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Chair’s Message

Dear Friends:

Since 1998, the National Scleroderma Foundation has been
a relentless force in finding a cure and improving the lives
of people affected by scleroderma. Since its early days,

my family has had the honor of being involved with the
Foundation, but this past year stands out for many reasons.

In the fiscal year 2021 (July 1, 2020 - June 30, 2021), the
Foundation committed more than $3.4 Million to its mission
pillars of support, education, and research.

Our chapter and support group leaders provided meaningful
peer-to-peer connections at the local level for everyone;
from those newly diagnosed to long-time champions.

With our 19 chapters and 147 support groups across the country, our community has led the way in
meeting the needs of people impacted by scleroderma. Whether it is a virtual support group bringing
together people from a specific city or town or a topical support group connecting individuals’ shared
experiences, the value of this work is immeasurable.

Our signature National Scleroderma Conference and Kids Get Scleroderma, Too! Conference
provide access to world-renowned scleroderma experts and are the central meeting ground of the
scleroderma community. We hosted our first-ever virtual conferences last year and drew the same
audience we have come to expect at our in-person events. This is a testament to the quality of
education our experts provide and the engagement of our people.

The Foundation is the leading nonprofit funder of peer-reviewed research. In fact, last year, the
Foundation more than doubled its commitment to research and pledged to continue investment in
tomorrow’s treatments and care. By advancing research to discover the cause of scleroderma and
understand its mechanisms, we are working to overcome this disease forever. As we pursue this goal,
the Foundation also works to provide people with better treatment and increased access to care at
our designated research and treatment centers across the country.

While the last year found us amid a pandemic, our community has proved that our resolve is stronger
than ever, and our fight against scleroderma cannot be stopped. Thanks to the generous support of
our donors, we have made great strides to advance medical research, promote disease awareness,
and provide support and education to people with scleroderma, their families and support networks.
With this year's Annual Report, we invite you to learn more about our mission’s impact on the
scleroderma community and join us on this journey.

Sincerely,

Cos M. Mallozzi
Chair, Board of Directors



Scleroderma

Scleroderma is a rare disease that affects the body’s connective tissue and
vascular system. Generally classified as an autoimmune rheumatic disease, it is
characterized by an overproduction of collagen (fibrosis), which hardens tissue
and damages organs. Commonly known to affect the skin, which is how the
disease was named (sclero means hard; derma means skin), scleroderma also
affects the internal organs (systemic sclerosis) and can be life-threatening. There
are several types of scleroderma.

Localized scleroderma, also known as morphea, primarily affects the skin,
causing tightening and disfiguring of the joints, extremities, and facial features.
While most people with localized scleroderma continue to work and to lead
active lives, disability (such as losing range of motion in the joints) is not
uncommon for this form of the disease. Another classic form of scleroderma

is called en coupe de sabre, which produces a dramatic scar across the face. All
forms of the disease can cause severe pain and can produce complications that
rob a person of function. Skin involvement can also occur in systemic sclerosis.

Systemic sclerosis (SSc) is much more damaging, typically affecting the lungs,

the heart, and the kidneys, and is an underlying cause for related diseases such as

pulmonary arterial hypertension and renal failure.

The cause of scleroderma is not known, although there are many clues including
genetic predisposition. Fibrosis, the overproduction of collagen, is at the heart
of the disease, which makes it prototypic for all other fibrotic diseases.

More than 300,000 Americans are estimated to live with some
form of scleroderma. The face of scleroderma includes
people of all ages, genders, and backgrounds.
Scleroderma can affect young adults, children,
grandparents, and teenagers. Symptoms of
scleroderma can impact a person’s life by
ending a career or causing isolation from
peer groups and society.

Katie Kinson, diagnosed 2003



Mission

A relentless force in finding a

cure and improving the lives of
people affected by scleroderma,
the mission of the National
Scleroderma Foundation is to
advance medical research,
promotes disease awareness, and
provides support and education
to people with scleroderma, their
families and support networks.

Supported by a network of thousands
of individuals across the United States,
the Foundation is the leading nonprofit
funder of peer-reviewed research to
discover the cause, understand the
mechanisms, and overcome scleroderma
forever.

Our signature National Scleroderma Conference
and Kids Get Scleroderma, Too! conference provide
access to world-renowned scleroderma experts and are the

central meeting ground of the scleroderma community. lan Crego, diagnosed 2016

In 2022, the Foundation reaffirmed the nationwide

breadth and scope of the organization and changed its name to the National
Scleroderma Foundation. Our network of chapters operate locally to provide
support and education to individuals and families affected by scleroderma and to
drive fundraising to fuel research.

No two scleroderma journeys are the same. No matter what form of scleroderma
or where you or your child or loved one are in your journey, the National
Scleroderma Foundation can help you find your best path.

Mission Pillars

Support Education Research
To help individuals and their To promote public awareness To stimulate and support
families cope with scleroderma and education through patient | research to improve treatments
through mutual support and health professional and, ultimately, find the cause
programs, peer counseling, seminars, literature, and and cure of scleroderma and
physician referrals, and publicity campaigns. related diseases.

educational information.



Support

Public Policy Advocacy

On June 29, 2020, the Foundation conducted a
National Day of Action to channel the energy
of the nationwide scleroderma community into
a clear request to Congress to hear the needs of
people affected by scleroderma.

Knowing it would not be possible to conduct a
traditional, in-person Capitol Hill Day due to the
COVID-19 pandemic, the Foundation turned to a
dynamic option: a virtual advocacy activity that
respected social distancing and helped allow the
Foundation to keep its promise to advocate for
people whose lives are affected by scleroderma.

In total, 225 people registered for the event, and
we generated more than 200 emails and phone
calls to legislators. Of the registrants, 65 percent
were new to advocacy -- a strong showing of
members of the scleroderma community who
were ready to step up and say that they need
their government to work for them. Significantly,
the advocacy effort also brought on two

new cosponsors for H.R. 3446, the National
Commission on Scleroderma and Fibrotic
Diseases Act.

As in other years, our public policy advocacy
this year was a vital activity of the National
Scleroderma Foundation. With input from

our advocates, legislators learned how their

laws could improve the lives of people

with scleroderma, their families, and their
communities. First-hand accounts from
constituents (our advocates) provided uniquely
compelling information for their elected officials.

The Foundation’s Advocacy Program and 2020
National Day of Action were sponsored in part by
grants from Diamond National Sponsors Actelion
and Boehringer Ingelheim.

Patients as Partners

Bringing the VOICE of the patient to the
development of NEW therapies

The Foundation is a leader in programs for
patient focused drug development (PFDD).
Our successful Patients as Partners program
(PaP) is designed to work in concert with
industry on a variety of needs across all

areas of drug development from clinical trial
protocol development through FDA approval
and post-approval activities. PaP is a unique
an opportunity for people with scleroderma
to engage with pharmaceutical and biotech
companies ensuring their voice is heard in all
stages of drug development, thus better tailoring
their experience while advancing drug and
therapy development.

Patients as Partners has been ahead of the curve,
serving as a model for other patient advocacy
organizations as drug developers make PFDD

a major focus in their clinical trial development
and implementation. The Foundation’s program
is tailored to the needs of each pharmaceutical
company and programs range from focus groups
for marketing materials and website content,
patient-perspective clinical trial protocol reviews,
medication packaging/delivery devices, and
“patient journey” sessions that teach clinical
teams about the unique challenges faced by
people with scleroderma.

While most Patients as Partners meetings are
held in person, COVID-19 allowed the program
to expand virtually. We are excited to continue
working with companies on this critical work
ensuring those living with scleroderma have the
best possible medications and therapies available
to them.



Support Groups

Volunteer-led support groups enable individuals with scleroderma to meet and exchange information
with others who face similar problems. There are 147 volunteer-led support groups around the
country that affiliated with the Foundation. To ensure a quality experience for all participants, the
Foundation utilizes the Scleroderma Support Group Leader Education (SPIN-SSLED) program developed
in collaboration with SPIN (Scleroderma Patient-centered Intervention Network).

ALABAMA Boca Raton The 20% Men'’s OHIO UTAH
Calera Fort Myers Support Group Akron/Canton Northern Utah
Florence (Telephone) Jacksonville (Virtual) Central Ohio/Greater Greater Salt Lake City
Huntsville Miami Parents of Children Columbus (Dublin)
New Smyrna Beach with Scleroderma Dayton (Huber VERMONT
ARIZONA North Palm Beach (Virtual) Heights) Brattleboro
Mohave Valley Orlando St. Joseph Northeast Ohio/ Williston
(Bullhead City) Tampa Greater Cleveland
Phoenix MINNESOTA (North Royalton) VIRGINIA
GEORGIA North Metro (Fridley)  Toledo Fredericksburg
CALIFORNIA Peachtree City West Metro (Edina) Virtual (Telephone) Norfolk (Telephone)
Bakersfield/Kern West Pooler Youngstown Richmond
Camarillo/Ventura MISSOURI
Central Coast IDAHO Kansas City OREGON WASHINGTON
Crescenta Valley/ Meridian Poplar Bluff Beaverton Kennewick
Pasadena Springfield Medford Mount Vernon
Fountain Valley ILLINOIS St. Louis Portland Olympia/Tacoma
Fresno Chicago Powell Seattle
Imperial County/ Decatur/Springfield NEBRASKA Salem Spokane
El Centro Highland Park Omaha
Inland Empire/ Kankakee PENNSYLVANIA WEST VIRGINIA
San Bernardino Winfield NEW HAMPSHIRE Doylestown Huntington
Los Angeles Bow Enola Weirton (Telephone)
Palo Alto IOWA Hampstead Pittsburgh
San Diego/Encinitas Des Moines Reading WISCONSIN
San Diego/Mission NEW JERSEY Williamsport Green Bay
Valley KANSAS Brick Madison
San Fernando Valley/  Topeka Burlington/Camden SOUTH CAROLINA Milwaukee
Sherman Oaks (Cherry Hill) Charleston
Santa Barbara LOUISIANA Monmouth/Ocean Greenville WYOMING
Santa Rosa Baton Rouge County Rock Hill Rawlins (Virtual)
San Gabriel Many Northern New Jersey
Turlock New Orleans SOUTH DAKOTA SPANISH-SPEAKING
Whittier NEW MEXICO Rapid City Los Angeles
MAINE Albuquerque (Parents  Sioux Falls New York
COLORADO Scarborough and Teens) Miami
Colorado Springs South Berwick TENNESSEE
Denver NEW YORK Chattanooga
Grand Junction MASSACHUSETTS Albany (Schenectady)  Gallatin (Telephone)
Loveland Boston Buffalo (Clarence)
Virtual (Teleconference/ Fall River Greater Rochester TEXAS
Videoconference) Topsfield Long Island Austin
Worcester (Bay Shore) Brazos Valley (Bryan)
CONNECTICUT Nassau/Queens Corpus Christi
Eastern Connecticut MICHIGAN (Success) Dallas/Fort Worth
North Haven Auburn Hills New York City (Bedford)
Clinton Township Walden Deer Park
DELAWARE Dexter El Paso
Delaware (Telephone/  Dryden NORTH CAROLINA Houston
Email) East Detroit Durham Lubbock
Dover Grand Rapids Fayetteville San Antonio
Wilmington Livonia
FLORIDA

Support Groups as of March 2022



Education

In response to the outbreak of the COVID-19 pandemic in 2020, the Foundation pivoted to a series of
webinars called Virtual University to maintain quality programming while protecting the health and
safety of individuals who have scleroderma. The free, weekly webinars ran from July to November.
Recordings are available on the Foundation’s YouTube channel.

