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ANOTE FROM
OUR FOUNDERS

Since we started the Foundation for Sarcoidosis
Research in 2000, we have been astounded by
the tremendous growth of this organization. We
have been overwhelmingly supported by the
sarcoidosis patient and research communities
alike, and remain so grateful for everyone who
has contributed to our success.

Yet, we know we can and will do more. This year
marks our 20th anniversary and while we are
excited to celebrate all of FSR's accomplishments
to date, we are also excited to measure our
growth and ensure that the next 20 years are
even more impactful than the last two decades.

Thank you for being a part of FSR's progress and
joining us in our mission to stop sarcoidosis.

Andrea Wilson
Co-founder

Reading Wilson
Co-founder

OUR HISTORY

The Foundation for Sarcoidosis Research
(FSR) is the nation’s leading nonprofit
dedicated to finding a cure and better
treatments for sarcoidosis while remaining
aresource for patients, family members,
and the greater healthcare community.
The research agenda and patient advocacy
programs built by the foundation have
been fueled by the patient voice which is
central to FSR's success.

Throughout FSR’s twenty-year history, the
organization has maintained the belief that
patients must come first. The progress of
sarcoidosis research and advocacy efforts
are dependent on patient participation.

As FSR grows, the initial promise made to
patients in 2000 continues to fuel the
success in FSR’s future.
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ACHIEVEMENTS

Funds raised through Team KISS 5K

$229,066

Funds raised on GivingTuesday

$30,375

Funds raised through major gifts

$323,051

Amount awarded to sarcoidosis research

$1,550,548

Number of research grants awarded

65 grants

It isimpossible to ignore the progress and
accomplishments that our devoted patients,
friends, family members, healthcare community,
and sarcoidosis warriors have directly
contributed to through various programs and
initiatives which FSR led this year. We could not
have achieved these incredible milestones
without the support of the entire sarcoidosis
community.

Below are a few of the triumphs the FSR team
celebrated this year:

e Over 1,000 patients and caregivers attended
FSR's 9 patient conferences held across
North Americain 2019

e Over 1,900 individuals joined Team KISS in
April 2019 including virtual walkers,
fundraisers, and satellite walk participants

e Over $30,000 was raised for #GivingTuesday
on December 3rd, 2019 making it our most
successful #GivingTuesday yet

e Over 87 landmarks in 2 countries were
#litforsarc on World Sarcoidosis Day,
including One World Trade Center

e 38state and 46 local governments awarded
proclamations recognizing April as
Sarcoidosis Awareness Month

FSR s truly grateful for all that our supporters
and community leaders have done to advance
our mission this year. FSR has a big dream - to
one day cure sarcoidosis - and will achieve this
dream with the support and collaboration of the
sarcoidosis community.
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RESEARCH

SUMMARY

e FSR's Small Grant Program focuses on awarding
funds to new or early stage research on
sarcoidosis. In 2019, $50,000 was provided to
Small Grant awardees with projects focused on
immunological and clinical gender-specific
differences in cardiac sarcoidosis and the role of
IL-6 blockade on sarcoidosis-related pulmonary » The FSR Sarcoidosis Disease Model initiative
fibrosis. beganin 2017 when we awarded five promising

projects a total of $750,000 to investigate
possible disease models for sarcoidosis. The

¢ FSR'’s Clinical Studies Network (CSN) and grant cycle culminated with a dynamic
SARConnect programs continued to engage and symposium at the European Respiratory
partner with pharmaceutical companies through Society Congress in Madrid in 2019. The
patient outreach and recruitment for large multi- awardees presented their finding to an
center trials. Both programs help carry out audience of sarcoidosis experts, industry
multiple studies with focus in cardiac and partners and international advocacy group
pulmonary sarcoidosis. members.

