data from the JH Scleroderma 
Center’s clinical database. With this new 
statistical tool, we can now identify dis-
tinctive autoantibody patterns from blood 
samples and use this to cluster scleroderma 
patients into subgroups based on their 
autoantibody pattern. Our initial studies 
strongly suggest that this new method will 
provide important insights into possible 
anti-cancer immune responses present in 
some of these subsets. This new method will 
be used to further define subsets of sclero-
derma patients who are either susceptible or 
resistant to the emergence of cancers. This is 
relevant both clinically and to our investiga-
tion of disease mechanisms, and will be the 
focus of our work in the coming year. 

HOW THIS WORK WILL IMPACT PATIENTS
Our proposed studies are designed to dis-
cover novel autoantibodies in two very 

Left: Dr. Hal Dietz 

Above: Dr. Livia Casciola-Rosen



S R F C U R E . O R GA N N U A L  R E P O R T 2 12 0

GENE REGULATORY MECHANISMS IN 
SCLERODERMA

HOWARD CHANG, MD, PHD
STANFORD UNIVERSITY SCHOOL OF MEDICINE

PROJECT OVERVIEW
Dr. Chang: Scleroderma is a disease char-
acterized by excess fibrosis of skin and 
other organs, and the immune system is 
involved in triggering and sustaining this 
fibrosis. My research is focused on how the 
genes involved in scleroderma are turned 
on or off. The control of these genes deter-
mines a cell’s behavior, such as how active 
an immune cell may be or whether a fibro-
blast becomes activated to produce excess 
extracellular matrix, leading to fibrosis.  The 
gene control switches are like the command 
lines that run the cell’s software, and we are 
working out how gene control is altered in 
scleroderma in order to detect and treat the 
disease at the most fundamental level.

PROJECT UPDATE
We have identified the gene switches that 
are different in scleroderma skin compared 
to normal skin. Because skin is a complex 
tissue composed of several types of cells, we 
have invested a lot of effort to understand 

P R O J E C T  P O R T F O L I O P R O J E C T  P O R T F O L I O

in these gene switches, we believe this new 
technique will greatly add to our knowl-
edge about these diseases.  Additionally, this 
technique will enhance the value of large-
scale genomic projects (such as the GRASP 
project) by improving our ability to interpret 
the data those projects generate.

HOW THIS WORK WILL IMPACT PATIENTS 
Insights about the cells and the specific 
gene switches that cause disease manifes-
tations open new avenues for scleroderma 
diagnosis and treatment. For example, we 
are testing whether we can learn about tis-
sue fibrosis in different organs by analyz-
ing gene switches in cells from the blood. 
If successful, such an approach would help 
patients monitor disease progression with-
out invasive tissue biopsies. We are also 
asking whether insights about changes in 
gene switches in scleroderma can match 
patients to the therapies that target those 
genes. We hope this will make treatment 
strategies more rational and precise. 

EPIGENETICS OF 
SEX DIFFERENCES IN 
SCLERODERMA

PROJECT OVERVIEW
The majority of patients with scleroderma 
are female, with women having an inci-
dence four times that of men. Scleroderma 
in men, although rarer, can be a more 
aggressive form of the disease. Despite 
compelling epidemiological evidence of 
sex-related differences in the pathogenesis 
of the disease, there is very little consensus 
as to what is happening at the molecular 
level. We are investigating “X chromosome 
inactivation,” a female-specific cellular 
mechanism that silences one of the cell’s 
two X chromosomes. The body’s inefficient 
or incomplete silencing of the activity of 
one X chromosome in female cells (known 
as X chromosome inactivation escape), has 
been theorized to be involved in sclero-

derma and other autoimmune diseases. 
This project aims to build upon our finding 
of strong sex-related differences in gene 
regulation in T cells from scleroderma skin.

RESEARCH UPDATE
Using a technique we developed called 
ATAC-seq, we have demonstrated marked 
differences in gene regulation in immune 
cells from males and females. We have dis-
covered that the inactive X chromosome 
has many proteins associated with it that 
are autoantigens in systemic autoimmune 
diseases and we are investigating this con-
nection to scleroderma and other autoim-
mune disorders.

SCLERODERMA 
TWIN STUDY*

PROJECT OVERVIEW
Systemic sclerosis is challenging to study 
because it is rare and multi-factorial. The 
conventional approach to medical study is 
to find a large number of subjects afflicted 
with a disease and to compare them to a 
large number of healthy controls. The hope 
is that, somehow, the average profile of 
patients and controls would balance each 
other out and reveal a disease-relevant 
signal. This approach has been applied to 
scleroderma with limited success, because 
the small number of scleroderma patients 
and controls is often not sufficient to tease 
apart relevant disease-causing factors from 
inadvertent associations.

In this study, we are employing a new pre-
cision approach to understanding sclero-
derma pathogenesis. We are recruiting 
genetically identical twins where one twin 
has scleroderma and the other twin does 
not. Such “divergent twins” are uniquely 
informative because we have a perfect con-
trol for each patient—the same genes, same 

age, same household—the small differences 
we find between the twins will hopefully 
pinpoint disease relevant differences. Our 
experience with a more common disease, 
asthma, in divergent twins shows that this 
is a uniquely powerful approach to identify 
disease-relevant mechanisms.  We estimate 
that the number of subjects needed for this 
twin approach is far less (perhaps by 100-
fold) than conventional designs.  Our study 
involves three key components: (i) careful 
evaluation of the clinical findings of each 
twin pair; (ii) a new ultra-sensitive tech-
nology called ATAC-seq to map the func-
tional difference in gene control from the 
blood cells of the twin pairs; (iii) advanced 
bioinformatics methods to identify dis-
ease-relevant biomarkers and pathways. 

ROLE OF THE SCLERODERMA RESEARCH 
FOUNDATION 
The SRF has played crucial roles in my 
research. They approached me a number 
of years ago about working on scleroderma 
and it is the reason my lab is working in 
this field. I have been continually impressed 
and moved by the dedication and vision of 
the people at the SRF. For example, when 
we developed a technology to look at gene 
switches in human blood samples, we had 
the idea that we could apply this tech-
nique to look at the genetic basis of sclero-
derma. The SRF arranged for me to speak 
at a special dinner for clinical investigators 
who treat scleroderma patients and collect 
patient samples. This opportunity allowed 
me to connect with these investigators, and 
accelerate the application of our new tech-
nology to impact scleroderma patients.

The SRF is absolutely special because they 
seek out the best scientists and bring them 
in to work on scleroderma. The SRF cre-
ates a community that works together to 
tackle scleroderma. The Foundation brings 
not only money, but also organization and 
leadership to the search for a cure. The SRF 
constantly connects scientists and ideas to 
each other to accelerate progress.

 Insights about 
the cells and the 
specific gene switches 
that cause disease 
manifestations open 
new avenues for 
scleroderma diagnosis 
and treatment. 

which gene switches are changed in which 
cell types. We found that two cell types in 
skin have different gene switch activities in 
scleroderma patients in both fibrotic skin 
and even in skin that still appears normal. 
Other cell types only show changes in 
gene switch activities in the fibrotic skin.  
Because we can detect these different gene 
switch activities in “pre-fibrotic” skin, we 
believe these results may yield insights into 
the cell types that initiate scleroderma. Our 
next steps are to understand how the gene 
switches that are changed in scleroderma 
affect their target genes, for example, by 
making the genes turn on too long or in 
response to the wrong stimuli.

We recently published our new technique 
for determining the exact gene(s) that are 
controlled by a particular switch (Mumbach 
et al. Nature Genetics 2017).  Since many 
of the variations in DNA that have been 
associated with autoimmune diseases occur Above: Dr. Howard Chang
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STANFORD UNIVERSITY SCLERODERMA 
CENTER OF EXCELLENCE

LORINDA CHUNG, MD, MS
DAVID FIORENTINO, MD, PHD
STANFORD UNIVERSITY SCHOOL OF MEDICINE

patients with scleroderma and working 
with basic scientists to better understand 
what causes scleroderma, and to find 
markers in the skin or blood that can tell 
us which patients will go on to develop 
serious complications, like pulmonary 
arterial hypertension (PAH). In particular, 
we hope to develop a simple blood test to 
identify scleroderma patients who will ulti-
mately develop PAH.

RESEARCH UPDATE
We have collected a large number of 
blood samples from scleroderma patients 
who have developed PAH over time from 
Scleroderma Centers throughout the US. 
In collaboration with the Stanford Human 
Immune Monitoring Core, we are evalu-

P R O J E C T  P O R T F O L I O P R O J E C T  P O R T F O L I O

Dr. Chung: The primary goal of the Stan-
ford Scleroderma Center is to provide out-
standing multi-specialty care for patients 
with scleroderma, with experts from Rheu-
matology, Dermatology, Pulmonology, 
Gastroenterology, Cardiology, Immunol-
ogy, and Hand/Vascular Medicine working 
together to take care of each patient as a 
whole.  At our Scleroderma Clinic held at 
the Stanford Redwood City Outpatient 
Center, each patient is seen by a team of 
physicians from Rheumatology, Dermatol-
ogy, and Internal Medicine all at the same 
time.  Our Center has grown substantially 
over the past several years, with over 650 
scleroderma patients evaluated and treated.  
We are also actively carrying out state-of-
the-art research using tissue samples from 

ating these blood samples for 62 different 
markers of immune dysfunction. Over the 
course of the year, we hope to identify the 
most promising blood markers of PAH in 
scleroderma patients. We will then confirm 
our results in a completely separate group 
of scleroderma patients.

HOW THIS WORK WILL IMPACT PATIENTS 
PAH affects about 10% of patients with 
scleroderma. Luckily, over the past two 
decades, multiple treatments have been 
developed that are effective for the treatment 
of PAH. However, scleroderma patients 
tend to do worse than other patients 
with PAH, in large part, because once the 
patients are found to have PAH, their dis-
ease is already very advanced. We hope to 
develop a simple blood test to identify, at 
the time of their initial clinic visit, sclero-
derma patients who will ultimately develop 
PAH. This will enable doctors to start 
effective treatments as early as possible to 
prevent the onset and progression of this 
potentially deadly complication.

ROLE OF THE SCLERODERMA RESEARCH 
FOUNDATION 
The SRF has supported the Stanford 
Scleroderma Center of Excellence for 
eight years. Without its support, we would 
not have been able to develop our large 
group of scleroderma patients who serve 
as the core of our translational and clini-
cal research studies. In addition, the SRF 
has been instrumental in connecting us 
with other top scleroderma researchers 
both within our own institution as well as 
throughout the country. The annual SRF 
Workshop provides a perfect environment 
to share scientific ideas and brainstorm 
with new and old collaborators.

The SRF is a unique funding agency in that 
they support the development and growth 
of Centers of Excellence, as well as collab-
orative research groups such as our North-
ern California Scleroderma Research 
Consortium between Stanford and UCSF. 
They work hard to develop and sustain a 
close-knit community of researchers with a 
common goal to cure scleroderma.

NORTHERN CALIFORNIA SCLERODERMA 
RESEARCH CONSORTIUM

LORINDA CHUNG, MD, MS
STANFORD UNIVERSITY SCHOOL OF MEDICINE

PAUL WOLTERS, MD
UNIVERSITY OF CALIFORNIA, SAN FRANCISCO

pulmonary fibrosis (IPF), a genetically 
mediated, age-associated, interstitial lung 
disease.  By comparing these diseases, we 
developed a model (SADL model) that 
can be used to predict survival in patients 
with SSc-ILD.  The SADL model pre-
dicts 1, 2 and 3-year risk for mortality 
from SSc-ILD and was recently published 
(Morisset et al. Chest 2017).  

In collaboration with Dr. Richard Lock-
sley at UCSF, we recently reported (Van 
Dyken et al. Cell 2017) that the accumu-
lation of environmental chitin (a polysac-
charide found in the cell walls of fungi or 
arthropods) in the lungs of mice or humans 
can lead to lung fibrosis. Interestingly, 
we found that chitin accumulates in the 
lungs of patients with either SSc-ILD or 
IPF.  We are now in the process of trying 
to understand whether this accumulation 
contributes to, or is the consequence of 
lung fibrosis in patients.

In addition, we have been comparing serum 
levels of circulating molecular markers that 
predict survival in patients with IPF in 
patients with SSc-ILD, in order to deter-
mine whether there is a subset of patients 
with SSc-ILD whose disease results from 
biological mechanisms similar to those 
seen in IPF.  We have found several IPF 
biomarkers to be elevated in SSc-ILD 
patients.  We are now in process of deter-
mining whether they predict outcomes in 
SSc-ILD patients.

HOW THIS WORK WILL IMPACT PATIENTS 
The SADL model can be used to advise 
patients with SSc-ILD on their individual 
risk for progression, and possibly identify 
those at highest risk for progression and 
who may benefit from lung transplantation.  

ROLE OF THE SCLERODERMA RESEARCH 
FOUNDATION 
The SRF’s funding is essential for the 
NCSRC because it supports clinical coor-
dinators and the database, which are the 
foundation of our joint research projects. 

The Northern California Scleroderma 
Research Consortium (NCSRC) com-
prises a group of investigators at UCSF 
and Stanford who collaborate on efforts 
to understand the clinical characteristics 
and molecular mediators of patients with 
scleroderma.  A core feature of this collab-
oration has been the creation of a longi-
tudinal registry of patients and a database 
of detailed clinical information linked to 
biological samples obtained from sclero-
derma patients.  This registry is being used 
to advance the understanding of sclero-
derma by investigating pathobiological and 
clinical endpoints in scleroderma patients. 
Members of the consortium use the regis-

try, database and associated biospecimens 

for joint or independent research projects. 

This year’s summary will focus on the work 

in Dr. Paul Wolters’ group.

Dr. Wolters: Our research has focused on 

understanding the pathobiology of sclero-

derma-associated interstitial lung disease 

(SSc-ILD) and whether SSc-ILD shares 

clinical characteristics or underlying 

biological mechanisms with idiopathic 

Left: Dr. David Fiorentino

Above: Dr. Lorinda Chung
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INTERROGATION OF THE PATHOGENESIS 
OF STIFF SKIN SYNDROME: A CONGENITAL 
FORM OF SCLERODERMA

HAL DIETZ, MD
JOHNS HOPKINS UNIVERSITY SCHOOL OF MEDICINE

not inherited from our parents, but rather 
occur in response to various stimuli includ-
ing cellular stress and environmental cues. 
We are using a variety of methods to learn 
about the location and nature of these “epi-
genetic marks” that distinguish skin cells 
from patients with SSc from those derived 
from healthy controls. We are also explor-
ing whether cells from patients with SSc 
can stimulate abnormal epigenetic marks 
when grafted onto mice. If so, this would 
allow the generation of a bona fide mouse 
model of SSc for use in treatment trials.  

RESEARCH UPDATE 
Over the past year, we have been able to 
show that calpain inhibition can protect 
mice from fibrosis of many different tis-
sues and organs, now including the lungs, 
skin, liver and heart. We have identified 
certain human fibrotic diseases associated 
with increased calpain production, and 
have learned about the underlying cellu-
lar mechanisms. This work has formed the 
basis of a new biopharmaceutical company, 
called Blade Therapeutics.

We have also identified specific genes that 
show altered epigenetic regulation in cells 
from patients with SSc. We have developed 
both genetic and pharmacologic strate-
gies to either inhibit problematic genes 
that show excessive protein production or 
to prevent or even reverse the underlying 
abnormal epigenetic marks. In the process, 
we are learning about the environmental 
cues that can stimulate the onset of fibrosis 
in scleroderma.

HOW THIS WORK WILL IMPACT 
PATIENTS 
All the work in our lab is very transla-
tionally focused, meaning that we are 
generating and testing hypotheses that 
have the potential to directly improve 
the length and/or quality of life for 
people with scleroderma. This relates to 
the development of drug strategies (e.g. 
inhibitors of pDCs or myofibroblasts), 
identification of biomarkers (that point 
toward specific tissues or diseases that 
might be amendable to a given treatment 
or indicate how well a specific patient is 
responding to an intervention) or the cre-

PROJECT OVERVIEW
Dr. Dietz: In broad terms, our lab has 
focused on the development of experi-
mental models of scleroderma for use in 
exploring the events that trigger the onset 
and progression of tissue scarring (fibrosis). 
Initially we identified the gene underlying 
a rare inherited form of scleroderma called 
Stiff Skin Syndrome (SSS) and learned that 
manipulation of this gene in mice caused 
skin fibrosis through activation of a specific 
type of immune system cell called a plasma-
cytoid dendritic cell or pDC. We went on to 
show that manipulations that deplete pDCs 
or impair their function can prevent or even 
reverse fibrosis in SSS mouse models.

In a second series of experiments, we have 
been studying the basic molecular changes 
that are required to stimulate certain types 
of cells to transition to an aggressive cell 

type that drives tissue fibrosis (myofibro-
blasts). Importantly, we were able to impli-
cate a specific family of enzymes (calpains), 
and even a specific enzyme within this fam-
ily, in myofibroblast formation. Our work 
has shown that mice lacking this enzyme 
are remarkably resistant to various forms 
of fibrosis—pointing toward a potentially 
powerful treatment strategy.

Recently, we have initiated studies of skin 
cells from patients with systemic sclero-
sis (SSc) to try to understand why they 
remain “activated” even after removal from 
the body. One plausible explanation for 
a permanently altered cellular program 
in patient cells relates to the body’s abil-
ity to add stable marks to the DNA that 
essentially tell a given cell or cell type to 
ignore certain genes, but to drive other 
genes to produce proteins. Such marks are 

ation of new and powerful experimental 
systems (e.g. cell culture or animal mod-
els of SSc) that can be used to develop, 
test or refine treatment strategies. 

