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At the Scleroderma Research 
Foundation, we have a clear 

vision for a world without 
scleroderma.

Finding a cure remains in 
focus—because of you.

This  
Must End.

This  
Must End.

We are on a  
mission to cure 

scleroderma.

No one should 
have to suffer from 

scleroderma. 

No one suffering 
should also have to 

explain what this 
disease is or does.
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As most of you are well aware, our 
mission is to find, fund, and facilitate 
the most promising, high-quality 
research that leads to better treatments 
and, ultimately, a cure. Today, that 
mission brings us to a remarkable 
moment: the intersection of incredibly 
powerful analytical tools and the 
power of a dedicated community of 
researchers and physician-scientists. 

On the one hand, tools we have long 
anticipated—cell-by-cell molecular 
profiling, powerful computational 
platforms, and artificial intelligence—
are finally here. On the other hand, is 
the community of clinicians and the 
patient-level data and samples that the 
SRF has painstakingly assembled and 
nurtured over the years.  

This is what transformation looks 
like. And it is happening now, in the 
fight against scleroderma. The SRF 
research program continues to be at 
the forefront in both basic research 
on the disease and in work to support 
clinically oriented efforts. 

In 2024, we took bold steps toward our 
vision of a world free of scleroderma. 
The most exciting milestone was 
the launch of CONQUEST—a 
groundbreaking clinical trial platform. 
Now enrolling patients across the 
world at more than 100 sites in over 20 
countries, CONQUEST is already setting 
a powerful precedent for the future.

Luke Evnin, PhD
Chairman of the Board
Scleroderma Research Foundation

Message from the Chair
By allowing multiple therapies to be 
tested simultaneously, the platform 
increases the chance that patients will 
receive active treatment, offering not 
just hope but also tangible progress. 
The platform trial is not only a huge 
win for patients but also by lowering 
the cost and complexity of launching 
clinical trials in scleroderma, a wider 
range of investigational drugs can be 
tested, with an expectation that more 
options for our patients will emerge. 

We also advanced CONQUER, our 
landmark longitudinal patient registry, 
which continues to be a vital resource 
for understanding this complex disease. 
Thanks to donor support, over 1,000 
patients across 19 leading U.S. research 
sites have been enrolled since 2018, 
with some now entering their sixth year 
of follow-up. Together, these efforts 
reflect a banner year for the SRF and, 
more importantly, for scleroderma 
research advancements.

Although we remain firmly focused on 
our mission, and as we highlight the 
achievements of 2024, it is critical to 
note the current research climate here 
and now in 2025. We would be remiss 
if we did not comment on what we are 
witnessing in Washington. The medical 
breakthroughs that we rely on today—
and those we hope for tomorrow—are 
the direct result of foundational 
investments made by the American 

government and, of course, the American 
taxpayer. For over three decades, 
support for this investment has been 
a bipartisan hallmark, helping to make 
American science the envy of the world.

However, we see a series of actions 
directed at the National Institutes of 
Health and research-based universities 
that threaten to undermine this legacy. 
We believe these actions risk significantly 
diminishing the capacity and capabilities 
of American biomedical science for many 
years into the future. We sincerely hope 
that a renewed bipartisan commitment 
will soon emerge, ensuring that our 
shared vision for a future with better 
therapies for all patients is preserved. 

Whatever may come, we will not stop 
until we end scleroderma, and that’s 
only within reach because of you. At the 
heart of every achievement this year is 
you—our passionate and unwavering 
community. From the unforgettable 
energy of Cool Comedy • Hot Cuisine to 
the creativity and drive of the Cure Crew, 
your support allows us to stay focused 
on what truly matters: real progress 
toward a cure. 

Your generosity, commitment, and  
belief in what is possible make this  
goal a reality. The road ahead is clear.  
It will demand hard work, but there  
are breakthroughs just around  
the corner.

With gratitude,

In  
Focus
A clear vision for 
a world without 

scleroderma
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“The road ahead is clear. It will  
demand hard work, but there are 

breakthroughs just around the corner.” 

—LUKE EVNIN, PHD
Chairman of the Board

Scleroderma Research Foundation (SRF)

In  
Focus
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Mark Scher 

Board Members

In Memoriam

Regina Hall

Jeff Seaman

Dan Schimberg

Omar Baker, MDLuke Evnin, PhD 
Chairman

Eric Kau, MD

Deann Wright, JD

Bob Saget
Board Member,  

2003-2022
SRF Ambassador 

since 1991

Sharon Dobie, MD

David Knoller

Sharon L. Monsky 
SRF Founder

1953-2002

Susan Feniger

Violetta Merin

Dana Delany  
Emeritus

SRF Staff
Joanne Gold, Executive Director

Gregory Gordon, MD, JD, Chief Medical Officer

Gloria Blecha, VP of Programs and Operations

Anoushka Donnelley, Director of Philanthropy

Hannah Young, Director of Communications

Neha Pamboo, Senior Accounting Manager

Jill Litman, Communications Specialist

Taleah Garza, Programs Coordinator

The SRF Scientific Advisory Board
The SRF Scientific Advisory Board members are some of the world’s most honored and distinguished 
scientists. These renowned researchers freely volunteer their time and expertise to help advance 
the search for a cure. They guide our research program, evaluate research proposals, make funding 
recommendations, and foster collaboration among funded investigators. 

Bruce Alberts, PhD 
Chairman  

University of California,  
San Francisco;  

National Academy  
of Sciences

Dan Littman, MD, PhD
New York University, 

HHMI, National 
Academy of Sciences

Sue Desmond-Hellman, MD, MPH
Formerly of the Bill & Melinda Gates Foundation; 
University of California, San Francisco; Genentech

Jeff Bluestone, PhD
CEO and President, Sonoma BioTherapeutics

David Botstein, PhD
National Academy of Sciences,  
formerly of Calico Life Sciences, 
Princeton University

Hal Dietz, MD
Johns Hopkins 

University,  
National Academy  

of Sciences

Antony Rosen,  
MB, ChB, BSc(Hons)

Vice Dean for 
Research, Johns 

Hopkins University

Dan Kastner, MD, PhD
Distinguished and 
Senior Investigator 

NHGRI, National 
Academy of Sciences

Bruce Wintroub, MD
University of 

California,  
San Francisco

Lloyd Klickstein, MD, PhD
CEO 

Koslapp  
Therapeutics

Emeritus
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In  
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In 
Focus