Virtual University Education Series

Summer Series:

July 8 - Telemedicine: Strategies for a Successful Visit,
JoAnna Harper, PharmD, RPh, CEO of Pain Partners, LLC

July 15 - Scleroderma Medications: What Works? How
Can | Get It? Jessica Farrell, PharmD, Albany College of
Pharmacy and Health Sciences

July 22 - Cannabis Conundrum: Weighing the Pros
and Cons of THC, CBD, and Related Compounds in
Scleroderma; JoAnna Harper, PharmD, RPh, CEO of Pain
Partners, LLC

July 29 - How to Navigate Going Back to College in
the Age of COVID-19; Sneha Dave, Founder & Executive
Director, Health Advocacy Summit

August 5 - Scleroderma Lung Disease; Jerry Molitor, MD,
PhD, University of Minnesota Medical School

August 12 - Fun Science: How to Extract DNA from Fruits
(Kids Get Scleroderma, Too! Webinar); Carol Feghali-
Bostwick, PhD, MUSC College of Medicine.

August 19 - What Do Your Dentists and Your Physicians
Want You to Know About Scleroderma, Oral Health, and
You? David Leader, DMD, MPH, Tufts University School of
Dental Medicine

August 26 - Skin Care and the Art of Camouflage Makeup;
Vivian Stephens, professional makeup artist.

Many Thanks to Our Virtual University
Sponsors

Diamond National Sponsors

Boehringer
IV Ingelheim

A JANSSEN PHARMACEUTICAL COMPANY

OF W@nagvﬁmmm
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|

Corporate Sponsors

CORBUS X

PHARMACEUTICALS

1y’ HORIZON

Fall Series:

September 2 - Pain: Its Causes and Its Treatments; Daniel
E. Furst, MD, MACR, University of California, Los Angeles

September 9 - Manifestaciones Gastrointestinales de la
Esclerodermia (Presentado en Espafiol); Fabian Mendoza-
Ballesteros, MD, Thomas Jefferson University

September 16 - The Importance of Sleep When Living
with Chronic Lung Disease; Mihaela Teodorescu, MD, MS,
University of Wisconsin, School of Medicine and Public
Health

September 23 - Gentle Yoga & Yogic Breathing

for Scleroderma Symptom Management; Sundar
Balasubramanian, PhD, C-IAYT, Medical University of South
Carolina

September 30 - Part I: Taking the Mystery Out of Hospice
and Palliative Care; Mary Crowe, LICSW, ACHP-SW, CDS,
Care Dimensions

October 7 - Learning to Love Our Friend - The Gut; Lesley
Ann Saketkoo, MD, MPH, Tulane University School of
Medicine

October 14 - Connecting as a Young Adult with
Scleroderma. Panel Moderator: Amy Gietzen, Patient
Advocate (Dx 2001). Panelists: Cat Davis (Spokane),
Alejandra Serrano (Los Angeles), Fatema Shahab (Los
Angeles), Shervin Ghanoongooi (Los Angeles)

October 21 - Coping with Both a Pandemic and
Scleroderma, Lee Shapiro, MD, Albany Medical College,
and Steffens Scleroderma Foundation

October 28 - Making Decisions When It Matters Most:
Conversations About Health Care Proxy, Five Wishes
and More! Mary Crowe, LICSW, ACHP-SW, CDS, Care
Dimensions

November 18 - Manejo de la Esclerosis Sistemica:
Perspectivas Actuales y Futuras (Presentado en Espafol);
Fabian Mendoza-Ballesteros, MD, Thomas Jefferson
University



Virtual Education Programs

The Foundation is committed to providing the highest quality educational opportunities for people
affected by scleroderma, In Fiscal Year 2021, two webinars were offered on the topics below.

The March 9, 2021, the Coping with Mental Health young adult panel discussion focused on the mental
health attributes of chronic illness. Panel members, led by facilitator Amy Gietzen, walked through the
hardships of coping with the disease and discussed how it also affects loved ones.

On March 24, 2021, the Foundation, along with American Thoracic Society (ATS), and the PH Aware Global
Association hosted Pulmonary Vascular Diseases, presented Pulmonary Hypertension & Scleroderma
MYTHBUSTERS, as a virtual roundtable discussion. The webinar was part of the “Lung Disease Week at
the ATS" initiative, a program designed to facilitate information exchange between patients and experts on
matters relating to lung and airway disorders.

Chapter Education Programs

Foundation chapters play an important role in educating the community. The impact of the COVID-19
pandemic during Fiscal Year 2021 was significant. However, chapters showed resilience and flexibility
by converting many of those activities into virtual events.

Delaware Valley Chapter
March 9, 2021

Greater Chicago Chapter
Webinar Series

July 14, 2020

July 29, 2020

August 4, 2020

October 15, 2020
February 13, 2021

March 4, 2021
Scleroderma 101

April 22, 2021

Heartland Chapter
8th annual Sclero-What?
October 10, 2020

Michigan Chapter
Webinar Series
July 202

August 2020
September 2020
October 2020,
November 2020
December 2020
January 2021
February 2021
March 2021
April 2021

May 2021

Minnesota Chapter
Oct. 17, 2020

Missouri Chapter
October 17, 2020

Oregon Chapter
Annual Chert Woo
Scleroderma Education
Seminar

March 13, 2021

Rocky Mountain
Chapter

Virtual Education Day
October 3, 2020

South Carolina Chapter
17th Annual Amy

K. Parrish Education
Conference

February 2021
Scleroderma Awareness
Live Q& A

June 17, 2021

Southeast Florida
October 2020

Monica Ramirez, diagnosed 2016

Southern California
Chapter

Webinar

April 10, 2021

Texas Bluebonnet
Chapter

Virtual Education Day
February 27, 2021

e

Tri-State Chapter

HSS Virtual Education
Conference

October 25, 2020
Support Group Education
Event

April 26, 2021

Support Group Education
Event

May 24, 2021



Research

The National Scleroderma Foundation'’s
investment in research seeks to discover

the cause, understand the mechanism, and
overcome scleroderma forever. Our leadership,
through a rigorous peer-review grant process,
has been a contributing factor in the impressive
growth in scleroderma research activity since
our founding in 1998. Over the course of our
history, the Foundation has funded more than
$30 million in grants thanks to the generosity of
donors who share our commitment to stimulate
innovative research.

The Peer-Review Research Committee is
composed of highly respected scleroderma
medical experts who review, critique, and rank
all applications based on the National Institutes
of Health's ranking system. Only projects of
significant scientific merit are funded. Review
criteria are highly disciplined and include:

« Significance: Does this study address an
important issue related to systemic sclerosis?

« Approach: Are the design, methods, and
analyses appropriate and adequate?

« Innovation: Does the research represent new
ideas and technologies?

« Investigator: Are reviewers properly trained
and sufficiently experienced?

« Environment: Does the scientific environment
contribute to its success?

The Foundation funds two types of grants:

- Early Career Investigator Grants designed for
new investigators who hold faculty positions
and wish to pursue careers in research related
to scleroderma. This award is designed to
mentor and encourage the next generation of
researchers.

« Established Investigator Grants are for
promising, established investigators who wish
to propose pilot studies with highly innovative
themes related to the disease.

For many years, three research grants, named
in honor of individuals who made major
contributions to those affected by scleroderma,
were awarded to the highest scoring projects:

« The Marta Marx Fund for the Eradication
of Scleroderma was established by bequests
from Ms. Marx and her brother, Rudolph Juhl.
It is awarded annually to the researcher whose
proposal achieves the highest score.

« The Mark Flapan Award is named in memory
of the late psychologist and scleroderma
patient.

» The Walter & Marie Coyle Research Grant is
named in honor of a founder of the National
Scleroderma Foundation, Marie Coyle, who also
had scleroderma, and her husband.

In June of 2021, the Foundation announced the
new Debra Lurvey Memorial Research Grant,
an endowed grant established thanks to the
generosity of Greg Lurvey, in memory of his wife,
Debra Lurvey, who lost her battle to scleroderma.
The award will be presented annually, starting

in the 2022 grant year, to an established
researcher focusing on scleroderma-related lung
research. The $200,000 award is for a two-year
commitment.

The Foundation also announced an increase in
research funding, more than doubling the annual
commitment to $2.73 million. These funds will
be available also starting in the 2022 grant year.

The National Scleroderma Foundation is
delighted to support the class of 2021 awardees.
These eight researchers represent an impressive
array of scientific skill and knowledge, in addition
to exciting avenues of study with great potential.
Half of this group are investigators new to the
field of scleroderma, and in many ways they
represent the future of scleroderma research.
The four established investigators are using their
experience to chart new avenues of study in
scleroderma.



2021 National Scleroderma Foundation Research Grant Awardees

Ido Amit, PhD

Weizmann Institute of Science

The Marta Marx Fund for the
Eradication of Scleroderma

Established Investigator Award

Comprehensive Single Cell Analysis
of Skin and Blood of Scleroderma
Patients: Towards Identification of
Disease Molecular Mechanisms,
Prognostic Biomarkers and
Potential Therapeutic Targets.

pnathan A. Garlick, DDS, PhD

its University School of Dental

Mark Flapan Award
ablished Investigator Award

unctional Analysis of Cellular
Diversity and Cell-Cell Interactions
in Scleroderma 3D Skin-Like
Tissues

Hans Dooms, PhD
Boston University

Walter & Marie Coyle Research Grant
Established Investigator Award

Functional Characterization of
Aberrant PD-1+TIGIT+T Cell
Subsets Expanded in Systemic
Sclerosis Patients

Harry Karmouty-Quintana,
PhD

University of Texas Health Scien
Center at Houston

Established Investigator Award
The Role of SIX1 in SSc-ILD

Mengqi Huang, PhD
University of Pittsburgh

New Investigator Award

Investigation of Disease Associated
Skin Endothelial Cells in Systemic
Sclerosis Using Single-Cell
Transcriptomics and Epigenomes

Kimberly Showalter, MD, MS
Hospital for Special Surgery

New Investigator Award

Dermal Fibroblast
Immunophenotype to Predict
Clinical Trajectory in Early and Late
Diffuse Systemic Sclerosis

tephanie Stanford, PhD
iversity of California, San Diego

Investigator Award

-RNAseq for Topological
pping of Scleroderma Skin
thology

Yan Wang, MD, PhD
Cleveland Clinic Foundation

New Investigator Award

The Role of Hyaluronan and
O-GIcNAcylation in Fibroblast
Turnover and Function in
Scleroderma



Scleroderma Research & Treatment Centers

The Foundation has formal affiliations with Scleroderma Research & Treatment Centers around the
United States. To be designated as a “center,” a clinic must:

« Demonstrate expertise in the care of patients with scleroderma.

« Conduct scleroderma research (clinical and/or observational and/or laboratory-based).

« Conduct educational activities about scleroderma, and provide information about the advances in the care
and treatment of patients with scleroderma to health care professionals and the public.

