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We find, fund, and facilitate the most promising 

research to cure scleroderma. We recruit the 

best and the brightest researchers to understand 

the causes, discover treatments, and ultimately 

eradicate this disease. No one should have to 

suffer with scleroderma. No one suffering should 

also have to explain what this disease is or does. 

Lack of awareness causes delays in treatment 

or misdiagnosis. This must end. We are a world-

class team. We are the best hope of finding  

a cure. We can’t stop. We won’t stop. 

At the SRF, research is at the center of all  
we do to find a cure.

Our Credo
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Our Vision: A World Without Scleroderma 

The SRF is the United States’ leading nonprofit investor in scleroderma research and is laser-focused on finding 

a cure for this rare and deadly disease. Led by the most distinguished scientific minds, our research program 

seeks to understand scleroderma by facilitating research and collaboration among the world’s top scientists 

and medical institutions. We also strive to provide education for those living with scleroderma and increase 

knowledge about this disease in the medical community, and the general public.

Our Guiding Principles

SRF Founder Sharon Monsky envisioned a future where those living with scleroderma would have access to 

new treatments and, ultimately, a cure. She proudly stated that the SRF was “in business to go out of business.” 

Today, over 30 years later, we are accelerating our understanding of scleroderma through our innovative 

research program. Our focus on medical research enables gifted researchers and clinicians to explore 

promising ideas, share encouraging findings, and take us closer to our goal every day.

We believe in collaboration

We unite exceptional scientists  
and clinicians across many disciplines  
in order to advance our understanding  

of scleroderma.

We promote  discovery

We invest nearly $2.0M annually to fund  
pioneering research studies led by  

the most gifted scientists  
because research is the key.
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Dear Friends,

Never in our wildest dreams could we have imagined a year like 2020. When Covid-19 hit, our world and lives were 

changed seemingly overnight. But recognizing that people living with scleroderma—and all who care about them—

were counting on the SRF to ensure vital research continued, we put our heads down, our masks on, and got to work.

I’m proud to say that thanks to the unwavering support of our scleroderma community, not only did we maximize our 

impact during this challenging year, the SRF was able to pivot and succeed in innovative ways. For example:

•  CONQUER* (the SRF-founded/administered longitudinal registry for scleroderma patients) adapted to the 

challenge of clinic visits during the pandemic by embracing telemedicine, enabling patients to complete 

Patient Reported Outcomes (PRO) surveys that are essential to the registry. Participating centers also 

coordinated with local labs to collect patient biosamples and ship them overnight to the CONQUER 

Biorepository, so the Biorepository continued to grow.

•  The annual SRF Scientific Workshop, which convenes all funded investigators, Scientific Advisory Board 

members and select guests from academia and industry, was held as a 2-day virtual meeting with  

excellent results. Online video conferencing tools supported a robust agenda of presentations and 

collaborative discussions that helped to evaluate research progress, promote discovery, and informed  

future funding decisions.  

•  Innovation was on full display at the reimagined Cool Comedy • Hot Cuisine which also went virtual with 

unparalleled success. Hosted by SRF Board members Bob Saget and Susan Feniger, the live broadcast  

aired from a covid-safe studio and featured video appearances by more world-class performers than ever 

before.  The new format offered unlimited capacity so thousands of viewers around the globe were able to 

participate, including many patients who could attend for the first time.  As a result, the event helped to  

raise unprecedented awareness and generated $1.1 million to advance scleroderma research.

•  Despite having to shelter in place and remain socially distant, our Cure Crew advocates and fundraisers never 

waned in their enthusiastic support of the SRF. In record numbers, these volunteers stepped up to share their 

stories and host virtual or online fundraisers. Every person who learns about this disease is a potential new 

champion for our mission to find a cure, so we’re truly grateful for Cure Crew members’ grassroots efforts. 

•  Most significantly, despite the economic challenges experienced by our entire nation, the SRF awarded 

$1.8M in grants for research and CONQUER, all made possible by support from our deeply generous donors.  

Research funding supported a range of basic, translational, and clinically-oriented projects ultimately aimed 

at better therapies. Looking ahead to 2021 when both labs and clinics are able to return to a more normal 

post-Covid environment, we anticipate the funded investigators and the CONQUER consortium will be able to 

aggressively pursue their aims. And, with this projected  effort, we expect to return to pre-pandemic research 

funding targets of ~$3 million per year.

It goes without saying that this has been a remarkable year in ways we never anticipated, yet today the Scleroderma 

Research Foundation remains a world-class team, and the best hope of finding a cure. With the dedication and 

support of the scleroderma community by our side, in the coming year we will continue to aggressively drive scientific 

discovery forward. Thank you for standing with us so that ultimately, we will end scleroderma together.

Sincerely,

Luke Evnin, PhD

Chairman, Board of Directors and scleroderma patient

*CONQUER: Collaborative National Quality and Efficacy Registry 

“It’s because of your contributions that we have arrived where we are today, and 

are able to continue to move forward, onward, and upward.” – Luke Evnin
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Staff

Joanne Gold – Executive Director

Cori Traub – Director of Philanthropy

Gloria Blecha – Director of Community Engagement

Adelyn Auza – Database Manager

Hannah Young – Communications Manager
Sharon L. Monsky

1953-2002
SRF Founder

Luke Evnin, PhD,  
Chairman (2000)

Managing Director and 
Co-Founder, MPM Capital

Sharon Dobie, MD (2017)

Physician

SRF Leadership
Board of Directors

Susan Feniger (1986)

Chef and Restaurateur
Regina Hall (2020)

Actor and Producer

Eric Kau, MD (2014)

Physician
David Knoller (2015)

Producer, Writer, and Director
Bob Saget (2003)

Actor, Comedian, Director, 
Writer, and Producer

Violetta Merin (2017)

Community Leader  
and Philanthropist

Bob Smith (2019)

Pharmaceutical Leader
Deann Wright, JD (2000)

Attorney
Dana Delany (2005, emeritus)

Actor
Caryn Zucker (2005)

Community Leader  
and Philanthropist
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Bruce Alberts, PhD, Chairman

University of California, 
San Francisco

Jeffrey A. Bluestone, MD, PhD*

University of California,  
San Francisco

SRF Scientific Advisory Board

David Botstein, PhD

California Life Company 
(Calico)

Hal Dietz, MD

Johns Hopkins University 
School of Medicine

Dan Littman, MD, PhD

New York University,  
Howard Hughes Medical 
Institute

Dan Kastner, MD, PhD

National Human Genome 
Research Institute

Antony Rosen, MD

Johns Hopkins University

Lloyd Klickstein, MD, PhD

Chief Scientific Officer,  
Adicet Bio, Inc.

Bruce U. Wintroub, MD

University of California,  
San Francisco

The members of the SRF’s Scientific Advisory Board (SAB) are some of the world’s most honored and distinguished 

scientists who give their time and expertise freely to guide the SRF’s research endeavors by evaluating research 

proposals, and making funding recommendations. Each year, the SAB convenes and leads the annual SRF Science 

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 road map for vital research, 

which will lead to better treatments and ultimately to a cure for scleroderma.

*Emeritus
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Autoantibodies Targeting the Telomerase 

Complex in Scleroderma

Brittany Adler, MD
Johns Hopkins University School  
of Medicine

Role of CXCL4-induced TLR9 Defects 

Promote the Production of Autoreactive 

B-cells in Scleroderma

Franck Barrat, PhD
Eric Meffre, PhD
Hospital for Special Surgery 
Yale University

Genome Research in African American 

Scleroderma Patients  

(The GRASP Project) 

Francesco Boin, MD
Cedars-Sinai

Fredrick Wigley, MD
Johns Hopkins University School  
of Medicine

In collaboration with

Dan Kastner, MD, PhD
National Human Genome  
Research Institute

Pravitt Gourh, MD
National Institute of Arthritis & 
Musculoskeletal Disease

Cancer Detection Strategies in Patients 

with Scleroderma

Livia Casciola-Rosen, PhD
Ami Shah, MD, MHS
Johns Hopkins University School  
of Medicine

Gene Regulatory Mechanisms in 

Scleroderma 

Epigenetics of Sex Differences in 

Scleroderma 

Scleroderma Twin Study

Howard Chang, MD, PhD
Stanford University School of Medicine
Howard Hughes Medical Institute

Stanford Scleroderma Center of 

Excellence

Lorinda Chung, MD, MS
David Fiorentino, MD, PhD
Stanford University School of Medicine

POL3-specific CD8+ T Cells as the Link 

Between Scleroderma and Anti-tumor 

Immune Responses 

Naturally Presented Topoisomerase 

Epitopes in Scleroderma Patients with 

HLA-DPB1*13:01

Erika Darrah, PhD
Eleni Tiniakou, MD
Johns Hopkins University School  
of Medicine