Research for 
a Cure
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The SRF  
Research Program

Providing 
impactful 
funding

Building 
intentional 
community

Fostering 
meaningful 
collaboration
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Understanding 
Who Gets 
Scleroderma
(Genetics and  
Epigenetics of 
Susceptibility)

The SRF funds direct research grants for basic 
and translational projects to top institutions 
and researchers. When evaluating how to build 
a well-rounded portfolio of projects, the SRF 
looks to see how each project can address one 
or more of the following objectives:

Research Grants

Unraveling How 
Scleroderma 
Progresses
(Pathobiology of 
Initiation, Propagation, 
and Regulation)

Helping to 
Find a Cure 
(Enabling the 
Development of 
Patient-Specific 
Medicine)

Research 
Priorities

Research 
Grants

Research 
Collaboration

CONQUER CONQUEST

Program Pillars
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$2.56 m
SRF Funded Grants

FUNDED PROJECTS

Regulation of 
Inflammation and IFN-1 
Response in the Fibrotic 
Skin Environment

Franck Barrat, PhD
Hospital for Special 
Surgery

Gene Regulatory 
Mechanisms in Scleroderma

Howard Y. Chang,  
MD, PhD*
Stanford University,  
Howard Hughes  
Medical Institute

Building a Cellular and 
Genetic Atlas of Systemic 
Sclerosis for a Roadmap 
Toward a Cure

Dinesh Khanna, MD, MSc;
Johann Gudjonsson, MD

University of Michigan

Epigenetics of Sex 
Differences in Scleroderma

Howard Y. Chang,  
MD, PhD*
Stanford University,  
Howard Hughes  
Medical Institute

Establishing a Spatially-
integrated Transcriptomic, 
Epigenomic, and Histologic 
Signature of Fibrosis in SSc

Michael Longaker, MD, MBA
Stanford University

Howard Y. Chang, MD, PhD*
Stanford University,  
Howard Hughes  
Medical Insitute

Scleroderma Twin Study

Howard Y. Chang,  
MD, PhD*
Stanford University,  
Howard Hughes  
Medical Institute

Macrophage-stromal Cell 
Interactions in Tissue 
Homeostasis and Fibrosis

Ruslan Medzhitov, PhD
Yale University,  
Howard Hughes  
Medical Institute

Establishing a Connection 
Between RNA Glycosylation 
and Autoantigens

Ryan Flynn, MD, PhD
Boston Children’s Hospital, 
Harvard University

with 
Elana J. Bernstein, MD, MSc
Columbia University

Identifying and 
Optimizing Care for 
Mechanistically-Driven, 
Clinically-Relevant 
Scleroderma Subgroups

Ami Shah, MD, MPH;
Scott Zeger, PhD;
Laura Hummers, MD;
Ji Soo Kim, PhD

Johns Hopkins University

Spatial Transcriptomics 
of Scleroderma Skin to 
Augment Understanding 
of Cellular Interaction 
and Disease 
Propagation

Kathryn Torok, MD;   
Wei Chen, PhD
University of Pittsburgh

Identification and 
Validation of Novel 
Pathogenic Genes in 
Juvenile Scleroderma

Kathryn Torok, MD
University of Pittsburgh

A Gene Expression Map of 
Scleroderma

Michael L. Whitfield, PhD
Dartmouth College

*Joined Amgen in Dec. 2024

$2.56 m
SRF AND SCLERODERMA 
CLINICAL TRIAL CONSORTIUM 
JOINTLY FUNDED PROJECT

ONGOING  
PROJECT

Characterization of Somatic 
Mutations in Scleroderma

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

David Beck, MD, PhD
New York University

Cellular Profiling of 
Scleroderma and 
Connective Tissue 
Disease Associated 
Interstitial Lung Diseases 

Paul Wolters, MD 
University of California, 
San Francisco

Deciphering the Female 
Bias of B Cell Tolerance 
Breach in SSc

Bingfei Yu, PhD 
University of Southern 
California

with 
Elizabeth Volkmann, MD
University of California, 
Los Angeles

Multi-omic Profiling of 
Interstitial Lung Disease in 
Scleroderma

Paul Wolters, MD
University of California, 
San Francisco

Gerlinde Wernig, MD
Stanford University

FUNDED PROJECTS (CONTINUED)

CRISTAL: Developing the 
Combined Response Index for 
Scleroderma Trials Assessing 
Limited Cutaneous Systemic 
Sclerosis

Dinesh Khanna, MD, MSc
University of Michigan

Alain Lescoat, MD
University Hospital of Rennes

High Impact Research 
Grants Awarded  

in Fiscal Year 2024

“We act BOLDLY,  seeking out 
scientists with fresh perspectives 
and a broad range of expertise.” 
— DEANN WRIGHT, JD

 SRF Research Committee Chair
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Science Workshop 
Each year, we host our annual Science Workshop. 
Led by the SRF’s Scientific Advisors, this gathering 
brings together all funded investigators, new 
applicants, outside experts, and industry partners 
for an intensive two days of evaluation, discussion, 
and brainstorming.

Accelerating research 
discoveries requires 
cooperative relationships 
between medicine, 
academia, and industry.
That’s why our program 
focuses on building a 
community that can 
tackle ambitious research 
projects together and 
creating spaces for 
connection—a highly 
unique approach in a 
competitive field.

Co-Sponsorship of NIH Workshop 
on Systemic Sclerosis
In 2024 the SRF co-sponsored a workshop with 
the National Institutes of Health (NIH) and other 
nonprofits to explore advances in immunotherapies 
and cellular therapies for systemic sclerosis and 
chronic graft-versus-host disease. The event 
brought together over 100 experts for sessions on 
shared disease mechanisms, fibrosis biology, and 
emerging treatment strategies.

Scientific Advisor Dan Kastner, MD, PhD, in 
conversation at the Science Workshop

What is CONQUER?
Launched in 2018, CONQUER (COllaborative  
National QUality and Efficacy Registry) is a 
groundbreaking, multi-center, longitudinal patient 
registry and bio-sample repository that can enable 
sophisticated studies ranging from genetics 
to biomarkers. It is helping to transform our 
understanding of scleroderma and will enable  
more personalized, effective therapies for patients.

