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Living with lupus is a journey no one should walk alone. At the Lupus Foundation of America, we are dedicated to walking alongside you -
providing support, education, and hope as we work tirelessly to bring an end to this disease. We are here for you — connected together - to
offer you access to lupus education programs, access to a helping hand as a trusted partner, access to make your voice and experiences heard,
and access to better care and treatments.

None of this would be possible without you. This Impact Report showcases the tremendous impact you've made - your courage, your presence,
your voice, and your power inspire everything we do. Here's a glimpse of what we've accomplished together this year:

» Funded groundbreaking research poised to change lives, including studies looking at the impact of the gut on lupus nephritis,
improving pregnancy outcomes, and future frontiers of better predicting and ultimately preventing lupus for future generations.
» Advocated for policy changes on Capitol Hill securing support from federal, state, and local governments to improve access to care for
people living with lupus.
« Connected people across the country through in-person Lupus & You Empowerment conferences, and in-person and virtual
support groups.
« Built communities through shared passions, from hundreds of streamers participating with Game On! To End Lupus™ to completing
six miles together through the Virtual 6 Challenge or taking steps at 45 local Walk to End Lupus Now® events — the world’s largest lupus
walk program.
» Expanded access to critical tools and resources, from our self-care app SELF, helping people with lupus better manage their symptomes,
medications, and more, to one-on-one guidance from our Health Education Specialists.
« Enhanced and grew access for community health care workers to learn about lupus with educational resources and courses, helping
to reduce the time to diagnosis.
As we reflect on the incredible progress of the last year, we're already hard at work on building the future. We're excited to step into the new year,
connected together, alongside you.

You continue to inspire each step forward. You drive our progress today and will lead us to a life free of lupus.

e it 0

Louise Vetter Joseph Arnold
President and CEO, Lupus Foundation of America Chair, National Board of Directors

Our cover photo comes from the DC Walk to End Lupus Now, one of the 45 inspiring, powerful events where people with lupus, family members, friends and partners come together and make
an impact in the fight to end lupus.
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MORE THAN

300 PASSIONATE
ADVOCATES

from 30 states came together in Washington, DC for the Lupus

Foundation of America’s 2024 National Lupus Advocacy Summit.

They met with lawmakers in 145 face-to-face meetings on
Capitol Hill, advocating for better access to care and securing
vital lupus-related research and education program funding.

Troveond .. $138
MILLION

in NIH-funded research committed to lupus, which will support
research that can lead to new treatments and improved care for
people living with lupus.
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Klmberly Boddie met V\kh Reprﬁntatlve Glenn Ivey (D-MD-4)during astate-le
meeting. (L to R: Cindie Wheaton(Kimberly’s mother), Representative Glenn Ivey,
Kimberly Boddie and Ike Marchie (Staffer for Rep. Ivey).

THANKS TO ADVOCACY EFFORTS...

« Advocates across the country continued
to champion important lupus policies
that improve access to lupus medications.
Through state-level meetings with federal
elected officials, pushing for national reforms
like the Safe Step Act and HELP Copays Act,
which aim to remove delays and financial
hurdles, ensuring patients can get the
prescriptions they need when they
need them.

« The Lupus Foundation of Americaled a
coalition of over 60 groups to pass
legislation improving patient access
through Medicare Part D. Starting in 2025,
people with lupus enrolled in Medicare Part D
will have their prescription drug costs capped
and can opt into the new Medicare Prescription
Payment Plan, allowing them to spread costs
over monthly installments.
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“So much is out of your control when
you live with lupus, but being a lupus
advocate empowers me because
| know | can make a difference. The
Lupus Foundation of America’s
National Lupus Advocacy Summit
is my favorite event because | feel
seen and understood. It’s a vital
experience where lupus warriors and
caregivers can connect with others
affected by lupus, learn about the
newest trends in treatments, and
advocate for policies to improve
our lives. And, the most powerful
impact is making my voice heard
and educating my representatives
about lupus. We get to show them
the real-life impact of the policies
we advocate for, and put a face and
a story to proposed legislation.”

- OLGA LUCIA TORRES,
Diagnosed age 26
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LAUNCHED THE

PREDICT AND
PREVENT LUPUS
RESEARCH GRANT

providing significant funding for innovative research aimed
at identifying people at high risk for lupus and ultimately
preventing the onset of serious and life-threatening
consequences associated with the disease.