Novel Therapeutic Vulnerabilities in 

Systemic Sclerosis and Fibrosis

Hal Dietz, MD
Johns Hopkins University School  
of Medicine
Howard Hughes Medical Institute

Assessment of the Complement Cascade 

as a Novel Biomarker, Genetic Risk Factor, 

and Treatment Target for Systemic 

Sclerosis-associated Pulmonary Arterial 

Hypertension 

Benjamin Korman, MD
University of Rochester

Measuring and Objectively Characterizing 

Patterns of Gastrointestinal Dysmotility in 

Scleroderma

Zsuzsanna McMahan, MD
Johns Hopkins University School  
of Medicine

Macrophage-Stromal Cell Interactions in 

Tissue Homeostasis and Fibrosis

Ruslan Medzhitov, PhD
Yale University
Howard Hughes Medical Institute

Understanding the Biological Basis of 

Enteric Nervous System Dysfunction in 

Systemic Sclerosis

Jay Pasricha, MD
Subhash Kulkarni, MD
Johns Hopkins University School  
of Medicine

Identification of Novel Pathogenic Genes 

in Juvenile Systemic Sclerosis

Kathryn Torok, MD
Pittsburgh Children’s Hospital

In collaboration with 
Dan Kastner, MD, PhD 
Elaine Remmers, PhD
NHGRI

Immune Checkpoint Inhibitors as 

Antifibrotic Therapy for Scleroderma

Gerlinde Wernig, MD
Stanford University

Molecular Subsets, Integrative Geonomics 

and Tissue Models of Scleroderma

Michael L. Whitfield, PhD
Geisel School of Medicine  
at Dartmouth

Johns Hopkins Scleroderma Center of 

Excellence

Fredrick Wigley, MD
Laura Hummers, MD, MPH
Ami Shah, MD, MHS
Johns Hopkins University School  
of Medicine

Telomere Length and Interstitial Lung 

Disease in Systemic Sclerosis

Paul Wolters, MD
University of California   
San Francisco

Systemic Sclerosis Lung Disease 

Trajectory Modeling Study

Scott Zeger, PhD
Ami Shah, MD, MHS
Antony Rosen, MD
Livia Casciola-Rosen, PhD
Laura Hummers, MD, MPH
Fredrick Wigley, MD
Johns Hopkins University School  
of Medicine

Betty Z. Benedict Award,  

co-funded with the Scleroderma  

Clinical Trials Consortium 

Sensitivity Analysis of Thermal Imaging 

in System Sclerosis-Related Digital 

Vasculopathy (SATISS) 

Andrea Murray, MD
University of Manchester, UK

Development and Validation of a Disease 

Activity Index in Systemic Sclerosis

Mandana Nikpour, MBBS, FRACP,  
FRCPA, PhD
University of Melbourne

Murray Baron, BSc, MDCM, FRCP(C)
McGill University/Jewish General Hospital

Laura Ross, MBBS, FRACP 
University of Melbourne

The CONQUER Registry (Collaborative, 

National Quality and Efficacy Registry)

see page 8

For more information about our Current 
Projects, visit: srfcure.org/research/
current-projects

$1.8M in Funded Grants
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Each year, the SRF receives and evaluates 

applications for research projects aimed at 

understanding the biological processes that go 

awry in scleroderma and how these might be 

addressed therapeutically.

The process for determining which projects get 

funded is holistic. We ask numerous questions in 

considering 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 potential 

contributions to the SRF research program 

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 mentorship, if needed, to accomplish 

the project goals? Will this investigator make 

a real effort to add to our community through 

collaboration and generous sharing of ideas  

or resources?

All applicants, whether new or seeking continued 

funding, present their projects to the SRF’s 

Scientific Advisory Board and other attendees at 

the SRF Annual Workshop. There, assumptions are 

challenged, the project’s relevance and limitations 

are probed, and constructive critique and 

collaborative discussion ensues.

It is worth noting that, at the end of the process, 

there are always worthy projects that the SRF 

cannot 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. •

RESEARCH is the Key
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Gene Regulatory Mechanisms 
in Scleroderma

Howard Chang, MD, PhD
Stanford University School of Medicine
Howard Hughes Medical Institute

Project Overview
This study is focused on how the genes involved 

in scleroderma are turned on or off. The control 

of these genes determines a cell’s behavior, such 

as how active an immune cell may be or whether a 

fibroblast 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.  Dr. Chang’s team is working 

out how gene control is altered in scleroderma in 

order to detect and treat the disease at the most 

fundamental level.

Through this project, Dr. Chang has identified the 

gene switches that are different in scleroderma 

skin compared to normal skin. He believes these 

results may yield insights into the cell types that 

initiate scleroderma. The next step is 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.

Dr. Chang’s group developed a new technique for 

determining the exact gene(s) that are controlled 

by a particular switch, which will improve 

researchers’ ability to interpret data from large-

scale genomic projects (such as GRASP: Genome 

Research in African American Scleroderma Patients 

Project). Insights about the cells and the specific 

gene switches that cause disease manifestations 

also open new avenues for scleroderma diagnosis 

and treatment, including potentially matching 

patients to the therapies that target those genes. •

Systemic Sclerosis Lung Disease 
Trajectory Modeling Study

Scott Zeger, PhD; Ami Shah, MD, MHS; 
Antony Rosen, MD; Livia Casciola-Rosen, 
PhD; Laura Hummers, MD, MPH; 
Fredrick Wigley, MD
Johns Hopkins University School of Medicine

Project Overview
While scleroderma presents in many different ways, 

recent studies underscore that patients can be 

divided into much more homogeneous subgroups. 

One of the most powerful indicators of disease 

biology is its trajectory over time, with different 

subgroups developing distinct complications at 

different rates. 

This project combines the biostatistical expertise 

of Drs. Zeger, Kim and colleagues around defining 

disease trajectories, with the clinical expertise in 

scleroderma (Drs. Hummers, Shah and Wigley) 

in defining disease subgroups as well as the 

immunological expertise of Drs. Rosen, Casciola-

Rosen and colleagues to identify clinically relevant, 

biologically-driven subgroups in scleroderma.

The Johns Hopkins team is studying subgroups of 

patients with different rates of disease progression 

to identify novel biomarkers that may predict 

disease course. 

A predictive biomarker “signature” for disease 

progression would give clinicians an early 

indicator that could help them make more 

informed decisions about drug therapies for their 

patients. Such biomarkers may also point toward a 

mechanism that can be targeted to produce novel 

therapies. •

Featured Projects
Highlights of a Few Promising Research Projects Funded in 2020
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Identification of Novel 
Pathogenic Genes in Juvenile 
Systemic Sclerosis

Kathryn Torok, MD
Pittsburgh Children’s Hospital

In collaboration with  

Dan Kastner, MD, PhD, and Elaine Remmers, PhD

National Human Genome Research Institute 

Project Overview
Understanding the genetic factors underlying 

a disease is an important step toward improved 

therapies and, potentially, a cure.  Genetic 

background can also determine prognosis, as 

well as medication response and toxicity, guiding 

treatment choices. Dr. Torok has discovered that 

some genes associated with juvenile-onset SSc 

(jSSc) are different from those associated with 

adult-onset SSc. 

This study leverages the extensive genetics 

experience and pipeline of SRF investigators Drs. 

Dan Kastner and Elaine Remmers at the National 

Human Genome Research Institute (NHGRI). 

Patients and their healthy family members are 

recruited at Children’s Hospital of Pittsburgh (one 

of the largest pediatric rheumatology centers in 

the world) and at other centers.  DNA from these 

individuals is sent to the NHGRI, where whole 

genome sequencing is performed with the aim of 

identifying novel candidate genes. 

When causative gene defects exist, they usually 

lead to onset of disease early in life. Thus, Dr. Torok 

hypothesizes that a whole genome study of early-

onset SSc will lead to identification of causative 

genes that cannot be identified in adult-onset 

populations.  The results may lead to a better 

understanding of the molecular mechanisms of all 

kinds of scleroderma—localized, systemic, juvenile, 

and adult. •

Immune Checkpoint 
Inhibitors as Antifibrotic 
Therapy for Scleroderma

Gerlinde Wernig, MD
Stanford University

Project Overview
Dr. Wernig and her research group recently 

discovered that c-JUN is activated in fibroblasts 

in scleroderma patients. Activation of the gene 

also causes fibrosis reminiscent of scleroderma 

when induced in adult mice. This is a significant 

observation, because it represents a non-chemical, 

purely genetic, inducible model of scleroderma and 

highlights one critical transcription factor at the 

core of a general fibrotic response. 

Using this model, Dr. Wernig has identified 

two immune-regulatory proteins (checkpoint 

molecules) that have increased expression when 

c-JUN is activated. Her group also showed 

that chemically blocking these two checkpoint 

molecules reversed fibrosis in their model. This is of 

particular interest because excellent reagents have 

already been developed by multiple pharmaceutical 

companies to target immune checkpoint molecules 

for cancer.