ARIZONA
Banner University Medicine
Mayo Clinic Arizona

CALIFORNIA

Stanford University Scleroderma Center,
Stanford University Medical Center
(Redwood City)

UCSF Scleroderma Center, University of
California, San Francisco

University of California, Los Angeles

Division of Rheumatology

Loma Linda University, Division of
Rheumatology

Cedars-Sinai Medical Center

COLORADO

Children’s Hospital Colorado, Section of
Pediatric Rheumatology

National Jewish Health

University of Colorado Scleroderma
Program

CONNECTICUT

UConn Health Outpatient Pavilion

Yale Scleroderma Program

Yale Interstitial Lung Disease Center of
Excellence

DISTRICT OF COLUMBIA
Georgetown University Hospital

ILLINOIS

Bernie Mac Sarcoidosis Translational
Advanced Research (STAR) Center

Northwestern Scleroderma Program,
Northwestern Medicine

University of Chicago, Scleroderma
Clinic

University of lllinois at Chicago
Outpatient Care Center (OCC)

University of lllinois at Chicago, Section
of Rheumatology

LOUISIANA

Tulane University School of Medicine -
Tulane Lung Center

Southeast Louisiana Veterans Health
Care System

University Medical Center
Comprehensive Pulmonary
Hypertension Center

MARYLAND

Johns Hopkins University School of
Medicine, Johns Hopkins Scleroderma
Center

MASSACHUSETTS

Boston University Scleroderma Program

Scleroderma Program - Massachusetts
General Hospital (Boston & Waltham)

MICHIGAN
University of Michigan, Scleroderma
Program

MINNESOTA

Mayo Clinic (Rochester)

MHealth Rheumatology Clinic, Clinics &
Surgery Center

University of Minnesota Health, Maple
Grove Clinics

NEW HAMPSHIRE
Dartmouth Hitchcock Medical Center

NEW JERSEY

Joseph M. Sanzari Children’s Hospital,
Pediatric Rheumatology Clinic
(Hackensack Meridian Health)

Rutgers-RWJ Scleroderma Program

Rutgers, Adult Clinical Research Center

NEW YORK

Columbia University Medical Center/
New York-Presbyterian Hospital
Scleroderma Program

The Hospital for Special Surgery,
Scleroderma, Vasculitis & Myositis
Center

Northwell Health Division of
Rheumatology (three locations)

Steffens Scleroderma Center, Ballston
Spa, N.Y.

NORTH CAROLINA
Duke Health, Rheumatology Clinic 1J

OHIO

Cleveland Clinic

Ohio State University Wexner Medical
Center, Martha Moorehouse Clinic

University of Cincinnati Medical Center,
Scleroderma Clinic

University of Toledo Scleroderma
Program, The Ruppert Center at
University of Toledo Health Center
Campus

PENNSYLVANIA

Penn Scleroderma Center:

University of Pennsylvania, Perelman
Center for Advanced Medicine

Penn Medicine Radnor

Penn Medicine Valley Forge

The Scleroderma Center of Thomas
Jefferson University

UPMC & University of Pittsburgh,
Arthritis & Autoimmunity Center

Children’s Hospital of Pittsburgh of
UPMC

SOUTH CAROLINA
Medical University of South Carolina

TENNESSEE

University of Tennessee Health Science
Center:

University Methodist Medical Practice

Regional One Health (Medplex)

UT Regional One Health

University Clinical Health

LeBonheur Children’s Hospital

TEXAS

University of Texas Scleroderma
Clinic, Frank C. Arnett Center for
Autoimmunity

WASHINGTON

Seattle Children’s Hospital

The Scleroderma Clinic at the University
of Washington

Virginia Mason Medical Center

WISCONSIN
Medical College of Wisconsin, Froedtert
Hospital

as of March 2022



Research News

NEDD9: New PAH Treatment Target?
Foundation-supported research reveals one protein’s key role in pulmonary arterial
hypertension.

New research supported by the Foundation reveals that a protein called NEDD9 plays
a role in fibrosis in pulmonary arterial hypertension (PAH). PAH is a possibly serious
scleroderma complication where lung blood vessels become narrow, blocked or
damaged. High blood pressure in their lungs can impair quality of life and even lead to
heart failure.

“Pulmonary hypertension is a major driver of hospitalization and shortened life span

in patients with connective tissue diseases, especially scleroderma,” says cardiologist
and vascular biologist Bradley A. Maron, MD, of Brigham and Women's Hospital in
Boston. In PAH, platelets flock and adhere to tissue lining the blood vessels in the lungs,
and release inflammatory proteins. “This intracellular communication helps drive and
propagate an injury pattern that we see in systemic sclerosis.”

Scleroderma has “unique underpinnings” that may make the usual pulmonary
hypertension treatments less effective, he says. NEDD9 appears to be involved in this
crosstalk between platelets and blood vessel walls and plays a role in a damaging
process of hypoxia (low oxygen), fibrosis (tissue scarring), and thrombosis (vessel
blockage) in PAH. This made NEDD?9 an intriguing target to explore.

Maron and his group conducted experiments on both mice and human cells to explore
mechanisms of PAH, including the role of NEDD9. They customized an anti-NEDD9
antibody and showed that it could block platelets from adhering to blood vessel cells
in the lab, lessening the damage seen in PAH. Their findings suggest that NEDD9 is

a "modifiable mediator” of interactions between platelets and blood vessels in PAH,
making it an exciting target for new treatment development.

“We have identified a protein that seems

to be regulating the fibrosis pattern in lung tissue
in people with systemic sclerosis. What our

work does is set in motion an opportunity

to develop anti-fibrotic drugs. It's the

beginning of a new story to be told with

specific impact on patients.”

Citation: Alba GA, Samokhin AO, Wang RS,
et al. “NEDD9 Is a Novel and Modlifiable
Mediator of Platelet-Endothelial Adhesion in
the Pulmonary Circulation.” Am J Respir Crit
Care Med. 2021 Jun; 203(12):1533-1545.

Bradley A. Maron, MD
Brigham and Women's Hospital




Research News

Lung Capacity Decline Key Test Score in ILD
Drop in lung function over two years helps predict severe outcomes more than baseline
test score.

People with systemic sclerosis (SSc) may develop interstitial lung disease (ILD), a
complication that causes progressive lung fibrosis, or scarring. ILD can lower their ability
to breathe over time and is a leading cause of death in people with SSc.

“We currently don’t have great ways to predict their progression to mortality over
time,” says Elizabeth R. Volkmann, MD, MS, Director of the UCLA Scleroderma Program.
Doctors typically test two measure of lung function, forced vital capacity (FVC) and
diffusing capacity for carbon monoxide (DLCO), to guide ILD treatment. FVC decreases
call for quick treatment, while we typically wait to treat those with normal FVC, she says.
“The problem is that patients with normal lung function can progress quickly,” even in
just two years.

More effective tools to predict disease progression are needed, says Volkmann. She led
a study supported by the Foundation that shows that two-year declines in both FVC
and DLCO more accurately predict mortality than baseline lung function in people with
SSc-ILD.

In Phase |, 158 people took either oral cyclophosphamide or placebo. In Phase I,

142 people took one year of cyclophosphamide, followed by either two years of
mycophenolate mofetil or one year of placebo. After a median of eight years, 42%

of people in Phase | died, with SSc-ILD the most common identifiable cause. Higher
baseline skin score, older age, and two-year declines in FVC and DLCO were associated
with increased risk of death for people in Phase |, and this finding was confirmed by the
Phase Il results.

“It's important to do this testing early in the course of scleroderma, because that's

when most increases in lung damage are likely to occur, even in people
who present with normal lung function,” says Volkmann.
Doctors should consider moving away from the
delayed treatment approach in people with
SSc-ILD who have normal lung function, she
adds.

Volkmann and her lab team are now
looking for blood biomarkers in people
with SSc-ILD who have lung function

declines. They hope to develop
even more tools to predict disease
progression in scleroderma to help
guide effective treatment.

Citation: Volkmann ER, Tashkin DR, Sim M, et
al. “Short-term progression of interstitial lung
disease in systemic sclerosis predicts long-term
survival in two independent clinical trial cohorts.”

Ann Rheum Dis. 2019 Jan;78(1):122-130.

Elizabeth R. Volkmann, MD, MS
University of California, Los Angeles
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Creating a Legacy and Ensuring Our Future

In 2021, the National Scleroderma Foundation was honored
to receive two endowed gifts establishing new and
exciting opportunities to advance scleroderma research.
Gregory Lurvey of Wisconsin and the family of the late
Dr. Arnold Postlethwaite of Tennessee respectively
established the Debra Lurvey Memorial Research
Grant and the Dr. Arnold Postlethwaite Summer
Fellowship.

The Debra Lurvey Memorial Research Grant

was established to honor the memory of

Debra Lurvey, a loving mother, grandmother,
devoted wife, and entrepreneur who lived with
scleroderma for many years and who was a

strong supporter of the National Scleroderma
Foundation. This is the Foundation'’s first fully
endowed research grant. A $200,000 award, the
Debra Lurvey Memorial Research Grant is set aside
for an investigator focused on lung-related research
and launched in January 2022 with its first award to Robert
Lafyatis, MD, of the University of Pittsburgh.

Debra Lurvey

The Dr. Arnold Postlethwaite Summer Fellowship was established to

honor the legacy of Dr. Arnold Postlethwaite, who was a leading scleroderma researcher and physician
throughout his lifetime. The Dr. Arnold Postlethwaite Summer Fellowship will be the first endowed
fellowship recognizing PhD students conducting research related to scleroderma and will award
$2,000 annually to one recipient beginning in the summer of 2022.

Endowed gifts to the National Scleroderma Foundation sustain and secure our mission to advance
medical research, promote disease awareness, and provide support and education to people with
scleroderma, their families and support networks in perpetuity. When you endow a gift, you make
an impact that starts today but lasts forever. Endowed gifts are a unique opportunity to establish
a legacy for the donor, while ensuring a future for the Foundation. Endowments can be made to
support any or all mission pillars of the National Scleroderma Foundation—support, education, and
research—and they can be named in honor or in memory of a loved one, or go
unnamed, depending on the donor's preference.

The National Scleroderma Foundation humbly thanks Gregory Lurvey
and his family as well as Sue Postlethwaite and her family for
establishing endowed gifts in memory of their loved ones.

If you or someone you know is interested in discussing their
legacy and the impact it could have, please call the National
Scleroderma Foundation at (800) 722-HOPE [4673] or email
us at development@scleroderma.org.

Dr. Arnold Postlethwaite



HopeRaisers: How Love Powers Action

Fundraisers raise more than funds. They raise HOPE
for a cure. They raise HOPE for those living with
scleroderma that they will have a better quality of
life.

At the National Scleroderma Foundation, we

are honored to have a strong community of
HopeRaisers who have taken the initiative to host
creative fundraisers of their own to support our
mission to advance medical research, promote

disease awareness, and provide support and education
to people with scleroderma, their families and support
networks.

Some of our most committed HopeRaisers are members of
the Ciszon family from Crystal Lake, lllinois. Each year for over a
decade, the Ciszon family has hosted the “Tournament of Non-
Champions” to honor their beloved mother, wife, grandmother, and friend.

A few months before their 7th annual golf tournament, the Ciszons lost her in
2016 due to complications from scleroderma.

Ciszon Family

“[Our mom] is no longer in pain and is watching over all of us, but we miss her every single day...She
defined so many things we should all strive to be: Strong willed, strong minded, determined, witty,
funny, loving, caring, passionate, intelligent, beautiful inside and out, the list goes on.”