¢ Three of the five Disease Model awardees were
selected for additional bridge funding through
2020. A cumulative $300,000 grant aims to
further the development, characterization, or
improvement of these models for sarcoidosis
research purposes.

e The FSR Fellowship Grant continued to fund 4
fellows into their second and final year of
research. Areas of study for this 2-year grant
cycle include patient-centered researchin
imaging and biomarkers of cardiac and thoracic
sarcoidosis as well as focus in the gender
differences in sarcoidosis, the genetic and
environmental factors affecting immune cells
that may predispose individuals to sarcoidosis,
the association between extracellular
mitochondrial DNA and poor clinical outcomes
in African Americans with sarcoidosis.
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MEET OUR
PARTNERS

~ Boehringer
.aTyr Pharma I”ll Ingelheim

¥ Mallinckrodt
Pharmaceuticals ! NOVARTIS

Autoimmune and Rare Diseases
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AMBASSADOR

PROGRAM SUMMARY

2019 was another successful year of advocacy and
patient engagement from our ambassadors. 72
ambassadors attended a training retreat in
Washington DC, preparing them to spread
awareness, education, and support throughout the
country. The list of ambassador achievements is as
impressive as it is lengthy.

e 11 local and state health fairs or events attended e 60 support groups facilitated by ambassadors

e 38 state Sarcoidosis Awareness Month throughout the year
proclamations e 32local and national speaking engagements by
¢ 46 local Sarcoidosis Awareness Month ambassadors
proclamations o First national online support group developed,
e 87 landmarks illuminated purple on World hosting over 30 attendees each month
Sarcoidosis Day e 400 surveys collected to advance understanding
e 95K events raising over $64,000 of attitudes toward research from populations
« Additional fundraising events raising over traditionally underrepresented in research
$10,000

Attendees at FSR's 2019 Ambassador Training in Washington, DC.
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FSR staff, top left to bottom right: Reading Wilson, Interim Executive Director and Co-Founder; Andrea Wilson, Co-
Founder; Noopur Singh, Director of Research Programs; Angela Frelander, Director of Development; Mindy
Buchanan, Patient Engagement Manager; Maggie Hudson, Patient Resource and Communications Manager;
Tamara Al-Hakim, Research Coordinator; Hana Nabulsi, Administrative and Research Project Coordinator; Nick
Zeppos, Development and Finance Project Coordinator; Lesley Baxter, Physician Coordinator.
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OUR FUNDERS

FSR is grateful for the generous
contributions from individuals,
corporations and foundations across
the country and around the world.
The following is a list of those who
made gifts of $1,000 or more in fiscal
year 2019.

$100,000 or more
Anonymous

aTyr Pharma

Jarve Family Legacy
Mallinckrodt Pharmaceuticals

$50,000 - $100,000
Mr. and Mrs. Jerome Serchuck

$25,000 - $49,999
John and Janet Mockovciak
The Raich Family Fund

$10,000 - $24,999

Alex and Alice Fruth
Anonymous

Anonymous

Global Genes

Harlene and Marvin Wool Foundation
Jacobs, Malcolm and Burtt
Meitheal Pharmaceuticals, Inc.
Michael and Heidi Junk

Miles and Marcie Stuchin

The Cedar Street Foundation
The Gies Foundation

$5,000 - $9,999

Alabama Power Foundation, Inc.
Denise Wool

Dorothy A. Williams

June JAMR
Louise Perkins, PhD
Novartis Pharmaceuticals

Dr. Emerson R. Hall and Dr. Freda C. Lewis Hall

$1,000 - $4,999

Andrew Sveikauskas
Antonio Sandridge
BlueCross BlueShield of Arizona
Carla Hahn

Christine Hostetter

Cora Paradis

Daniel and Dorothy McDowell
Deborah Hulse

Dee Redmond

Donald Evans

Donna Gibson

Edward J. Walsh

Fred Fischer

Gourmet Foods International
Groom Law Group

Hamid Band

Heyward Wells

Jackie and Karl Bradford

Mr. and Mrs. James Fredrick
Mr. and Mrs. Jay Sheely

Lisa Stewart

Lori Burgess

Lu Johnson

Marilyn Landiak

Mark Serchuck

Mary McGonagle

MDRT Foundation

Mr. and Mrs. Michael Levin
Michael Morrison

Michele Aghassi

Michigan Medicine - University of Michigan
Molly Flick

Nancy O'Rausch

Pamela McGrath

Mr. and Mrs. Paul Attner
Peter L. Malkin

Quest Diagnostics Matching Gifts Program
Richard Clapp

Sandon & Karen Wool
Sandra Asmussen

Sarah and Bo O'Connell

The Langille Family Fund
Vimla Band
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A Growing Investment
in Sarcoidosis
Research

Since our founding in 2000,
FSR has invested over $5
million in sarcoidosis-
specific research efforts.