The group is working to expand their understanding 

of the role of immune checkpoint molecules in 

fibrosis and to determine whether checkpoint 

inhibitors can used to treat the fibrosis that is 

common in scleroderma. •
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Founded and run 

by the SRF, the 

groundbreaking 

CONQUER 

Registry is a national longitudinal patient registry 

and biosample repository that promises to 

transform our understanding of scleroderma by 

enabling the study of thousands of patients over 

the entire course of their disease. Although the 

rate of enrollment of new patients into the Registry 

was negatively impacted by COVID, substantial 

progress continued to be made. Over 70 new 

patients were enrolled and follow-up continued on 

the patients that are already enrolled.

By embracing telemedicine, clinical data from enrolled 

patients was able to be collected and entered into the 

database, along with bio-samples that were processed 

and shipped overnight to the centralized repository. 

This critical data is shared with a collaborative network 

of leading clinicians, institutions, and pharmaceutical 

partners, allowing them to learn as much as possible 

about all forms of scleroderma. And, importantly, how 

scleroderma progresses.

Thanks to the dedication of patients, consortium 

partners and the generosity of CONQUER’s 

Key Research Initiatives

Corporate Sponsors, Boehringer Ingelheim and 

Janssen Pharmaceuticals, the registry remains 

on track to achieve its ambitious enrollment goal 

of 1,000 patients by the end of 2022, and we look 

forward to welcoming several new participating 

institutions in 2021. • 

The GRASP (Genome 

Research in African 

American Scleroderma 

Patients) Project 

was established by the SRF to enhance our 

understanding of how scleroderma affects African 

American populations. Previous studies have 

found they are more likely to get scleroderma, tend 

to have an earlier age of onset, and more severe 

disease than Americans of European ancestry. 

Using GRASP clinical data, researchers have now 

confirmed these findings, and are conducting 

large-scale genomic research through DNA 

sequencing of scleroderma patient samples in 

order to better understand scleroderma in African 

Americans at the molecular level, so that new 

therapies and improved standards of care can be 

developed. 

Thanks to the strong partnership of GRASP 

leadership and continued financial support 

of the SRF, the GRASP Project continues to 

make progress. So far, more than 1,250 African 

American scleroderma patients, enrolled from 

23 participating U.S. academic centers, are 

participating in this largest group of African 

American scleroderma patients ever studied. •

The CONQUER Registry  

(Collaborative, National Quality and Efficacy Registry)

Learn More About Research Participation at srfcure.org

Participating Institution Investigator

Columbia University Elana Bernstein, MD, 
MSc

George Washington University Victoria Shanmugam, 
MD

Georgetown University Virginia Steen, MD

Hospital for Special Surgery Jessica Gordon, MD

Johns Hopkins University Ami Shah, MD 
Laura Hummers, MD

Mass General Hospital Flavia Castelino, MD

Medical University of South Carolina Faye Hant, DO, MSCR

Northwestern University Chase Correia, MD

Stanford University Lori Chung, MD, MS

University of Michigan Dinesh Khanna, MD

University of Pennsylvania Nora Sandorfi, MD

The University of Texas Health  
Science Center at Houston Shervin Assassi, MD

University of Utah Tracy Frech, MD



63%

19%

9%

9%
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Total Annual Revenue: $4.1M

47%

17%

8%

28%

Donations

Investments

Events

Bequests

Total Expenses: $2.9M

Research

Administration

Fundraising

Education and 
Awareness

Your Gifts at Work

At the SRF, we take seriously our responsibility to the scleroderma community and work hard to maximize every 
dollar invested in our work. Your generous contributions—coupled with strategic operational measures across 
the organization—created a strong foundation for our financial success in 2020, despite the advent of the 
COVID-19 pandemic and the economic challenges that followed in its wake. 

Research is at the center of everything we do, and as we forge ahead with this laser focus, we remain committed 
stewards of the financial resources you entrust to us. 

82% of your support goes directly towards 
research and education programs.
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Once again, SRF Board Member Bob Saget hosted the evening alongside fellow board member and Top Chef 

Master, Susan Feniger. The star-studded show featured an unparalleled line-up of comedy greats and music 

legends, including appearances by Jason Alexander, Jack Black, Reggie Brown, Bill Burr, Kelly Clarkson, Jim 

Gaffigan, Jeff Garlin, Nikki Glaser, Regina Hall, Ken Jeong, Queen Latifah, George Lopez, Howie Mandel, John 

Mayer, Joel McHale, Pat Monahan, Ray Romano, Jeff Ross, Sarah Silverman, and John Stamos. 

Complementing the virtual experience was an online silent auction featuring one-of-a-kind packages such 

as the chance to join Bob Saget and Joel McHale for tequila shots in a Zoom room, a virtual cocktails & 

conversation with Susan Feniger and Superstore star Ben Feldman, and many more unique opportunities.

Thanks to the incredible support of our generous scleroderma community, the re-imagined virtual event raised 

a remarkable $1.1M to support the SRF’s innovative research program.

Hosts Bob Saget and Susan Feniger, fully tested and six feet apart in our first virtual event.

Our Annual Fundraising Event Goes Virtual 

After selling out venues in New York, Los Angeles, San 

Francisco, and Las Vegas since its inception in 1987, Cool 

Comedy • Hot Cuisine went virtual in 2020. For the first 

time ever, thousands of viewers from around the globe 

joined in to watch a YouTube broadcast of the event, 

experiencing this heartfelt night of laughter and inspiration 

from the comfort of their own homes.
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Our thanks to the comedy greats and music legends who 

generously appeared on the broadcast, helping to generate an 

incredible $1.1 M to fund vital scleroderma research!

The 2020 Cool Comedy • Hot Cuisine was presented by Actelion, a Janssen Pharmaceuticals Company of Johnson & Johnson and all funds 

raised benefited theScleroderma Research Foundation.
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The SRF’s Cure Crew members have always been an important voice for scleroderma awareness and have 

helped to raise vital funds for the SRF’s research program. Even during a global pandemic, this dedicated 

advocacy community did not stop—they adapted. 

In 2020, Cure Crew members went above and beyond by launching campaigns to build awareness, creating 

Facebook fundraising pages, and organizing meaningful charity events. We’re grateful for their efforts to  

raise funds and awareness. The following are just a few examples of the creative ways the SRF Cure Crew 

supported research for a cure:

The Bake Sale 
10 year-old Addie, who lives with scleroderma, was joined by her fourth- 

grade classmates Zoe, Liv, and Bia, and raised $300 from their tasty home-

made treats. But that’s not all: their efforts inspired Addie’s grandparents, 

Jon and Hanneke Nesvig, to generously double their fundraising revenue, 

making it $600. That money was strategically donated to SRF during the 

matching gift challenge of Cool Comedy • Hot Cuisine, so $600 became 

$1,200—all in all quadrupling the girls’ efforts!

Bet on a Cure 
Before Covid-19 took hold of our country, the Kosmach-Schumacher Family 

“raised the stakes”  in 2020, bringing in $20k through their 11th Annual Bet 

on a Cure event, held in memory of their mother Joan Kosmach. The family 

has been hosting events for the SRF for more than 20 years, and have 

raised nearly a half-million dollars in total! We are very grateful to the entire 

Kosmach-Schumacher family’s commitment to the mission of SRF.

Best Medicine 
The Connors-McBride and Zini family transformed their annual Best 

Medicine event (A Night of Comedy in Memory of Patricia Connors-Zini) 

into a virtual experience, raising critical funds for the SRF. “We’re hopeful 

that someday there will be a cure, but for now we’ll keep using laughter to 

spread awareness since it is, of course, the best medicine,” says Maureen.