Collecting Data That Can Drive  
New Treatments
By collecting and sharing high-quality, anonymized 
patient data, CONQUER provides insights into how 
scleroderma affects diverse populations over time, 
driving scientific progress toward better treatments 
and therapies.

A Collaborative Effort
CONQUER creates a unique opportunity for 
clinicians and researchers at participating centers to 
connect through SRF-led events, facilitating research 
collaborations that might not happen otherwise.

In 2024, CONQUER reached 
a key milestone, enrolling 
over 1,000 patients.

Sponsors

Thank you to our partners for helping to 
underwrite the costs of CONQUER.

Hauske 
Family 
Foundation

The Nancy P. 
and Richard K. 
Robbins Family 
Foundation

“CONQUER is the only 
nationwide registry. 
It has the potential to 
be bigger and more 
powerful than any U.S. 
scleroderma center’s 
registry—and the spirit 
of collaboration it 
fosters is especially 
important.” 
— TRACY FRECH, MD, MSCI
 Vanderbilt University Medical Center 

CONQUER Co-Chair
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Research  
Collaboration
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“Think of a traditional 
clinical trial like 
building an entire 
soccer stadium just to 
play one game—and 
then tearing it down 
afterward.

 With a platform trial, 
we still build that 
stadium, but instead 
of using it for just one 
game, we use it to 
host many.”

Created and operated by the SRF, 
CONQUEST is a platform clinical trial, 
which means it can evaluate multiple 
investigational study drugs at the same time. 
Currently, it is evaluating two investigational 
study drugs for scleroderma across the 
world. Over time, CONQUEST plans to look 
at more investigational study drugs, which 
can be added to the platform.

We sat down with Gregory Gordon, MD, 
JD, the SRF’s first-ever Chief Medical 
Officer and leader of CONQUEST strategy 
and operations, to learn more about 
CONQUEST, its design, and why it’s truly  
a huge step forward for the entire  
scleroderma community.

Q: Can you give us a quick refresher—how do 
traditional clinical trials usually work?

A: In a traditional trial, researchers test one 
experimental treatment at a time. Patients 
are randomly assigned to either receive the 
treatment or a placebo.

Q: What’s different about a platform trial?

A: The big difference is that a platform trial 
lets us test multiple treatments at the same 
time using shared infrastructure—including 
one common placebo group. This makes it 
faster, more cost-effective, and more efficient 
than running several separate trials. Think of 
a traditional clinical trial like building an entire 
soccer stadium just to play one game—and 
then tearing it down afterward. It takes a ton 
of time and resources. With a platform trial, we 
still build that stadium, but instead of using it 
for just one game, we use it to host many. It’s 
a smarter, more sustainable way to test new 
treatments.

Q: Why is using a shared placebo group important 
for patients?

A: In your typical traditional trial, about half the 
participants are assigned to the placebo. But in a 
platform trial, we only need one shared placebo 
group for all the treatments being tested. That 
means more patients are likely to receive an active 
treatment, which is an important advantage.

Q. What happens to all the data you gather from 
the placebo group?

A. When a pharmaceutical company runs a study, 
they own the data, and it can be difficult for others 
to access it. In CONQUEST, the SRF will own 
the data from the placebo patients, and we’re 
committed to making the data and our findings 
accessible.

Q. Who else is running a platform trial like this?

A: This platform trial design is still relatively new.  
It was first used in oncology trials, which is where 
we drew our inspiration from. But what’s exciting 
is that no one else is trying this in rheumatology 
yet. As an innovator for scleroderma, the SRF is 
hoping to pave the way for others working on 
rheumatic diseases.

In      Focus
How CONQUEST breaks the mold

Gregory Gordon, MD, JD, 
Chief Medical Officer

A Q&A with Dr. Gregory Gordon
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Education and 
Awareness

In  
Focus

In 
Focus
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“Thank you for the ongoing updates about the 
research into this crazy disease we suffer from.” 
— LYNN S.
 dx 2001
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Education and 
Awareness Program

Platforms

Website Views 

Email SubscribersFollowers 

Countries 

Average Email Open RateImpressions

7

141k+

9k40k+

164

43%1.6m

Delivering 
trusted 
news and 
information

Empowering 
informed 
research 
participation

Increasing 
global disease 
awareness

Education 
and 

Awareness 
Priorities

Resources 
and 

Outreach

Patient  
Forum

Cure  
Crew

Partnerships

Program Pillars

Resources and Outreach
In 2024, we delivered content featuring the most relevant 
news and information about scleroderma, its complications, 
treatments, and how to participate in research.

Providing Website Tools and 
Information That Empower
  A new clinical trial search tool and robust educational 
content made our website a go-to resource.

Growing Community  
Through Social Media
Through sharing trustworthy information and 
consistent engagement, we used social media to 
spread awareness and rally support for research.

Delivering High-Impact News

Timely updates, research breakthroughs, and 
powerful personal stories kept our community 
connected and informed.

Driving Global Awareness 

From global disease days to the SRF #SayScleroderma 
campaign, our outreach elevated awareness of pulmonary 
hypertension, Raynaud’s phenomenon, and more. This 
year’s initiatives also included a 3-part collaborative PSA 
series and national TV features.



2
0

2
4

 A
N

N
U

A
L

 R
E

P
O

R
T

S
C

L
E

R
O

D
E

R
M

A
 R

E
S

E
A

R
C

H
 F

O
U

N
D

A
T

IO
N

2120

3,697

Patient Forum
The SRF Patient Forum, 
“Collaborating for a Cure,” 
is a yearly online, half-day 
forum with new information 
about scleroderma and 
research that anyone can 
attend for FREE. 

This forum connects the 
scleroderma community 
with leading experts and 
research opportunities, 
empowering participants 
with the latest information 
and ways to get involved in 
advancing science.

A Global Gathering for the 
Scleroderma Community

The Patient Forum is designed for anyone affected 
by scleroderma. Open to all, the event draws a global 
audience, with hundreds of participants from 21 
countries—76% of whom are patients.

Direct Access to Experts 

Each session concludes with a live Q&A, giving attendees 
rare access to leading specialists. Participants receive 
clear information on disease management, emerging 
treatments, and current research opportunities, enabling 
informed conversations with their healthcare providers.

A Lasting Resource for  
the Community
Beyond event day, the forum continues to provide  
value through recordings available on YouTube,  
our website, and social media. More than 3,697 people 
viewed the recorded session in 2024 alone.