The Ciszon family's tragic loss didn’t stop them from continuing to host their “Tournament of Non-
Champions.” What began as a small golf tournament with just 15 golfers has now grown to over 150
participants, and support has also increased. In sum, the tournament has raised more than $80,000
over the years!

On the family’s online HopeRaiser page, they share their gratitude for those who support the event:
“We cannot thank you enough for your generosity and contributions. It's truly an amazing experience
to see so many people come together for a single cause and have such a tremendous impact -

and not to mention to do so while having an absolute blast together at the "Tournament of Non-
Champions!"”

The Ciszon family's story is a true testament to how love powers action and can have such a
tremendous impact on so many people. They may have lost their mom, but her legacy
certainly lives on through the hope her family has raised and will continue
to raise throughout the years.

The family is looking at reengaging an event in 2022 and
appreciates all of the support through the years from
the Foundation and all that have participated and
supported the cause.

If you would like to become a HopeRaiser and
support the mission of the Foundation, please visit
Scleroderma.org/HopeRaiser or email
development@scleroderma.org.

2019 Fundraisers of the Year, The Ciszon Family with Stephanie
Gresh (left), Executive Director, Greater Chicago Chapter



Financials

Special Events, Net of Direct Benefit
to Donor Costs 1.8% '

Contributions Received
from Affiliates 2.5%
Voluntary Research Contributions 3.9%

Investment Income Designated
for Operations 7.3%

Bequests 9.1%

Revenue . .
Contributions

75.3%

General &
Administrative
16.1%
Education &
Support Expenses
50.1%

Research 28.7%



STATEMENT OF ACTIVITIES FOR THE YEAR ENDED JUNE 30, 2021

Without Donor  With Donor
Restrictions  Restrictions Total

REVENUE AND OTHER SUPPORT:

Contributions $2,597,117 $428,543 $3,025,660

Contributions Received from Affiliates 102,138 - 102,138

Special Events, Net of Direct Benefit to Donor Costs

of $78,598 and $157,686, Respectively 73,619 - $73,619

Investment Income Designated for Operations - 293,349 $293,349

Voluntary Research Contributions - 157,725 $157,725

Registration Fees - - $0

Returned Grant Awards 1,340 - $1,340

Bequests 366,941 - $366,941

Net Assets Released from Restrictions 912,517 (912,517) -
Total Revenue and Other Support 4,053,672 (32,900) 4,020,772
EXPENSES:

Program Services:

Education and Support 2,210,880 - 2,210,880

Research 1,267,100 - 1,267,100

Total Program Services 3,477,980 - 3,477,980

Support Services:

General and Administrative 712,554 - 712,554

Fundraising 226,189 - 226,189
Total Operating Expenses 4,416,723 - 4,416,723
(Decrease) Increase in Net Assets from Operations (363,051) (32,900) (395,951)
Non-Operating Activities:

Investment Income, Net 2,002,250 321,399 2,323,649

Appropriations of Investment Income Designated for Operations - (293,349) (293,349)

Gain on Extinguishment of Long-Term Debit

- Paycheck Protection Program 249,962 - 249,962
Total Non-Operating Activities 2,252,212 28,050 2,280,262
Increase (Decrease) in Net Assets 1,889,161 (4,850) 1,884,311
Net Assets at Beginning of Year 7,711,504 1,802,875 9,514,379
Net Assets at End of Year $9,600,665 $1,798,025 $11,398,690

Audit performed by MFA: Moody, Famiglietti & Andronico, LLP, Tewksbury, Mass.

Complete copies of the Foundation’s fiscal year 2021 audited financial statements and IRS form 990 are available at

scleroderma.org.



Donors

THANK YOU to our community for choosing to support the critical work of the National Scleroderma
Foundation. Your friendship and generosity supports our mission and provides continued hope for
everyone affected by scleroderma.

INDIVIDUALS

$25,000 +

Cyndy Besselievre

Murray Levy

Gregory Lurvey

Paula & Roy May

Ali Metwalli

Gladys N. Showalter
Revocable Trust

Estate of Allan Staats

$10,000 - $24,999

Diane J. Adamec

Nelson & Sylvia Ball
Bruce & Karen Bittmann
Ben Grohmann

Jean Hartman

Denise & Mark Lammert
Estate of Anne M. Mulqueen
Troy Martinez

DL & ML

Linda & Stephen Skinner
Jon & Jennifer Sterling
Max G. Waitt

$5,000 - $9,999

Kimi Kondo, MD & Carol
Avery

Linda J. B. Baum, OD

Darina & Andrew Chesterton

Nancy Christman

Joseph & Ursula Clancy

Charles Davis

Daniel Dowling

Dr. Mark Eaker & Faith
Rubenstein

Christina Ferrari

Dan Fogelman

Deborah Gallup

Suzanne Gilbert

Joi Goodbread

Stacy & Neil Graff

John & Pat Heilala

Donald Holmes

Susan M. Huber

Doug MacNeil

Richard & Michelle Manson

Dr. Will McConarty
Susannah Nfonoyim
Margaret O’Connor
Jenny & David Outman
Ted & Sherry Paetzoldd
JJ Pickler

Dean & Gwenn Polik
Scott & Jeanne Scesney
Jamie Siller

Helen Sims

Michael Stave

John Steinberg

M. Janet Stucky

$1,000 - $4,999

Anonymous

Knut & Norma Akseth

Jacqueline Albin

Jim B.

Jonathan Balkind

Jeffrey Barath

Margaret & Reginald Bayley

Mary Blades

John Blum

Andrew & Rutha Bowers

Tina Brake

Thomas & Janis Brunell

Walter D. Bruner

Marco Burnette

B. Dianne Butler

lan Callaghan

Jason Calverley

Michael Campbell

Erin Carter

Murtaza Cassoobhoy, MD,
FACP

Ron Chapman

Paul Childs

John Cioffi, PhD

Zachary & Jenna Ciszon

Gene Ciufo

Nancy Cohen

Lisa Collman

Harvey Condon

Edward Connolly

June Cummings

Jeff Cummins

Margaret D. Venables

Ken & Sharron Davidson

D. Wesley & Winona D.
Davis

Joseph Dieber, MD

Cynthia G. Dillon

Matt Donaldson

Susan Dunn

Mylee Duong

Laura Dyas

Orbie Edwards

Karen Engelhardt

Nicole Engle

Victoria Ennis

Laurie Epstein

Dr. David Ernst

Stan & Denise Eskridge

Robert Eustice

Beverly Fischer

Michael Fisette

Darlene Fisher

Barbara Gamer

Rodney Gauchat

Randi Ginsburg

Michael Godnick

Joe & Cindy Goldberg

Allen Gorrelick

Harriet Gutknecht

Andrew Gutschow

Tracy Hagel

Jeremy Harkey

Janice Harrison

Dwane Hartwill

Holly Hauser, MD

Ralph Heckert

MaryRose Hecksel

Ron Hill

Jeff Hoen

Jill & Patrick Holland

Jody Horner

Crystal Hulstrom

William Kahn

Dr. Andrew & Ellen Kang

John Karay

Elaine Keller

Robert Kerr

James Kieckhefer

Juergen Kirschke

Debra Kleban

Monte & Janice Klein

Maryanne Klima

James Krantz

Eileen Kriozere

Richard Kriozere
Linda Kutsch

Jane & William Ladas
Rosemarie LaFlamme
Sheri Lanoff

Elaine Lasnik-Broida
Diane Lee

Mike & Peggy Levengood
Mark & Linda Levine
Neelofur Lewis
Katherine Light
Vivian Lindstrom
Mark Lindstrom
Michael Locricchio
Kristen Lyda
Elizabeth MaclLean
Kenneth Mardick
Carl May

Brad McDonald

Phil McMahon

Brian McNally
Steven Meissner
Linda Merican
Maggie Metwalli
Sharif Metwalli
Donald Michaelian
Philip G. Miller
Kenneth Moninski
Ann Montera

Ryan Moran

Judith Moreland
Sheila Morris

Stan Moss

John & Ellen Niemi
John Nooncaster
James Odlum

Carol Oldham

Mark Orozco

Sara Othon

Jamie Pace

James Phillips

Joan Pinezich

Regina Pinotti

Julie A. Pollitz
Carolyn Postlethwaite
Pamela & Brian Pour
Robert Racey

Stuart Rachlin

Lisa Rehberger, D.V.M.
Mary (Betsy) Replogle
Sharon Riestis
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Robert Terrien

Henry Thierry
William Thompson
Melinda Thompson
Nancyann Tinnell
Joseph Topel

Sheri Uno

Pamela Walders
Marcia Walker
Frederick Walter, Jr.
Alvin Warsaw
Bradley Washburn
Michael S. Waxman
Angela Webb

Irith L. Weiner
Nancy Wempe

Davis Westbrook
Martha White
Martha Wiebers
Steve & Cindy Wolfe

$500 - $999

Anonymous

Sandy Aaron

Julie Adamson
Lawrence Ambrose, MD
Arnold Aprahamian

Dr. Michael L. Avery
Janice Bail

Janet Bailey

Tina & William Barbaro-Polis
Susan Barney

Ann Barnhart

Nora Barnicle

berly Brannon

Jimmy Buffett
Denise Butkus

Richard Caine

James Capital

Timothy Carlson
Patricia Carmean

Dr. Lawrence Chapman
Inga Cherman-Lurie
Harold Christensen
Katy Clark

Charles & Vanessa Clarke
Dennis Coit

Jacob Collen

Lucy Colquhoun
Wynette Corlette
Linda Cosmero

Jana Cox Barron

Roger & Carolyn M. Coy
Betsy Craig

Mary Craighead

lan Crego

Julie Crego

Harold Crews

Colleen Croteau
Wayne Crouch

Jillian Cullinane

Jessica Currie

Julie Cusick-Wilkerson
Nick Dailey

Elizabeth Dardes

Mark Degnan

Karen Delfyett

Greg Democko

Susan Dempsey
George Depasquale
Jenna DeSa

Todd Detjen

Felice Dicrasto

Ella Doorenbos
Micall Draper

Joyce Dunkle
Stephen Dunn
James Durnan
Marsha Eads Carlson
Michael Falcon
Maxine & Glen Farber
Eileen Finzel

Bruce & Melissa Fischer
Joy Fishman

Justin Fitzpatrick
David Fleming
Christine Flynn

Will Franke

Michael Freeman
Susan Fried

Many Friends

Daniel Fultz

Mark Gaffney

John P. Gilmartin
David Golub
Christine Goralnik
Kenneth Gould

Steve & Sandy Green
John Greene

Howlett Group

Ron Hadfield

Kim Hall

Peter Hall

Jeffrey & Kathryn Hart
Robert Hartline
Cathy Hayes

Ruth Heater

Dr. Sandra Heibel
Becky Henderson
Reggie Henry

Dr. Wayne Herman, DDS
Linda & Robert Herzfeld
George & Lisa Hess
George Hogg

Tim Hokanson

Rick Hood

Christine Hooper
Douglas Horn
Loretta Horton
Judith Hoyle

Ronald Hudson
Wesley Hughes
Roberta Hunter
Desiree James

Amy Jensen

Diane Johnson

Jill Josepher

Roy & Carol Kaisler
Linda Kaminski
Saleem Kassum
Susan Keene

Karen Kemper, PhD

Rebecca Kenyon

Gary & Linda Keschl

Elaine Kheriaty

Terry Kilmer

Helen Kinlan

Shirley Kirby

Susan & Jason Klein

Jesse Knipshild

Danielle Koepke

Barbara Kolesar

Nancy Koon

Judith Kotick Hans

Judy Kunkle

David Kurtz

Judith Kwitt

Nicholas Lackovic

David Lang

Eleanor Lanier

Sandra Lanouette

Frederick & Dorothy Laracy

Richard Larese

Ben Lazar

Janet Lee

John Leibert

Dr. George & Patsy Leopold

Al Levy

Normajean Longval

Donna & Richard Loraine

Austin Lotz

William Ludel

Robert & Pamela Lund

Sandy Lunner

Richard Lury

Lisa Lynch

Micky M.