ROLE OF THE SCLERODERMA RESEARCH 
FOUNDATION
In the SRF, I have found a new family of 
collaborators, mentors, critics (in a friendly 
and productive way) and partners. The 
annual SRF Workshop is a highlight of my 
professional year. My lab spends the next 
few months digesting and implement-
ing new ideas and scientific approaches. 
The SRF has facilitated every aspect of 
our work, including an exciting transition 
from a purely academic focus to a corporate 
endeavor—an essential event if we hope to 
bring powerful new treatments to patients.

DNA MICROARRAY OF SKIN BIOPSIES AND TRADITIONAL 
SSC BIOMARKERS: DOES MICROARRAY ANALYSES PROVIDE 
ADDITIONAL PROGNOSTIC INFORMATION?

MONIQUE E. HINCHCLIFF, MD
NORTHWESTERN UNIVERSITY FEINBERG SCHOOL OF MEDICINE

PROJECT OVERVIEW
Dr. Hinchcliff: My lab uses gene expression 
measurement in skin and the esophagus, 
the two tissues most commonly affected by 
systemic sclerosis (SSc), to understand the 
different subtypes of disease, and to dis-
cover the cause(s) of the disease and how 
best to treat the disease. The ‘one size fits 
all’ treatment approach will likely not ben-
efit patients. Understanding the different 
molecular subsets of scleroderma and the 
distinct underlying molecular pathways 
offers the best hope for successful treatment.   

PROJECT UPDATE
This year we published our skin biopsy 
gene expression results that identified a 
415-gene signature that is specific for SSc 
and identified a scleroderma skin severity 
score (4S) that is predictive of skin disease 
progression. This is the first predictive skin 

disease biomarker to be discovered, and 
validation studies are underway to confirm 
our exciting results. We discovered that the 
epidermal growth factor pathway may be 
an important treatment target in SSc. In 
the coming year, we will conduct studies in 
animal models of scleroderma to test the 
efficacy of treatments that specifically tar-
get the epidermal growth factor pathway. 

HOW THIS WORK WILL IMPACT PATIENTS 
There are several FDA-approved drugs 
that target the epidermal growth factor 
pathway that are currently being used 
to treat cancer patients and potentially 
could be repurposed for the treatment of 
patients with SSc. We hypothesize that 
these drugs will be safe for use in patients 
with SSc and that they will be effective in 
treating the skin and internal organ com-
plications of scleroderma. 

P R O J E C T  P O R T F O L I O P R O J E C T  P O R T F O L I O

ROLE OF THE SCLERODERMA RESEARCH 
FOUNDATION
The SRF took a gamble on me, providing 
me with critical research funding when I 
was an early-stage investigator. Now, the 
SRF funds the cutting-edge research that I 
conduct with other SRF-funded investiga-
tors. My best research collaborations, that 
provide the greatest benefit to patients, 
stem from my interactions with other 
SRF-funded investigators.  

The annual SRF Workshop features research 
presentations and a chance to share ideas 
over dinner, and it provides investigators 
with unparalleled opportunities to formu-
late new ideas and design novel experiments. 
The SRF is a scientific family that fosters 
my scientific development by exposing me 
to top-notch researchers from a broad range 
of research backgrounds. 
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BIOMECHANICAL 
AND BIOCHEMICAL 
DRIVERS OF 
SCLERODERMA 
FIBROGENESIS: 
TARGETING 
MYOFIBROBLAST 
RESISTANCE 
TO APOPTOSIS 
TO REVERSE 
ESTABLISHED 
FIBROSIS

DAVID LAGARES, MD
ANDREW TAGER, MD
MASSACHUSETTS GENERAL HOSPITAL

HARVARD MEDICAL SCHOOL

ANDREW “ANDY” M. TAGER 
FEBRUARY 25, 1959 – AUGUST 11, 2017

Vibrant, kind and generous, Andy 
sought to improve the quality of life 
for countless patients not only with 
his indomitable spirit, but through his 
passionate commitment to his scientific 
work as a physician and researcher.  He 
truly embodied the SRF belief that 
collaboration is essential, never miss-
ing an opportunity to seek and share 
knowledge. Andy’s legacy will live on 
through all those he inspired.

PROJECT OVERVIEW
Dr. Lagares:  Fibrosis, or scarring of tissues, contributes heavily to the suffering and deaths 
caused by scleroderma. Whereas drugs capable of halting, or even just slowing, the pro-
gression of scleroderma fibrosis would be highly valuable additions to treatment options 
for this disease, the ultimate goal of scleroderma fibrosis drug development is to pro-
vide therapies that are capable of reversing established fibrosis, and consequently that are 
capable of making patients suffering from this disease better. Developing such therapies 
requires understanding how and why fibrosis is characteristically so persistent. We believe 
that one of the central reasons for this persistence is that fibroblasts, the cells that are 
responsible for producing scar tissue in scleroderma, become resistant to the normal pro-
cess of dying when they are not needed, much in the way that cancer cells do. 

PROJECT UPDATE
Our group has tested this hypothesis in mouse models of scleroderma and we have found 
that specific cancer drugs may be able to overcome fibroblast resistance to death and reverse 
established fibrosis. These results suggest that specific cancer drugs may be able to reverse 
established fibrosis in the skin, lungs and other organs of scleroderma patients. Addition-
ally, our group has developed the ability to determine which scleroderma patients might 
benefit from these drugs by testing fibroblasts obtained from biopsies of their fibrotic skin.

HOW THIS WORK WILL IMPACT PATIENTS 
Our project aims to better understand how fibroblasts become resistant to normal cell 
death processes in scleroderma fibrosis; and then to develop treatment strategies to reverse 
established fibrosis in scleroderma by overcoming this resistance of scleroderma fibro-
blasts to normal cell death processes. It is our hope that this will lead to improved treat-
ment options for patients living with scleroderma.

MACROPHAGE-STROMAL CELL 
INTERACTIONS IN TISSUE HOMEOSTASIS 
AND FIBROSIS

RUSLAN MEDZHITOV, PHD
YALE UNIVERSITY

PROJECT OVERVIEW
Dr. Medzhitov: One of the hallmarks of 
scleroderma is fibrosis: the buildup of scar 
tissue that leads to thickening of the skin 
and, in extreme cases, causes the lungs 
and other organs to stiffen. That stiffening 
is responsible for much of the mortality 
caused by scleroderma. This scar tissue is 
made up of dense extracellular matrix (the 
proteins that form the normal scaffolding 
of any organ) that in scleroderma, is pro-
duced excessively. Fibroblasts are the main 
producers of extracellular matrix, but it is 
not known how that production is con-
trolled. How is the extracellular matrix 
monitored to make sure that it does not go 
awry? We hypothesized that macrophages, 
immune cells that regulate other condi-
tions within tissues, monitor the extracel-
lular matrix to keep it in check.

P R O J E C T  P O R T F O L I O P R O J E C T  P O R T F O L I O
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We have shown that macrophages can 
sense changes in the state of the extracel-
lular matrix, and we have early evidence 
that they use that information to control 
the production of extracellular matrix by 
fibroblasts. We are working to determine 
whether these control mechanisms are 
broken in scleroderma, leading to excessive 
production of extracellular matrix and the 
formation of scar tissue that causes suffer-
ing for scleroderma patients. Our goal is 
to determine, in detail, how macrophages 
monitor the extracellular matrix and con-
trol fibroblast behavior, and what part of 
this circuit goes awry in scleroderma, so 
that we can help develop effective treat-
ments that target that pathway.
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is the largest multicenter cohort of African 
American scleroderma patients; conse-
quently, GRASP’s comprehensive clinical 
database and the significant size of the 
cohort enable informative analyses; includ-
ing, in our initial phase, careful description 
of clinical features and the analysis of sam-
ples from these patients to understand the 
biology of the disease. Our initial study (in 
press) emphasizes the unique and severe 
disease burden of scleroderma in African 
Americans and highlights factors associated 
with clinically significant manifestations of 
scleroderma in African Americans.

The GRASP consortium is now working 
to define how variation in the DNA across 
the genome of African American patients 
may affect the expression of scleroderma.  
Subtle and rare differences between the 
DNA makeup of African Americans who 
have scleroderma and African Americans 
not affected by the disease or other ethnic 
populations may explain their increased 
risk of developing scleroderma as well as its 
severe clinical manifestations.

HOW THIS WORK WILL IMPACT PATIENTS 
One of the challenges of caring and man-
aging a complex multisystem disease like 
scleroderma is to be able to define not only 
its stage of disease activity, but to be able to 
predict the future course of the disease in an 
individual. We know that scleroderma does 
not follow one well-defined path; rather, 
every patient is unique and disease mani-
festations are highly variable. The heteroge-
neous disease expression (mild in some and 
severe in others) needs to be understood in 
order to guide physicians to the best treat-
ment for an individual patient. We hope 
that the GRASP project will provide novel 
insights into the basis for disease expres-
sion in African Americans by discovering 
specific genes or genetic areas that associate 
with a specific clinical picture. This would 
allow clinicians to identify individuals at 
risk for certain outcomes, to follow those 
patients closely, and to intervene with ther-
apies at the appropriate moment.

The GRASP project will have a major 
impact not only in helping us under-

stand and manage African Americans 
with scleroderma, but also it will have an 
impact on scleroderma patients of other 
racial backgrounds. Because GRASP will 
likely identify genes associated with sclero-
derma and with specific manifestations of 
the disease, it also provides an incredible 
opportunity for novel studies of the disease 
process and the underlying biological pro-
cesses that cause the disease to occur and 
progress.

ROLE OF THE SCLERODERMA RESEARCH 
FOUNDATION
At the annual SRF Workshop, Drs. Wig-
ley and Kastner envisioned an interactive, 
multicenter project to study why African 
Americans are at greater risk for sclero-
derma and also have worse disease, with 
the idea that there may be unique dis-
ease-modifying genes in the population. 
The SRF not only brought the leadership 
of GRASP together in an environment 
that encourages brainstorming, ambitious 
research goals and collaboration, but it has 
provided critical financial support for the 
project at every step. 

The SRF has a unique philosophy and 
method of supporting scleroderma research 
and programs. They have broken away from 
the traditional format of providing research 
funding by first being proactive and search-
ing for talented researchers (even those that 
are not directly working on scleroderma); 
and seeking out gifted clinical programs. 
While there is an open door for applica-
tion, this process of seeking the very best 
talent drives the creation of a very robust 
program. The SRF is also unique among 
funding organizations in how they decide 
whom to support and how to use their 
funds. The SRF has talented professional 
leadership that is knowledgeable about the 
disease, biology and research; and it has an 
incredibly talented, dedicated, and inde-
pendent Scientific Advisory Board that 
is able to decide which programs are the 
best to support. Through this process, the 
SRF has built a highly successful research 
network and community that is making a 
difference and will continue to bring about 
important new discoveries. 

 The SRF has built 
a highly successful 
research network and 
community that is 
making a difference 
and will continue to 
bring about important 
new discoveries. 

GENOME RESEARCH 
IN AFRICAN 
AMERICAN 
SCLERODERMA 
PATIENTS (GRASP) 

FREDRICK WIGLEY, MD
JOHNS HOPKINS UNIVERSITY

SCHOOL OF MEDICINE

FRANCESCO BOIN, MD
UNIVERSITY OF CALIFORNIA,

SAN FRANCISCO

In collaboration with

DAN KASTNER, MD, PHD
NATIONAL HUMAN GENOME

RESEARCH INSTITUTE

PROJECT OVERVIEW
Dr. Wigley and Dr. Boin: There is evidence that racial differences exist in the susceptibility 
to and severity of systemic sclerosis. African Americans have a higher age-specific inci-
dence and prevalence of scleroderma compared to European Americans. The incidence of 
severe scleroderma-associated interstitial lung disease (SSc-ILD) and pulmonary hyper-
tension (high blood pressure between the heart and lung; a life-threatening complica-
tion in scleroderma) is reported to be higher in African Americans than in other ethnic 
groups. Disease severity is greater and, as a consequence, the disease burden as measured 
by morbidity and mortality is greater in African Americans.  Socioeconomic factors and 
impaired access to health care do not fully account for the predilection of African Amer-
ican scleroderma patients to poor health outcomes. To date, attempts to elucidate the 
factors influencing increased disease severity have been hindered by the relatively small 
size of available African American scleroderma studies. 

The Genome Research in African American Scleroderma Patients (GRASP) project was 
established to enhance our understanding of the clinical phenotype of scleroderma in 
African Americans and to perform genomic analyses with the aim of identifying factors 
contributing to the cause(s) and severity of their disease. In order to achieve these goals, 
a large cohort of African American scleroderma patients has been identified and clinical 
data as well as biological samples have been collected from enrolled patients. 

The GRASP cohort currently consists of more than 1,200 extensively evaluated African 
American scleroderma patients enrolled from 23 participating U.S. academic centers.  It 
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JOHNS HOPKINS SCLERODERMA CENTER 
OF EXCELLENCE

FREDRICK WIGLEY, MD
JOHNS HOPKINS UNIVERSITY SCHOOL OF MEDICINE

and together we are working to deter-
mine exactly how this happens. The work 
on the cancer-scleroderma connection 
brings together outstanding investiga-
tors across oncology, cancer genetics, and 
immunology. This year Dr. Ami Shah has 
worked with Dr. Tak Igusa, a civil engineer 
and leader in the Johns Hopkins Systems 
Institute, to study the prevalence of cancer 
among our patients with scleroderma com-
pared to the general population without 
scleroderma. They confirmed an increased 
risk for cancer among patients with the 
anti-RNA polymerase III antibody and a 
decreased risk of cancer among patients 
who are anti-centromere positive. This 
work now guides physicians in understand-
ing which patients with scleroderma have a 
unique risk of cancer and need to be care-
fully screened. Additionally, we believe that 
treating the cancer will have a beneficial 
impact on the scleroderma disease process 
and, in addition, managing the immune 
system may help control cancer. 

We continue several studies with Drs. 
Antony Rosen and Livia Casiola-Rosen 
and others to better understand how the 
immune system initiates and propagates 
the disease process as well as studies with 
Dr. Hal Dietz’s lab investigating mecha-
nisms of regulating tissue fibrosis (see page 
24 for a summary of this project).

We continue to provide leadership to a 
multi-center program called GRASP (see 
page 34 for a profile of this project). We also 
continue our collaborative work with Drs. 
Suchi Saria and Scott Zeger working on the 
Trajectory Modeling project (see page 32 
for a summary of this project). 

Dr. Zsuzsanna McMahan has discovered 
novel autoantibodies that associate with vas-
cular disease and she is working on the gas-
trointestinal manifestations of scleroderma. 
Dr. Laura Hummers continues to act as the 

JH site Principle Investigator for multiple 
clinical trials with pharmaceutical companies 
and investigator-initiated studies. 

Our Center’s research program contin-
ues to have exceptional momentum and is 
making major progress in understanding 
the disease process and novel treatments 
for this disease.  

The Educational Program effort continues 
to be another major priority of our Center, 
driven by a faculty known for their exper-
tise both as clinical scientists and educa-
tors. 

ROLE OF THE SCLERODERMA RESEARCH 
FOUNDATION
The best way to understand how the SRF 
has played a key role in our program is to 
see the incredible growth of the Johns Hop-
kins Scleroderma Center. Several of our 
critical assets, such as our clinical database 
and biorepository, as well as the physicians, 
fellows, clinical coordinators and database 
managers who are so critical to our research 
efforts, have received long-standing support 
from the SRF. Our ability to conceive of 
and execute cutting-edge research depends 
on these assets and critical personnel. Fur-
ther, the SRF has invested in projects that 
stem from the nuanced clinical observation 
and longitudinal care that is prized at our 
Center. Our program would not have the 
resources to fully operate without the sup-
port of the SRF. 

PROJECT OVERVIEW
Dr. Wigley: The Johns Hopkins Sclero-
derma Center of Excellence now has four 
full-time faculty members and one part-
time faculty member who evaluate and 
manage scleroderma patients referred to us 
from all over the world. Additionally, two 
of the Center’s outstanding fellows, Dr. 
Nadia Morgan and Dr. Chris Mecoli, will 
join the Center’s faculty as clinical-inves-
tigators. Members of the faculty continue 
to interact daily, discussing complex cases. 
We also take full advantage of the expertise 
at Johns Hopkins ( JH) by utilizing superb 
specialists in other areas of medicine (skin, 
lung, heart, gastrointestinal tract, psycho-
logical, endocrine) and surgery (plastics, 
vascular, orthopedic) to help manage the 
complex care our patients require. We 
received about 450 new patient requests 
in 2016. The Center now has over 3,500 
scleroderma patients in our research data-
base; we evaluate and manage 10-11 new 
patients and 60-70 return scleroderma 
patients each operational week.  This clin-
ical practice remains fully integrated with 
our research and educational programs.

The Scleroderma Center has built a 
world-renowned framework for charac-
terizing the breadth of scleroderma phe-
notypes, investigating underlying disease 
mechanisms and testing novel therapies 
for scleroderma. The cornerstone of this 
approach involves providing comprehensive, 
longitudinal patient care to scleroderma 
patients and, at the same time, prospectively 
collecting and storing clinical data and bio-
logical samples from patients. Coupling this 
exceptional data and sample resource to 
the discovery engine at Johns Hopkins has 
resulted in outstanding productivity. 