20 MEMBERS .5

of the Lupus Research Action Network received O Q O
specialized training to help them confidently engage

fellow lupus warriors in conversations about lupus

research and engaging in clinical trials. Every participant walked away

feeling more empowered to bring these critical conversations to their
communities.

OVER

1,200 PEOPLE

joined our lupus patient and caregiver registry — Research Accelerated
by You (RAY®) - now with nearly 4,000 people taking the step to advance
research and help bring us closer to better treatments and cures.

Through RAY, we supported the advancement of clinical trials in
lupus, lupus nephritis, discoid lupus and cell therapy including
protocol development, study education, and survey development
and execution.

% G

RESEARCH
UPDATE...

2023 Lupus Foundation of America Pediatric
Lupus Grant awardee Joyce Chang, MD, MSCE,
is studying the brain’s decision-making and
cognitive functions in children. Her research
found that children with lupus tend to have
slower reaction times and more difficulty with
certain cognitive tasks compared to healthy
children. She also observed greater brain
activity in certain areas, suggesting that
children with lupus need to work harder to
complete tasks - particularly those involving
slow processing and impulse control.

This grant provided a pivotal investment in

Dr. Chang’s research that is moving our
understanding of cognitive function in children
with lupus forward. Findings from her study
have since been published in two journals and
her team was able to go on to receive further
funding from the National Institutes of Health.
Currently they are recruiting more participants
to strengthen their data, including healthy
siblings of other patients, and hope to also
understand more about how lupus severity
and medications impact brain function.



“Receiving the 2024 Gary S. Gilkeson
Career Development Award from the
Lupus Foundation of America has
been a pivotal moment in my career.
This support has allowed me to
advance our group’s research on
lupus nephritis and how gut dysbiosis
can influence disease progression - a
critical area with potential to reshape
treatment strategies. The mentorship
provided through this award by
Drs. Silverman and Ruggles further
reinforced my dedication to advancing
the field of autoimmune disease
research - there’s no greater reward
than helping patients transition from
multi-organ involvement to a state
where they can maintain disease
stability, improving their quality of
life. These experiences inspire me
as | strive to develop new therapies
that can lead to better outcomes
for people living with lupus.”

- ABHIMANYU AMARNANI, MD, PHD,
2024 Gary S. Gilkeson Career
Development Award Grantee
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Help Us Solve
The Cruel Mystery

“Lupus & You Empowerment
Conferences do just what the name
says — they empower you. When
you are given a diagnosis of lupus,
you can feel alone, confused, and
misunderstood - but these events
provide a safe space to come together,
engage with one another, learn and

U:

FOUNDATION OF AMERICA

Our mission is to improve the

find connection. They make sure that - Help toSo\\le \| quality of life for all people affected

whether you are new to this journey or : the crue&\\}s\ew by lupus through programs of b
have been on this road quite a while, - research, education, support

there’s a place for you to find support, i and advocac

and learn about that latest on lupus \ Y-

research, medical advancements = AN, In order to achleve our VISIOFI l
and topics you can relate to. The _ *"& & we have set these Critical __a
Lupus Foundation of America and strategic outcomes: i

the Lupus & You Empowerment
Conference allowed me to
find community in lupus.”

¥\ Reduce the tj :
O diagnosis €time to diseasa

v Ensure peg Fyre
@é ?n arsenal (E:‘sav;”th Iupl#i halve
s

| " .
’L | @ F:ggggedalzicet S€rvices ang 3
e andcare > 1 treatmente




) Us Solve
Cruel Mystery

Kadra Ali, PULSE Project Mana: raiuran and answering questions at
the Virginia Community H car@ Assol n A) Conference.

ATION OF AMERICA




“I became a Lupus Foundation of
America Ambassador to be part

of the bigger picture - raising
awareness about lupus so more
people understand this disease.
Education and awareness can lead to
early diagnosis and treatment. | want
to help others understand this largely
invisible disease and bring education,
resources and hope directly to people
living with lupus. As a lupus warrior
myself, being a Lupus Foundation of
America Ambassador is very
empowering, and | know I'm

making a difference - for myself

and others that have lupus.”
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400,000 MILES
WALKED

and $3,000,000 raised at 45 Walk to End Lupus Now® events across
the country that brought over 10,000 walkers together to unite for
a shared cause, taking each step toward a future without lupus.