Non-Pharmacologic Management of 
Scleroderma
Dr. Ankoor Shah, MD
Duke University

Heart Disease in Scleroderma
Dr. Monica Mukherjee, MD
Johns Hopkins University

Platform Trials: Accelerating Clinical 
Research in Scleroderma
Gregory Gordon, MD, JD  
Scleroderma Research Foundation

Dinesh Khanna, MD, MS  
University of Michigan

Toby Maher, MD 
University of Southern California

Education that Matters to People  
Living with Scleroderma

In      Focus
CAR T-Cell Therapy & Scleroderma –  
Today and Future
Peter Merkel, MD  
University of Pennsylvania

Max Konig, MD 
Johns Hopkins University

Peter Maag, PhD  
Kyverna

David Shook, MD 
Nkarta

Luke Evnin, PhD  
Scleroderma Research Foundation

Scleroderma and Cancer: Implications for 
Cancer Screening & Therapy
Ami Shah, MD, MPH 
Johns Hopkins University

Stem Cell Transplant in Juvenile Scleroderma
Kathryn Torok, MD 
Pittsburgh Children’s Hospital

Registrants Countries of attendees live 
with scleroderma

459 21 76%

2024 Patient Forum Sessions



2
0

2
4

 A
N

N
U

A
L

 R
E

P
O

R
T

S
C

L
E

R
O

D
E

R
M

A
 R

E
S

E
A

R
C

H
 F

O
U

N
D

A
T

IO
N

2322

1,917
This grassroots volunteer 
program is focused on the 
SRF mission, spreading 
awareness and raising vital 
funds to support research 
that helps people with 
scleroderma live longer, 
fuller lives.

The unstoppable Cure Crew 
raised over $120,000 in 2024 
and connected the community 
in powerful ways that we can't 
even begin to measure.

Cure Crew Members

1,917 1

Alvin C., dx 2017, wrote a book and shared his 
story on social media to spread awareness of 
scleroderma.

2

Sofia Q., dx 2006, was one of more than 115 
people who hosted a Facebook birthday 
fundraiser, turning a personal milestone into 
meaningful impact.

3

Carl Mayer focused on scleroderma in his 
Instagram Live “15 Dollar Game Show,” 
using his platform to raise both funds and 
awareness for the SRF.

4

Ally's Allies returned for their second annual 
“Golfing for a Cure,” a heartfelt fundraiser 
launched by Linda W. (center) in honor of her 
daughter Ally, dx 2022 (far right).

5

Cynthia W., dx 2021, teamed up with her 
brother to create a powerful PSA, sharing 
why research participation and scleroderma 
awareness are so important to her.

6

Beth L. (far right) and Lisa D. (far left) served 
up a second round of Picklepalooza, rallying 
their community on the courts to help fund 
the search for a cure.

3 4

5

6

2

1

Cure Crew

Scan to learn more.

srfcure.org/curecrew
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Working Together for 
Meaningful Progress

In 
Focus

Community Partners Industry Partners

Collaboration

We share a bold goal with our partners: to end 
scleroderma. Progress depends on collaboration, and our 
work with advocacy groups and industry leaders is driving 

meaningful progress every step of the way.

Pictured above: We produced a three-part PSA video series on 

scleroderma and PAH in partnership with Johnson & Johnson, 

Project Scleroderma, and Scleroderma Outreach Northwest.

We are deeply grateful for the generous support of our 
partners. They support critical education and awareness 
initiatives that empower patients, inform physicians, and inspire 
broader understanding of this complex disease.

Global Genes

ILD Day Consortium

Mogil’s Mobcast

National Institute of Arthritis and  
Musculoskeletal and Skin Diseases

PF Warriors

PHAware

Project Scleroderma

Pulmonary Fibrosis Foundation

Rare Disease Diversity Coalition

Raynaud’s Association

Scleroderma and Raynaud’s UK

Scleroderma Canada

Scleroderma Foundation of California

Scleroderma Foundation of Greater Chicago

Scleroderma Foundation of Greater Washington, DC

Scleroderma Outreach Northwest

Scleroderma Patient-centered Intervention Network 
(SPIN)

The Waiting Room Entertainment
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On October 29, Cool 
Comedy • Hot Cuisine 
(CCHC) returned to 
Los Angeles for an 
unforgettable evening 
honoring John Mayer and 
Jeff Ross with the Bob 
Saget Legacy Award. 
Named for our beloved longtime Board Member, the 
Bob Saget Legacy Award honors those who, like Bob, 
use their voice and platform to shine a spotlight on 
scleroderma and help move us closer to a cure. For more 
than 25 years, Bob led Cool Comedy • Hot Cuisine with 
heart, humor, and unwavering dedication—a legacy 
carried forward by John and Jeff.

Since the early 2000s, both performers have been 
instrumental to the event’s success, whether through 
performing on stage or lending their presence and 
support. Their continued commitment and advocacy 
have helped raise vital awareness and funds for the SRF, 
and for this, we are profoundly grateful.

That same spirit of generosity and dedication was 
reflected throughout the evening, as a remarkable 
community of supporters and performers came together 
to support the cause. Their contributions helped raise 
more than $1.1 million to advance critical research and 
bring hope to all affected by this disease.

+ Talent Lineup: Whitney Cummings, Alex Edelman, 
Chris Hardwick, Jim Jefferies, John Mayer, and  
Jeff Ross (event host)

+ Event Co-Chairs: Susan Feniger*, Regina Hall*, 
Caroline Hirsch, and Kelly Rizzo

A celebratory 
moment during the 
live auction

Erion M., dx 2008, with 
Kierra F., dx 2020

*Board Member

CCHC talent 
lineup

Kelly Rizzo with  
Bob Saget Legacy  
Award Recipients,  
John Mayer and Jeff Ross

Candace Cameron Bure and  
Lori Loughlin
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Scenes from  
Cool Comedy •  
Hot Cuisine 2024

SRF Board Members

Macaulay Culkin 
with guests

Board Member 
Regina Hall 
takes the stage

Adam Saget, 
Candace Cameron 
Bure, Jodie Sweetin, 
and John Stamos
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The Bob Saget Memorial Scleroderma 
Research Fund, established in 2022 by the 
SRF Board of Directors, is a heartfelt tribute 
to Bob’s unwavering dedication to finding a 
cure after the loss of his beloved sister. He 
gave generously of his time, energy, and heart, 
championing the SRF mission with deep 
personal commitment.