In 2019, our investment
topped $1.5 million.

At the Foundation for Sarcoidosis Research, we are
committed to our patients and stakeholders by working
each and every day to maximize every dollar to drive

science to ultimately develop better treatments and a cure.

In 2019 alone, over $1.5 million was directly funded to
sarcoidosis research.

A primary focus of FSR’s strategic plan in the past several
years has been the diversification of revenue sources. One
focus of 2019 was the expansion of the services rendered
by FSR through the SARConnect program to assist in
outreach and recruitment for clinical trials. This not only
aims to ensure these important trials do not fail, but also
resulted in $25,000+ revenue for FSR to invest back in
sarcoidosis research and resources for patients.

$2,000,000

$1,500,000

$1,000,000

$500,000

$o

2017

2019
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LOOKING FORWARD

This year marks FSR’s 20th anniversary and we couldn’t
be more excited to celebrate! Over the past two
decades, FSR has become the leading nonprofit
dedicated to sarcoidosis patients and research. Our
educational and advocacy programs have provided
services and resources for thousands of individuals
navigating this disease worldwide. Additionally, FSR has
invested over $5 million into sarcoidosis-specific
research and the overall advancement of the
sarcoidosis research space.

FSR will spend 2020-2021 celebrating our progress and
unveiling new programs and resources for our patients
and researchers. We couldn't be more grateful to the
sarcoidosis community that has supported us and
helped make our work possible.

2020 marks the 20th
anniversary of the
founding of FSR.
We're celebrating two |
decades of
unprecedented |
progress and growth.
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FSR LEADERSHIP

FSR Board of Directors

Andrea Wilson Kirk Allen Craig Lipset
Co-Founder Sloan Valve Company Managing Partner, Clinical
Innovation Partners
Reading Wilson Mary Ellen Carroll
Co-Founder and President Artist, MEC Azmi Nabulsi, MD, MPH
Entrepreneur in Residence (EIR) at
Leslie Serchuck, MD Mary Cobb Frazier Healthcare Partners
Vice President PatientVue, LLC
Children’s Hospital of Philadelphia Louise M. Perkins, PhD
Jim Davis Chief Science Officer Emerita of
Louie Hondros, DO Advera Health Analytics, Inc. Melanoma Research Alliance
Treasurer
Rush University Medical Center Rev. Michael A. Walrond, Jr.

First Corinthian Baptist Church

FSR Scientific Advisory Board

Robert Baughman, MD Wonder Drake, MD Dave Moller, MD
University of Cincinnati Vanderbilt University Johns Hopkins University
John Belperio, MD Marjolein Drent, MD, PhD Adam Morgenthau, MD
UCLA Medical Center St. Antonius Hospital Icahn School of Medicine at
Mount Sinai
Edward Chen. MD Andrew Fontenot, MD
Johns Hopkins University University of Colorado Misha Rosenbach, MD
University of Pennsylvania
Ulrich Costabel, MD, FERS Skip Garcia, MD
University of Duisburg-Essen University of Arizona Milton Rossman, MD
University of Pennsylvania
Elliott Crouser, MD W. Ennis James, MD
Ohio State University Medical University of Barney Stern, MD
South Carolina University of Maryland
Seamas Donnelly, MD
Trinity College Dublin Lisa Maier, MD Dominique Valeyre, MD
National Jewish Health Hopital Avicenne
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The many faces of sarcoidosis - we're with you in this fight.

Foundation for Sarcoidosis Research 312-341-0500
1820 W. Webster Ave Ste. 304 info@stopsarcoidosis.org
Chicago, IL 60614 www.stopsarcoidosis.org