Sandee & Michael Maas

Gerald Maher

Nicholas Manessis

Beth Mann

Lawrence Marcus

Sandra Martin

Mary Matthys

Denise Mattingly

Melanie Mauro

Kevin McCaffrey

Dr. Roslyn McClendon

Cathy McCormick

Mary McGrath

Donna McHugh

Deborah McSherry

Caroline Mendez

Peter Merkel, MD, PhD

Matthew Merlino

Debora Merlino

Geralyn Messerlian

Tammy Coselli & Michael
Kutsch

Nora Middleton

Brad Millian, MD



Kristen Moe
Jennifer Mohr
Lara Monroe

Jami Montana
Judy Moore Padgett
Susan Morano
Pamela Morin
Barbara Morse
Danielle Moushon
Jessica Myers

R. Narike

Susan Nelson

J. Lee Nelson, MD
Dr. James Newby
Zoraida Nielsen
Esther Oakes
Randy Olczyk
Rose Oma

Barbara Oprea
Matthew Osorio
Mary Lou Oswald
Roger Othman
Mary Jane Owens
Sarah Paccione
Harvey Parks
Andrew Parr
Lauren Paz

Gwyn Pellegrini
Terry Perkins
Aileen Peterson
Alcon Piping
Daniel Poneman
Andrea Porter
Mark Potter
Rocanne Preece
John Purcell

Dr. Terry Pursel
Mindy Quiat
Richard Rabin
Marvin & Judith Rathert
Janet Reali

Jerry Reinsdorf
Kyle Richards
Barbara Rickles
Amy Rivers

Dr. Caron Rockman
Dr. Christopher Rothko
Gabriel Russo
Cheri Rutt Work
Brian Sabine

Ellen Sachs
Geraldine Sale
Charles Saporito
Bill Savage
Melissa Saylors
Tyler Schaffer
Karen Schumacher
Barry Schwartz
Katherine Schwartz

Cynthia Sell

Shelly Shallat

Lawrence Shane

Duane Smith

Roger Smith

Dolamu Sokunbi

Susan Sovel

Katie Spencer

Jeannine Spicer

Mark Staley

Morgan Stanley

Dr. Anne Stevens

Margaret Stewart

Donald Strangfeld

Van Strickland

Alan Swiech

Kenneth & Christine Talley

Debbie Tascone

Mary Taugher

Kym Taylor

Dr. Brian Terrien

Elizabeth Tessler

Falah Thamir

Jennifer Thomas

Richard Thornton

Walter Tieck

Regina Trovato

Cindy Underwood

Kathleen VanBergen

John & Julia Ver Ploeg

David Vermiglio

Stephen Vining

Kevin & Rachel Visscher

Richard Vogt

Barry Walker

Alice & Doug Walker

Daniel Wallace, MD, FACP

Lawrence Walsh

Sandra Warner

Ann Wassell

Noel Weinstock

Guy Whaley

Stephen & Nova Wheeler

Tim Wilson

Kim Wilson

David Wilson

Judy Wilson

Dr. Steven & Michelle
Windmueller

John Woo

Lisa Woodard

Allen O. Wright

Asher Yanich

Alison Yarbro

Lee Zajac

Harriet Zbikowski

Lucy Zhou

ORGANIZATIONS

$100,000 +

Boehringer Ingelheim
Pharmaceuticals, Inc.

Facebook Fundraisers

Horizon Therapeutics USA,
Inc.

Janssen Pharmaceutical
Companies of Johnson &
Johnson

$25,000 - $99,999

Fidelity Charitable Gift Fund

Genentech, Inc.

Talaris Therapeutics

The Lincoln National Life
Insurance Co.

$10,000 - $24,999

A.LL. Global Media Solutions
on behalf of United
Therapeutics Corporation,
Inc.

American Endowment
Foundation

Benevity Fund

Beta Sigma Phi/Endowment
Fund

Digital Federal Credit Union

Kadmon Corporation, LLC

Millicent Grossman
Revocable Living Trust

Schwab Charitable Fund

Vanguard Charitable

$5,000 - $9,999

Auria Solutions

Community Foundation For
Southeast Michigan

Corbus Pharmaceuticals

Cranswick-Black Foundation

IBM Employee Service
Center

Jewish Communal Fund

Katherine and Craig Muir
Family Charitable Giving
Fund

National Christian
Foundation

Northwestern Mutual
Investment Services, LLC

Robert & Eleanor Demple
Family Foundation

State of California

$1,000 - $4,999

A.C. Israel Foundation, Inc.

Abe and Sylvia Ginsburg
Foundation

Ahepa Lincoln Chapter #89

Amazon Smile

Aristo Zeilstra Foundation

Beach City Optometry

Beta Sigma Phi/Central CA
Council

Beta Sigma Phi/Northern CA
Council

Beta Sigma Phi/Orange
Coast California Council

Beta Sigma Phi/Pacific
California Council

Bright Funds Foundation

Brogan Partners

Chemical Piping Systems,
Inc.

Continental Structural
Plastics

Covey Gant Foundation

Crown Holdings, Inc.

Cybergrants

Data Device Corporation

Donald D. Rogers
Foundation, Inc.

Edward Jones

Equinox Development
Properties, Inc.

Fidelity Brokerage Services,
LLC

First Western Trust Financial

GE Foundation

Goldman Sachs & Co.

Golub Family Foundation

Healy Wholesale Company,
Inc.

JPMC Foundation

JPMorgan Chase's Good
Works Employee Giving
Program

Justine M. Metz Fund

Kappa Alpha Gamma N.A.S.

Keys Open Door Foundation

King Soopers

L & L Borok Foundation

Louis & Anne Abrons
Foundation, Inc.

Merck Foundation

Michael and Gina Fisette
Charitable Trust

Motorola Solutions
Foundation

National Football League
Referees Association

Network for Good
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Northwest #4019 Eagle
Riders

Omaha Community
Foundation

Otten Johnson Charitable
Foundation

Pershing

PhRMA

Premier Healthcare
Solutions, Inc.

Pulmonary Hypertension
Association

Ralphs Southern California
Chapter

Rasmussen Family
Foundation

Render Family Foundation

Riggs Oil Company

Shell Oil Company
Foundation

Spencer Family Foundation,
A Signature Fund of The
Minneapolis Foundation

TASC CFC

Teleflex Foundation

The Field Family Fund

The Hospital For Special
Surgery

The John R. and Dorothy D.
Caples Fund

The June and Cecil McDole
Charitable Fund

The Sosland Foundation

The T.Rowe Price Program
for Charitable Giving

The Trico Foundation

Tompkins Industries, Inc.

Truist, Piper Jaffray c/o
Frontstream

U.S. Bank c/o Frontstream

Union Pacific FFEG Charity

United Capital/Goldman
Sachs

United Way of California
Capital Region

University of Michigan
Financial Operations

YourCause, LLC Paying Agent
for Dell Giving

YourCause, LLC Trustee for
Alliance Data Systems,
Inc.

$500 - $999

Abbvie
Alcon Piping
America’s Charities

Arthritis Clinic, PLLC

Austell Family Foundation
Benaroya Research Institute
BJ's Restaurants Foundation
CAF America
Cardiovascular Centers

Castle Creek Biosciences, Inc.

CCK Outfitters

Charityvest, Inc.

Christ The Shepard Lutheran
Church

Civano Mens' and Womens'
Coffee Group

Durham-Great Bay Rotary
Club

Early, Lucarelli, Sweeney
& Meisenkothen
an Association of
Professional LLC's

Emcura Medical

FDNY Company Officers
Association

Greater Milwaukee
Foundation David and
Goliath Fund

Handel’s Ice Cream

Holladay Chapel Church Of
Christ

HP Hood, LLC

Hot Burritos

lowa Arthritis &
Osteoporosis Center PC

JP Morgan

Kaiser Foundation Health
Plan of the Northwest

Kufleitner Auto Sales

Marathon Petroleum Co.

Maria's Mexican Restaurant,
LLC

Mutual Electric

Neola, Inc.

New York Life Insurance

Ohio Structures, Inc.

PayPal

Pepsico Foundation

Pine Vision Care PC

Plante Moran

Pledgeling Foundation

Pulmonary Fibrosis
Foundation

Synapse Films, Inc.

The Bank of America
Charitable Foundation

The Stewart Tile Foundation,
Inc.

Tolleson Management, LP

United Way

United Way of Greater
Douglas

Valley of the Sun United Way

YourCause, LLC Trustee
for Applied Materials
Foundation & Employees

YourCause, LLC Trustee for
Blue Cross Blue Shield Of
North Carolina

YourCause, LLC Trustee for
Medtronic Foundation

YourCause, LLC Trustee for
Vanguard

YourCause, LLC Trustee for
Wells Fargo Community
Support Foundation

TRIBUTES AND
MEMORIALS

Throughout fiscal year 2021,
families, friends, coworkers,
and organizations chose to
donate to honor an individual
who has scleroderma, or to
memorialize someone who
lost their battle with the
disease. The following list
are the individuals in whose
name the donations were
received.