Scan to learn more. 

support.srfcure.org/bobsaget

Gifts to this fund, including those made during 
Cool Comedy • Hot Cuisine, directly support 
bold, promising research with the ultimate 
goal of ending scleroderma. As of the end of 
2024, more than $3.9 million has been raised 
in Bob’s honor—a powerful reflection of the 
impact he made and the legacy he continues 
to inspire.
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Beyond the Evening: 

Bob Saget’s  
Legacy  
Lives On
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Your Impact

In  
Focus

In 
Focus
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2005

$900K

2010

$1M

2015

$1.6M

2020

$1.7M

2021

$2.3M

2022

$2.9M

2023

$4.9M

2024

$8.1M

The Impact of  
Your Investment
Since 1987, the SRF has led the way in scleroderma 
research—driving major advancements in 
understanding the disease, how it progresses, 
and how it’s treated. But it’s your support that 
makes this all possible. Your generosity powers 
every breakthrough, fuels progress year after 
year, and positions the SRF as the most trusted 
and impactful nonprofit funder of scleroderma 
research in the U.S.

You can rest assured that your gift is used 
responsibly and effectively: the SRF has received 
the highest ratings from Candid. (formerly 
GuideStar) and Charity Navigator—the largest and 
most trusted independent evaluators of nonprofit 
organizations.

Research Investment  
Growth 
This year, we made our largest-ever investment in 
research—a significant increase that reflects both 
the growing momentum in the field and the deep 
commitment of donors like you, who are helping to 
accelerate bold science and the breakthroughs it 
makes possible.

Fiscal Year 2024 
Financial Highlights 

Summary of Audited Financials

Revenue (How We Raise Funds)

Expenses (Where Your Money Goes)

$8.16M
invested in research—the largest annual 

investment in our history

83%
of every dollar goes directly to 

advance research efforts

CONQUEST’s Financial Impact Accelerates Research Progress:
*Participating pharmaceutical companies have agreed to pay an unrestricted fee to the SRF for putting their trial therapies into 
CONQUEST. This fee can be used to underwrite the broader SRF mission.

CONQUEST Operations Are Fully Funded by Participating Partners:
**The revenue and expense reflect pass-through agreements with participating pharmaceutical companies to cover the actual 
costs of adding their investigational products to CONQUEST. Expenses include the work of the SRF’s CONQUEST clinical team. 

Separately, the SRF— as the study sponsor— hires an independent clinical research organization to help plan, manage, and 
carry out the clinical trial, ensuring trial integrity, efficiency, and regulatory compliance.

Corporate 
Contributions

Research

Research Grants $2.5M (31%)
CONQUER Registry $1.3M (16%)

CONQUEST $4.3M (53%)

Individual 
Contributions

CONQUEST**

CONQUEST  
Fee-for-Service*

Bequests

Education and Awareness

Events

Administration

Investments

Fundraising

Events

7%

83%

18%

39%

16%

2%

5%

9%

3%

9%

5%

4%

Total 
Revenue:

$12.3M

Total 
Expenses:

$9.8M
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Our Donors
The SRF is grateful to the donors who make our mission possible. Your trust in 
our work fuels our mission and helps to drive research progress forward.*

The SRF extends our heartfelt gratitude to the donors who made leadership-
level contributions of $25,000 or more in 2024. 

Anonymous (2)

Abbey, Weitzenberg, Warren & Emery

AE Family Foundation

Amgen, Inc.

Dolores C. Anderson Trust

Dr. Omar Baker and  
Behnaz Baker

Estate of Karl Franz Bergmann

Bristol Myers Squibb

Sara and Arthur Lloyd Campbell

Judy Evnin and Dr. Tony Evnin

Luke Evnin, PhD

Heather and Michael Green

Bill and Marjorie Holodnak

Johnson & Johnson

Kao Family Foundation

Masters Family  
Charitable Fund

Merck & Company

Violetta and Andy Merin

A.J. and Erica Nahmad

Patricia Nicklowitz

The Nancy P. and Richard K. Robbins 
Family Foundation

Max, Samantha, Montana,  
and Mark Scher

Dan and Jayna Schimberg

Schimberg Family Foundation

Scleroderma Foundation of Greater 
Washington DC

Victoria West and Marc Trachtenberg

Estate of Mary Ann Wolff

Deann Wright

Wright and Evnin Family Foundation

Meredith and Mike Zappert

We apologize in advance for any errors or omissions.  
Every donor is important to us and we deeply 
appreciate your support.

Leadership Circle

Anonymous (11)

Bob and Annmarie Adamo

Yolanda and Harold Allen

Ally's Allies

Richard and Christina 
Ambrosini

Arielle Anderson

Shari Annes

The Apatow-Mann Family 
Foundation

Appraisal Service, Inc.

The Art Laboe Foundation

The Artists & Athletes Alliance

Alan and Megan Auerbach

James and Carol Babcock

Scott Bakula and Chelsea Field

John and Audrey Bamberger

Bank of America Charitable 
Gift Fund

Steve and Catherine Bardwil

Amy Barron

Hali Baxter and Joshua Horgan

Reginald and Margaret Bayley

Bethpage Federal Credit 
Union

Megan Biddle

Lisa Marie Blais

Jeffrey Bluestone and Leah 
Rosenkrantz Bluestone

Amy Bokenkamp

Rahul and Anjan Bose

Kristy Braga

Peter Breitenbach

Kevin and Claudia Bright

Brillstein Entertainment 
Partners

Mark and Susan Bronson

Dawson Bullock

Bull's Head Foundation, Inc.

Jason Burdeen and  
Julie Smolyansky

Anthony Campitiello

Cannon Enterprises, Inc.

Gretchen and Les Canter

Harold and Ofelia Careway

Elizabeth G. Cates

Bernie Caulfield

Jeffrey T. Chambers and 
Andrea Okamura

Julie Chobdee

Karen Chou

Kelly and Matt Ciccotti

Gayle Cohen and  
Dr. Maurice Cohen

Roberta Conroy

Laura Cooksey

Creative Artists Agency

Bob and Margaret Crowther

Sep and Sharon Dardashti

Catherine Darney

Doris Elaine Davis

Annual Donors
Below, we proudly recognize the donors who have contributed $1,000 or more in 2024.