The Cure Crew
A Volunteer Network Where You Can Make a Difference
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Nicole Eric Brown
Robin Brown
Linda Brown
Suzi Bruce
James A. Brunt
Trish Buell
Annie Bilonta Burleson
Teri Evadine Blazer
Brienne Bute
Juanita Bynum
Kaylee Cambers
Sandra Campbell
Cindy Jacobson Campbell
Sondra Canada
Danielle Starr Cannon
Katrina Caparo
Betty Carlisle
Lisa Carmona
Cory Tremaine Casperson
Chelle Castellan
Theresa Castillo
Courtney Caudill
Barbara Ceresnak
Karen Kessler Ceresnak
Lana Cessnun-Clark
Scott Chabot
Kim Chandler
Lili Chavez
Bruce Child
Carroll Chisholm
Gina M. Choros
Lacey Cloak
Sharyn Coello
Dawn Michelle Coleman
Lindsay Rhea Coleman
Magda Collazo
Juliet Monte Collins
Carla Gail Collins-Adams
Robin Conner
Maureen Connors-McBride
Sean Connors-McBride

2020 Cure Crew Members

Tiffany B. Conrad
Wendy Cooley
Allison Cooper
Elizabeth Copeland
Charlene Corona
Cici Cortes
Brenda Coston
Valerie Cote
Patricia S. Coull
Nick Counterman
Anna Coviello
Leen Cres
Toni Napolitano Crispino
Jennifer Crissy
Jamie Cronan
Vivian Crosswhite
Randine Crouch
Christina Cunningham
Christopher & Gail Cunningham
Denise Cwirko Rys
Maz Da
Jenna D’Amato
Lynnette D’Amato
Kevin Damico
Federico D’Ausilio
Adriana Davila
Joseph Davila
Glen & Diana Davis
Nicole Dawn
Cassandra Dawson
Gina Ann Day
Chrissy Sereno Day
Lynn Marchese D’Elena
Julie Thompson Denehy
Brunella De Simone
Stacey De Vito Schmidt
Diana Denslow
Connie Ray Denton
Molly Schau Di Carlo
Robin Renteria Dillard
Justin Dixon
Jessica Dobbie
Cherry Dominguez
Scorpia Doyle
Áedán Kaetson Draper
Alicia Dreer
Joanna Louisa Driggs
Ruth Dugger
Re’Lea Reyes Duke
Krystal Dunagan
Elmo Duncan
Dean Dutcher
Alaina Duvall
Addie Duxbury
Kailah Easton
Jessica Louise Edwards

The Scleroderma Research Foundation’s Cure Crew is a grassroots volunteer program that raises awareness 

about scleroderma and funds to support SRF’s research programs. These dedicated Cure Crew members are 

joined together with a shared belief in the power of research to help scleroderma patients live longer, fuller lives 

and lead us closer to a cure.  

continued
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New York City  

Chef George Rallis

Jamie Litty Gobel
Randi Goldberg
Nora Gomez
Valerie Diana Gomez
Wesley Gooding
Marlene Gordon
Rosa Gordon
Roselyn Feigenbaum Graff
Cynthia Green
Deborah Holten Green
Latisha Tee Green
Melissa Greenman-Pichaske
Sue Gregg
Jenny Grencik
Andrea Shawn Grounds
Ira Groves
Tammy Guadagno
Dennis Gunn
Katherine Houdek Gurney
Rhonda Gutierrez
Christine Haddad
Bonnie Haeberle
Ryan Haener
Lisa Hambelton
Kaia Hamilton
Janice Schneider Machnik 
Hammer
Rosie Lynn Hammond
Joseph Hancock
Crystal Elliott Hanegraaf
Katelyn Hanegraaf
Wyatt Haney
Pat Hannold
Jane Hardebeck
Elizabeth Hardin
Liz Harlow
Monica Harper
Clay Harris
Ryan Marcus Harrison
Kelly Turner Harvey
Barb Heenan
Doug Heide
Sarah Helfand
Tyson Hergenraeder
Lauren Herron
Ashley Hill
Emily Hinderer
Wayne Hinds
David and Patricia Hinman
Rachel Hinojosa
Ashley Hirschi
Jamie Hitchcock
Jolene Hojem
Keith and Stella Holloway
Brittany Holt
Angela Holton
Brittany Holton
Christine Hooper
Val Hornbaker
Denise Diane Howard
Gayle Hull Metcalf
Irene Humeny
Elsie Hunte
Kathi Husa
Alma Huskic
Dana Palmer Husley
Summer Jacks

Laquita Jackson
Makayla Jackson
Robbie Jackson
Simonay Jackson-Chasen
Holly Barard James
Elizabeth Voltage Jansen
Lorena Jara
Carleen Jaworski
Quinn Christopher Jaxon
Cara Jean
Pearl Jenkins
Gracyn JL
Amanda Jobe
Adam Johnson
Isimae Johnson
Maryanne Johnson-Gautier
Leslie Edwards Jones
Jennifer Jones
Rosetta Jones-Crockett
Krystyne Josepher
Hope Juarez
Jen Jump
Sally Anne Williams Kaiser
Julie Kane Jones
Craig Kenneth Kayser
Desire Kelley
Jiffy Kelley-Young
Amanda Khawaja
Tammy Kimberlin
Denise King
Monique King
Mike Kiplinger
Diana Karina Kirkwood
Sarah Klatte
Arica Ashlee Knight
Bridget C. Koch
Anna Korbel
Joni Kosmach
Mark Kosmach
Kami Kremin
Jaylin Krieger
Jacqueline Kukielka
Kendra Lachniet
Michelle Lacy
Rosie Laird
Elaina Lambright
Terri Lamitie
Kristen Lance
Diane Landis
Susan Lanzikos
Angela Laque
Bob Larsen
Roxie Ann Laster
Norene Lavine
Jeannette Lavoie – Soria
Tia Leaf
Michele Chele Lee
Kylie Lemaire
Debbie West Leneave
Katherine Leslie
Shannon Macri Lessaongang
Jason Levine
Traci Licari
Brooke Lieberman
Nick Lind
Towanda Livingston
Mari Lopez

Eric Lopez Jr.
Brigitte Love
Diana Luiz
Will Lukers
Charlie Lumpkin
Amy Lynn
Crystal Lynn
Sabre Lynn
Raymond Madison
Danielle Nicole Maines
Marco Manca
Jonathan Mansfield
Brittney Mantuano-Snowden
Rick Margeson
Angie Marie

LeAnna Marie
Mia Elvira Marie
Tanya Marquez
Debbie Marshall
Cheryl Martin
Gigi Martinez
Sharon Martinez
Jennifer Mathews
Rob Matthews
Anne Watson Matthews
Brandi Mattison
Annabelle Scott Mavros
Ladii M. Mc
Kaitlynn McAuley
Laura McCaleb
Cyndi Cozzi McCarthy
Wanda McCarthy
Irene McCoy
Peggy McCray
Salina McCummings
Dawn Bigler McKenzie
Lynnette Mcdonald
Deb McFee
Seeth McGavien
Cheryl McGlew
Pichon MCharles
Leigh McIntyre
Gwendolyn Mckelvin
Amy McKosky
Sean Mclaughlin

Barbara McLemore
Charles McPherson
Dwayne G. Meadows Jr.
Alicia Medina
Becca Mencer
JaZmin Mendez
Ian John Lane Mercado
Jodi Merrill
Deborah Metz
Anne Miflin
Brenda Miller
Kim Miller
Monroe Miller
Beverly Lynn Mills
Jennifer & Paolo Minetti
Susan Minor
Patti Mitchell
Ray Moffatt
Aaron Moore
Abbie Moore
Ralph W. Morris
Vicki Morris
Olivia Mortensen
Eugene Daniel Morton
Charity Moulder
Heidi Mouser
Christina Moys
David Muaños
Alyssa Mullen
Coriana Mullinix

2020 Cure Crew Members

“I have seen firsthand the 

devastating effects of 

scleroderma with my father 

and want to help the research 

community in any way to 

hopefully prevent future 

generations having to endure 

this.” – Chef George Rallis

Continued
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Cure Crew members 

Barb Heenan and  
Randine Crouch

Shequita Walker
Haley Elizabeth Wallace
William Waller
Mrs. Marcus L. Ward
Kamilah Ware
Linda Warner
Barbara J. Wayne
Mark Weber
Valerie Webster
Lori Weissman
Jill Welch
Amanda Werling
Frankie Weston
Beth White
Kathryn Whitely
Patricia Wiggins
Lucille Wildman
Whitney Wildman
Curtiz Williams
Judy Goodwin Williams
Kristen Williams
Teddybear Williams
Terrance Williams
Norma Williams-Haynes
Joey Wilson
Sher Wilson
Arenda Winiecki
KaSheena Winston
Noelle Wojnar
Connie Wolfgram
Artie Wolfman
Kay Womack
Kershala Wood
Cynthia T. Woodard
Bob Wooldridge
Cathy Work
Jennifer M. Worrell
Bethny Wright
Candace Wright
Wyatt Wright
Troy Wydra
Chris Wyman
Joseph Yates
Joidyn Young
Carlos Zaragoza
Jeri-Lynne Zimmerman
Catherine Zini
Frank Zini
Zoe, Liv & Bia   