A good buddy'’s wife
Anna

District 171

Helen

lzzy

Jeanne

Maria

Mary

Netty

Seenat

Betty L. Abert

Don Abert

Alan Abram

Mary Acevedo
Shirley Ackerman
Catherine Eileen Adams
Sandra Adams
Debbie Ann Aebig
Donna Ahern
Gwenn Albrecht
Sharon Marie Alger
Joan Allen

Joan Colangelo Allen
Martin Aloof

Mabel Alvarez

Anna Ammirabile
Stevie Ancona
Cynthia Anderson

Judith Margaret Andrews-
Koo

Barbara Angelo

Victoria Angyal

Young Anna

Vicki Antenucci

Michael Antunes

Dolores Ortiz Apodaca

Sandi Appleton

Ruth A. Aprahamian

Ken Arata

Al Arcuri

Cheryl Argiros

Rosemarie Armston

Barbara Arnold

Rosemary Arnold

Whitney Aronson

Raka Arora

Susan Arzberger

Roger Aschbrenner

Miss Ashley

Danielle Asip

Pr. Fred Auman

Bruce Austin

Julia Austin

Kristin Austin

Carol Avery

Dan Avery

Qazi Azam

Beena Azeem

Laurie Babcock

Cookie Bailey

Holly Bailey

Sharon Bailiff

Myrle Bain

Doug Baker

Etta Marie Baker

Helen Baker

Sandra J. Baker

Bobbye Sue Bourne Ball

Michelle Bononno Banholzer

Faye Bannister

Elaine Barath

Margaret Rose Barbaro

Brenda Barclift

Vera Bardal

Lindy Barnett

Nancy Barrett

Carol Barron

Dorothy Jean Bartlett

Joan B. Bartlett

Michele Bartlett

Kathleen Basile

Connie Baskin

Mary Baudler

LeAnn Bauer

Linda J.B. Baum, OD

Gloria Beamon

Jerry Begalman



Susan J. Bell

Bill Bellwood

Dennis Benner

Donna Berdini

Carol Berg

Patricia Ann Gaynor
Bergeron

Joan Bergin

Charlotte Berkner

Anni Berner

Ruth Bernhard

Betty Bertschy

Michael Bessert

Christina & Nikhil Bhat

Nearja Bhegat

Olga Biehler

JoAnn M. Bierdziewski

Diane Biggs

Maria E. Biko

Barbara Binns

Heather Bird

Sally E. Birger

Sheryl Bishop

Gail Black

Eileen & Kevin Blackwell

Nan Rennie Blackwell

Patricia Gendron Blois

Phillip Brian Blok

Carolyn Bogh

Betty & Mickey Bohm

Jerry Bohm

Ronald Leslie Boitcham

Rosemarie Bolz

Nancy Jane Bonacker

Helen & John Bonitz

Arthur Paul Boomeeshine

Seymour Borsen

Ron Botchan

Julie Bowman

Mariann Boyanowski

Elizabeth Boyd

Cat Brandell

Kimberly Brannon

Melody Breen

Elizabeth Spellman Brennan

Ryan Brill

Braxton Brinson

Elza Brodel

Karen Brooks

Debee Brostek

Beverly Bione Brown

Carissa Brown

Eileen M. Brown

Frank Brown

Laura Barraza Brown

Roger Eric Brown

Rosemary Brown

Sheila Brown

Rose Brozowski

June Bryant

Heather Bshara

Michele Buddemeyer

Shelley Bullock

Barbara J. Burgan

Latonya Burgess

Krysten Burkholder

Dee Burlile

Marylou Busse

Janice Butler

Janice LeeNora Butler

Mrs. Loretta (Lori) Grace
Butler

Sherry Byrd

Maryann Cacaccio

Christine Caccavale

Abbey Cacovic

Karen Marie Cady

Lynn Caine

Ann Caldwell

Susi Callahan

Nancy Calli

Ernest Campbell

Rashida Campbell

Sandra Campbell-Harrison

Victor Campos

Mario Canelon

Dolores Capozzoli

Lucille Caraghar

Maureen Carlson

Ray Carney

Evelyn Carrington

Chris Carroll

Anna Carter

Barvara A. Carter

Janis Carter

Thomas Carter

Patrick Caruso

Joleen Cascaden

Cara Casperson

Aschar Cassoobhoy

Noemi Castellanos

Gail Castle

Florica Catana

Donna Rae Cattell

Debra Caven

James Ceno

Paul Cereste

Renee Cerminara

Marilyn Cervantes

Marilyn Chadwick

Clayton E. Chandler Jr.

Georgia Chapter

Dale H. Charnick

Laurie Chason

Dr. Soumya Chatterjee

Katherine Cheng

Anita Chenkin

Hal Cherman

Harlan Cherman
Gloria Chernoff
Beverly J. Cherup
Karen Chrisman’s sister
Allen Cibley

Sharon D’Alessandro Cimini
Dennis Cinelli
Denise Ciszon

Mary Clarin
Lorraine Clark
Elizabeth A. Cleary
Sara Clement

Mary Cloke

Jane Coddington
Richard Coffman
Eido Cohen
Gregory Cohen
Robert Cohen

Betty Coit

Olivia Coleman
Peggy Sue Collins
Lawrence Clifton Collins, Il
Madison Colone
Debra Comer
Alberta Condon
Shirley Conklin
Ethel Conner

Jill Connolly

Eva Connor

Kristine Constable
Dr. Andrew Cook
DeDe Coombs

Dian Corcoran

Boyd Corder
Barbara C. Core
Shirley H. Cornell
Sherry Marie Cornett
Patricia Cornwell
Jean Corrigan

Anne Marie Cortese
Tammy Coselli

Mary Cosmadelis
Jerry Cosner

Eilleen Costello
Trachell Cotton
Devona Coulson
Pamela Covalli
Bruce Cowan
Patricia Cowan
Carolyn M. Coy
Suzanne Craft

Lisa Craig

John Crandall

lan Crego

Margaret A. Cristino
Sophia Critcher
Jasmine Clarice Crosby
Alvin Crowl

Sheri Crowley

Chris Crumpler

Sister Dorothy Crusa

Margaret B. Cucciniello

June Cummings

Baron Currie

Alicia Czorny

George Czuzak

Tami Daley

Charlene Dallas

Patricia Daniels

Ken Dardes

Debra & Randy Dasher

Emma Davalos

Jacob Davila

Jeannette Crawford Davis

Kathy Davis

Pamela Freeman Davis

Penny Davis

William Day

Laura De'Andrea

Dana Delany

Marcia Delatizky

Eleanor Delfyett

Ms. Eleanor Delfyett

Shannon Delzer

Sally DeMarco

Bobbi DeMark

Roland DeMark

Julie Demeter

Mary Kay Democko

John T. Dempsey

Ruth Heater and Tom Dennis

Tammy Dennis

Fay Densmore

Mary K. Derck

Santa Dero

Livia DeRosa

Marianna E. des Garennes

Chi Chi DeVayne

Heather Devine

Audrey Dorothy Dietz

Jean N. DilLisio Carlo

Sandy DiMartino

Susan Dinger

Donna Dinkin

Flavia DiTullio

J.A. Dixon

Margy Dixon

Nancy C. Dixon

Tameka Doddington

Sandrea Ahmed Faulk
Dodson

Jen Doktorski

Ida Dombi

James Domini

John Donovan

Roseann Dorrmann

Maxine Dotson

Uncle Doug
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Angela Douglas
Ricki Kosma Douglas
Shirley Ann Doyle
Cathy Marie Drapeau
Diane Drolet

Rosalie Dunhour
Lorraine Dunn
Vernon Dunn
Hannah Dunscombe
Randy Duprey
Marina Duque
Sharon Duren
Martha Duwel
Arthur Dwigans
Bernice M. Dworkin
Gary Dwoskin

Joel Lynn Dybwad
Mary Beth Dykstra
Sandy Ponder Eads
Shirley Eads

Ben Easterling

Tara M. Easterling
Jon & Mary Ann Eastman
Helen N. Eaton
Leslie Ebel
Rosemary Ebert
Leslie Jean Eble
Carol Edwards

Ellen Eileene Edwards
Gloria Espinoza Edwards
Linda Edwards
Caroline Edwinson
Darin Eible

Dan Elenz

Kenneth C. Ellis
Denise Elmer

Brian Eltora

Robert J. Emerling
Kathleen Emmett
Bertrand Joseph Emond
Audrey Endo

Susan Endreson
Donna Epps

Pat Erdlen

Kathleen Ann Ernst
Angela Errick

Karen Eustice

Janice Eventoff

June Ewing

Martha Faber
Michael Fabrizio
Karen Anne Fackler
Agnes Fallath
Rottenberg Family
Guido Fares

Guido Fares Jr.

Kay Farley

Kenneth Farrelly
Melissa A. Farwell

Esther White Fedner

Antoine Fouad Feghali

Howard Feingold

Stephanie E. Ferguson

Walt & Judy Ferguson

Carol Fernando

Damian Fields Sr.

Marcy Filinson

Gregg W. Finlay

Maria Fiocca

Jean G. Fiori-Heyman

Pat Cowan and Bev Fischer

Martha Reynolds Fisher

Vicky L. Fisher

Lev Alexander Fishman

John D. Fitzpatrick

Sandra Flannery

Joan Fleming

Diane Flohr

Ernest Valdez Flores

Robin Elizabeth Forbes-
Reaume

Roger Ford

Beth Fortwendel

Michele Foster-Gayle, RN,
MPH

Randi Fowler

Karen Fragale

Karen Fraley

Paulette Lee Frank

Susan Frantz

Michelle Frater

Doris Frazier

Doreem M. Friedkin

June Friend

Elaine & Dan Furst

Betty Gaffney

Regina Gerta Gagarine

Charles Gagnon

Linda Galbraith

Cheryll Galvin

Judy Gang

Ethelia Garcia

Gail Garcia

Maria Josefina Garcia

Monica Garcia

Maryann des Garennes

Ralph Garofalo

Fred Garrett

Dorothy Gasior

Juliann R. Gauchat

Beatrice Gaynor

Tyler Joseph Gehm

Lori Gelbort

Rose Fodera Genna

Sylvia Gentner

James T. Gentry Il

Angela Pressly George

Jamie Gerity

Joyce Germany

Rose Gershon

Ed Gervitz

Leslie F. Gettman
Gerald Gibnsburg
Edwina M. Gibson
Gloria Giles

Betty Goolsby Gillespie
Gerald "Jerry Ginsburg
Rona Gioia

Margaret Giraud
Mayme Giru

Donna Glavaris
Catherine Glotfelty
Linda Gobel
Waveney Golbourne
Stella Golden

Clara Golding
Barbara Goldman
Carol Goldman

Eric Goldstein

Judith Golub

Gerry Gomes

P.J. Gomez

Thomas Gonzales
Charles Gooding
Donald E. Gooding
Karen Gordan

Allison Gordon

Dr. Jessica Gordon
Jan Gordon

Jean Gordon

Karen Gordon
Sharon Burks Gordon
Cyrile Goren

Vera Gorrelick
Rebekah Marie Graff
Lynn Graham
Julianna Grandinetti
Susan B. Grant

Milo M. Grasman
Lewis "“Tony” Anthony Gray
Bina Green

Helen Greenberg
Matthew Greenisen
Selma Greifinger
Shirley Greisman
Mark Grippando
Gerald A. Groce
Lauren Groft