Allyson L. Ferer

Mike and Angie Ferraro

Beverly Fischer

Chad Florom

Robert Force

Emily Fox-Musheno and Craig 
Musheno

Jim and Christine Frascella

Mary C. Frates

Heath and Jane Freeman  
Family Foundation

Beth Frkovich

Carl and Jatana Galant

Leslie Gaynor

Carl and Esther  
Gerstacker Fund

Jeffrey Gevirtz and  
Amira Littman

Allison Gladstone

Wendy G. Glenn

Joanne Gold

Dan Golden

Alan and Barbara Goldenberg

Ronald and Pamela Goldman

Amy Goodrich

Neil and Stacy Graff

Donald Greenberg and  
Beverly Daniels-Greenberg

Suzy Greenberg

Jill Gutterson Grey

The Grosman Family

Dr. Bruce Grossman and Cheryl 
Grossman

The Grove Wine Bar & Kitchen

Dee Gutman

Ron and Bonnie Hadfield

Jayne Hall

Joy Hall

Regina Hall

Gail Hammer

Hauske Family Foundation, Inc.

Gene and Joan Hill

Gerry Hodes

Donald Holmes

Hunter Insurance

Roberta and Brian Hunter

Peter and Sandra Irvin

Susan Isreal

Ross and Eve Jaffe

Estate of Eva Jenkins

Della Johnson

Heather Jones

Parea Gyros

Russell Karr

Eric Kau and Eliz Lee

Thomas and Susan Keilty

Nancy Kemp

Albert Klail and Frances Scott

Debra Kleban

Lloyd Klickstein

Jeremy and Melissa Kline

Emily Knecht

Knife Flight

The Knoller Family

Irene Koliba

The Kosmach Family

Marc and Patricia Krieger

Bob and Karen Kushell

Dr. David Lacey and  
Nancy Lacey

Beth and Anthony Lasita

Drew Lawson

Tara Lea

Kenneth and Ellen LeBlanc

Steven and Linda Levine

C. Barry Lewis

John and Susan Livingston

Local Independent Charities 
of America

Tom Lockard and Alix Marduel

Samuel Luria

Tom and Terry Luria

Jennifer and Jeremy Lutz

Rhonda Mace

Toby Maher

Barbara Malina

Karen Maricle

Christopher Marino, MD

Marsh & McLennan 
Companies

Richard Marshall

Katherine Martincich

Carl Mayer

Sharon McGarvey

Ray and Kimberly McKewon

McNabb Foundation

Carlos Medina

Medpace

Joseph and Rita Meistrell

Wallace Mersereau

Breckin Meyer

Richard Michalski and  
Anne Frates

Jess Miller

Jolynn Mohr

Alison Molinelli

George and Katia 
Montgomery

Carlyn Moore

Ray Muldaur and  
Natalie Ige Muldaur

Mundo Management Group, 
LLC

Elizabeth Murphy

Arden Nagler

Jon and Hanneke Nesvig

Alexa Niemi

Robin Nourmand and  
Sepideh Makabi

Randi Orava

Ben and Paige Orell

Harold and Melanie Oyster

Pavan Pardasani and Kacie 
Schiffer

Abhay Patel, MD

Leland and Helen Payton

Sula and Robert Pearlman

Daniel and Judy Pepper

David Permut

Holly Perry

Andrea and Paul Pett-Joseph

PHE, Inc.

Kimberly and Cole Phipps

Karen and Mark Popovich

Porter Hedges LLP

Ellyn and Ed Potokar

Pamela and Brian Pour

Evan Pozarny

John and Sue Prange Trust

Paul and Melinda Pressler

Vijay Proddhutur

Robert Prosser

William and Natalie Raaths

Richard Rabin

Dan Radecki

Danielle Rager

Tanika Day

Karen and Chris DeMeo

Lisa and Guy Diedrich

Sharon Dobie, MD

William Dorfman, D.D.S.

Stuart Draper

Lisa and Kevin Dreyer

Susan Dunn

Chuck and Linda Duvall

Ashleigh Dyson

Antonio and Kerry Edmonds

Amber Ehrlich

Brian and Lori Elfus

Sara Ellin

Robert and Dana Emery

Andrew Emmett

ESM Foundation

Facebook Donors (482)

Brenda Fauth

Jules Redlich

Jeff and Dana Refold

Carol and Charlie Reinhart

Maria Reinhart and  
Carol MacFarlane

Remarkable Journeys

Angela and Richard Renneke

Sharon Riestis

John and Diane Riley

Edward and Lida Robinson 
Charitable Trust

George and Liz Roewe

Jim and Trish Rogers

Giselle Rohleder

Bryan and Norma Rosenberg

Jeannie and Robert Rosenthal

Steven Ross

Anthony and Jane Rothschild

Joshua Rubenfeld

Amanda and Nico Ruch

Jeffrey and Tracy Safron

Allison Saget and  
Anthony Giannini

The Saget Family

Lolly Salmen Norris and  
Roddy Norris

Marcy and Bernadino  
Salvatore

Sanofi-Aventis U.S., Inc.

Maureen Sauve

Philip and Wendy Schaefer

Jay Schapiro

Martha and Lee Schimberg

John Schlegel

Pam and Luke Schock

Jay Schulman

Diane and Michael  
Schumacher

Katie Schuster

Todd and Laurie Schuster

Molly Schwarz

Rayann Scolnick

Jeff and Martha Seaman

Emma Sedore

Robert and Susan Shand

Kyle Shanklin

Tracy and Larry Shar

Shawangunk Valley 
Conservancy

*For a complete list of our 
generous supporters, please visit 
srfcure.org/our-donors.
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Lisa Abbatomarco
Don Abert
Nancy G. Abrams
Dorothy Allen
Elizabeth Allen
Hilda Allen
Norma and Phillip Altus
Lisa P. Amadeo
Walter G. Amstutz
Elaine Aresco
Nancy Bader
Laurie Badgley
Shirley J. Ballard
Joyce L. Bauer
Maria Bautista
Thomas Bautz
Margaret Beene
Robert Beischer
Susan Belisle-Hall
Gwen Benford
Anneth Bergman
Keri Berneche
Frank Bertolli
Dorothy V. Betz
Andrea Beuckman-Burkard
Paul Beyer
Lois Bieniek
Amalia Bisignani
Hilarie J. Blumfield
Marjorie Bobholz
Jenny Bohman
Edward Bokenkamp
Nancy Bonin
Kathleen Bosworth
Robert Braband