447 LUPUS
WARRIORS,

family members, friends and partners participated in the Virtual
6 Challenge and logged 6 miles over 6 days through activities
like walking, running, biking, hiking, rowing and swimming.
Their efforts raised over $64,000 and symbolize the average of
6 years it takes to receive a lupus diagnosis.

OVER

170 NEW GE
CHAMPIONS " ¥
FOR HOPE, =]

committed to supporting our mission by providing steady and
sustainable funding year-round by becoming monthly donors.
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Connie’s Crew at the New York CityWalk#o End’Lupus’Now at Seaport District NYC
Pier17

TAKING STEPS TOGETHER

Connie’s Crew raised $36,879 for the Walk to End Lupus
Now in New York City. The team walked in memory of
their friend/coworker who passed away this year, with
team members flying in from across the country to walk
for Connie and an end to lupus.
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Help Us Solye
Game On! To End Lupus participants anJFapn?Hf‘ﬁmﬂ'TwitchCon in San Diego, CA

STREAMING TO END LUPUS...

In 2020 the Lupus Foundation of America, in
partnership with a dedicated group of streamers,
launched Game On! To End Lupus - a livestreaming
campaign held each May. This year marked 5 years
of livestreaming on Twitch and YouTube with 188
streamers . Thanks to their dedication, more than
$195,000 was raised in May 2024, bringing our
lifetime charity stream fundraising to over $850,000!



“l organized a fundraiser at a
local restaurant in honor of my
mother who we lost to lupus in
1998. While I've since been
diagnosed with lupus myself, it
was important to me to honor
her and her fight, especially the
hurdles she faced around
misdiagnosis. | wanted to raise
awareness of lupus, particularly
among the African American
community where | grew up, and

make a difference by raising
funds to help bring an end to this
disease. | know | have the ability
to make an impact, something

| take very seriously, and my
fundraiser was an important

part of that”

- TAMARA MARSICO,
DIAGNOSED AGE 23
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WAYS TO GIVE & GET INVOLVED

@ LupusFoundationofAmerica

& Lupusorg

Lupusorg

® Lupusorg

® Lupusorg

© Lupusorg

@ Lupus Foundation of America, Inc.

MAKE A GIFT

Make a difference by sending your donation payable
to the Lupus Foundation of America, 2121 K Street NW,
Suite 200, Washington, DC 20037 or make your gift
online at Lupus.org/Donate.

BECOME A CHAMPION FOR HOPE
Become a Champion for Hope and your monthly

gift will provide year-round support for life-changing
research and compassionate support to people
living with lupus. Begin your monthly giving at
Lupus.org/CFH.

START A WALK TEAM AND REGISTER
FOR THE WALK TO END LUPUS NOW®
Bring your family, friends, and community together
by starting a team for Walk to End Lupus Now?®.

Join the world’s largest lupus walk and take
meaningful steps toward ending lupus. Register at
WalktoEndLupusNow.org.

TEAM MAKE YOUR MARK™

Run, walk, bike or swim on your own - or with your
favorite group of people - through Team Make Your
Mark™. Every mile brings us closer to ending lupus.
Get started at Lupus.org/TeamMakeYourMark.

LIVESTREAM FOR LUPUS

Use your platform to raise awareness and funds with
a charity stream. Visit Lupus.org/livestream to get
started and stream for a cause.

RAISE YOUR VOICE TO FIGHT LUPUS

Join the fight by raising your voice for lupus advocacy.
Over the past five years, we've helped secure more
than $768 million for lupus research. Become an
advocate today at Lupus.org/Advocacy.

BECOME A CORPORATE PARTNER
Support the fight against lupus while benefiting
your organization through fundraising, matching
gifts, direct donation, event sponsorship and in-kind
gifts. To explore corporate partnership opportunities,
contact Desiree Wienand, National Director of
Corporate Engagement, at 202.349.1173 or via

email at Wienand@lupus.org.

HONOR A LOVED ONE

Honor a loved one affected by lupus with a
meaningful donation. Your donation will help
to solve the cruel mystery of lupus. Visit
Lupus.org/Donate.