Colleen Grogan
Margaret Grubbs
Laura Gruen

Karen Gruendling
Joy Guiga

Sammie Anne Gulotta
Phil Gunby

Dr. & Mrs. Frank Guptor
Rita Gutierrez

Janet M. Gyurko

Barbara K. Haag

Hazel Ann Habershaw

Barbie Ve Ann Hackney

Christine Haddad

Dianne E. Hafley

Becki Jo Haight

Barbara Tuttle Hale

Shirl Halpern

Shirl Tarko Halpern

Rae Lynn Halquin

Tammy Hamann

Jeanie Hambleton

Randall B. Hampton

Jean Handelong

Richard and Jane Hankins

Joan M. Hansen

Lynette Hansford

Ruth and Paul Hapgood

Roy Hargrove

Amy Harned

Sue Harris

Tameria Harris

Alexis Harrison

Jeremy Harrison-Smith

Betsy Hart

Jean A. Hartman

Ruth Hartmann

Anne Hauf

Holly Hauser-Williams

Cherie Anne Hawk

Kathy Dianne Berry Hawks

Frances Hays

Steve Hays and Ellen Hays

Don Hazel

Mel Hazelwood

Kristen Head

Amy Healy

Robin Hearn

Michael and Katherine
Hearne

Audrey K. Heberlein

Illene Hebert

Patricia Heer

Bob Heinze

Claudia Henry

Laura Henry

Sandra Hersh

Dr. Sheila Herstein

Annette Hess

Sara Margaret Hicks

JoAnne Hilgert

Gloria Hills

Linda (Lu) Hirte

Linda (Sanchez) Hirte

Linda Marie Hirte

Carol Hobbs

Connie Hobert

Renee Hoffman



Barbara Holden

Doris Holden

Mrs. Holden

Andrea Matovitch Holloway

Betty Jean Holm

Susan Holmes

Gregory G. Horst

Kevin Horton

Wanda Hosten

Donna Routt Houston

Georgia Ann Hovendon

Jean Howard

Kelly Howard

Alvin Huber

Eileen Huber

John H. Hubers

Mary Huckabee

Jeff Hudson

Amelia Limon Huerta

Charles Hughes

Pamela Hughes

Rachel Humberson

Roberta Hunter

Julie Huntzinger

Susan E. Hutcherson

Rosemarie lacampo

Anne lasiello

Susan Keane Igoe

Dorothy lkemeyer

Tony Ikemeyer

Mildred Imler

Frank Gerard Indelicato

Toni Dara Infante

Grace Ann lommazzo

Frances Jacobellis

Joan Jarrard

Sidney Jasper

Mildred Javodick

Anna Jean

Joan Jenkins

Lee Jenkins

Mary Ann Jennete

Peggy Jimerson

Uncle Joe

Amy Johnson

Jane Johnson

John Michael Johnson

Quiara M. Johnson

Sandra E. Johnson

Selena Johnson

Selma Johnson

Bonnie Jones

Delbert R. Jones

Myrtle Jones

Stephanie K. Jones

John Monroe Jones,
USN-Ret

Julie Jongkind

llse Jorgensen

Betty Josephson

Jane White Joyce
Helene Jung

Dr. Kafaja-Ucla

Carole Kaminsky
William Kania

Franny Kaplan
Carolyn Kappes
Zeenie Karsan

Agatha Katzenbarger
Rona Kaufman
Maurice Kavanaugh
Maureen Kearns

John Keegan

John Keeney

Latisha Keirsey

Judith Barney Keller
Bill Kelly

Marlene Kelly

William John Kelly
Anthony Kempinski
Hannah L. Kendig
Paula Kendrick
Edward F. Kenhan, Jr.
Bairbre Kennedy
Michael Arnold Kennedy
Mrs Rose V. Keresztes
Judi Kesselman

Jenell Kheriaty
Bernadette Kieckhefer
Jane Ellen Kietrys
Geraldine “Gerry” Kilmer
Soh-Yung Kim

Jane Gayler Kimsey
Margaret Kinaitis
Stacey Smith Kinchen
Kathleen King

Martha King

Helen Kinlan

Ann Giant Kleban
Ann T. Kleban

Gloria Klein

Lisa Clark & Joan Klister
Sandra Kneeland
Sylvia Knutson
Brenda Kocur

Penny Jean Kolb
Marlyn Kolinsky
Margaret Heiberg Kollitides
Raymond Konareski
Kimi Kondo

Grace Konisiewicz
Stephen Kovach

John Koziol

Rhonda Lee Ruth Kragness
JoAnn Kramertbauer
Karen Kresge

Maria Elizabeth Kreye
Bonnie Kruse

Mary Kubota

LaRae Kuhar

Eloise A. Kuhen
Karen Kuiper

Jackie Kukielka
Allison Kurpicki
Barbara Kwiatkowski
Carmen Labarba
Anita Lachut

Dianna Lambert
Linda Lambert
Lorna Lamusta
Rachel Lando

Susan Lane

Angie Lang

Susan Langenstein
Jennifer Large

Vera LaRusso

Tim Lasch

Joyce Eileen (Barnes) Laswell
Colleen E. Leahy-Harris
Ellyn Lederer

Alicia Lee

Donald Legere
Patricia Legere
Tricia Legere

Arlene Lehner
Beverly Leigh
Marianne Leone
Jacque Leschinsky
Robert Lesso

Kathy Leutze

Mrs Helen E. Lever
Ann Carol Levitt
Gayle Lewis

Joe Lewis

Sue Lewis

Samatha Lieberman
Linda & Scott Lindner
Kay Lindquist
Daughn E. Linkroum
Kathleen Lipson
Joanne Lobritz
Michael A. locricchio
Lennard Loewentritt
Joe Lojkovic

Liz Lombard

Rita A. Lonardo
Antoinette Longo
Rosa Lopez

Rosie Lopez
Barbara Lotito
Charlie Lourie

Robin Porter Love
Angela Lowrie

Gail Lucarelli-Castle
Diane M. Ludwinski
Debra Lurvey
Beverly Lusch

Catherine Lynch
Colleen Ann Lyons
Mary Emagene Ponder Maar
Anne Macaulay
Barbara Joyce MacDonald
Wonda MacDowall
Jeffrey Mace

Jan Machida
Shigenobu Machida
Pat Macionis

Gerald and Maxine Mackler
Penny Fox MacNeil
Rebecca MacQueen
Dr. Hugh Madden
Debbie Magnuson
Harold Mahler

Charles (Chuck) Majors
Jeanette Malanowski
Janet Maluschka

Dee Mandley

Mrs. Wafa Manni
Krislyn Manwaring
Lida F. Mar

Janet Mardick

Stephen Mareta
Carmela Margagliotta
Gail Margolis

Barbara Marion
Rosemary Markoff
Verna Marler

Nancy Marsalli

Mary Farrell Martin
Nancy Jo Martin

Rob Martin

Rodney J. Martin
Heather Martinez
Glenda Marzolf
Charlie Mascari

Julie Masi

Anne Masters

Vilma Mata

Betty M. Matthews
Mary Matthys

Dawn Matuza

Marcy Maudal

Francis & Roberta Mauriello
David Mayer

Joseph M. Mazur
Joyce A. Mazzie

Harry Mazzone

Paul E. McCue
Brendan & Stacey McCabe
Billy Dolores McCain
Ruby C. McCall

Donna McClain

Dottie McClellan
Tinysha McCord

Susan McCracken
Katie McDonald
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Virginia Bebe McEntyre
Anna McGrath

Janice McGuigan
Ann McHenry

Marie Mclnerney
Christine Mulcahy McKay
Michael McKay
Joseph P. McKee
Carol McManamon
Nancy McManus
Emma McMillar
Emma McMillen

Kara McNeese

Peggy Oakley McPherson
Cecilia Lopez Medina
Gladys Medina

Joan Meissner

Carol Anne Melia
Elaine Mellion

Susan Mellon-Rearick
Richard Mendes

Nita Meno

Russell Mensink

Lynn Metrel

Kay Merkoski

Roslyn Met

Nadia Metwalli
Debbie Metz
Jennifer J. Meyer

Lee Ann Meyer

Helen Mignosa

Eve Milani

Patricia Milek
Michelle Miles
Brittany Miller

Greg Miller

Jill Diane Miller
Lucille Miller

Muriel G. Miller

Rita Miller

Ronald Miller

Patricia Milliron

Don Miner

Peggy Minnich
Corinne Mirabile
Miriam Mlawski-Szafran
Capt Kristen Moe
Nancy Moeller

My Mom

Mary Momen-Safaii
Nancy Monaghan
Carol Mondo

Susan Bea Monteith
Ann Montera

Don Monzingo

Lindy Moore
Christina Bonitsis Morales
Julie Cerny Moran
Susan B. Moran

Valerie Morano

Diane Moreira

Denise Condon Moreshead

Pamela R. Morin

Svetlana Morozova

Anne Morrison

Ruth Moskowitz

Susan Moyer

Samuel Jacob Muhlfelder

Scott P. Muir

Cindy A. Muphy

Louis J. Muracco

Bernard Edward Murawski

Jacqueline Murdy

Richard Musantry

Barbara Musco

June Musollino & Orange
County Support Group

Thomas J. Muza

Jacqueline Nab

Teresa Nadeau

Arden Nagler

Amy Nakano

Dr. Deborah Solochek Napier

Josh Narins

Deb Nash

Tamara Nazzal

Anna Neddo

Lucia Ophelia Nelson

Mike Nesbitt

James Nevius

Cynthia Newberg

Karen Engel Newberger

Alice Marie Newell Smith

Todd & Haley Newkirk

Karen Newton

Mary Neylon

Steven R. Nickerson

John Niemi

Christine Nims

Cindy Nolen

Adalene Noll

Sister Mary Rose Noonan,
CsJ

Mary E. Nordman

Linda North

Barbara Ann Norton

Lori Notis

Mary Noyes

Evelyn M. Null

Theresa “Terri” Nunn

llene Nusblatt

Andrea Oakland

Rose O'Brien

Thomas O’'Gorman

Eilenn O'Keefe

Susan Okuno

Patricia Olmstead

Monica Olsen

Lee Parisi

Faith E. Parks

Meryl Parr

Shepp Parr

Nancy Parsons

Janet Ruck Pastor

Ana Maria Valero Patterson

Karen Paulson

Nancy Pazdera

Richard “Rick” Pearl

Patricia Pearson

Kathy Peigh

Sara “Sally” G. Peiter

Bill Pellegrini

Cheryl Peloquin

Kristen Pelton

Jennifer C. Pepitone

Angela Percoco

Terry Perkins

Theresa A. Perkins

Joanne Pero

Meghan Pero

Richard Perry

Summer Perry

Maddalena Personti

Mildred Perugini

Dr. Cory A. Perugino

James S. Pesl|

Alyce M. Peterson

Dorothy Peterson

Jeannie Peterson

Lexi Pettit

Lilly Jayne-Nichole
Pfaltzgraff

Jane Phee

Diane Piechowski

Vicky Pina

John Pineault

Madeline Piraino

Dinah Pittman

Karen Platt

Rebecca Elizabeth Plude

Pamela Rose Podbelski

Carol Ann Quintiliani
Amy & Steve Raetz
Joan Rafferty
Maureen Ragan
Debra Perri Rainey
Lucinda Fowler Ramay
Aversia Ramirez
Melissa Ramsdell
Faith Ramstrom
Erica Randall

Marvin Rathert
Anne Rawlings

Kay Redding
Maryanne Reimer
Dennis “Larry” Reiss
Sherry Reiss

LoyAnn Rembe
Jeanne R. Renick
Ingrid Renken

Karen Rhoades
Caroline Rice

Julia Estelle Rich
Gracie M. Ridgeway
Sharon Riesenbeck
Rose M. Rieth

Kathy Riggs

Robert J. Riggs

Clara Yvonne Rigney
LaJoyce Riley
Melinda Rios

Sarah Riper

Lutie B. Ritenour
Maria Rivelli

Martha Babij Roach
Martha J. Roach
Elaine Robashkin
Bonnie Robbins
Caroline Clemens Roberts
Jolie Roberts