Kevin Breaux
Suzanne Brenner
Mike Bromberg
Jerry Bruinooge
Jean Buckley
Barbara An Budd
Carol Young Calder
Jill Campbell Connelly
Amy Capell
Michael Capello
Marilyn Carminati
Beatrice Carter
Maria Cavazos Munoz
Debra Cernieux
Mitchell Chamin
Despo Charalambous
Jeffrey A. Charapp
Susan E. Chase
Greg Christensen
Betty Chutkow
Deborah Ciampa
Sharon Clark
Eileen Clary
Jeanine Cognard
Bob and Inga Coleman
Kaelin Connolly
Patricia Connors-Zini
Christina Costello
Linda K. Counterman
Doris Crawford
Zorica Crisp
Anna Damiani
Milka Delic
Jennifer Denny
Cynthia G. Dillon

Nicholas DiMedio
Carolyn Dixon
Matthew Dobie
Jamie Doherty
James Domini
Elizabeth Doriot
Vernon Dunn
Emma S. Duvall
Suzanne Dym
Betty Eckard
Darin Eible
Rori Eisenberg
Roberta S. Elfus
Darlene Elmore
Sally English
Patrice A. Erickson
Kathleen A. Ernst
Janet Esterly
Karen Evancheck
James Fecko
Lauren J. Feinstein
Sandy Feldman
Kathy M. Fennimore
Rosina Flaccavento
Laura Fogelman
Karen Fraley
Charlie Freeny
David Friedman
Trevor A. Fye
Rita A. Gaffney
Tina Gardina
John Garnett
Catalda Gasparetti
Nancy Gevirtz
Sandra Gibson

Tammy Gilbert
Tommy Gilbert
Srilakshmi S. Gnanasekaran
Dorothy Goldman
Norma Gonzalez
Don Gooding
Lisa Barkin Gootman
Sharonda Graham
Heather Grasz Suarez
Gloria Bernice Grey
Marilyn Grieshop
Sylvia Grossman
Christopher Guadagnini
Margaret Guelker
Ruby Hanson
Michael R. Harrison
Rebecca A. Harrison
Madeline Hartlieb
Barbara Hawkes
Sandy Hazelhoffer
John Heilala
Dorothy Heinlein
Jennifer Hemley
Rose Hernandez
Kathryn Doub Hinman
Christi Maurer Hoehn
Mary Jo Hoke
Gary and Susan Howard
Sue Howard
Mary Nell Hutchens
Patricia Ianni
Susan B. Irwin
Christine Jimenez
Selena Johnson
Teri Jones-Ruby

In Memory
The following individuals were lovingly remembered by friends and family through gifts made in their memory in 2024. 
Our hearts go out to all who have lost these cherished loved ones, and we extend our deepest sympathies to you.

Paul Kaplan
Linda K. Karch
Belinda Karr
Kathryn Karson
Rona Kaufman
Cathi Keilty
Samuel Kenberg
Cora Kennard
Joyce Deveau Kennedy
Priscilla B. Kenyon
Marissa Key
Margaret Kinaitis
Virgil Klassy
Joan A. Kosmach
Arnold H. Kramer
Helmut Kramer
Joan Kroutil
Sandra Kuebler
Hanna Kwatinetz
Christine A. Lakin
Ron LaMar
Trina Lampl
Joan Lauer
Joanne Lauria Pearson
Daniel Lave
Ann LeBlanc
David Leveton
Marlene Lewandowski
Josephine M. Lewis
Sharon Litty
Mary Lofstrom
Ani Lund
Dale Lustig
Jeffrey H. Mace
Shigenobu Machida
Linda H. Maguire
Jeanette Malanowski
Brenda Malone
Catherine Manion
Johanna Elizabeth Y. Mann
Joanne M. Marchese
Joanne Marcus
Frances Marino
Frank Marisi
Eveline J. Marks
Anne Terrell Masters
Andrea Matis
Gale H. Matis
Perry Mayes
Carol McChesney
William McCrary
Catherine McDuffie
Ann M. McEntee
Waskel McFadden
Laura McGuire-Weinfeld
Frank Meciej
Hamilton Mencher

Justine Miller
Susan Mizerek
Lena Moccia
Shirley Belo Mocho
Richard J. Mohr
Sharon Monsky
Erin Moore
Linda Moore
Nancy Moore
Marilyn Morrill
Lisa Marie Morton
Milton Moscowitz
Helen Mosley
Susan Moyer
Sammy Muhlfelder
Dolores (Lorie) Murphy
James D. Murphy
Angelina Musacchio
Barbara Musco
Linda Newman
Valerie Niles
James K. Noz
Cherolyn Nyce
Andrea J. Oakland
Martha E. O'Dell
Valerie Oles
Margaret Olson
Jaime Ortiz
Celine D. Ostendorf
Jonathan Parker
Bharat Patel
Joyce Pierson
Beverly M. Pizzuto
James Pokoy
Myrna Pope
Carlin Popke
Donald Puglisi
Dagmar Pulkkinen
Anne S. Rabin
Deborah Ragland White
Dee Ann Reichner
Maxine E. Reiff
Phyllis Renzi
Gwen Renzullo
Josephine Rescigno
Robert D. Reser
Ann Reynolds
Carol Reynolds
Loretta Rhodes
Sandra J. Ribich
Sydney Richards
Suzanne Ridout
Maria Rivelli
Debra Rizzo Rivelli
Martha Robles Hernandez
Maggie Rodriguez
Adrienne Saddington

David Sheil and Regina 
McLester Sheil

Suzy Shuster

Dr. Jeffrey Siegel and  
Dianne McCutcheon

Jonathan Silverman

Ralph & Emily Simon  
Family Foundation

Brad Smith

James Smith

Michelina South

Southpoint Capital  
Advisors LP

Alexis Sowuleski and  
Andrew Royston

Peter and Martha Stabler

Thomas and Melanie Staggs

John Stamos and Caitlin 
McHugh Stamos

Bruce Stein and Susan 
Stremple

Lisa Steiner

Mandy Stitt

Dr. Liz Stoner and  
Dr. David Cowburn

Barbara Story

William Swenfurth

Mia Tenneson

Marion Ternstrom  
Endowment Fund

Duncan and Gayle Terry

Emily Thompson

Carl and Susan Thomsen

Tiger 21

Sherri and Nick Tuso

Mathew Varghese

Deborah Vickers Grisamore 
and Greg Grisamore

Philip and Janice Vigdahl

Luke Wachter

Lucy Waletzky

Walther Partners

Jill Weinberg

Scott Weinger and Rina Mimoun

Westmount Partners

Kelly Willis

Gordon Wong and Linda Tsiu

Worksmart/SH Inc.