Investigators in and affiliated with our 
Center recently discovered that cancer 
(many types) can be associated with and 
likely trigger the onset of scleroderma 

A GENE EXPRESSION SIGNATURE OF 
SCLERODERMA

MICHAEL WHITFIELD, PHD
DARTMOUTH MEDICAL SCHOOL

PROJECT OVERVIEW
Dr. Whitfield: SRF-funded work from 
my lab has allowed us to understand the 
patient-to-patient and disease-stage vari-
ability seen in systemic sclerosis (SSc), link 
this variability to disease progression and 
identify molecular mechanisms that results 
in fibrosis of the skin, internal organ dys-
function (e.g.: GI symptoms), and pulmo-
nary problems. My lab, with SRF support, 
has identified “molecular fingerprints” of 
SSc that determine where a patient is in 
their disease progression and allow us to 
identify drugs that may be useful in treating 
these patients.  We have also linked these 
SSc disease states to model systems that 
we can use to better understand the disease.  
These include mouse models of disease in 
which we can test hypotheses, but more 
recently, we have developed 3-dimensional 
tissue models that resemble human skin.  
These culture models are made using SSc 
or healthy control skin cells and repro-
duce many disease features (skin thickness 
and fibrosis) that we observe in patients.   
Robust model systems allow us to test our 
hypotheses about how SSc progresses and 
what drives it—all critical parts of develop-
ing effective treatments.  

A second major component of my lab 
is integrating the genomic data gener-
ated from my laboratory as well the vast 
amounts of genomic data available in the 
public domain, to better understand SSc 
pathogenesis.  These analyses use bioinfor-
matics, gene-gene networks and systems 
biology to understand how groups of genes 
act together (or against each other) in SSc 
patients.  We have been able to use these 
methods to generate a molecular model of 
SSc pathogenesis.  We have been able to 
further show that the molecular processes 
that drive skin fibrosis are likely the same 
processes that are driving disease in other 
organ systems (GI tract and lungs) of the 
body.  We are now testing these hypothe-

ses by analyzing data from multiple organs 
from single patients and asking if they 
show the same deregulated molecular pro-
cesses. We are also performing molecular 
experiments in model systems to test our 
hypotheses.  These data tell us that a com-
mon mechanism is likely driving disease 
across organs in SSc patients.  Our goal 
is to target this fundamental mechanism 
therapeutically.  

Finally, my lab is constantly working to 
actively translate our findings from bench 
to the bedside.  These studies have included 
development of molecular measures of 
disease severity that can be used in clini-
cal trials, diagnostic markers that identify 
a patients molecular state (i.e., which gene 
expression fingerprint is found in a patient), 
and finally, using our data to identify novel 
therapeutic targets and then establishing 
collaborative efforts to develop therapies 
against those targets. Our goal is to bring 
precision medicine efforts that are now 
becoming commonplace in cancer to SSc.  

PROJECT UPDATE
We have developed multi-tissue networks 
that implicate cells of the innate immune 
system (such as alternatively-activated mac-
rophages and dendritic cells) that we believe 
are driving SSc in skin and internal organs 
affected by the disease.  We have shown that 
these cells produce many of the molecules 
that have been implicated in driving SSc.  
Our network methods have also been used 
to perform a meta-analysis of multiple SSc 
clinical trials and we have been able to use 
these methods to predict possible combi-
nation therapies. We are performing exper-
iments in mouse models and in our model 
skin-equivalents to confirm that eliminat-
ing these cells prevents fibrosis, something 
that has already been shown in other dis-
eases such as kidney fibrosis.  Our diagnos-
tic assays that we have developed in-part 
with SRF funding help us identify the 
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 The interactions that the SRF has fostered 
bring together some of the best scientific minds 
to think about this disease. In my opinion, there 
is no better “think tank” for scleroderma. 

patients with these cells in the clinic. We 
have implemented new efforts to develop 
novel therapeutics that can be used to treat 
SSc. These include efforts to target the cells 
driving SSc in collaboration with academic 
and industry partners.  In particular, we 
are leveraging the methods pioneered in 
cancer immunotherapy at Dartmouth to 
develop immunotherapy for patients with 
SSc. We will combine our diagnostic assays 
and therapeutic targeting to develop a pre-
cision medicine strategy in SSc. 

HOW THIS WORK WILL IMPACT PATIENTS 
Our work is providing a comprehensive 
molecular mechanism for SSc that will 
help us develop better therapies.  The active 
translation of our work from bench to bed-
side means that our measures of disease 
severity and our diagnostic subsetting of 
patients are already being actively used in 
SSc clinical trials around the country.  Our 
methods are helping physicians interpret 
the outcomes of these clinical trials and 

identify the patients most likely to improve 
on a particular treatment. Our net-
work-based methods are now being used 
to analyze the molecular data derived from 
clinical trials; we have started to use these 
methods to predict combinations of drugs 
that may be most beneficial to SSc patients.  
We hope that our efforts to find new and 
improved therapies will ultimately benefit 
patients by developing drugs (or combina-
tions of drugs) with greater efficacy.

ROLE OF THE SCLERODERMA RESEARCH 
FOUNDATION
I would not be working on SSc if it were 
not for the Scleroderma Research Founda-
tion.  And they are part of the reason that 
my entire lab now works on this disease.  In 
recent years, this has now gone beyond me 
as an investigator and my laboratory at the 
Geisel School of Medicine at Dartmouth, 
as students and post-doctoral fellows that 
trained in my lab are now studying SSc in 

SCLERODERMA LUNG DISEASE TRAJECTORY 
STUDY**

SCOTT ZEGER, PHD
ANTONY ROSEN, MD
LIVIA CASCIOLA-ROSEN, MD, PHD
JOHNS HOPKINS UNIVERSITY SCHOOL OF MEDICNE

  
PROJECT OVERVIEW
Dr. Zeger, Dr. Rosen and Dr. Casciola-Rosen: Although scleroderma and other rheu-
matic diseases are quite heterogeneous in their presentation and disease course, recent 
studies underscore that these diseases can be effectively divided into much more homo-
geneous subgroups when relevant filters are applied. For example, the association of can-
cer and scleroderma appears highly variable in different studies. When the population 
is filtered by the types of autoantibodies each patient has, and by whether cancer and 
scleroderma appear clustered together in time, there is a striking clarification of the can-
cer-scleroderma association. This analysis reveals two clear subgroups within scleroderma 
—patients with anti-RNA polymerase III antibodies or patients lacking the three most 
frequent scleroderma autoantibodies (called CTP-negative). In these two groups, cancer 
and scleroderma are clustered in time, and carry a higher overall risk of cancer. Within 
the CTP-negative group, we were able to apply new measurement approaches to define 
novel antibodies associated with cancer. Such approaches are very valuable for their defini-

P R O J E C T  P O R T F O L I O P R O J E C T  P O R T F O L I O

IDENTIFICATION OF NOVEL PATHOGENIC 
GENES IN JUVENILE SYSTEMIC SCLEROSIS** 

DR. KATHRYN TOROK, MD
PITTSBURGH CHILDREN’S HOSPITAL

DR. ANNE STEVENS, MD, PHD 
SEATTLE CHILDREN’S RESEARCH INSTITUTE

PROJECT OVERVIEW
Dr. Torok and Dr. Stevens: Causative gene defects usually lead to onset of disease earlier 
in life; therefore, we hypothesize that a whole exome study of very early-onset systemic 
sclerosis (SSc) may lead to identification of causative genes that cannot be identified in 
adult-onset populations, as well as a better understanding of the molecular mechanisms of 
all kinds of scleroderma—localized, systemic, juvenile and adult. 

In collaboration with Dr. Dan Kastner’s lab at the NHGRI, we are initiating a project 
to identify novel candidate genes in juvenile SSc. Whole exome sequencing will be per-
formed with genomic DNA from 30 children with systemic sclerosis and their parents 
(30 triads). 

Patients will be recruited at our respective centers--two of the largest pediatric rheumatol-
ogy centers in the world (Children’s Hospital of Pittsburgh, University of Pittsburgh and 
Seattle Children’s Hospital), both of which have long histories of scleroderma research 
and clinical care. 

The study will be the first whole exome sequencing study to focus on juvenile SSc, and 
may lead to a new understanding of the disease and, hopefully, pediatric-specific treat-
ment targets. 

tion of diagnostic and prognostic tools, but 
particularly for their identification of novel 
pathways relevant to disease pathogenesis. 

Many filters can potentially be applied to 
segregate disease into more homogeneous 
subgroups. The more closely related to 
biology, the more useful such filters will 
be. One of the most powerful indicators 
of disease biology is its trajectory over 
time, with different subgroups developing 
distinct complications at different rates. 
This integrated representation of forward 
and reverse pathways has great power to 
define subgroups, measurements of their 
distinct states, and their underlying biolog-
ical pathways. This project will combine the 
biostatistical expertise of Dr. Zeger and col-
leagues around defining disease trajectories 
with the clinical expertise in scleroderma 
in defining disease subgroups as well as the 
immunological expertise of Drs. Rosen, 
Casciola-Rosen and colleagues to identify 
clinically relevant, biologically-driven sub-
groups in scleroderma. 

From the Johns Hopkins ( JH) clinical 
database, we will identify a group of sclero-
derma patients with well-defined skin 
disease and antibody status, and charac-
terize each patient by their trajectory of 
lung function (FVC and DLCO). Among 
these patients, we will identify an appro-
priate group of cases (patients with a steep 
lung-disease trajectories), plus a group of 
relevant control cases (patients lacking 
steep lung-disease trajectories). We will 
use a novel antibody discovery approach 
to define whether novel autoantibody 
specificities are associated with either the 
cases or controls. In subsequent studies, 
we will also address whether genetic poly-
morphisms known to be associated with 
scleroderma susceptibility are enriched in 
the different trajectory subgroups. 

their own labs, have become the computa-
tional biology experts in rheumatology and 
fibrotic disease, or are advocates for SSc 
in their own spheres of influence. Most 
of these individuals attended SRF work-
shops, collaborated with SRF investigators 
and had their work supported by grants we 
receive from the SRF.  With these invest-
ments, the SRF is helping to build a com-
munity of young, talented investigators to 
advance scleroderma research.  

The interactions that the SRF has fostered 
bring together some of the best scientific 
minds to think about this disease. In my 
opinion, there is no better “think tank” for 
scleroderma.  The annual SRF Workshop 
provides a place and time for individuals 
to discuss the disease, trade their best ideas 
and get expert advice from a Scientific 
Advisory Board that includes some of the 
best scientific minds in the world.

Left: Dr. Antony Rosen

*Indicates New Addition to the Project Portfolio

**These projects were funded in fiscal year 2018
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GRASP
Both were interested in meeting the many 
new scientists present that evening, but as 
the last people to join the table, the two 
old friends were seated together. They had 
known each other for years, but they did 
not often have a chance to sit and just talk. 
And, after listening to scientific presenta-
tions all day, they had plenty to discuss. As 
it happened, it was a fortuitous moment: 
they conceived the Genome Research in 
African American Scleroderma Patients 
(GRASP) project over dinner that night.

Dr. Fred Wigley, Director of the Johns 
Hopkins ( JH) Scleroderma Center has 
been treating patients for more than 35 
years. Wigley is the kind of physician who 
listens and observes closely, and has devel-
oped patient care into an art. With sup-
port from the SRF, he has built his practice 
into a premier multi-specialty Scleroderma 
Center, with four full-time rheumatologists 
serving one of the largest groups of patients 
in the country. The SRF also has helped 
Dr. Wigley build a large clinical database 
to track patients and their data, as well as 

a biorepository filled with patient samples, 
which together give him unique abilities to 
study scleroderma. Located in Baltimore, 
his patients include members of the strong 
African American community there. Dr. 
Wigley, knowing that African Americans 
have an increased incidence and prevalence 
of scleroderma and often a more severe pre-
sentation of the disease has, for many years, 
been interested to try to figure out why, and 
what can be done for his patients. 

SRF-Scientific Advisor, Dan Kastner, MD, 
PhD, is widely known for his research into 
the causes of autoinflammatory diseases, 
such as Behçet’s. As Scientific Chief of 
the intramural program at the National 
Human Genome Research Institute 
(NHGRI), he oversees the work of more 
than 50 genomics researchers within the 
NIH. Having traveled the world to iden-
tify extended families afflicted by unusual 
fever syndromes, Kastner, together with 
his own research group, has identified the 
genes mutated in several of these rare auto-
inflammatory disorders. These discoveries 

have not only identified therapeutic targets 
for these disorders, but they have advanced 
our understanding of many key molecules 
and processes of the immune system.

ASKING THE RIGHT 

QUESTIONS
Could it be, the two researchers asked, 
that African Americans’ increased risk for 
scleroderma and severe form of disease are 
at least partially genetically driven? Would 
it be possible to sequence DNA from a 
sufficiently large number of African Amer-
ican scleroderma patients to reveal any 
such underlying genetic factors? And, most 
importantly, could this help researchers and 
clinicians discover biological pathways to 
target in treating these and other patients?

Scleroderma does not have a clear-cut 
genetic basis, unlike some diseases, like 
cystic fibrosis, which results from a muta-
tion in a single gene. These single-gene 
diseases clearly run in families, whereas 
others, known as complex diseases, are 
different. However, scientists are discover-
ing that many complex diseases also have 
a genetic component. Complex diseases, 
which include many autoimmune disor-
ders like scleroderma and lupus, but also 
diseases like Alzheimer’s and heart disease, 
arise from a combination of several genetic 
and environmental factors. Many of these 
factors are not well understood. Further, 
complex diseases often do not have read-
ily discernible inheritance patterns, making 
it harder to pinpoint genetic contributors 
to disease. This means that studying the 
genetics of complex diseases requires ana-
lyzing greater numbers of patients in order 
to tease apart truly relevant disease associa-
tions from inadvertent associations.

Often, in studying complex diseases, 
genomic researchers try to improve the 
likelihood of finding disease-relevant asso-
ciations by studying so-called “enriched 
populations”, in which genetics may play 
a more significant role, for one reason or 
another. Compared to patients of Euro-
pean ancestry, African American patients 
have increased incidence and severity of 

scleroderma, leading Dr. Wigley and Dr. 
Kastner to speculate that genetics might 
play an enhanced role in these patients. 

Enriched populations can be defined in 
other ways too. For example, the SRF is 
supporting genetic analyses in another 
enriched population of systemic sclerosis 
patients—those diagnosed before the age 
of eight (see page 33 for a summary of this 
project). The very early onset of sclero-
derma, which most commonly presents in 
mid-life, may indicate a stronger genetic 
component in pediatric patients. This, too, 
may provide an opportunity to find a gene 
or genes that play a role in the disease.

Knowing the genes that play a role in dis-
ease can be important in assessing risk for 
a patient as well as identifying therapeu-
tic targets. “The GRASP study has the 
potential to provide novel insight into the 
genetic basis for the disease expression in 
African Americans by discovering specific 
genes or genetic areas that associate with 
a specific clinical picture,” explains Dr. 
Wigley. “For example, if we discover that 
a group of African Americans who all have 
gene X develop severe scleroderma lung 
disease, while members of another ethnic 
group without gene X never get lung dis-

ease; then we know that gene X associates 
with the risk of getting severe lung disease. 
Knowing this will allow us to identify indi-
viduals at risk for lung disease. Then we can 
not only detect the lung disease early, but 
we can intervene before irreversible dam-
age is done. Likewise, if we know patients 
lacking gene X are unlikely to progress to 
severe lung disease, then we can personal-
ize their therapy without subjecting them 
to toxic or unnecessary medications.” Dr. 
Wigley adds, “it will also open the oppor-
tunity to study how having gene X causes 
lung disease by studying the specific gene 
and its biological function. We might even 
be able to develop a drug for the biological 
pathway driven by gene X that would pre-
vent or reduce lung disease.”

ENGAGING 

A BROAD 

COMMUNITY TO 

FIND ANSWERS
Shortly after that SRF Workshop din-
ner, Drs. Kastner and Wigley enlisted Dr. 
Francesco Boin, then a scleroderma physi-
cian in the JH Scleroderma Center, to work 
with them on a plan for the GRASP proj-
ect. The Hopkins group would enroll the 

Dr. Dan 
Kastner and Dr. 
Fred Wigley 
chuckled as 
they sat down 
for dinner 
together at the 
SRF Workshop.

G R A S P G R A S P
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patients, do the clinical work-ups and ana-
lyze the clinical data, while Dr. Kastner’s 
group at the NHGRI would sequence their 
DNA and perform the genomic analyses.

Since that evening, more than four years 
ago, the GRASP project has progressed 
in important ways. Under the leadership 
of Drs. Kastner, Wigley and Boin (now 
Director of the Scleroderma Center at 
UCSF) and in partnership with the Sclero-
derma Research Foundation, the GRASP 
project has evolved from a partnership 
between the JH Scleroderma Center and 
the NHGRI into a multi-center, national 
effort. Dr. Boin, a talented physician and 
native of Italy with considerable charm and 
an inclusive leadership style, has been crit-
ical in this expansion.

The GRASP project now includes a con-
sortium of physicians from 23 U.S. sclero-
derma clinics and centers that enrolls 
African American patients into a national 
registry, located at Johns Hopkins. The 
SRF supports the consortium, clinical data 
and sample collection, the database and 
the expert staff that runs it at the JH Cen-
ter, as well as investigator time devoted to 
the project. Biological samples are shipped 
directly to the NHGRI, where post-doc-
toral fellow Dr. Pravitt Gourh supervises the 
DNA sequencing and performs much of the 
genomic analysis. 

Today, the GRASP registry includes more 
than 1,200 African American Scleroderma 
patients. Clinical data has been collected 
on all patients and is stored in the GRASP 
database at Johns Hopkins. Extensive 
genomic analyses are being conducted at the 
NHGRI. The initial step was sequencing a 

large fraction of the DNA from the first 400 
patients, plus a comparable number of age- 
and ancestry-matched control subjects. This 
initial phase looked for variants that would 
have a very strong effect, such as those likely 
to result in changes to a protein’s struc-
ture. This helped identify genes and other 
DNA regions of interest. These results were 
then used to customize tools for a much 
broader, genome-wide analysis of samples 
from all 1,200 patients, plus the control 
group. Specific commercial tools that have 
been designed for studying the genetics in 
African American subjects have also been 
used. The DNA areas of highest interest 
are being further analyzed through tar-
geted “re-sequencing” of samples from 600 
patients plus controls. This will confirm 
the initial “hit” and collect additional data 
on those areas. Importantly, the NHGRI 
group employs sophisticated biostatistical 
methods at every step for analyzing the 
massive amount of data generated.