Teshah Murrell
James Muscatell
Robert Naranjo
Amanda Dorean Neal
Charlie Nesbitt
Karen Nesmith
Ninoska Newman
Joanna Nicole
Craig Nielsen
Cindy Kowitz North
Mangeni Norton
Lindsey Norwood
Tracy Lynn Nowak
Britney Palowitch Nuckolls
Shane Stone Obrien
Ashley Ochoa
Maria Olsen
Trish Mongiello Opielski
Judy Ormsbee
Jadyn Orrick
Danielle Orsino
Jacklyn Otey
Shannon Ott-Delzer
Lori Owen
Felecia Owens
Liz Pappas
Darlene Parfait
Angela Park
Liz Park
Mary Beth Parschen
Barbara Dordick Pasternack
Honesty Patterson
Michelle Rose Patterson
Denise Manzardo Pechette
Princess Peebles
Julie Perez
Lou Perez
Rochelle Perkins
Millie Perry McAnly
Tina Gewirtz Perri
De’Journa Perry-Evans
Elsa Urmatam Peters
Beverly Petty
Rita Garza Pequeno
Kathleen Pfeiffer
Kim Anne Phelan
Kathy Pierre
Linda Pietropaula
Ashley Poh
Doris Porcelli
Kate Poulsen
Kevin Poveromo
Sharon Powe
Tina Praiswater
Mary Prater
Brad Prather
Michele Radar Price
Karen Tarte Pruett
Andrea Pulido
Sofía Quiñones
Lisa Quimby
Tricia Quinn
Maryann Quintiliano
LaKisha Rachae
Ana-Maria Rădulescu
Kennedy Rager
April Raines
George Rallis
John R. Ramirez
Natalie Ranallo
Kenzie Redler
Andrea Reeder
Tamara Reid

Jennifer Renee
Sandy Kosmach Ribich
Maryann Ricci
Sheila Rice
Sara Richer
Mike Riesenbeck
Selene Rilatos
Karolyn Riley
Cristina Ripamonti
Olimar Rivas
Delmy Rivera
Natalie Marie Rivera
Mike Robbins
Brandy Roberts
Jonathan Lando Roberts
Sharon Robertson
Jenny Sharp Robinson
Binui Benny Rodriguez
Suheil Rodriguez
Leah Rolan
Jeff Rolen
Julie Roma
Koko Romoa
Kaitlyn Roth
Curtis Rowe
Donna Rowland
Patricia Rozewski
Lupe Rueda
Samantha Ruiz
Lynn Morrissey Russel
Ava Russo
Adam Saget
Gloria Salazar-Bassett
Courtney Salefsky
Diane Samp
Erika Sanchez
Melinda Sanchez
Elizabeth Sandajan
Sam Savage
Annik Savoie
Sharyce Sawyer
Mac Scharnhorst
William Schau
Lexi Marie Scheiwe
Jason Schmidt
Kassie Schoberg
Debbie Schroder
Carol Schultheis
Payden Schultz
Diane & Michael Schumacher
Karen Mauer Scorsune
Chelsea D. Scott
Megan Nicole Scott
Jazzmine Scruggs
Joyelle Sena
Summer Shaddix
Tiffany Lynn Shank
Jasmine Shanklin
Erin Shanley
Jessica Kaitlyn Shay
Caroline Shennett
Jenny Mckinney Shepard
Madison Shilling
Odessa Shingler
Kelley Shramm
Glynnis Sibley
Madelaine Sindorf
Tanya Smith
Chantel LeAnn Smith
Jessica Manwaring Smith
Barbara Quinn Smith
Regina Reddick Smith
Josh Smithisler

Melinda Clevenger Snow
John Snowden
Victoria Speziale
Jackie Spilka
Susan Poole Spradley
Gina Rose Stafilarakis
Daniel Stains
Ashley Starling
Sheila Steffey-Coppola
Trisha Stites
Heather Bouska Stover
Justin Strawn
Ann Stringfellow
Suzan Lynn Stroup-Reed
Jayda Sturtevant
Margery Sudsataya
Shawn Sullinger
Ingrid Sundquist
Jaime Elizabeth Sweeney
Angela M. Taylor
Charles Taylor
Kaylyn Taylor
Kristal Taylor
Chardale Neuman Taylor
Sizerina Teixeira
Alicia Terrell
Elizabeth Terry
Debbie Thompson
Macie Marie Titus
Mahala Tolliver
Shelly Tolliver
Tree Torres
Kathy Trachsel
Byron Traylor
Sandy Treadwell
Lisa Troisi
Olivia Trotter
Rachael Tufts
Hope Tummonds
Kim Turkoc
Louis Turner
Annette Turrentine
Jennifer Johnston Uhrick
Abigail Leigh-Ann Ulmer
Dustin L. Umphress
Daniel Valdez
Arturo Valencia
Ismael Valenzuela
Barbara Rutter van Haren

Kenny van Rymenam
Leelee Van Sickle
Lance Van Valin
Betsy Vanillabjm
Pamela Vaughan
Katelyn Vecchiolli
Lezette Guidry Vienne
Cisco Villatoro
Bernard Vitangeli
Rosina Volino
Jason Volk
Shelly Vullo

 • 

“We hope to educate 

and inspire others with 

scleroderma to live their BEST 

lives!!”– Barb Heenan
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Our ability to advance important science and facilitate the development of new treatments for all types of 

scleroderma is only possible with generous donor support. Acknowledgments listed here reflect contributions 

of $250 or more made to the SRF between January 2020–December 2020.

$50,000+

AE Family Foundation

Anonymous

Boehringer Ingelheim  

 Pharmaceuticals Inc.

Michael Budd

Dr. Luke Evnin

Judy Evnin and Dr. Tony Evnin

Janssen Pharmaceuticals

Kao Family Foundation

Brooke Musselman

The Nancy P. and Richard K. Robbins  

 Family Foundation

Mark Scher

Deann Wright

$10,000 – $49,999 

Abbey, Weitzenberg, Warren & Emery

BCS Private Wealth Management

Kevin and Claudia Bright

Sara and Buddy Campbell

Dr. Jeffrey Gevirtz

Heather and Michael Green

Joseph Hulston

Kadmon Corporation

Albert J. Klail Trustee

Lamb Family Foundation

Norman and Sarah Livingston

Rhonda Mace

Andy and Vi Merin

Patterson Family Foundation

Sula and Robert Pearlman

Craig Smith and Laura Pope

Steven and Elaine Pozycki

Paul and Mindy Pressler

Mark and Stephanie Robinson

Phil Rosenthal

Dan and Jayna Schimberg

Diane and Michael Schumacher

Jeff and Martha Seaman

Mason Slaine

Marjorie Swig

George S. Loening and  

 Kimbrough Towles

Sandy and Barbara Wernick

Marc Trachtenberg and Victoria West

 

$1,000 – $9,999 

Abe & Sylvia Ginsburg Foundation

Robert and Annmarie Adamo

Dr. Bruce Alberts and Betty Alberts

James and Judy Allison

Meredith and Mark Allister

Altavant Sciences

Amazon Smile Foundation

Richard and Christina Ambrosini

Dick Anderson

Anonymous Donors (5)

Arbor Assays

The Art Laboe Foundation

Beena and Faisal Azeem

James and Carol Babcock

John and Audrey Bamberger

Glen Barros

Robert and Lisa Bates

Reginald and Margaret Bayley

Bellini Foundation

Joel Bergstein

David and Gayle Bernhaut

Evan Bernstein

Vinay Bhaskar

Helena and Peter Bienstock

Dr. Jeff Bluestone and Ms. Leah 

 Rosenkrantz Bluestone

Gina Boehler

Brillstein Entertainment Partners

Bulls Head Foundation, Inc.

Gary Campbell

Harold and Faye Careway

Dr. Sid Shaw and Dr. Janet Carminati

John Caroli

Mary Ellen Cashman

Andrea Okamura and Jeffrey Chambers

Michael Chastain and Martha Chastain

Jessica Churchill

Laura Clough

Scott Constantine

Martha Conte

Coretz Family Foundation

Credit Suisse, LLC

Peggy and Bob Crowther

Christopher and Gail Cunningham

George Daley and Amy Edmondson

Roshni Desai

Cynthia and Dennis Dillon

Dr. Sharon Dobie

Jon and Robin Dracos

Mieke Duxbury

D’Vine Taste Promotions

Edward and Lida Robinson  

 Charitable Trust

Lynn Eikenbary

Mark Epstein and Karen Schub Epstein

Ervin and Sally-Ann Epstein

Christian and Jacqui Erdman

Mary and Timothy Evnin

Brenda Fauth

Mike and Angie Ferraro

Christine Fitzgerald-McCormack

Tony and Julie FitzPatrick

Mara and Joshua Baumgarten Force 

Robert Force

Kristin Fossum

Bill and Wendy Foulke

The Frascella Family Charitable Fund

Cheryl Frederic

William and Audrey Frederic

Chris and Hilary Gabrieli

Gartner, Inc.

Stacey Gearhart

Randi Ginsburg

Marianne Lowenthal and Wendy Glenn

Joanne and Ed Gold

Ronald and Pamela Goldman

Gossamer Bio Inc.