Steven and Julie Wright

Melissa and Ross Zapin

David Ziegler

Ben Saget
Bob Saget
Dolly C. Saget
Gay Saget
Bill Saul
William T. Saul
Ada Schenone
Matthew Schenone
Irene Schliem
Jason Schmidt
Betty Selbe
Robert Serrao
Beverly Shaffer
Richard Shavelson
Gina Shea Gantt
Barbara K. Shepard
Joseph M. Sherlock
La Keita Smith Waller
Anita Smith
Enid Smith
Rhoda Solow
Marc Sorge
Justina Sotelo
Susan Spivack
Aaron Steele
Lenore Steinhart
Berniece Stepanek
Sophie Stepien
Shirley Stern
Kyran J. Stevenson
Eleanor Stone
Frances Swartz

Amelia Szajdecki
Catherine Templeman
Bernice Tesmer
Sandra K. Thomas
Mae Torak
Norma Torres
Mary Jo Toso
Robin Trala
Silvia Tromblee
Carmela Trupia
Michael Turanin
Gwendolyn S. Turner
Marjorie B. Turner
Carolyn Venuti
Gloria R. Verdugo Wood
John Verity
Kathleen Voss
Anne F. Votze
Marie Walker
Peggy Wanner
David E. White
Mary A. Wick
Curley Williamson
Karen Wimberley
Inez Winkel
Judith C. Wolf
Nancy A. Wolf
Marisa  L. Wright Cuttino
Georgia Xenakis
Susan Yoast
Joseph P. Ziegler

“Thank you to all the 
people who work to 
find a cure. I am so 
looking forward to 
the day when people 
can say they HAD 
scleroderma.”
—KE NNETH H.,  

SRF SUPPORTE R (DX 2011)



2
0

2
4

 A
N

N
U

A
L

 R
E

P
O

R
T

39
S

C
L

E
R

O
D

E
R

M
A

 R
E

S
E

A
R

C
H

 F
O

U
N

D
A

T
IO

N

38

In 1987, scleroderma patient-turned-
activist Sharon Monsky founded the SRF, 
understanding that funding medical research 
was the best way to make a better future for 
those with scleroderma. 

Though Sharon passed away in 2002, her 
determination to end this disease continues 
to inspire people today.

Learn more about the Sharon Monsky Legacy Society and its generous members.

srfcure.org/planned-gift

The Sharon Monsky Legacy Society honors 
donors who have chosen to support the 
future of scleroderma research beyond their 
lifetimes. Belonging to the Sharon Monsky 
Legacy Society allows us to celebrate these 
individuals now for a gift they will make in the 
future, ensuring that we can continue  
our mission. 

The Sharon 
Monsky  
Legacy Society

Sandi Allen

Renu Anand

Jess Baker

Preston Barton

Melita Belgrave

Denise Beltzner

Debbie Bischoff

Bill Bishop

Erik Blood

Hannah Bose

Kevin Boyanowski

Elizabeth Boyd

Amanda Bradeen

Natalie Brown

Loretta G. Butler

Catherine Calvin

Colleen S. Casey

Kerri Constantine

Robin Coplin

Hattie Covington

Sue Craig

Amy P. Daniels

Dana Delany

Julie Dember

Anita Devine

Sharon Dobie

Pearl Drelich

Gloria Durkin

Addie Duxbury

Samantha 
and Cameron 
Eckerman

Lauren Edelman

Peihong Endris

Luke Evnin

Gina Fiss

Jiselle Flores

Josie Garcia

Rebekah Graff

Anna Green

Joy Guiga

Barbara Jo Heenan

Virginia Hesington

Amy K. Hewitt

William A. 
Holodnak

Brian M. Hunter

Deanne 
Hutchinson-Pinto

Patricia Ianni

Sandra Irvin

Shirley Jauquet

Stephanie Jensen

Eric Kau

Melissa Knolls

LaRae Kuhar

Linda Levine

Lenora Lewis

Michael Lorento

Tim Magee

Lisa Mesmer

Jess Miller

Dana Newberry

Kathleen Newby

Linda Newman

Ana Novoa

Michele Orlowski

Stephanie 
Ostrander

Maggie Ostrow

Josephine Parker

Alex M. Perez

Grace Pour

Sophia Quiñones

Shelley E. Raaths

Riki Rafner

John Ritter

Irene Rogan

Adam Saget

Suzanne Salerio

Tami Sauer

Scher Family

Cindy Schlett

Molly S. Schwarz

Sophie Anne 
Seaman

Madeline 
Shreeman

Dave Slavkovsky

Betty St. George

Angela Switzer

Team SRF - Staff 
and Board

Doralee Thrasher

Laura Vigdahl

Julia Visone

Katherine Wall

Eve Weinberg

Nancy Whitaker

Fredrick M. Wigley

Michelle Williams

Haley Wilson

Kori Woodlief

Deann Wright 

Michael J. Zaccaro

Darlene Zeroth

In Honor
In 2024, we had the privilege to take part in celebrating the following 
individuals through generous tribute gifts.

“We give to the 
Scleroderma 
Research Foundation 
because their sole 
focus and dedication 
is towards research 
to find a cure.”
—HEATHE R GRE E N 

mother of Anna (dx 2019)

We apologize in advance for any errors or omissions.  
Every donor is important to us and we deeply appreciate your support.
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The mission of the Scleroderma Research 
Foundation is to fund and facilitate the most 
promising, highest-quality research aimed at 
improved therapies and, ultimately, a cure for 

scleroderma. Until that time comes, we are dedicated 
to providing education, raising awareness, and 

sharing the most up-to-date information that the 
scleroderma community needs.

A vision for a 
world free of 
scleroderma.

With the support 
of this unstoppable 
community, our mission 
remains in focus…



220 Montgomery Street, Suite 484  
San Francisco, CA 94104

800.441.CURE 
info@srfcure.org 
Tax ID #68-0087234 

srfcure.org