RESULTS ARE 

EVIDENT; 

ENGAGEMENT IS 

HIGH
The GRASP project is beginning to pro-
duce results. At the most recent meeting 
of the American College of Rheumatology 
(ACR), the GRASP investigator group 

was granted three oral presentations—
an extremely high rate of acceptance. Dr. 
Nadia Morgan of the JH Center presented 
her findings regarding clinical manifes-
tations of the disease in African Ameri-
can scleroderma patients. Notably, while 
scleroderma is overall a heterogeneous 
disease, meaning that it does not present 
in one way, with a predictable path of pro-
gression, the GRASP clinical data suggests 
that African American patients, as a group, 
have some clearly definable characteris-
tics. For example, compared to patients 
of European ancestry, African Americans 
are more likely to have diffuse scleroderma 
with anti-topoisomerase antibodies and 
less likely to have limited scleroderma with 
anti-centromere antibodies—two quite 
different forms of scleroderma. Further, 
African American patients are more likely 
to develop a severe form of interstitial lung 
disease and pulmonary hypertension, both 
serious, life-threatening complications of 
scleroderma. These findings support the 
importance of research into inherited or 
genetic factors that may play a role in the 
incidence and severity of disease in this 
at-risk group. They also provide much-
needed insight for physicians and other 
healthcare providers involved in the care 
of African American scleroderma patients.

With respect to the genomic analyses, the 
emerging results are very encouraging. 

With just the initial analysis done, several 
candidate genes have popped out as having 
statistically significant associations with 
disease, giving researchers confidence that 
the project will yield important insights 
into some of the subtle genetic elements 
of the disease. Dr. Elaine Remmers, PhD, 
of the NHGRI, noted that certain HLA 
genes particularly stood out. HLA genes 
play critical roles in shaping immune 
responses in both health and disease, and 
specific HLA alleles, or “flavors” of those 
genes, are known to be associated with 
different autoimmune diseases. Often an 
HLA allele will have a stronger association 
with an autoimmune disease than any other 
gene. This is also the case in scleroderma. 
Dr. Remmers discovered unique scleroder-
ma-associated HLA alleles in the African 
American patients that differ from those 
previously identified in patients of Euro-
pean ancestry. And, in pediatric patients 
still other scleroderma-associated HLA 
alleles have been found. Intriguingly, the 
biological mechanisms that cause particu-
lar HLA alleles to be strongly associated 
with autoimmune diseases are beginning to 
be unraveled. Thus, Dr. Remmers’ discovery 
will certainly lead to intense interest and 
further inquiry.

Another exciting early result is that Dr. 
Gourh has found DNA differences in the 
gene control regions of TGFβ-3, a gene 
that is known to play a role in fibrosis. Dr. 
Gourh’s ability to connect these partic-
ular DNA variants to the TGFβ-3 gene 
stemmed from his collaboration with Dr. 
Howard Chang’s group at Stanford. For 
DNA variants that occur outside of pro-
tein-coding sequences, Chang’s newly 
developed technique pinpoints the specific 
gene(s) they affect (see page 20). In this 

case, although the DNA variants are dis-
tant from the TGFβ-3 gene, the technique 
shows that they lie within a region that 
controls the gene. This technique is broadly 
applicable and will vastly improve research-
ers’ abilities to interpret their genetic data.

Since the goal of any genomic study is to 
identify DNA variants that cause or con-
tribute to disease, the next step is a “func-
tional study”—actually showing that a 
DNA variant functions in the disease. In 
Dr. Gourh’s work, because DNA variants 
affecting TGFβ-3 popped out as having a 
statistically strong association with sclero-
derma in African Americans, he identi-
fied TGFβ-3 as a “candidate” gene. Since 
TGFβ-3 is known to be involved in fibro-
sis in many contexts, he hypothesizes that 
these DNA variants may change its func-
tion, thereby contributing to fibrosis. And 
he has already begun his first experiments 
aimed at proving it. Using powerful new 
gene-editing tools, he can introduce these 
same variants into normal human fibro-
blasts to see if they change the function of 
the TGFβ-3 gene in a manner that would 
lead to fibrosis.

While the research progress is encouraging, 
the GRASP project’s goals have continued 
to grow. Last February, the SRF sponsored 
a meeting of the entire GRASP consor-
tium at the NHGRI, where new research 
ideas were considered. The group decided 
to collect serum from enrolled patients 
in order to conduct a number of different 
experiments, including more extensive 
autoantibody screening. This will add to 
the group’s ability to correlate measurable 
data with clinical outcomes and to con-
firm involvement of genes identified in the 
genomic analyses.

“We are very proud of the GRASP project 
and the SRF’s role in moving this project 
forward,” says SRF Board member Deann 
Wright. “Additionally, the impact of the 
SRF’s funding has really been amplified by 
working with the NHGRI. Funds from our 
donors have been leveraged more than four-
to-one, with combined support for this proj-
ect totaling over $2 million at this point.” 

“I believe this project will yield insights about 
disease in African American patients, leading 
to improved patient care in this at-risk popu-
lation,” she adds. “Also, it is likely to produce 
significant insights into the biological pro-
cesses involved in scleroderma, enhancing 
our understanding of the disease and poten-
tially leading us to new therapeutic targets 
that could benefit all patients.” 

“In terms of its effect on the research com-
munity,” Wright notes, “everyone involved−
the GRASP leadership, investigators and 
consortium members−has come together, 
with incredible spirit and enthusiasm, to 
take part in this collaborative effort. I really 
think the progress achieved in GRASP is 
changing the way members of the sclero-
derma research community work together. 
What has become clear is that not only will 
patients benefit from this large-scale effort, 
but the broader community of sclero-
derma researchers will benefit as well.” The 
GRASP consortium is allowing its mem-
bers and selected outside investigators to 
submit proposals to query the data with 
questions relevant to their own research. In 
this way, the GRASP data is becoming a 
rich resource for the broader scleroderma 
research community, aiding a broad range 
of projects. Ultimately, the data will be 
made even more widely available, further 
amplifying the impact of the project. 

From Wright’s perspective, “the GRASP 
project embodies the two principal tenets of 
the SRF—supporting strong research and 
encouraging collaboration. Working together 
on this large and complex effort, we will sig-
nificantly advance scleroderma research.” 

 What has become clear is that not only will 
patients benefit from this large-scale effort, but the 
broader community of scleroderma researchers 

will benefit as well. 

Previous: Dr. Dan Kastner

Right: Dr. Pravitt Gourh and Dr. Elaine Remmers
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Recipe for 
Success 

Susan Feniger
Susan Feniger’s recipe for 

success has always been 
straightforward – equal parts 

hard work, steely determination 
and unyielding compassion… 
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philanthropic efforts that she says are sim-
ply “part of my DNA.’’ 

 In addition to her three decades as a board 
member of the Scleroderma Research 
Foundation, Feniger sits on the boards of 
the Los Angeles LGBT Center, the Los 
Angeles Convention and Tourism Bureau 
and continues to work with organizations 
such as the Human Rights Watch and the 
Los Angeles Food Bank. 

“My parents taught us about the importance 
of giving back,” she said. “It’s how they lived 
their lives. I feel it’s my responsibility to give 
back because it is such a powerful way to be 
able to support things that I believe in. It’s 
hugely rewarding and it makes me feel good 
about how I live my life.’’

SENSE OF DUTY, 
PASSION & MISSION
Her sense of duty is something she shares 
with Monsky, whom she said helped instill 
in her an inspirational attitude. Feniger 
recalls that no matter how many things 
Monsky was dealing with in her life that 
“she would always make room for me.’’

That is at the very core of Feniger’s unre-
lenting drive to contribute to the Founda-
tion’s success. Now entering her 31st year 
on the SRF Board, she still pours her heart 

R E C I P E  F O R  S U C C E S S R E C I P E  F O R  S U C C E S S

 I feel like I have this 
commitment to Sharon 
to stay there and get 
this figured out before 
I stop. And it’s getting 
closer. I believe we’ll 
find a cure within my 

lifetime. And that’s what 
it’s all about. 

…It explains why 30 years after her best 
friend and former college roommate Sha-
ron Monsky convinced her to join the 
board of a small research foundation, Feni-
ger pushes on, unwavering in her desire to 
find a cure.

Today, 15 years after Monsky died from 
complications from scleroderma, Feniger 
remains more committed than ever, helping 
to lead the Scleroderma Research Founda-
tion in its pursuit of new treatments and 
therapies that scientists believe are within 
their grasp. 

 “I remember being at a fundraising dinner 
many years ago with these scientists that 
included SRF Scientific Advisory Board 
Member, Dr. Antony Rosen, and they were 
saying that they felt that this was a disease 
they could cure,’’ Feniger said. “It was sort 
of magical. They were very emotional. I feel 
I have this commitment to Sharon to stay 
and get this figured out before I stop.’’ 

GIVING BACK IS
IN HER DNA
And stopping is something that Feniger 
rarely, if ever, does. Despite the celebrity 
chef ’s vast array of projects—new restau-
rants, licensing deals and ongoing expan-
sion of some of her signature outlets—she 
continues to add to the community and 

into making the Cool Comedy—Hot Cuisine 
events a sell-out in every market.  

“Sharon stood for so much,’’ Feniger said. 
“She was unbelievably positive. Anytime 
I get down or negative about something 
I remember Sharon. She had this inspira-
tional attitude that was just contagious.

“No matter what she had going on, or if the 
scleroderma was wearing on her, she’d be 
there with her brilliance to help me strat-
egize our business growth or meet with 
investors. It felt crazy selfish for me to even 
ask. But that’s why this Foundation has 
always felt very connected for me.  I believe 
we’ll find a cure within my lifetime. And 
that’s what it’s all about.’’ 

DRAWING FROM 
INSPIRATION 
The Cool Comedy—Hot Cuisine fundraiser 
of today draws from the original inspira-
tion 30 years ago when Feniger and Mon-
sky were persistent in their desire to put 
comedy front and center. 

Feniger said she and business partner, Chef 
Mary Sue Milliken, came up with the for-
mula based upon royal feasts back in the 
days of the court jester.  History has shown 
that “laughter is good for digestion.” She, 
Milliken and Monsky went on a tireless 
mission to get Robin Williams to appear 
at their first event, by plying him with food 

when he came into their restaurants and 
badgering his manager with pleas to help 
them out. 

“Three days before the first event, we heard 
that he would come and support us but not 
perform’’ she said. “And then some of his 
friends showed up and performed.  About 
45 minutes into the dinner, Williams got 
up and performed for 30 minutes.” 

And with that, the recipe for Cool Comedy—
Hot Cuisine was perfected, with Williams and 
a pack of comedians stirring the pot since 
that very first event. Feniger said the mem-
ory of Monsky bringing all these disparate 
people together for a great cause remains the 
driving force behind her own public service, 
and the core essence of the Foundation and 
the scleroderma community. 

HER PIONEERING PATH
That very same passion that fueled Feni-
ger aided her in her own mission over the 
years, as she navigated a culinary world 
dominated almost exclusively by men.

Feniger said that when she first started 
training at the Culinary Institute of Amer-
ica, there were three women in a class of 
75. The trail blazing continued as she and 
Mary Sue broke through the gender bar-
rier by landing jobs, in the all-male kitchen 
at Chicago’s Le Perroquet, and then again 
when she was the first woman working in 
Wolgang Puck’s Ma Maison restaurant.

“I was fine competing with the boys, espe-

cially in the French kitchens,” she said. “I 

had a vision of where I was going. I didn’t 

get deterred if I got yelled at by a chef, it 

just didn’t bother me. I was always very 

determined, very focused. I’d work for free 

in kitchens in the morning to learn, then go 

to school and then clock-in to do my night 

shift. And when you do that you end up 

getting a ton or respect.’’ It is just this kind 

of tenacious drive and “can do” attitude that 

keeps her pursuing Sharon’s vision. 

NEVER EVER GIVE UP
Even with all of her commitments to busi-

ness and social justice projects, one thing 

has never changed—her commitment 

to orchestrating the dinners served at 

the Foundation’s comedy fundraiser—an 

endeavor that has grown tremendously in 

size and popularity.  It’s nothing short of 

miraculous.  What began as a one-off idea in 

her restaurant serving 100, has evolved into 

multiple events around the country with 

700 guests, serving up unparalleled cuisine 

and Hollywood star power. Although Feni-

ger is masterful at bringing all of the right 

elements together and overseeing armies of 

volunteers in cramped kitchens, her support 

is so much more than that.  

“It’s all part of an incredible experience 

that allows people to give back,’’ Feniger 

said. “I’m amazed that so many people are 

willing to do it. There are so many causes 

that need funding, but I feel great about 

supporting things that are dear to my heart, 

and this is one of them.’’

Feniger says it’s still hard for her to grasp 

the impact the Foundation and its work 

has had on so many people, particularly 

patients. “When Sharon and I were pio-

neering this idea 30 years ago, I never 

imagined how far we could take it; nor how 

key Cool Comedy would be to our quest 

for a cure. Tens of thousands of dinners and 

millions of dollars later, we’re still laughing, 

still fighting, and still determined. We're 

getting closer and closer to a cure.  That’s why 

I tell everyone in our SRF family to never, 

ever give up hope.  Just as Sharon ordered!” 

Above: Susan Feniger speaks at Cool Comedy–Hot Cuisine San 

Francisco 2016

Right: Susan Feniger, Robin Williams and Sharon Monsky Cool 

Comedy–Hot Cuisine Los Angeles 1998

S R F C U R E . O R G
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John Candy & Sharon Monsky, Los Angeles 1991

Tim Allen, Los Angeles 2004 Ellen DeGeneres, Los Angeles 1990 Bill Burr, Los Angeles 2017

Rosie O'Donnell, Los Angeles 1992 Jeff Garlin, New York 2010

Bob Saget & John Stamos, New York 2009

Lily Tomlin, Los Angeles 1994

Jerry Seinfeld, New York 2010

Rodney Dangerfield, Los Angeles 2001 

30 YEARS
4 CITIES

40 EVENTS

$20+ MILLION 
RAISED
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Goo Goo Dolls, San Francisco 2016

Caryn Zucker, Colin Quinn, John Stamos, Mary Kate & Ashley Olsen, Bob Saget and Jeff 

Ross, New York 2009

Jay Leno, Las Vegas 2014Dana Carvey, Marina Duque & Bob Saget, San Francisco 2007Jimmy Fallon, New York 2007

Seth Meyers, New York 2005 John Mayer, Jimmy Kimmel, Bob Saget, Jeff Garlin, Don Rickles, John Stamos, Jim Gaffigan, Brad Grey & Jack 

Black, Los Angeles 2015

Sharon Monsky, Los Angeles 1993

Adam Duritz, San Francisco 2011

Neon Trees, Las Vegas 2016

400 
VOLUNTEER CHEFS

14,000+ 
GUESTS SERVED

NEARLY 100,000 
U.S. PATIENTS
WILL BENEFIT 
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75 
RESEARCH 
PROJECTS
FUNDED

C O O L  C O M E D Y — H O T  C U I S I N E C O O L  C O M E D Y — H O T  C U I S I N E
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Bill Belamy, Los Angeles 2013 Ben Folds, Las Vegas 2014 John Oliver, New York 2016

Jimmy Kimmel, Los Angeles 2013Conan O'Brien, Bob Saget & Lewis Black, New York 2004Ray Romano, Los Angeles 2017

John Mayer, Los Angeles 2008 Jon Stewart, New York 2005 Dana Carvey, San Francisco 2009

Train, San Francisco 2014

Craig Ferguson, Los Angeles 2013

Michael Che, New York 2015Jim Gaffigan, Los Angeles 2015

72
COMEDIANS
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Katie Couric & Jimmy Fallon, New York 2007

John  Mayer, Los Angeles 2015 Zach Galifianakis, Los Angeles 2017

Sarah Silverman, Los Angeles 2008Sheryl Crow, Los Angeles 2001

Jeff Garlin, Los Angeles 2017

George Lopez, Bob Saget, John Oliver, Whoopi Goldberg & Jeff Ross, New York 2014Jerry Seinfeld & Bob Saget, New York 2010Tracy Morgan, Bill Bellamy, Bob Saget, Caryn Zucker, Bill Hader, Dana Delany, Lewis Black & Susie Essman, New York 2008

21 
MUSICAL 

ACTS

1,500 
POUNDS OF ONIONS 

CHOPPED

58,000 
GLASSES OF WINE 

CONSUMED
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Emerging trends shows that supporters are 
looking for more flexibility in the way they 
fundraise to support a cause. Donors are 
more interested in unique and less tradi-
tional organization-led efforts.  They want 
to fundraise by doing activities they find 
the most meaningful at a time convenient 
and enjoyable for them.  

Cure Crew members have always excelled 
at raising funds in a way that appeals to 
their personal style, and 2017 was no 
exception.  Our Cure Crew volunteers are 
adept at finding unique and creative ways 
to carry the legacy of their loved ones for-
ward, while raising funds for scleroderma 
research.  Here’s a look at a few 2017 Cure 
Crew events that can inspire all of us.  

Cure Crew members are passionate about 
raising money and awareness to find a cure 
for scleroderma. Their creativity and com-
mitment to the cause are always inspir-
ing. Our Cure Crew members are “on the 
ground” advocates for our mission, and 
vital in our goal to build awareness and 
understanding of this disease as we drive 
toward a cure. 

Sometimes Cure Crew members utilize 
traditional fundraising methods, such as 
walks, runs and cycling events. Pot luck 
dinners, bowling tournaments and garage 
sales are also part of the mix.  They are as 
varied as the imaginations of these com-
mitted volunteers.