Lauren Roberts

Lisa Roberts

Sharon Robertson

Angela Leonard Robinson

Fran Robison

Leigh Rockey

Nordy Rockler

Leonor Rodriguez

Charlies W. Rogers

Mary Rolfe

Helen G. Rom

Mary Romano

Todd Rose

Tim Rosenthal

Christopher John Rosman

Debbie Ross

Julie Ross

Susan Ross

Mack & Matilda Rottenberg

The Rottenberg Family

Myrna Rottman

Ida E. Rowe

Faith Rubenstein

Janet Marie Ruck

Rachelle Rudo

Shelly Rudo

Theresa Ruffing

Andrea Ruisi

Barbara Rumble

Earl Dean Russell

Kevin Rutkowski

Beverly Ruttenberg

Tom Ryan

Bob Saget

John Salamone

Agnes Salaway

Jayne Sand

Sandra Leona Watkins
Sanders

Sandra Wilkins Sanders

Susan Sandler

Saralane Sant

Antonio R. Santo

Theda Saperstein

Trish Savage

Donna Savitske

Michael Scalli

Tom & Terese Scally

Dorothy Schanno

Raymond Scharin

Joni Schaum

Adam Scheinberg

Catherine M. Schetter

Kathy Schetter

Kathleen Scheufele

Pearl W. Schilling

Debra Schmidt

Lynn Schmitt

Kathleen Schneider

Melvin Schneider
Elizabeth "Lisa” Schrader
Inga Schroeder

Gayla Schulte

Elaine Schwager

Rita Schwartz

Nancy Scibilia
Scleroderma Angels
Michele Scott

Virginia Seager

Jill Seaman
SophieAnne Seaman
The Seaman Family
Mary Seffens

Leah Seiler

Steven Seitzman
Patricia A. Selmser
Suzanne Senkevich
Helen Matuskowitz Sequin
Paula Serratore

Paula Curto Serratore
James Sessions, Jr.
Karen Shadduck
Bailey Shaffer

Patt Shannon

Joyce Shapiro

Marsha Sharp
Geoffrey Shelton
Barbara Shepard

Edna Shevin

Kathryn “"Kathy” Shirey
Joan R. Shoop

Amy Sicafuse

Debbie Siders

Joseph R. Siembida
Randy Sigismondi
Regino Siller, llI

Irving Silverman
Michael J. Silverstein
Becca Simas

Young Joseph Simmons, Jr
Lois A. Simon

Lynn Sindoni

Lynn Singer

Karen Singleton
Constance Cooper Sipple
Bill's sister

Carla Slone

Kathleen E. Slosser
David Slye

Alice Smith

Jeanne Smith

Lisa Smith

Mrs. Caroline Smith
Dr. Pam Smith
Virginia M. Smith
Sharon Lee Smoker
Denise Snead

Fred & Dorothy Sneider

Fred Sneidet

Silvia and Jose Snitcovsky
Ed Snyder

Rhoda G. Solow
Lottie Sosnowski
Miriam Soto

Kimberly Soukup
Ayanna Spencer
Daniel James Sperling
Arlene Sphone
Josephine Spinella
Yvonne Spitz

Susan Marie Sponheimer
Allan Staats

John Stafilarakis
Tanya Stanley

Marilyn Stanton
Courtney Stapf
Suzanne Starr
Dorothy & Harry Stein
Devorah Jill'Steinberg
Jim Stempel

Connie Stemper
Sharon Sternberg
Melanie Mavrides Stevens
Rev. Mr. E. Gary Stevens
Tina Marie Stevens
Eric F. Stoerp

Sarah Stollberg
Eleanor Stone
Jennifer Stopar
Michael R. Stransky
John Randal “Randy” Strass
Yvette Strauss
Thomas G. Stucky
Jennifer H. Stueve
Bambina Sucich
James Francis Sullivan
Barbara Sunseri

Liz Suriano

Suzanne Sutton

Helen Svenson
Charles A. Swanson
Katherine Swart
Kathleen Swart

Lillian Swartz

Marjorie W. Swayne
Della Rose Sweeney
Ester Sweeney

Laurie Swiftney

Mary Swirka

Mimi Szafran

Miriam Szafran

David Takacs

Dr. Wahby Tarabishi
Ethel Tarkan
Rosemarie Tartaglia
Linda Tarver

Georgie Taylor

Pat Taylor

Terrilyn Michelle Taylor-Scott

Dolores (Gonsalves) Teixeira

Tamiza Teja

Joyce TenBroeck

Evan Thews-Wassell

Peggy Thomas

Preston Thompkins

Gini Lopez Thompson

Marjorie Thompson

Margaret Thomson

Sally Christine Thorsted

Lee Tice

Alan Toback

Gail Tobin

Robert T. Toker

Alfred Clifton Tolson

Calvin A. Tomlin

Joyce Toomey

Carlo Toso

William J. Towey

Sharlie Trentman

Tri-State Scleroderma
Foundation

Paul Trites

Sara Field Trumpp

Janice Claire Tschida

Rena Tullos

Gerald Twydell

Tom Tyler

Jerome Umano

Debra Underhill

Elizabeth Underwood

James Unger

Kenneth Urban

Tracey Valadez

Janice Valusek

Mary Regina Van Neste

Michael Van Sice

Mary A. VanBergen

Gayle VanDoren

Barbara Jeanne Gresham
VanDuyne

Glen Vantilborg

Joan Vause

Christine Veilleux

Michael Velasquez

Rosie Velasquez

Lilli C. Vella

Christine Veltri

Carmela Venditti

Mary Ventola

Amy Venuto

Rachel Ver Steegh

Maryann K. Verrastro

Joyce Victor

Muoi To Vien La

Judith Hernandez Villalba

Jenny Villalobos
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Lenora M. Visalli
Siyroush Visscher
John Vogelsong
Virginia Vukasovich
Glen Wade

Carol A. Waldrop
Kirstin Wallin

Mary Ann Walsh
Tom Walsh

Kathy Walters
Joseph Wanamaker
L. Roy Ward

Dr. Ronnie Warner
Gayle Warner
Gretchen Warner
Ronnie Warner, MD
Kristine C. Washburn
Alyssa Watson

Lena Mae Watson
Sharon Waugh
Sandra Wayman
Dorothy Webb
Lindsey Cowan Webber
Rachelle Wehner
Aurelia Weinberger
Victor Weinstein

Noel Weinstock

Ken Weiss

Patricia A. Weissinger
Jill Welch

Susan Wells

Ace Welsh

Anna Wenger

Dave Werner

Louise Westover
Kathy Whalen

Linda Wheatley

Mary Wheatley
David Lowell White
Susan White

William R. Whitehurst
Kathy Whiteman
Jodi Whiting

Virginia Wiekrykas
Betty Wildnick
James D. Wiles

Jim Wiles

Mary D. Williams
Sandra “Sam” Williams
Sheryl Williams
Beverly C. Wilson
Carmaleta Wilson

Karen Rudd Wimberly
Alan Winchester
Lawrence E. Winchester, Jr.
Annette Winnick

Edward Winthrop

Tevi Winthrop

Aggie Wojdak

Cheri J. Woo

Chrissy Wood

Patricia Woods

Barbara Elaine Worman
Deon Wright

William A. Wylie

Nai Li Yee

Roberta Jane Yerian
Peggy Rose Young

Stacy Young

Alfred F. Zappala

Robyn Zappala

Fred Zappala, Sr
Elizibeth (Libby) Zaruba
Ron and Sue Zeigler
Stella Christine Zemanek
Stella Janavaris Zemanek
Dr. Barbara F. Zimmerman
Sylvia Gerber Zinz

Teresa Zulla
Virginia Zuniga
Shelley Ann Zylka

PHARMACEUTICAL COMPANIES OF
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Leadership & Chapters

BOARD OF DIRECTORS

Cos M. Mallozzi, Chair

Carol Feghali-Bostwick, PhD, Vice Chair
Cyndy Besselievre, CPA, Treasurer

Mike Levengood, Esq., Secretary

Linda J. B. Baum, OD

Mary Blades

Kevin Boyanowski, MBA
Courtney Caliendo, Esq.
Christina Loccke

Mark Orozco, MBA

MEDICAL & SCIENTIFIC ADVISORY BOARD

Virginia Steen, MD, Chair

Tracy Frech, MD, MS, Chair, Patient
Education Committee

Richard Silver, MD, Chair, Research
Committee

Lorinda Chung, MD, Chair, Physician
Education Committee

John Varga, MD, Immediate Past Chair

Shervin Assassi, MD

Jessica Farrell, PharmD

FOUNDATION STAFF

Mary J. Wheatly, IOM, CAE

Chief Executive Officer
Michael B. Hyde

Chief Operations & Financial Officer
Jess Haas Gréus

Senior Director, Development
Ashley M. Pruett, MEd, Senior Director,

Chapter Operations
Lisa Tobin, JD

Senior Director, Mission Delivery
Steven R. Sookikian

Director, Communications

CHAPTERS

DELAWARE VALLEY
(Eastern Pennsylvania, Southern
New Jersey, and Delaware)
Katie Higgins, President
JoAnne LaPergola, Executive Director

GEORGIA
Peggy Levengood and Doreen Towhey,
Co-Chairs

GREATER CHICAGO
(Illinois, Indiana, and Wisconsin)
Tony Cogan, President
Stephanie Somers Gresh, Executive
Director

GREATER WASHINGTON D.C.
(Washington, D.C., parts of Virginia,
and Maryland)
Mary Beth Theisen, President
HEARTLAND
(lowa, Nebraska, and South Dakota)

MICHIGAN
Kathryn Rehrauer, Chair
Laura Dyas, Executive Director

Jessica Gordon, MD

Kristin Highland, MD

Laura Hummers, MD, ScM
Heidi Jacobe, MD

Dinesh Khanna, MD, MS
Robert Lafyatis, MD

David Leader, DMD, MPH
Maureen D. Mayes, MD, MPH
Janet Poole, PhD, OTR/L

Lesley Ann Saketkoo, MD, MPH

Maureen Zuluaga
Associate Director, Database
Operations
Angel Soto
Associate Director, Education
Marta Brill
Associate Director, Development,
Corporate & Foundation Relations
Shenna Gianetta
Manager, Research
Lauren Galvan, Manager, Annual Giving
& Stewardship
Olivia Ogden, Manager,
Communications

MINNESOTA
JoAnn Borden, President

MISSOURI
Rhonda Costa, Chair

NEW ENGLAND
(Maine, Massachusetts,
New Hampshire, Rhode Island,
and Vermont)
Jane Ladas, President
Anne Sweeney, Executive Director

NORTHWEST
(Idaho & Washington State)
Dee Burlile, Chair
OHIO
Lucille Miller, Chair
Elizabeth Mulroy, Executive Director
OKLAHOMA
Donna Roberts, Chair

OREGON
Christina Fidalgo, Chair

Jeanne Theisen
Marcia Walker
Mary J. Wheatley, IOM, CAE, Ex Officio

Robert Spiera, MD

Katheryn Torok, MD

Maria Trojanowska, PhD

Carol Feghali-Bostwick, PhD, Board
Liaison

Lisa Tobin, JD, Staff Liaison

Claire Nelson, Project Manager,
Development

Caryn Anatriello, Manager, Support &
Advocacy

Molly Paradis
Office Associate

Diane Maguire
Finance Associate

Irina Shuruyeva
Accounting Assistant

Kristin Sullivan, HR Coordinator

Max Halbert, Central Processing
Coordinator

ROCKY MOUNTAIN
(Colorado)

Mike Pursel, Chair

Maria Dastur, Executive Director

SOUTH CAROLINA
Susan Melvin, Chair

SOUTHEAST FLORIDA
(Palm Beach, Broward, Miami Dade,
and Monroe counties)
Arnold Brownstein, Chair
Ferne Robin, Executive Director

SOUTHERN CALIFORNIA

(Los Angeles and San Diego areas)
Peggy Hickman, President
Andrew Emmett, Executive Director

TEXAS BLUEBONNET
(Texas)
Diane Lee, Chair

TRI-STATE
(Connecticut, Northern New Jersey,
and New York State)
Marc Krieger, President
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