Beverly Daniels-Greenberg and  

 Donald Greenberg

William Greene

Sam Grey

“I hope that one day we can find a cure for 

scleroderma.” – Kevin Bergman

Our Donors
Thank you to our Supporters:  Powering Our Research  
Until There’s a Cure
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Jill Grey

Deborah Vickers Grisamore and  

 Greg Grisamore

Kathy Taslitz Grode and Matt Grode

Steven Taslitz Grode 

Jeanmarie Guenot

Lisa Hambelton

Rachel Hansen

Edward and Peggy Harding

Judith Hasko

Hauske Family Foundation, Inc.

Sandra Heppenheimer

The Hill Family Charitable Foundation

Eric and Tara Hirshberg

Gerry Hodes

Katy and Hal Holloway

Donald Holmes

Brian and Roberta Hunter

Hunter Insurance

Frank and Barbara Hurst

Edward and Sharon Hurwitz

Lynn and Todd Jensen

JMP Securities

Michael Jones

Krystyne Josepher

David and Sandra Joys

Jsrm Foundation

Alan and Donna Kaminsky

Jay and Cindy Kasin

Eliz Lee and Dr. Eric Kau 

June Lee and David Kim

Don and Rae Anne Kinney

Dr. Lloyd Klickstein

Jeremy and Melissa Kline

Kathleen Bole and Paul Klingenstein

David and Wendy Knoller

Steven and Ellen Koch

Brendan Kunkle

Laing Family Charitable Fund

Christopher Lawler

Norman and Lyn Lear

Bonnie Leboff

Kerri and Mark Lehmann

Mark and Linda Levine

Liquidia Techonologies, Inc.

Lisa Stone Pritzker Family Foundation 

The Louis Feinberg Foundation

Lynn MacDonald

Scott and Carolyn Mace

Mark and Kate Mai

Eileen Maler

Barbara Malina

Dr. Scott Stanwyck and Dr. Deborah  

 Manjoney

Mary and Danny Mar

Tom Lockard and Alix Marduel

Leonard Martin and Dr. Stacy Martin

Anne Terrell and Eric Masters

Dr. Jeffrey Siegel and  

 Dianne McCutcheon

Shawn McIntyre

Mel Hambelton Ford

Arleen Yvonne Miles

Jacob Miles

Jolynn Mohr

Richard Morgan

MTS Health Partners, LP

Jon and Hanneke Nesvig

Dr. Robert Palumbo and Joanne Palumbo

Pankaj Pasricha

Ed and Lynn Poole

Ellyn and Ed Potokar

William Prinzmetal

Bob Prosser

Richard Rabin

Bruce Raiffe

Nick Josefowitz and Tali Rapaport

Angela and Richard Renneke

John and Diane Riley

Craig McGahey and Wendye Robbins

Karen Ross

Richard Russell

Leon Sachs

Lolly Salmen

Stephen Salmen

Patricia Savage

Vivian Seaman

Geoff and Janice Sears

Robert Seffens

Patricia Seffens

Kyle Shanklin

George Shapiro

Ann and Steven Shure

Wade Damey and Catherine Smith

James Smith

Bob and Laurie Smith

Linda Sorge

Southpoint Capital Advisors LP

Peter and Martha Stabler

Nancy Steinhaus

Dr. David Cowburn and Dr. Liz Stoner

Stuczynski Trucking & Excavating, Inc.

Dr. William Swenfurth

Linda and John Tarantino

Mark and Kathy Taylor

Teri’s Run Foundation

Thomsen Family Charitable Fund

Ruth Tobin

United Therapeutics Corporation

John Valley

Luke Wachter

Lucy Waletzky

Walther Partners Inc.

Warner Bros. Entertainment Inc.

Rina Mimoun and Scott Weinger

Andrew and Lauren Weisenfeld

Westmount Asset Management, Inc.

Victoria Wiener

Stephen Williams

Vasanth Williams and Michelle Salmen  

 Williams

Susie and Jamie Williamson

Bruce and Marya Wintroub

Dr. Amy Sehnert and Dr. Paul Wolters 

Meredith and Mike Zappert

David Ziegler

Matthew Zito

$250 – $999

Shari and Edward Adler

John and Barbara Ahlquist

Airco AC and Heating Co.

Christina Alvarez

Rose and Horace Andersen

Shari Annes

Sandra Lee Appleton

continued

“I was diagnosed with scleroderma three 

years ago, so I want to fund any research 

for the good of others like myself. May 

this small amount be multiplied for the 

good of many!” – BH

Our Donors
Continued
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Dr. Shervin Assassi

Michele Anne Atkins

Megan Azzi

Steve Baczewski

Anne Bages

Michael Bailey

Baker & McKenzie LLP

Laura-Mae Baldwin

Rick and Esther Baumgarten

Mark and Donna Bengtson

Kevin Bergman

Luis Berrueta

Berrueta’s General Contracting LLC

Mary Bertolli

Kenneth Billington

Neal and Linda Birnbaum

Karen and David Blecha

Kevin Bomer

Richard and Jane Borchers

Mary Joan Borsheim

Noel Bright

Karen and David Brooks

Andrew Brown

Ho Brown

Lee and Kristina Bull

John Burk

Monica Bustamante

Mark Butler

Bruce and Sharyn Buyers

C & J Interiors, LLC

Anthony Campitiello

Rebecca Campoverde

Karen Capello

Stacey Carpy

Aaron and Edythe Carr

Travis and Minnie Carr

Geneva Carr

Jill Carroll

Nancy and Jordan Cooperstein Charney

Simon Bloch and Denise Chilow

John and Joan Christy

Cigna

Lisa Clerie

Curtis and Connie Coffman

Sean Collins

Christopher Conger

Francie Connelly

Sean Connors-McBride

Kerri and Ryan Constantine

Louis Coppola

Jerry Cormican

Tammy Coselli

Kristina Cranias

Darrel Cummings

Frank and Shirley Dalle-Molle

Annmarie Damico

Colin DeAngelis

Vin and Erica Di Bona

Dr. Charles Drueck and Jane Drueck

Christine DuBose

Antonio and Kerry Edmonds

Carol Edwards

Harold and May Ehrenman

Neil and Patricia Eigen

Dr. Jaci Eisenberg

Cynthia and Dean Elliott

Scott Emerson

Adam and Allison Epstein

Ellen Farber

Kent and Celeste Fase

Allyson Ferer

Leora Fishman

Gregory and Marci Foster

The Fox Foundation

Jeff Franklin

Ary and Judy Freilich

George Frye

Judy Gallas

Pamela Garnick

Letizia Gasparetti

Lois Duncan Gause

Sam Gevirtz

Edwin and Marilyn Gevirtz

Tony Giannini and Allison Saget

Karen Godfrey

Dr. Sally A. Sehring and Dr. William Gonda

Alex Gonzalez

James Graziose

Gaile and Ronald Green

Alicia Grenville

Michael and Wendy Grinberg

Jonith and Steven Grundmann

Eustacchio and Merle Guadagnini

Andy and Nancy Guagenti

Marcia Reska-Hadden and Dennis   

 Hadden

Patrick Hall

Laura Wiederaenders and Allison Harden

Jillian Hatsumi

Susan Hay

Dr. Naomi Hayashi

Linda and Marshall Heinberg

Steve Hernandez

Susan Ciani and Lou Hewitt

Amy Hewitt

Mike Hilberman

Oren Moverman and Yael  

 Hirsch-Moverman

Serena Hong

Krystyne Hooper

Mary Lou Hughes

Elaine and Thomas Hui

Rich and Susan Jacobson

Erika James

Joslyn Jenkins

John R. and Beverly J. Larson Foundation

Jennifer Johnson

Penelope Johnston-Foote

Kim Judge

Eileen Karachin

Paul Kasin

Larry and Catherine Kasper

Dr. Rae Lyn Burke and Dr. Reg Kelly

Marcella Magiera and Samuel Kenberg

Jean Kerssen

Mark Kinney

Diana Kirkwood

Jessica Klinger

David Koz

Billy and Karen Kramer

Ilene Kramer

Theodore Krause

Marc and Patricia Krieger

The Krupa Family Trust

Joseph and Patricia Kuhar

Carrie and Richard Kusterbeck

Burt and Trina Lampl

Mary Ann Landes

Beth and Anthony Lasita

“I’ve lived with scleroderma for over 35 

years, which makes me lucky in many 

ways. But we need a cure! If not for me, 

then for the next generation.” – Kathy Brokaw

Our Donors
Continued
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Patricia LaTorre