Thank You, Cure Crew. 

We Couldn’t Do This Without You!

C U R E  C R E W C U R E  C R E W

Moving Forward for a Cure - Troy, OH

Top Left: Raise the Barre - New York, NY

Top Right: Top Golf - Austin, TX

Middle: Best Medicine - Philadelphia, PA

AT THE FOREFRONT:

TOP GOLF BENEFIT

The Austin event, now in its 18th year, was 
started by Beth Selbe Lasita who paired 
her passion for golf and bringing friends, 
family and colleagues together for a cause 
that has deep personal meaning for her.  
She is driven to find a cure for the dis-
ease that took her mother, Betty, in 2009 
after a long 20-year battle. For Beth, this 
tournament, held at Top Golf in Austin, is 
the silver lining to a very dark cloud. It has 
allowed her to raise more than $350,000 
to help people everywhere who are living 
with scleroderma. “Each year,” Beth says, 
“we reach a few more people—educating 
them about this terrible disease and about 
the Scleroderma Research Foundation that 
exists to fund research that will find a cure.”

RAISING THE BARRE

Lexie Sachs organized a "Fundraise the 
Barre" to celebrate her 30th birthday, but 
most importantly to remember her beloved 
mother, Jo Ann Sonis, whom she lost to 
scleroderma in 2016. The event brought 
together Lexie’s friends at a New York 
City Core Fusion Barre class, with a fee 
of $30 for 30 spots, to honor Lexie’s 30th 
year.  The Cure Crew creativity knows no 
bounds! “Thank you SRF for fighting for 
this cause,” says Lexie, “I’m right there 
fighting along with you!” 

LAUGHTER IS THE BEST MEDICINE

“We are the remainders, the ones left 
behind after scleroderma does its worst; 
specifically, we are the family of Patricia 
Connors-Zini, a woman who was our grav-
itational center, our moral compass and our 
strength.”  In her honor, and with those 
words, in 2015 her daughter Maureen and 
others began an off-shoot Cool Comedy—
Hot Cuisine aptly named "Best Medicine" 
to remember Patricia, and to celebrate 
her life as she lived it—with laughter. The 
annual event draws on some dynamic and 
emerging comedians, drawing inspiration 
from the larger SRF-hosted Cool Com-
edy—Hot Cuisine events in New York, San 
Francisco, Los Angeles and Las Vegas. 

The Scleroderma Research Foundation is 
grateful to Maureen, Lexie, Beth and all of 
our Cure Crew Members for their unwaver-
ing support and commitment to a cure.
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EXPANDING THE SRF COMMUNITY

WEBINARS

The SRF utilizes the power of the inter-
net and social media to bring its educa-
tional webinar series to patients all over 
the globe. The webinars bring scleroderma 
experts and the latest information to par-
ticipants, who might otherwise be limited 
by the resources available where they live or 
receive treatment.  

The SRF strives to be an online resource 
that offers the highest quality content for 
all types of users.  The goal is to make sure 
that there is significant and valuable infor-
mation available for patients, loved ones 
and the variety of caregivers who seek to 
improve the quality of life for those living 
with scleroderma.  

The information delivered covers a wide 
variety of topics: facts, patient tips, edu-
cational resources, webinars, news articles, 
clinical trials, research findings and calls to 
action.  A renewed emphasis on the Foun-
dation’s online presence is at work with 
plans for a new website and a particular 
focus on making information organized 
and easily accessible for the community.

Community was once limited by where 
you lived.  But now, the internet and social 
media are bringing the world to your 
doorstep.  It's also helping the Scleroderma 
Research Foundation spread the word and 
connect our community in countless ways.

E X PA N D I N G  T H E  S R F  C O M M U N I T Y E X PA N D I N G  T H E  S R F  C O M M U N I T Y

SOCIAL MEDIA IS A COMPANION ON THE PATIENT JOURNEY

People use social media in different ways and with multiple purposes in mind.  An 
individual might be newly diagnosed.  Or a patient might be seeking to find comfort 
in community or to give hope to others.  Here are some examples of posts that have 

informed and engaged our community, and united our efforts to find a cure.

125 likes

206 likes

214 likes92 likes 280 likes

 I am glad that I am able to connect with 
information from the comfort of my home. 

 It’s nice to know that scleroderma is 
recognized in the scientific world. 

 Today’s presentation answered 
so many questions. I have found 

it difficult to find this level of 
information in the area I live in. 

 An invaluable source of information. 

 I take great comfort in the 
hope of a cure being found in my 
lifetime by virtue of the Foundation 
working with colleagues around 

the world. 

LIVE FROM OUR WEBINARS

S R F C U R E . O R GA N N U A L  R E P O R T

FOLLOW US
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Scleroderma research and education 
comprise 86% of SRF expenses

STATEMENT OF FINANCIAL POSITION
*FOR THE FISCAL YEARS ENDING APRIL 30, 2017 AND 2016

2017 2016

ASSETS

Cash & Cash Equivalents 991,765 92,514

Investments 2,213,308 2,205,561

Other Current Assets 57,850 30,076

Contribution Receivable 396,351 784,285

Property And Equipments, Net 19,366 27,474

TOTAL ASSETS  $3,678,640  $3,139,910 

LIABILITIES AND NET ASSETS

Liabilities

Accounts Payable 13,640 56,692

Other Current Liabilities 42,735 32,689

Research Grants Payable 110,000 0

Total Liabilities 166,375 89,381

Net Assets 3,512,265 3,050,529

TOTAL LIABILITIES AND NET ASSETS  $3,678,640   $3,139,910

FINANCIAL INFORMATION

STATEMENT OF ACTIVITIES AND CHANGES IN NET ASSETS
*FOR THE FISCAL YEARS ENDING APRIL 30, 2017 AND 2016

2017 2016

SUPPORT AND REVENUE

Support 2,825,476 2,434,140

Other Income 163,896 2,749

TOTAL SUPPORT AND REVENUE $2,989,372 $2,436,889 

EXPENSES

Research 1,794,632 1,742,807

Education 376,313 396,515 

Fundraising 189,598 212,488 

Management and General 167,093 160,717

TOTAL EXPENSES  $2,527,636 $2,512,527

INCREASE IN NET ASSETS  $461,736 $(75,638)

NET ASSETS, BEGINNING OF YEAR  $3,050,529 $3,126,167

NET ASSETS, END OF YEAR  $3,512,265 $3,050,529

SUPPORT AND REVENUE
FYE 2017

F I N A N C I A L  FA C T S F I N A N C I A L  FA C T S

RESEARCH
71.0%

FUNDRAISING
7.5%

EDUCATION
14.9%

MANAGEMENT
& GENERAL

6.6%

FOUNDATIONS 
45%

INDIVIDUALS 
36%

PAYROLL 
CAMPAIGNS

3%

CORPORATE 
11%

OTHER
INCOME

5%

EXPENSES
FYE 2017
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The SRF has seen tremendous growth 
during the last 30 years, and we are 
closer to a cure than ever before. 

*SRF Corporate Partner

Our success and continued progress in 
driving discovery forward depends upon 
charitable gifts.  Your generous support 
propels our work into the future, and ulti-
mately, we will end scleroderma together.

We are deeply grateful to the many indi-
viduals, companies, and foundations whose 
support at every level helps to fund lifesav-
ing medical research.

The following pages acknowledge those who 
contributed $250 or more during the Foun-
dation’s fiscal year ending April 30, 2017.

$50,000+
Actelion Pharmaceuticals US, Inc.*

AE Family Foundation

Arthur Zimtbaum Foundation, Inc.

Dr. and Mrs. Anthony Evnin

Dr. Luke Evnin

Mr. Joseph Hulston

Kao Family Foundation

Margaret E. Lee Irrevocable Trust

Ms. Melissa Beyeler Ryder 
and Mr. Kevin Ryder

Ms. Victoria West and                                          
Dr. Marc Trachtenberg

Ms. Deann Wright

$10,000 - $24,999
Absinthe's Gazillionaire and the Vector Duo

Mr. and Mrs. Hugh Anderson

Mr. Bill Bellamy

Mr. Charles Brennan

Mr. William Burr and Ms. Nia Renee Hill

Ms. Jennifer Giottonini Cayer and Mr. Paul Cayer

Mr. Jeffrey T. Chambers and Ms. Andrea Okamura

Mr. Michael Che

Coretz Family Foundation

Counting Crows

Mrs. Becky Denlinger, Moving Forward for a Cure

Dignity Health - St. Rose Dominican

Dr. Sharon Dobie

Mr. Dan Dutton

Mr. and Mrs. Robert L. Emery

Mr. Mark E. Epstein

Ms. Susan Feniger and Ms. Liz Lachman

Fifth Generation Inc.

Mr. Zach Galifianakis

Mr. and Mrs. Jeffrey Garlin

Genentech, Inc.*

Dr. Jeffrey Gevirtz

Goo Goo Dolls

Mr. Ryan Gosling

Dr. and Mrs. John R. Henner

Mr. Eric Hirshberg

Ironshore Insurance

Dr. Eric Kau and Ms. Eliz Lee

Mr. and Mrs. Travis Keys

LBI Entertainment, LLC

Lear Family Foundation

Mr. Adam Leibsohn

Mr. George Lopez

Mrs. Rhonda Mace

Marion Ternstrom Endowment Fund

Mrs. Jodi McIver, Moving Forward for a Cure

Estate of Mrs. Ramelle Ferer Monsky

Neon Trees

Mr. and Mrs. Bob Newhart

$25,000 - $49,999
AKS Family Foundation

Boehringer Ingelheim Pharmaceuticals Inc.*

Breakthru Beverage

Mr. and Mrs. Kevin Bright

Mrs. Sara B. Campbell and                                     
Mr. Arthur Lloyd Campbell

Mr. David E. Cohen and Ms. Laureen Seeger

Mr. and Mrs. Michael De Marco

Ms. Dana Delany

Eversheds Sutherland

Gilead Sciences, Inc.*

Mr. Ramnarain Jaigobind

Mr. Saville Kellner and Mrs. Katie Kellner

Mr. James C. Kimmel and Ms. Molly McNearney

Mr. George S. Loening and Ms. Kimbrough Towles

Marie C. Kronman Charitable Lead Annuity Trust

San Ysidro Investors, LLC

The Scher Family

Dr. and Mrs. Wade Sears

Spireon, Inc.

Mr. and Mrs. Adam Stern

Warner Bros. Entertainment Inc.

Mr. and Mrs. Kevin M. Weiss

Mr. and Mrs. Jeff Zucker
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Cool Comedy—Hot Cuisine, San Francisco 2016
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Mr. John Oliver

Mr. and Mrs. Robert Pearlman

The Perelman Family Foundation Inc.

Mr. and Mrs. Jeff Polakowski

Mr. and Mrs. Paul S. Pressler

Mr. and Mrs. Ray Romano

Mr. Russell Rosenblum and Ms. Anne Mazzola

Mr. Jeff Ross

Mr. James Sanders

Mr. Theodore Sarandos

Mr. and Mrs. Bob Stave

Mr. Craig Stein

Mr. and Mrs. Paul Stein

The Swig Foundation

Marjorie A. Swig

The Nancy P. and Richard K. 
Robbins Family Foundation

Ms. Cynthia Tu

Mr. and Mrs. Andrew J. Weisenfeld

Mr. and Mrs. Daniel Welch

Mr. Steele Weniger

Mr. and Mrs. Robert Witkoff

Albert J. Klail Trustee

Mr. and Mrs. 
Mark Allister

Annapurna 
Productions LLC

Mr. Alan Ball and 
Mr. Peter Macdissi

Mr. Lawrence Barnard

Mr. and Mrs. 
Joachim Bechtle

Mr. and Mrs. Glen 
Bickerstaff

Blade Therapeutics, Inc.*

Brillstein 
Entertainment Partners

Mrs. Loretta G. Butler 
and Mr. Mark Butler

Mr. and Mrs. 
Kenneth Caruana

Mr. and Mrs. 
Steven Cassell

CMA Planners

Cooley LLP

Corbus 
Pharmaceuticals, Inc.*

Cytori Therapeutics 
Inc.*

Estate of Mrs. 
Teresa W. Duggan

Mr. Trenton Eisenberg

Embraer Executive 
Aircraft, Inc.

FedEx

Mr. Jeff Franklin

Mr. and Mrs. Zachary 
Goldenberg

Ms. Linda Grais

Mrs. Debbie Vickers 
Grisamore and          
Mr. Greg Grisamore

Mr. and Mrs. 
William Handel

High Tower Advisors

The Hill Family 
Charitable Foundation

Hogan Lovells US LLP

Home Box Office Inc.

Hospital for 
Special Surgery

J.P. Morgan

Ms. Lisa Jeffries

Mr. and Mrs. Alan 
B. Kaminsky

Ms. Nahnatchka Khan

Mr. and Mrs. 
David S. Knoller

Koerner Rombauer 
Revocable Trust

Kraft - Engel 
Management LLC 
dba Kraft-Engel 
Management

Dr. Frank Lai

Mr. Robin Leach

Lead Genesis

Lloyd's America, Inc.

Ms. Joan Lowry

Estate of Ms. 
Janice P. Lowry

Mr. and Mrs. 
William Marcoux

Dr. Wendye Robbins and 
Mr. Craig M. McGahey

Mr. and Mrs. Ray 
McKewon

Mr. and Mrs. 
Andrew J. Merin

Mr. Jeffrey Meunier

Ms. Mary Sue Milliken 
and Mr. Josh Schweitzer

Mr. and Mrs. 
Rick Moonen

Mr. and Mrs. 
Briggs Morrison

MTS Health 
Partners, LP

Mundo Management 
Group, LLC

Nathan Adelson 
Hospice

Mr. Matt Negrete

Joe Peleska 
Memorial Open

Mr. and Mrs. 
Steven J. Pozycki

Ms. Lois A. Pribanic

Mr. Michael Price

Dr. William Prinzmetal

R.M.L.V., LLC 
dba RM Seafood

Mr. and Mrs. Robert 
M. Reznick

Mr. and Mrs. Robert 
H. Rosenthal

Ms. Lexie Sachs - 
Raise the Barre

Mr. Adam Saget

Mr. Michael 
Schulman and Mrs. 
Sandra Schulman

Mrs. Diane Schumacher 
and Mr. Michael 
Schumacher

Ms. Madison N. Stein

Mr. Jay A. Shorr

Sudler Foundation

Teri's Run Foundation

Universal Health 
Services, Inc.

Mr. Justin Weniger

Mr. and Mrs. 
Sandy Wernick

Westmount Asset 
Management, Inc.

Mr. and Mrs. Jamie 
K. Williamson

The Winnick Family 
Foundation

Dr. and Mrs. Bruce 
Wintroub

Zappos.com

David Ziegler

$5,000 - $9,999

T H A N K  Y O U T H A N K  Y O U

Mr. Jeff Abraham

Kenneth and Joy 

Abrams (Nancy Gayle 

Abrams Memorial 

Research Fund)

Mr. and Mrs. 

Robert Adamo

Ms. Lorene A. Adams

Dr. and Mrs. Bruce 

M. Alberts

Mr. Eric Alexander

Mr. and Mrs. Richard 

Ambrosini

Mr. and Mrs. 

Richard Anderson

Ms. Shari Annes

Appraisal Service, Inc.

Mr. and Mrs. John 

J. Apruzzese

Aquakleen 

Products, Inc.

Mr. David J. Armstrong

Mr. Russell Arnold

Mr. and Mrs. David 

S. Aronow

The Art Laboe 

Foundation

The Artists & 

Athletes Alliance

Mr. and Mrs. 

Scott Baker

Mr. Alan Baral and 

Ms. Sharre Jacoby

Ms. Robin C. Baron

Mr. Glen Barros

Mr. Edward J. Barsocchi

Mr. and Mrs. 

Richard L. Baskin

Mr. and Mrs. 

John Bassett

Ms. Mara B. Baumgarten 

Force and Mr. Joshua Force

Mr. and Mrs. Richard 

L. Baumgarten

Mr. Reg and Ms. 

Margaret Bayley

Mr. David J. Becker

Bellini Foundation

Mr. Tom Bergeron

Dr. Elana Bernstein and 

Mr. Geoffrey Bauer

Mr. and Mrs. 
Peter Bienstock

Big Picture Studios

Mr. and Mrs. 
Mike Binder

Dr. and Mrs. Neal 
Birnbaum

Bloom Hergott Diemer 
Rosenthal LaViolette 
Feldman Schenkman

Ms. Heather Boggs

Mr. and Mrs. Mario 
A. Borgatello

Mr. and Mrs. 
Andrew Bradford

Mr. Bradley Broughton 
- Hands of Hope Concert

Mr. and Mrs. 
Thomas E. Brunell

Mr. Brad O. Buckman

Mr. and Mrs. 
Daniel Burgess

Ms. Monica 
Bustamante

Mr. and Mrs. 
Alton Butler

Mr. Bruce Buyers 
and Mrs. Sharyn 
Scofield Buyers

Mr. H. Michael 
Byrne and              

Ms. Tracey Thomson

Caesars Enterprise 
Services LLC

Dr. Pablo Cagnoni and 
Ms. Lesley Hathaway

Capell, Barnett, 
Matalon & 
Schoenfeld LLP

Mr. and Mrs. 
Howard Capell

Mr. and Mrs. 
Philip Capell

Cherry Creek, Inc.