PLANNED GIVING

Create a lasting legacy by helping those affected by
lupus through planned giving. You can support lupus
research and care with your estate planning goals. Visit
Lupus.org/PlannedGiving or contact

Teri Yoder, Vice President of Development and
Fundraising, via email at Yoder@lupus.org.
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FINANCIAL HIGHLIGHTS Sttt of s ot Yo Ent et 3,202

REVENUE AND SUPPORT 17,973,121
EXPENSES
0% el e
1 0% FUNDRAISING Program Services
@ e | 7777777777777777777777777777777777777777777777777777777777777777777777777777777
MANAGEMENT ;
& GENERAL Education and Support 6,345,185
Fooeorennnneennn Network Support and Services 3,740,847
Research 2,540,043
Management and General 1,491,110
Fundraising 1,615,554
TOTAL EXPENSES 15,732,739
24% . 40% CHANGE IN NET ASSETS 2,240,382
NETWORK SUPPORT D T oo
AND SERVICES EX P E N S ES EDUCATION AND NET ASSETS, BEGINNING OF YEAR 5,750,606
Pt s 0 AN RINJ LY R EDUCATIONAND O o Ly e o Ll TemEE
SRPORT , NET ASSETS, END OF YEAR 7,990,088
Statement of Activities For the Year Ended September 30, 2023
REVENUE AND SUPPORT 20,800,946
16%
RESEARCH EXPENSES
el o T ..

Education and Support 10,609,612
Network Support and Services 1,262,952
Research 2,540,043
Managementand General 1,827,749
Fundraisng 2,075,398
TOTALEXPENSES 18,315,754
CHANGE IN NET ASSETS 2,485,192
NET ASSETS, BEGINNINGOFYEAR 7,729,751
NETASSETS,ENDOFYEAR 10,214,943

*A complete copy of the audited financial statements is available online or upon request from the
| 14 | Lupus Foundation of America National Office by calling 202-349-1155, or writing to Lupus
Foundation of America, 2121 K Street NW, Suite 200, Washington, DC 20037



LEADERSHIP

NATIONAL BOARD OF DIRECTORS

& MANAGEMENT

OFFICERS

Joseph A. Arnold, Esq., Chair,
Philadelphia, Pennsylvania

Barbara Polk, Vice Chair
Washington, D.C.

Christine Smith, Treasurer
Houston, Texas

Phong Nguyen, Secretary
Devon, PA

Andrew T. Brophy,
Immediate Past Chair
Washington, D.C.

DIRECTORS

Brian Antonsen, Dallas, TX
Judy Barlin, Parkland, FL
Lynn Blandford, Houston, TX

Lindsay Cafritz,
Los Angeles, CA

Karen H. Costenbader, M.D.,
M.P.H., Chair, Medical-Scientific
Advisory Council, Boston, MA

Conrad Gehrmann, Seattle, WA
Theresa Juday, Phoenix, AZ

Sreedhar Mandayam, M.D.,
M.P.H, MBA, FASN, National
Council Representative,
Houston, TX

Susan M. Manzi, M.D., M.P.H.,
Medical Director, Pittsburgh, PA

Tim Nolan, Miami, FL

Cheri Perron, National Council
Representative, Philadelphia, PA

Council of Professional
Staff Representative
Elizabeth Roth, Council of

Professional Staff Representative,
Dallas, TX

Medical-Scientific Advisory
Council Representative

Karen H. Costenbader, MD, MPH,
Chair, Boston, MA

Senior Management
Louise Vetter, President & CEO

Susan M. Manzi, M.D., M.PH.,
Medical Director

JoanT. Merrill, M.D., Chief
Advisor, Clinical Development

Mary T. Crimmings,
Senior Vice President, Marketing
and Communications

Jeanine Smith, Senior Vice
President, Network Development

Patrick Wildman, Senior Vice
President, Advocacy and
Government Relations

Joy Buie, Ph.D., MSCR, RN,
Vice President, Research

Mike Donnelly, Vice President,
Communications

Teri Yoder, Vice President,
Development & Fundraising

Karen H. Costenbader,

M.D., M.PH., Chair

Brigham and Women's Hospital;
Harvard Medical School; Arthritis and
Rheumatology

Cynthia Aranow, M.D.

Feinstein Institute for

Medical Research

Anca D. Askanase, M.D., M.P.H.
Columbia University Lupus Center
Isabelle Ayoub, M.D., FASN

The Ohio State University
Christie M. Bartels, M.D., MS
University of Wisconsin School

of Medicine & Public Health
Bonnie L. Bermas, M.D.

UT Southwestern

Ashira D. Blazer, M.D., MSCI
University of Maryland

May Y Choi, M.D. M.PH., FRCPC
University of Calgary

Cassandra Dolecki, Pharm.D.,
BCACP, TTS

Autoimmunity Institute Allegheny
Health Network

Andrea Fava, M.D., Ph.D.