Dr. Clifford Lazarus and Donna Lazarus

Kenneth and Ellen LeBlanc

Kristina Lee

Soo Lee

Bruce and Robyn Leto

Dr. Chuck Cowan and Dr. Rhonda Levitt

Felicia and Sander Levy

Michael Lewbel

Amira Littman

Christie Salomon and Richard Lombard

Jennifer Low

Zoe Lowery

Omar Lugones

Tom and Terry Luria

Daniel Lynes

Eishin Machida

Lynn Therese Mai

Martin and Laurie Mai

Sandra Mann

Marcella Fire Company

Bill Markson

Dalton Martin

Leslie Martin

Michael McCall

Jaclyn and Ben McClain

Greg and Michelle McConville

William and Patricia McGuire

Sheri McKenna

Les and Renee McNair

Kristine and Michael Meiners

Wallace Mersereau

David and Annette Michaelsen

Brian Miller

Dr. Laurence and Olivia Miller

Lucille Miller

Robin Miller

Lisa Belo Mocho

Sara Rubin and David Montanari

Kurt Muench

John and Nancy Mulhern

Tom and Martina Murphy

John Murphy 

Lauren and Tam Murray

James Murtha

Rebecca Randall and Jeff Musser 

Sherry Nagy

Tamara Nazzal

Christopher Ng

Jack and Laila Nilles

Roger Norris

Billie Jo O’Brien

Nathalie Odernheimer

Frederick J. Oles, Sr. and Valerie Oles

Ray and Karen Ostrowski

Deborah Overton

Constance Owen

Harold and Melanie Oyster

Col. Kerry Parker and Josephine Parker

Kiran Patel

Anne and Bob Patterson

Carol Ames and Philippe Perebinossoff

David Permut

Kurt and Wendy Peterson

Andrea and Paul Pett-Joseph

PHE, Inc.

Yvonne Pinedo

Adam Platt

Craig Plestis

John and Cynthia Pohlen

Renee Pompe

Jeffrey and Belinda Pop

Pouch All, Inc.

Jennifer Powel

John & Sue Prange Trust

Michael Pritchard

Steven Python

Quicken Loans

Vandana Rao

Bryce Reiner

Didi Reuben

Christine and Bob Reznick

Stephan Riedmaier

Kelly Rizzo

Jackson Roberson

Dawn Rock

Brett Rootberg

James Rosen

Anthony and Jane Rothschild

Amanda Ruch

Jason Rush

Lynn Russell

Ava Russo

Sara Sandel

Jay Sanderson

Melanie Santos

Gail Thelin and David Saxon

Sandy Schenck

Julie Scher

Steven Scott

Peetie Seiler

The Seligsohn Foundation

Adam Selkowitz

David Sheil and Regina McLester Sheil

Steve and Barbara Shepard

Hannah Shostack

Terri Silber

Daniela Simpson

Umang Singh

Kim Smazal and Dr. Stan Smazal

Brad Smith

Kora Smith

Julie Smith

Austin and Debi Smith

Michael and Diana Staiano

Mark Stamford

Kenneth Steinhart

Ken and Mary Jo Stillwagon

Nancy Hollander and Kenneth Sunshine

Jaime Sweeney

Robert and Dianna Swenson

Patty Tacheny

Dr. Ken Takesita

Emir Talu

Michael and Annette Teodoro

Michael Tine

Dr. Kathryn Torok

Travelers Companies

Dr. Brett Trockman and Sharon Trockman

Nathan Turner

Allan and Therese Turner

Sherri and Nick Tuso

Chris and Tracy Velkover

Thomas and Carolyn Wachter

Diane Warner

Carrie Watson

W.H. Ferer Co., LLC

Ellen White

William Whitehurst

Dr. Alan Whitman and Joanne Whitman

Judy Willis

Linda Tsiu and Gordon Wong

Gary and Marilyn Wright

Steven and Julie Wright

Mark Zelenak

Hilary Zunin  • 

Our Donors
Continued



Scleroderma Research Foundation  2020 Annual Report   22  

Gifts made to the Scleroderma Research Foundation in honor of special people and milestones have a 

significant impact on our research. The following individuals were recognized in 2020 by family and  friends who 

made a gift in their honor:

Nina Abbitt

Tim Bantau

Samira Barrett

Preston Barton

Melita Belgrave

Debra Berman

Iris Berman

Deborah Bischoff

Maggie Blaisdell

Mariann Boyanowski

Bonny Lee Bruner

Debra Berman Buckley

Lori Butler

Amy Capell

Elisa Capstick

Anna Carter

Maxine Chayka

Connie Chew

Gregory Cohen

Joanne Condon

William Conger

Kerri Constantine

Sarah Corley

Tammy Coselli

Dana Delany

Dominique Dickau

Addie Duxbury

Vicki Ehrenman

Jeffrey L. Eisenberg

Trenton Eisenberg

Laura Engel

Nancy Escobar

Monica Espinoza

Judy and Tony Evnin

Luke Evnin

Patricia Feldman

Susan Feniger

Tammy Fenton

Larry Fradkin

Christine Frascella

Sherri Froeber

Jeffrey Gevirtz

Tammy Gilbert

Anita Glickel

Ilona Goddard

Joanne Gold

Sheila Golden

Ronald Goldman

Stephanie Gomes

Catherine Gorgoni

Anna Green

Joseph Green

Jeffrey Greenwald

Emma Grey

Holly Hauser

Georgia Haywood

Barbara Jo Heenan

Lisa Helfand

Lori Herz

Amy Hewitt

Catherine Horvath

Mary Lou Hughes

Roberta Hunter

Rachel Johnson

Kathy Karson

Joyce Kerssen

Satya Khanna

Margaret Kinaitis

Sara Kiplinger

David Knoller

LaRae Kuhar

Mindy Lange

Michelle Langmead

Barbara Lankosz

Dorothy Lee

Robin Lee

Nancy Leskanich

Laura Lopez

Jeff Mace

Helen Mai

Gloria Marotta

Claire Martin-Park

Anne Terrell Masters

Katie McGrath

Violetta Merin

Jamie Mintzer

Nancy Mischel

Janice Moffett

Michelle Monsein

Frank Mori

Erin Murtha

Barbara Nerich

Tony Paster

Cory Perugino

Kiley Pesce

Rosemarie Prezioso

Kelli Radmall

Malia Lovelace Ritchie

Kelly Rizzo

Mary Roberts

Adam Saget

Bob Saget

Bobbi Salmon

Tami Sauer

Cindy Schlett

Stewart Seaholm

Sophie Anne Seaman

Bernie Selig

Barbara Shepard

Niki Singh

Barbara Stanton

Cindy Sublett

Barbara Sunseri

Angela Switzer

Melissa Tarantino

Melanie Tiffin

Jane Timmins

Dr. Kathryn Torok

Debbie Upthegrove

Barbara Wayne

Eve Weinberg

Julie Weinstein

Jean Marie Wielgosz

Maryclaire Wilkinson

Haley Wilson

Deann Wright

Susan Yoast  • 

“Supporting you, Dominique, in  any way we 

can. We hold hope for you!” – Karen Bellous

In Honor
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We express our deepest sympathy to the families and friends of the following people in whose memory gifts 

were made during 2020.