Ms. Denise Chilow 
and Mr. Simon Bloch

Mr. David Chou

Mr. and Mrs. 
Albert Clifford

Mr. Jackson Clough

Mr. Dennis Coit

Ms. Maureen Connors-
McBride - Best 
Medicine: A Night of 
Comedy in Memory of 
Patricia Connors-Zini

Mrs. Irene Cossman

Ms. Ivy Crewdson

Mr. and Mrs. 
Kevin Crotty

Mr. and Mrs. Michael 
Cunningham

Mr. and Mrs. Mario 
Deslauriers

Mr. Andrew Didier

Mr. and Mrs. 
Dennis Dillon

Mr. Peter Dougherty 
and Ms. Denise 
Nicoletti

Dr. Charles Drake

Mr. Tim Dwight

Dworsky Law Firm

Mr. and Mrs. 
Robert J. Dwyer

Edward and 

Lida Robinson 

Charitable Trust

Mr. Charles Scott 

Emerson

Dr. and Mrs. Ervin 

Epstein, Jr.

Mr. and Mrs. 

Christian P. Erdman

Mr. Gavin Ernstone

Everi Games, Inc.

Mr. and Mrs. 

Tim Evnin

Mr. William Fairey

Mr. and Mrs. Thomas 

A. Feldmar

Mr. John Felikian

Mr. Derek J. Feniger

Ms. Allyson L. Ferer

Mr. and Mrs. 

Michael Ferraro

Ms. Maria Field

Mr. and Mrs. 

David Finn

Mr. Jason M. Fish and 

Ms. Courtney Benoist

Dr. and Mrs. 

Joshua Fiske

Mr. and Mrs. James 

A. Fitzpatrick, Jr.

Mr. Michael Flynn 

and Ms. Rocio Bernal

FMG Findlay 

Management Group

Mr. Robert Force

Ms. Marian Ford

Ms. Lydia Franco

Fresh & Ready 

Foods LLC

Dr. and Mrs. 

Henry M. Friess

Mr. and Mrs. Eric 

Gabrielsen

Mr. James Gandy and 

Ms. Annette Davis

Mr. Justin Garza

Ms. Letizia R. 

Gasparetti

Ms. Belinda Getler

Dr. and Mrs. 

Edwin J. Gevirtz

Mr. Anthony Giannini 

and Ms. Allison Saget

Dr. and Mrs. 

Ronald Giordano

Ms. Wendy G. Glenn 

and Ms. Marianne 

Lowenthal

Gold & Silver 

Pawn Shop, Inc.

Dr. and Mrs. 

Ronald Goldman

Mr. and Mrs. 

Jonathan Gomes

Ms. Gloria Gonzalez

Mr. and Mrs. James 

P. Gorman

$1,000 - $4,999
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Cool Comedy—Hot Cuisine, New York 2016

Cool Comedy—Hot Cuisine, Las Vegas 2016
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Mr. Donald B. 
Greenberg and Mrs. 
Beverly Daniels-
Greenberg

Mr. Douglas Groh 
and Mrs. Lynn 
MacDonald Groh

Mr. and Mrs. Alan 
Grossbard

Dr. and Mrs. Bruce 
Grossman

Ms. Stacey Hager

Hamilton Family 
Foundation

Mr. and Mrs. Edward 
P. Harding

Ms. Judith A. Hasko

Mr. Rashad Haughton

Hauske Family 
Foundation, Inc.

Ms. Anne R. Hearst 
McInerney

Ms. Amy K. Hewitt

Ms. Sherley A. Higuera

Mr. Andrew Holbrook

Mr. and Mrs. Gene 

W. Hovendon

Ms. Mary Lou Hughes

Hunter Insurance

Mr. and Mrs. Brian 

M. Hunter

Mr. and Mrs. Edward 

M. Hurwitz

Mr. Robert Hylton 

and Ms. Sonya Zilka

ICM

Jacobson Law Group

JMP Securities

Mr. and Mrs. 

Steven J. Joffe

John R. and Beverly J. 

Larson Foundation

Ms. Lyndsay Johnson

Mr. and Mrs. David Joys

The Kasin Family 

Foundation

Mr. Mike King

Mrs. Debra Kleban and 

Mr. Paul A. Rupke

Dr. Daniel J. Klein

Mr. Kevin Knarr

Mr. and Mrs. 

Steven Koch

Koret Foundation

Mr. Karl Kossen and 

Ms. Tricia Lively

Mr. Tom Kovach

Mr. J.C. Kowal

Mr. David S. Koz

Mr. and Mrs. 

Marc S. Krieger

Mr. and Mrs. 

Michael C. Kubly

Ms. LaRae Kuhar

Ms. Lori Kunkel

Mr. and Mrs. 

Robert Kushell

Mr. David and Mrs. 
Nancy Lacey

Mr. and Mrs. 
Trent Lanz

Mr. and Mrs. 
Robert Larkin, Jr.

Dr. Linda L. Lasater 
and Ms. Lee Perry

Latham & Watkins

Legacy Venture 
Management LLC

Mr. and Mrs. 
Mark Lehmann

Mr. and Mrs. 
Sidney Lejfer

Mr. and Mrs. 
Michael J. Lerner

Mr. and Mrs. 
Mark Levine

Mr. Ryan Lewis

Mr. and Mrs. 
Dan Limerick

Mr. and Mrs. Ross 
M. Lindstrom

Mr. Scott Littman

Mr. William T. Lockard 
and Ms. Alix Marduel

Mr. Richard Lombard 
and Ms.Christie Salomon

Mr. and Mrs. 
Michael Louie

The Louis Feinberg 
Foundation

Lyons Family 
Foundation, Inc.

M.K. Boychuck 
Management

Mrs. Miriam 
S. Machida

Mr. and Mrs. 
Mark F. Mai

Marborg Industries

Mr. and Mrs. 
Ronald Markoff

Mr. Richard Martinez

Ms. T. Sahara Meer

Mr. Peter Melnick

Mr. Douglas S. Merrell

Ms. Eldoris M. 
Midthun and Mr. 
Martin R. Weber

Mr. and Mrs. 
Philip G. Miller

Mission Pharmacal

Ms. Abby Modell

Mr. and Mrs. 
David Moore

Dr. and Mrs. 
Richard J. Morse

Mr. Oren Moverman 
and Dr. Yael Hirsch-
Moverman

Mr. and Mrs. 
Tom Murphy

Ms. Erin Murtha

Ms. Patricia M. Musanti

Ms. Rita Mao Myrick 
and Mr. Burt E. Myrick

Mr. and Mrs. 
Danny Naftaly

Mr. and Mrs. 
Arnold S. Nelson

Ms. Diana Nyad and 
Ms. Bonnie Stoll

Dr. Susan Nyanzi

Mr. and Mrs. Jeffrey 
J. Oberschelp

Mr. and Mrs. Kevin 

J. O'Connor

Mr. and Mrs. 
David L. Osman

Ms. Constance Owen

Mr. and Mrs. Michael 
W. Palkovic

Dr. and Mrs. Robert 
C. Palumbo

Mr. Eric Passon

Dr. Rupa Patel

Ms. Debbie Pearlman

Mr. and Mrs. 
John Pederson

Permut Presentations, 
Inc.

Mr. Ken Perry

Pinnacle Construction 
of Austin, Inc.

Mr. and Mrs. 
Edward Poole

Mr. Bruce Pottash and 
Mr. Scott Ferguson

Mr. and Mrs. 
Dean Pregerson

Mr. and Mrs. 
William A. Raaths

Ms. Katherine 
D. Raymond

Mr. R.J. Rederscheid, Jr.

Mr. Edward D. 
Reibman and 
Ms. Elizabeth A. Parr

Ms. Angela Arias 
Renneke

Dr. and Mrs. Steven 
Carr Reuben

Mr. and Mrs. 
Robert Reynolds

Mr. Tareq Risheq

Mr. and Mrs. 
Richard Robbins

Mr. John Rood

Mr. and Mrs. 
Steven Rosner

Mr. and Mrs. 
Robert Rovner

Ms. Laura Saunders

Mr. Michael J. Saupp

Dr. and Mrs. 
Mark Schena

Ms. Montana Scher

Mrs. Christine A. 
Scherzinger

Ms. Linda Sciuto

T H A N K  Y O U T H A N K  Y O U

Mr. Jim Scopa and 
Ms. Anne Kenner

Mr. and Mrs. 
Barry P. Seidel

Dr. Michael Seiff

Mr. George L. Shapiro

Shawangunk Valley 
Conservancy

Ms. Margery S. Simkin

Mr. Harry Singer

Mr. and Mrs. 
Bob Smith

Mr. J. Bradford Smith

Mr. James R. Smith

Ms. Penni Smith

Mr. and Mrs. 
Rodney Smith

Ms. Terry A. Smith

Ms. Linda M. Sorge

Mr. and Mrs. 
Bob Spivak

The Staenberg 
Family Foundation

Mr. and Mrs. Kenneth 
Stillwagon, Jr.

Dr. Elizabeth Stoner 
and Dr. David Cowburn

Ms. Carol Tai and 
Ms. Christina Tai

Dr. Alison Tam

Ms. Deborah Tascone 
and Ms. Sheila Kennedy

Mr. and Mrs. 
Mark Taylor

Mr. and Mrs. Jason 
Thompson

Ms. Ruth A. Tobin

Ms. Monelle Totah

Mr. and Mrs. 
Michael P. Trapani

Mr. and Mrs. 
Jim Trekell

Mr. and Mrs. 
Nicholas Tuso

The Union City 
Project Owner, LLC

Utility/Keystone 
Trailer Sales, Inc.

Ms. Cullyn Vaeth

Mr. Michael Venckus

Dr. Willis Wagner

Lucy R. Waletzky, M.D.

Ms. Denise Wang-Kline

Mr. and Mrs. 
Jim Wayne

Wedgewood

Mr. Bradley Weinberg

Mr. William E. Wells

Wendell Family 
Foundation

Mr. and Mrs. Kurt 
C. Wheeler

Ms. Susan Whitlock

Mr. and Mrs. 
Jeremy Wien

Ms. Sherry Williams

Ms. Judy A. Willis

Wolf Industries, Inc.

Ms. Sheree Wong

Mr. and Mrs. Samuel 
A. Wyman

Ms. Amy Yoney

Mr. Frank Zini

Mr. Matthew S. Zito

Mr. Carmi D. 
Zlotnik and 

Ms. Elizabeth Crawford

Mrs. Shari Adler and 

Mr. Edward I. Adler

Mr. Todd B. Allen

Mr. and Mrs. 

James L. Allison

Mr. and Mrs. 

Christopher A. Amabile

The Ammado 

Foundation

Mr. and Mrs. 

Victor Amstutz

Mr. Scott Anderson

Mr. and Mrs. Brian 

Appelgate

Mr. and Mrs. 

Fredric Apter

Mr. Adam Armstrong

Ms. Katherine Arnett

Ms. Kathleen M. Arnold

Ms. Janet B. 

Baer-Broude

Ms. Anne H. Bages

Ms. Suzanne I. Bailey

Mr. and Mrs. John 

H. Bamberger

Mr. and Mrs. 

Aldo Baraldi

Ms. Phyllis Barnum

Ms. Dorothy L. 

Baumgarten

Mr. Steven Bautista

Mr. Gene Baxter

Bayhill Equine, Inc.

Ms. Antonia 

Bazan Espinosa

Mr. and Mrs. 

James W. Beck

Mr. Monte Beck

Ms. Michelle Bell

Mrs. Kristen Baker 

Bellamy and 
Mr. Bill Bellamy

Ms. Lisa Belo Mocho

Mr. Evan Bernstein

Ms. Jane Bernstein 

and Mr. Bob Ellis

Mr. and Mrs. Joshua 

M. Binkley

Mr. and Mrs. 

Jack J. Bird

Ms. Rebecca L. Black

Mr. and Mrs. 

Brendon E. Blincoe

Ms. Tiffany Boiman

Mr. Peter Bojo

Ms. Paula Bolden

Mr. and Mrs. David 

J. Borgatello

Ms. Mary Joan 

Borsheim

Mr. and Mrs. 

Rahul Bose

Mr. Crosby Branch

Mr. Brian Brannman

Mr. and Mrs. John 
P. Brennan

Mr. Noel Bright

Mr. Bill Briwa and 
Mrs. Holly Briwa

Mr. and Mrs. David 
G. Brooks II

Dr. and Mrs. 
Aaron Brower

Ms. Ho U. Brown

Mrs. Kristal Burkholz

Mr. Troy Butler

Dr. Hal Bybee

Mr. Tom Byers and 
Ms. Carol Lewis

California Capital 
Management

Mr. and Mrs. 
Les Canter

Mr. and Mrs. 
David L. Capell

$250 - $999
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Ms. Karen Capello

Ms. Tina Carbone

Mr. and Mrs. 

Harold Careway

Mr. and Mrs. 

Aaron J. Carr

Ms. Geneva Carr

Center for Health 

and Healing

Ms. Alicia Cha

Mr. and Mrs. 

Tyrone Chang

Ms. Delphine Channels

Ms. Alisa Chanpong 

and Mr. J.P. Amateau

Ms. Karen Chou

Mr. and Mrs. Mark 

Christensen

Mr. Jeff Civillico

C-O Genesis

Dr. Fred Cohen and 

Dr. Carolyn Klebanoff

Mr. and Mrs. 

Timothy J. Colston

Ms. Francie M. 

Connelly

Ms. Laura D. Cook

Ms. Sandra Cook

Mr. Jacob Cooke

Mr. and Mrs. 

Albert C. Corbin

Mr. Jerry T. Cormican

Couser Management 

LLC

Mr. and Mrs. 

James Couser

Mr. and Mrs. Frank 

A. Dalle-Molle

Mr. David G. 

Daniszewski

Mr. and Mrs. 

Michael Darrow

Kelly R. Davies

Mr. Aaron Davis

Mr. and Mrs. Bryan 
Garrett Davis

Mr. and Mrs. Don 
H. Davis, Jr.

Mr. and Mrs. 
Christian Dehmelt

Mr. and Mrs. Robert 
W. Denlinger

The Di Bona 
Revocable Trust

Mr. and Mrs. 
Vincent Dimaria

Mr. and Mrs. 
Roger Dirkx

Mr. Ryan Drebin

Drinker Biddle & Reath

Mr. and Mrs. 
Donald Duval

Mr. James R. Dwyer 
and Ms. Sally J. Nagel

Mr. Timothy J. Dziak 
and Mrs. Coleen 
Sweeney-Dziak

Ms. Abigail Ehrlich

Dr. Jaci Eisenberg

Mr. Mohamad El Masri

Ms. Bessie D. Estep

Mark J. Esway

Ms. Jessica Fajardo

Mr. Lawrence R. Farber

Dr. Dalal Farman

Mr. David Fineman

Mr. Shane Flann

Mr. John Flores

Ms. Jennifer Fogarty

Mr. and Mrs. 

Todd Foley

Ms. Bonita Ford

Ms. Judith L. Forman

Mr. Drew Foster

Mr. Reed Foster

Mr. Gregory Fournier

Ms. Patricia M. Frank

Freedman and 

Taitelman, LLP

Ms. Eva Gabrielsen

Mr. and Mrs. Alan 

H. Gardner

Ms. Jamie Garland

Ms. Pamela J. Garnick

Ms. Lynne Gayler

Mr. and Mrs. Jeffrey 

Goldberger

Mr. Alan and Mrs. 

Barbara Goldenberg

Mr. and Mrs. Steven 

Goldenberg

Mr. William Goldstein

Mr. Mark T. Gombar

Dr. William Gonda and 

Dr. Sally A. Sehring

Dr. Leo Gordon

Mr. and Mrs. Adolph 

S. Granato

Ms. Eileen Grandi

Dr. William Greene

Mr. and Mrs. Michael 

L. Grinberg

Dr. and Mrs. 

Andrew Gross

Mr. and Mrs. 

Eustacchio Guadagnini

Mr. and Mrs. 

Andy Guagenti

Mr. Joseph P. Gunset

Mr. and Mrs. 

Philip Gurin

Ms. Lori Gutierrez 

Rudoni

Mr. Gareth Gwyn

Mr. and Mrs. 

Frank Hackl

Mr. Dennis L. Hadden 

and Ms. Marcia 

Reska-Hadden

Mr. and Mrs. Thomas 

E. Hagemaster

Mr. Daniel Hagenseker

Mr. and Mrs. 

Richard Haiduck

Mr. and Mrs. 
Mike Halow

Ms. Gail Hanna

Hart & Price Corp.

Mrs. Nellie T. Hay and 

Ms. Susan C. Hay

Ms. Linda Heinberg

Mr. and Mrs. 

David Helfand

Mrs. Janet R. Hemley

Ms. Janene Henderson

Mr. and Mrs. 

David Henry

Mr. and Mrs. Harris 

M. Herman

Mr. Steve Hernandez

Dr. Lori Herz and 

Mr. Eric Herz

Mr. and Mrs. 

Mark Herzfeld

Mr. Louis E. Hewitt 

and Ms. Susan Ciani

Mr. Samuel Hicks

Mr. David Higgins

Dr. Susan E. Hinman

Ms. Tina Holland

Ms. Nancy Hollander 

and Mr. Kenneth 

Sunshine

Mr. and Mrs. 

Phillip H. Holm

Honda

Ms. Serena S. Hong

Mr. and Mrs. 

Stephen Hughes

Dr. and Mrs. 

Thomas P. Hui

Mr. and Mrs. 

Matthew Ippolito

J.R. Schneider 

Construction, Inc.

Mr. and Mrs. Edward 

Charles Jackenthal

Jacobus Wealth 

Management, Inc.

Ms. Lorri L. Jean and 

Ms. Gina M. Calvelli

Ms. Regina C. Johnson

Mr. Robert E. Johnson

Mr. Nicholas Josefowitz

Jed Kanner, D.D.S.

Mr. and Mrs. 

Robert J. Kaplan

Mr. Ravinder Kapoor

Ms. Bryn Kass

Mr. and Mrs. G. 

Frederick Kasten, Jr.