John Hopkins University

2023-2024 IMPACT REPORT | LEADERSHIP

Candace Feldman, M.D., M.PH., ScD

Harvard Medical School, Brigham
and Women'’s Hospital

Jennifer Grossman, M.D.
University of California Los Angeles
Judith A. James, M.D., Ph.D.
Oklahoma Medical Research
Foundation

Diane L. Kamen, M.D., MSCR
Medical University of South Carolina
Mariana J. Kaplan, M.D.
NIH/NIAMS

Mimi Kim, MS, ScD

Albert Einstein College of Medicine
Andrea M. Knight, M.D. MSCE
University of Toronto The Hospital
for Sick Children

S.Sam Lim, M.D., M.P.H.

Emory University

Chandra Mohan, M.D., Ph.D.
University of Houston Department
of Biomedical Engineering

Joseph F. Merola, M.D., MMSc
UT Southwestern

Timothy Niewold, M.D., FACR
Hospital for Special Surgery

National Headquarters
Georgia Chapter

Greater Ohio Chapter
Heartland Regional Office
Lone Star Chapter

NATIONAL NETWORK

F. Jorge Sanchez-Guerrero, M.D., MS
University Health Network/Toronto
Rosalind Ramsey-Goldman,

M.D., Dr. PH

Feinberg School of Medicine,
Northwestern University

Brad Rovin, M.D.

The Ohio State University,

Columbus Ohio

Tamar Rubinstein, M.D., MS
Children’s Hospital at Montefiore
Laura Schanberg, M.D.

Duke University Medical Center
Saira Z Sheikh, M.D.

University of North Carolina

Chapel Hill

Zahi Touma, M.D., Ph.D.

University of Toronto

Betty P Tsao, Ph.D.

Medical University of South Carolina
George Tsokos, M.D.

Beth Israel Deaconess Medical Center
Victoria Werth, MS, M.D.

University of Pennsylvania

Jessica Williams, M.D.

Emory University

Jinoos Yazdany, M.D., M.PH.
University of California, San Francisco

Visit Lupus.org/Chapters for more information.

Northeast Regional Office
North Carolina Chapter
Pacific Northwest Regional Office

Pennsylvania Delaware
Valley Region

Southeast Regional Office
California Regional Office
Texas Gulf Coast Chapter
Wisconsin Chapter
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CORPORATE DONORS

$100,000+

Amgen

AstraZeneca

Aurinia Pharmaceuticals Inc.
Biogen

Bristol Myers Squibb
Genentech, Inc.

GSK

Mallinckrodt Pharmaceuticals
Novartis Pharmaceuticals
Pfizer

PhRMA

$50,000 - $99,999
Anonymous

Alexion, AstraZeneca Rare Disease
Cabaletta Bio

Eli Lilly and Company

Fate Therapeutics

Lupus and Allied Diseases Association, Inc.

Merck
Novo Nordisk Inc.
United Way of Greater St. Louis

|16 |

$25,000 - $49,999
Anonymous

AbbVie

EMD Serono Inc.

Exagen Inc.

Kyverna Therapeutics
Otsuka

UCBS.A.

Viatris

$10,000 - $24,999
Anonymous
A&E Networks

Alpine Immune Sciences,
a Vertex Pharmaceuticals Company

Cartesian Therapeutics, Inc.
Cullinan Therapeutics
Clayco

Dr. Reddy’s Laboratories, Inc.
Indiana University Health
Kearny Bank Foundation, Inc.
Master Spas

Miami Management, Inc.
Nkarta, Inc.

Puyallup Tribe of Indians
Wawa Foundation

Wegmans
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$5,000 - $9,999

Anonymous

Always Best Care

Arizona Arthritis and Rheumatology
Artiva Bio

Asahi Kasei Pharma Corporation
Bethesda Lodge #30

Biotechnology Innovation Organization
Cardinal Glennon Children’s Hospital
D&H National Research Center
Georgetown Rheumatology

Highmark Blue Cross Blue Shield and
Allegheny Health Network

Hospital for Special Surgery

Kia of Everett

Laird Norton Wealth Management
LAZ Parking

Loopy Cases LLC

Midwest Gaming & Entertainment, LLC
MotherToBaby

Muckleshoot Indian Casino

NYU Langone

OrganaBio

Pioneer

RGA

Rockefeller Group International, Inc.
SeaGlass Technology

Talos Consulting

Voodoo Ranger
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