Nancy Gayle Abrams 

Linda Olsen Adams

Hilda Allen

Norma and Phillip Altus

Lois Alviar

Elaine Aresco

Lety Armstrong

Donna Baggett

Deborah Layton Bailey

Holly Bailey

Shirley J. Ballard

Joyce Baskin

Joyce Bauer

Joan Beaman

Susan Belisle-Hall

Clara Benedetti

Betty Z. Benedict

Gwen Benford

Maureen Bernardi

Elnor Berryessa

Dorothy V. Betz

Helen Bielski

Lois Bieniek

Marie Blair

Barbara Blake

Mae Boulger

Doris Bourgeois

Lloyd Bowman

Kevin Breaux

Suzanne Brenner 

Jerry Bruinooge

Barbara An Budd

Sarah Burgess

Carol Young Calder

Regina Callahan

Andre Campbell

Michael Capello

Daniel Carey

Vicki Carlson-Roberts

Marilyn and Ron Carminati

Eve Carrington

Beatrice Carter

Jeffrey Charapp

Greg Christensen

Eileen Clary

Patricia Connors-Zini

Nellie Cree

Bob Dailey

Anna Damiani

Zavion Davenport

Deborah DeFrancis

Marge Dell’Elmo

Jackie Dietrich

Brent Dobbie

Matthew Dobie

Vernon Dunn

Mary Dyer

Patricia Dziak

Betty Eckhard

Mary Einspanjer

Rori Wilensky Eisenberg

Sefani Eisenstat

Sally English

Dominick Esposito

Kay Etow

Thelma Ewell

James Fecko

Alyce Ferrari

Frances Ferraro

Melvin Fradkin

Aida Fregozo

Catalda Gasparetti

Nancy Gevirtz

Thomas Gilbert

Arleen Gilbertson

Jerry Ginsburg

Bobby Glick

P.J. Gomez

Don Gooding

Barbara Gottfried

Grace Goudswaard

Sharonda Graham

Harriet Grauer

Marilyn Grieshop

Jerry Groce

Sylvia Grossman

Beverly Grossman

Christopher Guadagnini

Margaret Guelker

Dianne Hafley

Sandra Hagen

Steve Hall

Sandy Hazelhofer

Gillian Rose Heath

Marcia Heller

Martha Robles Hernandez

Rosaline Hernandez

Annette Hess

Kathryn Doub Hinman

Eloise Hocking

Sally Holmes

Merle Holstein

Stacie B. Hooper

Carol Lynn Hulsing

Mary Nell Hutchens

Deborah Shure Jacobson

Shelly Jenkins

Mimi Keane

Cathi Keilty

Joyce Deveau Kennedy

Priscilla Kenyon

Yasmin Khan

Paula King

Virgil Klassy

Ann Kleban

Arthur Koellmer

Margaret Kollitides

Joan Kosmach

Helmut Kramer

Sandra Kuebler

Richard Kusterbeck

Beverly Larson

Yuet Wa Law

Barbara Pittman Lawler

John and Ann LeBlanc

Beverly Leigh
continued

“This year we wanted to give something 

meaningful to Sherri, so we chose to make 

a donation in memory of Sherri’s beloved 

Mom Janice.” – The Clark Girls

In Memory
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Randy Leimbach

Kay Lindquist

Kathryn Loeb

Janee Loewenstein

Mary Lofstrom

Mary Lou Long

Cyndi Kay Lutz

Barbara MacDonald

Shigenobu Machida

Robert C. Mahler

Tom and Jeanette Malanowski

Catherine Manion

Kathleen Mansfield

Bill Mantell

Krislyn Manwaring

Joanne Marcus

Frank Marisi

Theresa Marone

Andrea Berman Matis

Gale Hope Matis

Perry Mayes

Ruby C. McCall

Hamilton Mencher

Teri Mikulski

Daniel Mitchell

Eleanor Mitterling

Lena Moccia

Shirley Belo Mocho

Richard J. Mohr

Phyliss Monistere

Sharon Monsky

Erin Moore

Samuel Muhlfelder

Dolores (Lorie) Murphy

Sheila Hill Murray

Ellen Nathanson

Valerie Niles

Laila Nilles

Lillian Nishimoto

Lorraine Eileen Noack

Laurie Noonan

Joy Norrie

James Noz

Valerie Oles

Margaret Olson

Sandra O’Neal

Mary Osgood

Connie Palladino

Debra D. Palmer

Marlene Paluta

Jonathan Parker

Estherann Perelman

Grace Pezrow

Dolores Piehl

Robert Piraro

Beverly Pizzuto

Carlin Popke

Diana Pralgo

Monica Przelomski-Pacifico

Dagmar Pulkkinen

Anne S. Rabin

Stamati Rallis

Barbara Ann Ray

Ben Reiff

Phyllis Renzi

Carol Reynolds

Sydney Richards

Debi Rizzo Rivelli

Carol Rizzo 

Raymond Rizzo, Sr.

Stephanie Rose

Stanton Rosenbaum

Bobby Rowland

Linda Kay Royer

Dolly Saget

Gay Saget

Mary Salim

Carmen Sandica

Helen Schindler

Peggy Scott

Mary Gail Seffens

Betty Selbe

Jean L. Shanklin

Ronald Shay

Caroline Rice Smith

David Smith

Enid Smith

Rhoda Solow

Jo Ann Sonis

Marco Sorge

Susan Spivack

Anthony A. Staiano

Aaron Steele

Lenore Steinhart

Kerstin Sutherland Stemple

Sophie Stepien

E. Gary Stevens

Gary Stevens

Marjorie M. Stolker

Peter Strouch

Lily Swartz

Frances Swartz

Mary Alice Swenfurth

Rip Taylor

Edith Terry

Liz Theisen

Elizabeth Thompson

Sarah Torrens

Norma Torres

Carmela Trupia

Gwendolyn S. Turner

Marjorie B. Turner

Tonia Ushkowitz

Teri Valocchi

Cornelia Vanderlee

Carolyn Venuti

Anne F. Votze

Scott Wachter

Ronnie Warner

Gary Waters

Susan Wayne

Mary Weiner

Beatrice Weitzler

Michael David Westerhouse

Sompit White

William Whitehurst, Sr.

Mary Wick

Richard Wiener

Lesley Williams

Michael T. Williams

Michael Williams

Shirley Willman

Bonnie Berry Wiseman

Agnese Wojdak

Joanne Wooldridge

Joanne Woolridge

Eugenia Ann Benke Wright

Faye Young

Rich Zehnder

Barbara Zimmerman  • 

“My gift is made in memory of my 

wonderful father. May a cure be found for 

this debilitating disease so no one will  

ever suffer from it again.” – Carolyn Waters

In Memory
Continued
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In 1987, scleroderma 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 at the SRF. 

As Sharon once said, “I could organize a support group to help people 

in my community living with scleroderma or I could establish an 

organization that would bring the best of science and technology 

together in an effort to discover better treatments and a cure for 

people everywhere living with scleroderma. It wasn’t easy, but I chose 

the latter.” Though Sharon passed away from the complications of 

scleroderma in 2002, her mission and vision live on today. 

The SRF is now America’s largest nonprofit investor in scleroderma 

research and devotes a greater percentage of its annual budget to 

scleroderma research than any other nonprofit organization. Thanks 

in large part to the SRF and its many generous donors, research is 

progressing at a faster pace than ever before.  

Sharon Monsky 
Our Founder

The Legacy Society honors donors who have chosen to support the future of scleroderma research beyond 

their lifetimes. We deeply appreciate the thoughtful planning involved in making a gift that will impact the SRF 

research program in years to come through a bequest, retirement plan asset, life insurance, or charitable trust. 

Membership in the Legacy Society gives donors the opportunity to share the company of others who want to 

make a lasting gift to the scleroderma community.

Estate of Maria Anargyros*

Estate of Harold E. Aust*

Sylvia Marie Becherer Revocable Trust*

Estate of Betty Z. Benedict*

Estate of Ralph Benner*

Heather Jean Byrnes

Stephanie Colotti

Estate of Teresa W. Duggan*

Karen Fraley 2005 Family Trust

Herbert E. Freedman

Melanie Hill

Estate of Carol Lynn Hulsing*

Estate of Eva Jenkins*

Estate of Mary Taylor Keith*

Cheh Yung Kim

Estate of Edward Klinger*

Marie C. Kronman Charitable Lead  

 Annuity Trust*

Jennifer Langer

Margaret E. Lee Irrevocable Trust*

Estate of Janice Lowry*

Estate of Thomas I. Malanowski*

La Verne B. McCrory*

Estate of Neal McGuire*

Martha McHenry*

Estate of Ramelle Ferer Monsky*

Neptune Charitable Remainder Trust*

Neptune Family Trust*

Estate of Jerome T. Osborne, Sr.*

Frank Peltzer Living Trust*

Joyce Prime

Anne D. Ramsier Family Trust*

Estate of Julian C. Roberts*

Dolly Saget*

Mary Scott Trust

Cheryl E. Shea*

Robert H. Shutan Trust*

James Simon Family Trust*

Estate of Helen I. Steffanus*

Estate of Clinton and Marion Ternstrom* 

Nathan Turner

Estate of Lorraine Wempner*

Estate of Mary Ann Wolff* 

*Indicates estate gift 

The Sharon Monsky 
Legacy Society
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2007
SRF surpasses $20M in total funds 

invested in scleroderma research 

and education 

1991
Founder Sharon Monsky invited 

to serve on National Institute of 

Health Council

2019
Board Chairman, Dr. Luke Evnin, PhD, 

testifies at the U.S. Food and Drug 

Administration (FDA) to advocate for 

new ILD drug treatment  

1987
First research grants awarded; 

First Cool Comedy • Hot Cuisine 

hosted at City restaurant

1996
The film “For Hope” (Gay Saget’s 

battle with scleroderma, produced 

by Bob Saget) airs on national TV

1986
Founding of the Scleroderma
Research Foundation

1995
Inaugural SRF  

Scientific Workshop held

2002
Sharon Monsky succumbs to 

scleroderma complications after 

20-year heroic battle with the 

disease

1990
The SRF secures 1st NATIONAL 

SCLERODERMA AWARENESS WEEK

2011
Initiation of the CONQUER Registry; 

a first-of-its-kind nationwide patient 

registry and data repository.

2020
First virtual Cool Comedy •  

Hot Cuisine broadcast on  

YouTube during global  

pandemic, raising $1.1M

Our History



“Today the Scleroderma 

Research Foundation 

remains a world-class team, 

and the best hope of finding 

a cure.” – Luke Evnin, Board Chair



220 Montgomery Street 

Suite 484 

San Francisco, CA 94104

800.441.CURE 

info@srfcure.org 

Tax ID #68-0087234 

srfcure.org
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