Dr. Tamiko Katsumoto 

and Mr. Rick St. John

T H A N K  Y O U T H A N K  Y O U

Mr. and Mrs. 
Thomas W. Keilty

Mr. Michael J. Kelly

Dr. Regis B. Kelly and 
Dr. Rae Lyn Burke

Ms. Lynne Kenny

Ms. Jean Kerssen

Keyes Charitable Trust

Ms. Anjanie Khimraj

Mr. and Mrs. 
Roger Kimber

Mr. and Mrs. Robert 
C. Kleiner

Mr. and Mrs. 
Jeremy J. Kline

Ms. Marcia Knoller

Mr. Brad Koepenick

Mr. Chris Koeper 
and Mrs. Kathleen 
Borgatello Koeper

Dr. Shari Kohn and 
Mr. Adam Kohn

Mrs. Ilene E. Kramer

Mr. and Mrs. 
Steve Krause

The Krupa Family Trust

Mrs. Patricia M. Kuhar

Mr. and Mrs. Richard 
Kusterbeck

Mr. Richard Laiderman

Ms. Denise Langer

Mr. and Mrs. 
Brian Laycock

Dr. Clifford N. Lazarus 
and Mrs. Donna S. 
Astor Lazarus

Mr. and Mrs. Kenneth 
P. LeBlanc

Ms. Ann M. Lehman

Ms. Jill Leiderman 
and Mr. Rob Cohen

Mr. David Lekich

Mr. Vincent Leoni

Mr. Steven Levine and 
Mrs. Linda Levine

Mr. Thad Lewis

Ms. Sharlene Lim 
and Mr. Louis Phan

Ms. Sylvia Lin

Ms. Charlene B. Little

Ms. Amira Littman

Ms. Sharon Y. Locatell and 
Mr. Thomas H.S. Harris

Los Alamos National 
Laboratory

Mrs. Karen Lucke

Mr. and Mrs. 
Arthur Lynch

Mr. Eishin Machida

Mr. Edward E. Madigan

Madonna del 
Grappa Fund

Ms. Marcella 
A. Magiera and              
Mr. Samuel Kenberg

Ms. Amber Mandir

Mr. and Mrs. 
Stephen Marks

Dr. William M. 
Markson and Mrs. Jane 
Sanders Markson

Mr. and Mrs. 
Bill Martin

Mr. Dalton Martin

Dr. Celeste Marx

Mr. and Mrs. 
Harold Masor

Ms. Margaret Massara

Ms. Tess Masters

Ms. Carole K. 
Matsumoto

Mr. and Mrs. 
Joe Matulich

Mr. and Mrs. 
Steve Mayer

Mr. and Mrs. 
Timothy McClure

Mr. and Mrs. Gregory 
McConville

Ms. Deborah McGravey

Mr. and Mrs. William 
P. McGuire

Mr. and Mrs. Les 
S. McNair

Mr. and Mrs. 
Malcolm McNeil

Ms. Linda McVeigh

Mr. Roy S. Meabrod

Ms. Katherine Medrano

Mr. and Mrs. 
Michael Meiners

Dr. and Mrs. Vahe 
Melkonyan

Mr. and Mrs. John 
A. Mellowes

Mr. William Mercer

Ms. Lynn Merel

Mr. Wallace D. 
Mersereau

Dr. and Mrs. 
Henry Metzger

Mr. William A. Michie

Dr. and Mrs. 
Laurence Miller

Dr. and Mrs. 
Stephen D. Miller

Ms. Kerryann 
Haase Minton

Mrs. Jolynn Mohr

Mr. Fred C. Monday 
and Mrs. Denise 
Lee Monday

Mr. Brandon Monistere

Mr. Peter Moore

Mr. Christian Morrissey

Mr. E. Daniel Morton 
and Ms. Elaine Kelliher

Mrs. Mary J. Morton

Mr. Norman Mosher

Mr. and Mrs. William 
Hugh Munn, II

Mr. Joseph Muroff

Mr. John W. Murphy

Mr. Arthur Nahatis

Mr. and Mrs. 

Brian M. Nappi

Mr. and Mrs. 

Mario Nava

Mr. and Mrs. 

Jack M. Nilles

Ms. Courtney 

O'Donnell

Mr. John Ollmann

Mr. and Mrs. 

Mark D. Olson

Mr. and Mrs. 

Michael Orabovic

Mr. and Mrs. 

Michael Osterman

Mr. Ronn Owens

Mr. Gary Palmer

Ms. Kathleen M. 
Parent and 
Mr. William J. Rountree

Col. and Mrs. 

Kerry Parker

Dr. Mahtab Partovi

Ms. Rita Parvaneh

Mr. Karl W. Patten, Jr.

Ms. Lillian Peloquin

Mr. and Mrs. 

Daniel Pepper

Mr. Philippe R. 

Perebinossoff and 

Ms. Carol A. Ames

Mr. Jeffrey Perelman

Ms. Jazmin Perez

Mr. and Mrs. Kurt 

C. Peterson

Pettit Productions, Inc.

Mr. and Mrs. 

William A. Petzold

PHE, Inc.

Ms. Yvonne Pinedo

Ms. Delia Pio

Mr. Brian Platter

Mr. and Mrs. John 

W. Pohlen

Mr. and Mrs. 

Jeffrey S. Pop

Mr. and Mrs. 

Andrew Powell

John & Sue 

Prange Trust

Mr. Vikas Punna and 

Ms. Smita Bhattachar

Mr. Donald Purdum

Pzena Investment 

Management

Mr. Mario Quesada

Ms. Vandana Rao

Mr. and Mrs. T. 

Phillip Rayant

Ms. Dawn Redmann

Ms. Marianne J. Reis

Ms. Vicki Resch

6 3

Cool Comedy—Hot Cuisine, San Francisco 2016
Cool Comedy—Hot Cuisine, San Francisco 2016



S R F C U R E . O R GA N N U A L  R E P O R T 6 56 4

Mr. and Mrs. Curtis 

Richardson

Mr. and Mrs. 

Dominic Rioux

Ms. Deborah Roberts 

and Mr. Al Roker

Mr. and Mrs. 

John Robinson

Mr. and Mrs. 

R.S. Rohter

Dr. and Mrs. Donald 

Rosenblitt

Mr. and Mrs. 

Mason G. Ross

Mr. Peter Ross and 

Dr. Anne Thorson

Ms. Diane Heidi Rufo

Mr. Donald Ruhrmund

Mr. Richard Russell

Mr. Bryan Rutland

Mr. Eric Sachs

Ms. Brenda Saget and 

Mr. Mark Darling

Mr. Guarrin Sakagawa

Ms. Stacy Ann Salman

Ms. Tali Jonette Sapp

Mr. Nicholas B. Sarro

Mr. and Mrs. 

Scott Schaeffer

Mrs. Lila Scher

Mr. Kyle Schmitz

Mr. and Mrs. 

Harold Schneir

Mr. Michael Schrock

Ms. Jean M. Schweitzer

Ms. Eleanor Seaman

Ms. Cynthia Searles

Mr. and Mrs. 

Geoff Sears

Mr. Gregory Seck

Mrs. Gladys M. Seiter

Mr. Chad A. Sessler

Dr. Mehul Shah 

and Dr. Alpa Vora

Ms. Melissa Shalit 

and Mr. Dean Shalit

Mr. and Mrs. Easa 

A. Shatara

Mr. and Mrs. 

Matthew Shattuck

Mr. Steve Shepard

Ms. Hannah P. Shostack

Mr. and Mrs. 

Roger W. Shuler

Dr. Jeffrey Siegel 

and Ms. Dianne 

McCutcheon

Mr. and Mrs. 

Shane Silsby

Mr. George J. Silver

Ms. Lynda Simonetti

Mr. Jeff Singer and 

Ms. Lisa Kahn

Mr. and Mrs. 

Larry Sizemore

Mr. and Mrs. 

Austin Smith

Dr. Catherine Smith 

and Mr. Wade Damey

Mr. and Mrs. 

Elliot J. Smith

Mr. Michael Smith

Ms. Michelle Smith

Mr. and Mrs. 

Wayne D. Smith

Mr. and Mrs. 

Robert Sockolov

Dr. William Sonis

Mr. Mark R. Sorensen

Mr. and Mrs. 

Ed Spangler

Mr. and Mrs. Charles 

E. Spaulding

Ms. Sarita Springer

Mr. Alan Squitieri

Mr. and Mrs. 

David Stack

Mr. and Mrs. 

Michael A. Staiano

Mr. and Mrs. 

Paul F. Stanley

Mr. Kenneth Steinhart

Ms. Nancy Steinhaus

Mr. and Mrs. Thomas 

R. Stempel

Mr. and Mrs. 

Frank A. Stern

Ms. Kathleen Stewart

Ms. Valerie L. Stiles

Mr. Avery J. Stone

Mr. and Mrs. Roger 

G. Stuckey

Mr. and Mrs. 

Peter D. Sudler

Mr. and Mrs. Mark 

D. Sutherland

Mr. and Mrs. Richard 

F. Swearingen

Dr. and Mrs. William 

Swenfurth

Mr. and Mrs. Robert 

L. Swenson

Mrs. Roselyne C. Swig

Dr. Andrew Tager

Ms. Terri M. Tennant

Mr. Kendall Tenney

Mr. Todd Thicke and 

Ms. Marybeth Maloney

Mr. Craig Thomas and 

Ms. Rebecca Milkman

Mr. and Mrs. 

Martin Tiernan

Mrs. Louise Tighe

Ms. Madeline Titcomb

TNT Abstract LLC

Mr. and Mrs. 

David Todrin

Dr. and Mrs. Mark 

S. Trachtman

Ms. Connie Trageser

Dr. and Mrs. Brett 

A. Trockman

Trustmark Properties 

& Management, Inc.

Mr. and Mrs. 

James A. Turner

Dr. Nathan W. Turner

Mr. Christopher 

Twining

Mr. and Mrs. David 

V. Uihlein, Jr.

Mr. and Mrs. Javier 

Valenzuela

Virgin Hotels Chicago

Vivid Entertainment 

LLC

Mr. James E. Wanner

Mr. Nathan Weems

Mr. and Mrs. 

Ken Weinrib

Dr. Anthony Weiss

Mr. Michael West

White Contractors

Ms. Ellen White

Dr. and Mrs. Alan 

J. Whitman

Ms. Laura 

Wiederaenders and 

Ms. Allison Harden

Mr. and Mrs. 

Mark Wiggins

Ms. Anne Wilks

Ms. Bobbi J. Williams

Ms. Demetria Williams

Mr. Todd D. Willsie

Ms. Julie G. Winding

Winston Preparatory 

School

WME Entertainment

Mr. and Mrs. 

Mark Wolf

Mr. and Mrs. 

Gordon Wong

Mr. and Mrs. 

Gary Wright

Mr. Gu Xuzbin

Mr. and Mrs. 

Thomas Zaccaro

T H A N K  Y O U T H A N K  Y O U

IN-KIND CONTRIBUTORS

Ms. Shelbe Abe

Active Sports Club, 

San Francisco

Andiron Steak & 

Sea, Las Vegas

Chef José Andrés

Mr. Luca Andrisani

Areaware

Ms. Monica Arriaga

Ms. Mindy Bacharach

Mr. Seth Bankier

Mr. Richard Baran

Barbuto, New York

Mr. David Barton

Bazaar Meat, Las Vegas

JB Bernstein

Ms. Elizabeth Blau

BLISS

Mr. Wolf Blitzer

Blue Man Group

Blue Smoke, New York

Border Grill Las Vegas 

and Los Angeles

Chef Daniel Boulud

Mr. Donald Bowman

Mr. Michael and 
Mrs. Karen Boychuck

Breakthru Beverage

Chef Stuart Brioza

Ms. Holly Briwa

Burritt Room, 

San Francisco

By Dzign

Caesars

Chef Joey Campanaro

Canela, San Francisco

Chef Kim Canteenwalla

Charlie Palmer 

Steak, New York

Chef Saipin Chutima 

Cindy's Backstreet 

Kitchen, Napa

CNN

Mr. Andy Cohen

Compass Group 

and Eurest

Chef Scott Conant

Hunt and Fish 
Club, New York

Il Miluno, Las Vegas

Impero Caffe, New York

Mr. Laurence Jossel

JR Custom Clothing

Mr. Mike Judge

Ms. Jen Kao

Dr. Eric Kau

Chef Hubert Keller

Mr. Saville Kellner

Mr. Jack Kenn

Mr. James C. Kimmel

Kind Girl

Chef Keris Kuwana

Ms. Nicole Krasinski

LA & SF Specialty

La Folie, San Francisco

Landmarc, New York

L'Ardoise Bistro, 
San Francisco

Las Vegas Air Charters

Mr. Mars Lasar

Mr. Adam Leibsohn

Mr. David Levy

Mr. Patrick Littlejohn

Little Owl, New York

Lotus of Siam, 
Las Vegas

Luce, San Francisco

Lupo, Las Vegas

Make It Black

Maverick Helicopters

Ms. Anne Mazzola

Mr. Sean McBurney

Chef Michael McCarty

Mr. Daniel Meyer

Michael's, New York 
& Los Angeles

Chef Mary Sue 
Milliken

Ms. Christine Mills

Chef Mike Minor

Chef Michael Mina

MNDFL Meditation

Chef Rick Moonen

Mozen Bistro, 
Las Vegas

Mumm Napa

Mustard's Grill, Napa

Neuhaus Belgian 
Chocolate, New York

The NFL

NoMad Hotel

Nopa, San Francisco

Oakland A's

Olives, Las Vegas

Ms. Ashley and         
Ms. Mary-Kate Olsen

Chef Charlie Palmer

Paramount Pictures

Chef Roland Passot

Chef Cindy Pawlcyn

Pawn Stars

Chef Charles Phan

Pixar

Project Wellbeing LLC

Prune, New York

Chef Wolfgang Puck

Quince, San Francisco

Radiance Tanning Salon

Red Rooster, New York

ReRe Corcoran

Restaurant Gary 

Danko, San Francisco

RM Seafood, Las Vegas

RN74, San Francisco

Rombauer Vineyards

Mr. Dan Rusanowsky

Mr. Bob Saget

Sahra Spa, Las Vegas

Sake Rok, Las Vegas

Chef Marcus 

Samuelsson

San Francisco Giants

San Francisco 

Symphony

San Jose Sharks

Santa Monica Seafood

Scarpetta, Las Vegas

Chef Mat Schuster

Chef Bobby Silva

Slanted Door, 

San Francisco

Ms. Erica Smith

Sons & Daughters, 
San Francisco

SoulCycle

SPQR, San Francisco

Mr. Eytan Sugarman

Sysco

The Row

The Progress, 
San Francisco

Thrive Fitness, 
San Francisco

Tonga Room, 
San Francisco

Total Wine & More

True North Salmon

Ms. Ronda Tyndall

Victoria's Secret

Chef Jonathan Waxman

Waxman's, San 

Francisco

Mr. Royce Wesley

Wine Country 

Inn, Napa

Ms. Deann Wright

Mrs. Joan Zaccaro and 

Mr. Mike Zaccaro
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Chef Daniel Corey

Cosmopolitan, 
Las Vegas

Chef Dominique Crenn

Culinary Institute of 
America at Greystone 

Dandelion Chocolates, 
San Francisco

Chef Gary Danko

Dave Matthews Band

David Barton Gym

David Weeks Studio

DBGB, New York

Delta Air Lines

Mr. Andrew Duffy

Mr. Rich Eisen

Magical Elves

Chef Todd English

Equinox, San Francisco

Mr. Rich Espe

Dr. Luke Evnin

Fairmont Hotel, 
San Francisco

Chef Elizabeth Falkner

Mr. Ben Feldman

Ms. Ilene Feldman

Chef Susan Feniger

Chef Bobby Flay

Mr. Larry Foster

Four Seasons 
Beverly Wilshire

Ms. Heidi and           
Mr. Sean Freitas

Ms. Cassandra Garcia

Garmin

Gato, New York

GeneroCity

Chef Rick Giffen

GIPHY

Glam & Go

Golden State Warriors

Golden West Meats

Mr. Nick Gonda

Ms. Amanda Grogan

Chef Gabrielle 
Hamilton

Mr. Robert Higa
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E M P L O Y E R  M AT C H E D  G I F T S S R F  L E G A C Y  S O C I E T Y

THE FOLLOWING ORGANIZATIONS HAVE GENEROUSLY MATCHED 
CONTRIBUTIONS MADE BY THEIR EMPLOYEES:

Cambia

Chevron Humankind Matching Gift Program

Dun & Bradstreet

Experian

The GE Foundation

Genentech, Inc.

HSBC Philanthropic Programs

Illinois Tool Works Foundation

JK Group - Trustee for CA, Inc.

Johnson & Johnson Family of Companies

JP Morgan Chase Foundation

LyondellBasell

Marathon Petroleum Matching Gift Program

EMPLOYER MATCHED GIFTS
We salute not only each individual who talks 
with his or her employer about the possibility of 
matching a personal gift made to the SRF, but also 
the leaders of the organizations who have made 
a commitment to stand by their employees—
doubling their efforts to find a cure for scleroderma.

The Merck Foundation

Microsoft Matching Gifts Program

Pfizer Foundation Matching Gifts Program

PG&E Corporation Campaign 

for the Community

QVC

Riot Games, Inc.

Silicon Valley Community Foundation

The Thomas & William Gilbane Foundation

The Timken Company Charitable 

and Educational Fund

Travelers Community Connections

United Health Group

United Technologies

The SRF Legacy Society honors this noble 
goal by providing an opportunity for indi-
viduals who would like to support the 
Foundation through a will, trust, designa-
tion, or other planned gift. Reflecting the 
thoughtful planning involved in making 
a bequest, planned gifts are often among 
the most generous and impactful. The SRF 
Legacy Society provides a way to appropri-
ately thank donors who have included the 
SRF in their estate during their lifetimes.

Involvement in the Legacy Society gives 
contributors the opportunity to enjoy the 
company of others who want to make a 
lasting gift to the scleroderma community. 

Participation in the Legacy Society inspires 
others to look to the future and consider 
leaving a gift that will impact the SRF 
research program for years to come.

If you have included the Scleroderma 
Research Foundation in your will or 
another planned gift, please let us know so 
that we may honor you as a member of the 
SRF Legacy Society. 

For more information, please call the SRF 
at 800.441.2873 or email Alex Gonzalez, 
Director of Development at 
alexg@sclerodermaresearch.org.

Estate of Maria Anargyros

Estate of Harold E. Aust

Sylvia Marie Becherer Revocable Trust

Estate of Teresa W. Duggan

Karen Fraley 2005 Family Trust

Marie C. Kronman Charitable Lead Annuity Trust

Margaret R. Lee Irrevocable Trust

Estate of Janice Lowry

La Verne B. McCrory

Estate of Neal McGuire

Martha L. McHenry

Estate of Ramelle Ferer Monsky

Neptune Family Trust

Estate of Jerome T. Osborne, Sr. 

Frank W. Peltzer

Anne D. Ramsier Family Trust

Dolly Saget

Mary Scott Trust

Cheryl E. Shea

Robert H. Shutan Trust

James Simon Family Trust

Estate of Helen I. Steffanus 

Clinton Ternstrom

SRF LEGACY SOCIETY
When Sharon Monsky founded 
the Scleroderma Research 
Foundation, she wanted her 
contributions to advance the 
care and health of scleroderma 
patients long after she was gone. 

Actelion Pharmaceuticals US, Inc.

ADP

Allstate Giving Campaign

American Endowment Foundation

American Express Charitable Fund

American Express Foundation (Company)

Apple, Inc.

AT&T Employee Giving Campaign

AXA Foundation

Bank of America Foundation 

(Matching Gift Program)

BP North America Inc.

CA Resources Corp.



S R F C U R E . O R GA N N U A L  R E P O R T 6 96 8

We express our deepest sympathy to the families 
and friends of the following people in whose 
memory gifts were made during our fiscal year.

Lloyd Bowman

Jerry Bratter

Eva Bregante

Baby Brown

Marjorie Brown

Megan A. Brown

Florence Bruce

Jerry Bruinooge

Barbara An Budd

Karen Kummer Bybee

Barbara Byrnes

Carol Young Calder

Regina Callahan

Annie Ruth Camps

Mario Canelon

Anna Marie Capalupo

Michael Capello

Beatrice Carter

Shirley Carter

Shirlie Casier

Kathryn Catanzaro

David Chesnut

Philip Christ

Iris Ladd Clarke

Eileen Clary

Barbara Clifford

Virginia Cohen

Betty S. Coit

Michele Coleman

Emily Colgan

Beth Wurster Comeau

Debra Comer

Patricia Connors-Zini

Victoria Coppolino

Kelley S. Cordeira

Irene Cossman

Mary Coughlin

Lisa Craig

Bob Cranshaw

James Crow

Linda Kay Counterman

Bob G. Dailey

Nancy Gayle Abrams

Arlin M. Adams

Rose A. Adams

Juanette Adger

Hilda Allen

Walter G. Amstutz

Jeanette Anderson

Susan Andrews

Laurie Annony Graham

Sidney Applebaum

Elaine Aresco

Lety Armstrong

Elmie Austin

Shirley J. Ballard

Quan Bancroft

William P. Banks

Cynthia Barlup

Dorothy Sharp Bartlett

Esther Basara

Lorraine D. Batton

Thomas Bautz

Denise Beaule

Martin Bednarski

Walter Bednarski

Louise Beeler

Margaret Bellano

Shirley Belo Mocho

Gwen Benford

Hennie Berdinis

Antonietta Bernardi

Patricia Berti 
Hulsewede

Helen Bielski

Kathryn Bishop

Marie Blair

Barbara Blake

Herman Victor Blecker

Naomi Blutinger

Jean Bois

Brenda Sue Booker

Ida Borgatello

Deborah Boroughs

Jamshid Borzooyeh

In Memory

Irene Dal Bello

Anna Damiani

Deborah Lee 
De Francis

Mary Jane De Sipio

Russell A. DeGraw, Jr.

Marge Delconzo

Mary DeMartini

Barbara C. Desmarais

Brent Dobbie

Ruth Marie 
(Huber) Dobbins

Matthew Robert Dobie

Celeste Doria

Ginny Driscoll

Frank and Teresa 
Duggan

Vernon Dunn

Cathy Caprino 
Dutschke

Patricia Dziak

Priscilla Dzurus

Betty Eastman

Mary Einspanjer

Herb Eisenberg

Rori Wilensky 
Eisenberg

Carmen Elera

Kelly J. Ellison

Sally English

Dominick Esposito

Thelma Ewell

Jenny K. Faenza

Betty Falk

Bernie Farber

Patrice Fauver

James Fecko

Lena Fein

Lauren J. Feinstein

Jacqueline Ferrar

Lori Dana Forman

Michael H. Forman

Gail Fournier

Deborah Frantz

Jim Friedberg

Betty Gardner

Bonita Garfield

Catalda Gasparetti

Betty Gayle

Lilian Gestone

Nancy Gevirtz

Judith Giangrande

Dr. Leslie S. Gillespie

Peggy Ann Gilmore

Alisa Gold Chinlund

Dorothy and 
George Goldman

Patrick Gomez

Donald Gooding

Roberta Goodman

Barbara Gottfried

Sidney Gould

Robin Gouvernel

Sharonda Graham

Harriet Grauer

Norman Gray

Bina Green

Chanelle Monique 
Green

Marty Greenfield

Helen Greenwald

Gloria Bernice Grey

Marilyn Grieshop

Wanda Griffith

Glenn E. Grise

Sylvia Grossman

Christopher 
Guadagnini

Margaret Guelker

Jerry Gustafson

Robert Guttsmann

Kathy Haas

Sandra Hagen

Jackie Harmon

George Harold

Dolores Hartig

Madeline Hartlieb

Abdul Aziz Al-Saif 

and Mariam Hassan

Sandra Hazelhofer

Helen Anne Reed-

Herrernan

Dorothy Heinlein

Randy Heller

Jennifer Hemley

Christine M. Hennrich

Rosaline Hernandez

Yolanda Hernandez

Annette Hess

Arlene Hilding

Gloria Hills

Kathryn Doub Hinman

Elsie K. Hoch

Francis Eloise 

(Coleman) Hocking

Azucena Holguin

Sally Holmes

Galen Honn

Christine Hoover

Michael Hovendon

Marcy Howard

Ruby K. Hullum

Linda Husband

Mary Nell Hutchens

Jay N. Jackson

Joan Mitchell Jenkins

Richard (Rickie) 

A. Jenkins, Jr.

Brenda Jordan

Jane Joyce

Cynthia Arredondo Julson

Nina L. Karouna

Bruce Katchen

Claire "Pokey" Katz

Mary Keenan

Cathi Keilty

Joyce Deveau Kennedy

Priscilla B. Kenyon

Rick Kessler

Yasmin Khan

Ann Kleban

Susan J. Klein

Katherine and 
Robert Koegel

Arthur Koellmer

Joan Kosmach

Helmut Kramer

Scott Kramer

Joan Kroutil

Sandra Kuebler

Sharon Laberge

Juanita Lackhouse

Kerry Adair Larkin

Beverly J. Larson

Joan Lauer

Daniel R. Lave

Yuet Wa Law

Precious Layne

Evenly Leavitt

Melvin Lebewitz

John and Ann LeBlanc

Steven LeClaire

Linda Leichman

Beverly Leigh

Leonore (Norie) 
Leonard

Frederick Leone, Jr.

Cathy Mae Lesher

Grace L. Liberato

Fanya Libman

Mary Lofstrom

Eloise Logan

Mary Lou Long

Augusta Lord

Michael Lorento

Robert Loup

Janice Lowry

Sandra Best Lumbert

Jeffrey H. Mace

Shigenobu Machida

Helen Jane "Janey" 

Minahan MacNeil

Robert Mahler

Jeanette Malanowski

Catherine Manion

Melissa Marcial

Joanne Marcus

Gabrielle Marks

Sharon Martinez

Marion Massey

Luisiana Mateo

Andrea Berman Matis

Gale Hope Matis

Perry Mayes

Ruby C. McCall

Carol McChesney

Rethel Marlene 

McCormick

Mitzi C. McGinnis

Laura McGuire-

Weinfeld

Jo Ann Meaney

Elizabeth Megliola

Alex Mendonca

Dolores Messori

Rolando Messori

Carol King Michie

Joyce Mick

Gary Milzer

Sylvia Milzer

Eleanor Mitterling

Lena Moccia

Richard J. Mohr

Ramelle Ferer Monsky

I N  M E M O R Y I N  M E M O R Y

Sharon Monsky

Erin Moore

Linda Moore

Lisa Marie Morton

Helen Mosley

Samuel Muhlfelder

Kathy Touchstone 

Mullen

Brian J. Munton

Dolores (Lorie) Murphy

Sheila Hill Murray

Genevieve Musanti

Sina Nahavandian

Ellen Nathanson

Anna Nieckula

Valerie Niles

Lorraine Eileen Noack

Laurie A. Noonan

Andrea Joy (Lindstrom) 

Oakland

Anthony Oestreicher

Margaret Olson

Andy Oprondek

Joanne J. O'Quinn

Irene Orlowski

Kay Ostrom

Bonnie Lynn Padrta

Connie Palladino

Marlene Paluta

Margaret Rita Parini

Maria L. Parisotto

Isabelle Patten

Joseph Peleska

Cheryl Peloquin

Richard S. Perman

Betty and Dennis Coit

Lety Armstrong

Andrea Berman Matis 
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Grace Pezrow

Kim T. Phan

Dolores Piehl

Dorothy Pietras

James Pietras

Robert Piraro

Melissa Pitter

Beverly Pizzuto

Yevgeniy Plotkin

David Pollock

Carlin Popke

Mary Porter

Diana Pralgo

H. James Province

Elaine Brown Purdum

Theresa Queirolo

Arlene Rabjohn

Esther Radtke

Ann Ragovin

Eileen Ramirez

Deborah J. Rasmusen

Sandra E. Reese

Robert Reichert

Ben Reiff

Renee Reiter

Phyllis C. Renzi

Gwen Renzullo

Ann Trevillian Reynolds

Ronald D. Rice

Sydney Richards

Mary E. Riggs

Debi Rizzo Rivelli

Diana J. Rivers

Raymond Rizzo, Sr.

Vicki Robbins

Raymond Robins

Gerald "Jerry" Robinson

Martha Robles 
Hernandez

Elizabeth Rochford

Irene Rodriguez

Marian Roet

Tenny Rosell

Carol Ross

Susan Ross

Marie Rossie

Alan B. Roth

Linda Kay Royer

Donna Ruchfi

Ralph Ruffini

Roy Rufh

Sharon Runner

William E. Rutland, Jr.

Robert Ryan

John Sabina

Elizabeth Sabo

Andi Saget

Ben Saget

Dolly Saget

Gay Saget

John Sainz

Adele Sanford

Suzanne Saupp

Leonard Savino

Leonard Schaub, Jr.

Steven Schliem

Kristen Schulz

Larry Scott

Betty Selbe

Maria Teresa Senti

Jean Shannon

Barbara K. Shepard

Vernon Shuler

Randi Shutan

Marcello Silva

Fred Slavsky

Caroline Rice Smith

David J. Smith

Enid Smith

Rhoda Solow

Jo Ann Sonis

Marco Sorge

Barbara Spillman

Susan Spivack

Marian Spozio

Thomas Stack

Anthony A. Staiano

Carolyn Starbird

Eileen Steinhart

Lenore Steinhart

Sophie Stepien

Shirley Stern

Barbara Stevens

Jim Stevenson

Kyran Jerrilyn 
Stevenson

Marjorie M. Stolker

Thomas G. Stucky

James F. Sullivan

Bruce Sundberg

Ester Sweeney

Emilia Szajdecki

Virginia Talevi

Marion Taube

Edith Terry

Bernice Tesmer

Elizabeth H. Theisen

Virginia Claggett 
Theisen

Gina Moses Thompson

Marjorie Thompson

Sue Tiernan

Tomas

Norma Torres

Anne Treppiedi

Carmela Trupia

Gwendolyn S. Turner

Marjorie B. Turner

Rita Valcourt

Teresa M. Valocchi

Eileen Van Der Wende

Betsy Vazquez

Jean Voorhees

Louise Diamond 
Vreeland

Marie Walker

Peggy Wanner

Gail Weber

Mary Weiner

Florence Weitzler

Pat Werner

Sompit and David 
E. White

Mary A. Wick

Lynda Williams

Pauline Williams

Sue Williams

Shirley Willman

Peggy Wilson

Bonnie Berry Wiseman

Marie Wittman

Nancy Shook

Eugenia Ann 

Benke Wright

Carol Wurthman

Fay I. Young

Maria Zavala

Julia Zervos

Joseph P. Ziegler

Barbara Zimmerman

Herb Zweig

I N  M E M O R Y I N  H O N O R

IN HONOR
Gifts made to the Scleroderma Research Foundation in honor of special people and mile-
stones have a significant impact on our research. The following individuals were recog-
nized during our fiscal year by family and friends who made a gift in their honor.

Stephanie Jensen

Christine Jimenez

Jane and Jack Johnson

Jennifer Kanady

Jen Kao

Kathryn Karson

Gladie Kazaluckas

Saville Kellner

Margaret Kinaitis

Alicia Kirsch

David S. Knoller

Wendy Knox

Margaret Kollitides

Kendra M. Kopp

Dara Kostohris

Charles and 

Lana Kramer

Connie Kramer and 

Gary Anderson

Kim Kraus

LaRae Kuhar

Glenn LaCour, Jr.

Dianna Lambert

Trina Lampl

Barbara Lankosz

Beth Selbe Lasita

Lau Yung Lee

Nancy Leskanich

Beadie Lewis

Lenora Lewis

Eve W. Lirtzman

Vicki and Howard 

Londer

Margaret A. Loween

Santiago Macaya

Rhonda, Matthew 

and Leah Mace

Louis Malikow

Eveline Marks

Claire Martin-Park

Ann Terrell Masters

Katie McGrath

Shaun and Deborah 
McGravey

Mike and LuAnn 
McGrouary

Lynn Merel

Carol J. Meyer

Carol Miller

Frank and Joeann Miller

Olivia Erani Miller

Tom Miller

Janice Moffett

Kaitlyn Monday

Emily Morse and 
Brittany Jakubiak

Erin Murtha

Joy Nelson

Rachel Nowak

Colby Thompson 
McCartney

Josephine Parker

Jane Peck

Candice Pennekamp

Chloe Phan

Grace Pour

Diana Pozen

Peggy Makely Provine

Shelley Raaths

Phyllis Ramos

Amanda Reese

Maxine E. Reiff

Marianne J. Reis

Leigh Rockey

Mary Romano

Evan Rood

Andrew and 
Lexie Sachs

Bob Saget

Sattyn Salamea

Suzanne Salerio

Bobbi Salmon

Santiago

Montana Scher and 

William Culler-Chase

Cindy Schlett

Kristi E. Seiter

Kaitlyn Shelby

Lucy Shields

Taylor Shuff

Ernest W. Shultz

Bill Siegel

Gerald and Arlene Stein

Sharon Sternheim

Barbara Sunseri

Angela Switzer

Kathy Taslitz and 

Matt Grode

Ann Terrell-Masters

Wilma Jane Timmins

Joyce Vaughan

Leticia Villalobos

Patricia M. Walsh

Kris Weaver

Eve Weinberg

Joyce Weinberg

Julie D. Weinstein

Susan Wells

William R. Whitehurst

Heidi Wilensky

Seymour and 

Sybil Wilensky

Demetria Williams

Deann Wright and 

Luke Evnin

Cynthia Yagi

Joan and Michael 

Zaccaro

Caryn Zucker

LaVerne Allen

Michele Allison

Molly Bader

Mrs. T. Blaine Baker

Kristen Baker Bellamy

Margaret Jane Barnum

Kathy Beauregard

Melita Belgrave

R. Catherine Biondo

Ketty Blake

Richard Blanchard

Susan Bloom

Kendall Boggs

Beth Ann Bosick

Fred Boucher III

Andrew Bradford

Kimberly Brannon

Tamara Braxton-Cheek

Lisa Brown

Mikki Bryan

Lois Ann Butler

Lori Butler

Bette Callaway

Rosemarie Campana

Terry Cannon

Philip and Amy Capell

Elisa Capstick

Susan Cash

Richard Chait

Jeffrey Charapp

Claire

Mary Clarin

Joanne Condon

Susie Cooper

Ashton Cooper

Judith Corbin

Shirley Coy

Grace M. Cucchissi

Jack and Beverley 

Cusimano

Hody Deavers

Dana Delany

Rebecca J. Denlinger

Jennifer E. Dodd

Barbara Dorian

Peter and Denise 
Dougherty

Kay Llewellyn Eadie

Cathy Eddy

Lynne and Keith 
Edelman

Lisa Egan

Vicki Ehrenman

Jeffrey L. Eisenberg

Trenton Eisenberg 
and Bryan Kramer

Kelly Falch

Susan Feniger

William Feniger

John T. Flynn

Hazel Freeman

Kris Garthe

Marilyn and Edwin 
J. Gevirtz

Jessica and Nicholas 
Giangrande

Ilona Goddard

Lauren A. Gomez

Patricia Gould

Jeffrey Greenwald

Jerry Gurewitz

Mason Hawk

Barb Heenan

Sebastian Hegelman

Lisa Helfand

Evelyn Harris Herwitz

Caroline Hirsch

Roberta Hunter

Cassidy Hurwitz

Chase Hurwitz

Nicole Jaatoul

Shelley West Jenkins

Kelly Ellison

Matthew Robert Dobie




