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GET TO KNOW US

The Amyloidosis Foundation was established in 2007 through the merger of the Amyloidosis Research Founda-
tion (ARF) and the Amyloidosis Support Network (ASN). This union combined the strengths and missions of both
organizations, creating a powerful force for advancing research, increasing awareness, and offering support for
those affected by amyloidosis.

The Amyloidosis Research Foundation was founded in 2003 by Don Brockman and Mary O'Donnell, with the
mission of supporting medical and scientific research aimed at understanding and finding cures for amyloidosis.
Their vision was to fund innovative studies and create meaningful advancements in the diagnosis and treatment
of this rare and often misunderstood disease.

On the other hand, the roots of the Amyloidosis Support Network date back to 1999, when Terry O'Malley,
motivated by a personal connection to amyloidosis, began helping patients and working to raise awareness.
Terry’s dedication led him to create a website focused on providing support, information, and a sense of
community for individuals affected by amyloidosis. Tragically, Terry passed away in 2000 due to complications
from the disease. However, Dennis Krysmalski, who had worked alongside Terry on the website, took up the
mantle and continued the mission. In 2004, Dennis formally established the Amyloidosis Support Network, with
a clear goal: to make a tangible difference in the lives of patients and their families, while also increasing aware-
ness of amyloidosis within the medical community.

Today, the Amyloidosis Foundation continues the work that began with these two pioneering organizations, with
an overarching mission to support those affected by amyloidosis. Our vision is one of hope and empowerment.
The Foundation is dedicated to ensuring that individuals living with amyloidosis have access to knowledgeable
healthcare professionals, accurate and timely diagnoses, effective treatment options, and robust support
systems. Our ultimate aim is for all individuals impacted by amyloidosis to be able to lead fulfilling lives, despite
the challenges posed by the disease. Through ongoing research, advocacy, and educational efforts, the Founda-
tion strives to provide a brighter future for the amyloidosis community, helping to improve outcomes and bring
greater awareness to this often-overlooked condition.

AMYLOIDOSIS.
LOOK IT UP.
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PRESIDENT'S PERSPECTIVE

A Heartfelt Thank You for Your Ongoing Support
Hello,

I’'ve been deeply involved in the amyloid world for over 20 years, starting in 2002 when my husband, Don
Brockman, was diagnosed with AL amyloidosis. It was a challenging journey, with limited treatment options
not only for AL but also for ATTR. How far we’ve come since then! Today, we have an FDA-approved drug for
AL, two treatments for cardiac ATTR, three for neuropathy-related ATTR, and one for a combination of poly-
neuropathy and cardiac involvement, with many more in the pipeline.

Even with these significant advancements, there’s still much work to be done. With your continued support,
we’re able to provide research grants, sponsor fellowships, and raise awareness about amyloidosis within the
medical community by attending conferences and engaging with experts.

We also remain committed to helping and supporting patients by providing information about amyloid
centers, the disease, and available treatments. Our team is always here to assist, whether it’s answering
questions or simply offering a compassionate ear.

Thank you sincerely for your unwavering support.

Warm regards,

T

We're proud to use GuideStar Platinum to share our full and complete story with the
world. The Platinum Seal of Transparency is the highest level of recognition offered by
GuideStar, the world's largest source of nonprofit information. To reach the Platinum

level, we have added extensive information to our Nonprofit

K

Profile: .
GUIDESTAR ) g e denth | Platinum
= asic contact and organizational information; in-depth financia
PLATINUM . _ oreaniz ! pth fin: Transparency
PARTICIPANT information; quantitative information about goals, strategies, 2024
and progress toward our mission.
Candid.

For more information: www.guidestar.org
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EXPLORATION

We, at the Amyloidosis Foundation, are investing in important scientific research to find better treatments for
amyloidosis, a disease that affects the organs. We are helping speed up the process of discovering new
therapies that could help patients.

Recently, there have been some big advancements, like the approval of three new drugs for ATTR amyloidosis in
2019, and there are more treatments being developed. To keep this momentum going, it's crucial to support
research into diseases like amyloidosis, which are often overlooked. The foundation helps by offering funding
and grants to young researchers working on these diseases, encouraging them to focus on new and innovative
treatments.

Investing in rare disease research is crucial for several important reasons:

Improving Patient Outcomes: Many rare diseases, like amyloidosis, are often overlooked because they affect
smaller populations. Research helps identify better diagnostic tools, treatments, and therapies, which can
drastically improve the quality of life for those who suffer from these conditions.

Advancing Medical Knowledge: Research in rare diseases often leads to breakthroughs that can help in the
treatment of more common diseases. Understanding the mechanisms of rare diseases can uncover new
approaches to medicine and contribute to overall advancements in healthcare.

Filling the Treatment Gap: Rare diseases often don’t get the attention they need from larger pharmaceutical
companies because they affect fewer people. Without investment in research, many of these diseases would
remain under-researched with limited treatment options.

Empowering Affected Communities: Patients with rare diseases and their families can often feel isolated or
forgotten. Research provides hope by actively working to improve their situation, creating new therapies and
bringing attention to their needs.

Economic and Societal Benefits: Investing in rare disease research can lead to better treatments, which can
lower healthcare costs in the long run by preventing complications, reducing hospital visits, and improving
overall productivity and quality of life.

In short, investing in rare disease research not only improves the lives of those directly affected but also drives
innovation in medicine and contributes to the betterment of healthcare for everyone.
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ADVANCING ADVOCACY

The Amyloidosis Foundation makes life better for people with amyloidosis by advancing research toward a cure.
In everything we do, we build on the advocacy, experience and passion of our global amyloidosis community.

Advancing Advocacy for Amyloidosis on the Global Stage

Throughout this period of transition and growth for, our mission to improve the lives of individuals living with
rare diseases—particularly those affected by amyloidosis—remains at the core of our work. We continue to be a
strong, unified voice for amyloidosis patients worldwide, advocating for their needs in a collaborative and
inclusive manner. Our commitment to promoting equity, pushing for policy reforms, and seeking innovative
solutions to systemic challenges—such as access to early diagnosis, specialized treatment, and comprehensive
care—has shaped our activities in 2024 and will continue to guide our future efforts.

Amyloidosis Advocacy: A Policy Priority in 2024

In 2024, our advocacy efforts centered on advancing equity and improving access to care for individuals with
amyloidosis and other rare diseases. In February, we attended Rare Disease Week urging that Members of
Senate and Congress ensure that no one is left behind—particularly those with complex and often overlooked
conditions like amyloidosis. We successfully advocated for the inclusion of rare diseases POLICY emphasizing the
need for timely diagnosis, multidisciplinary care, and innovative therapies.

Elevating Patient Voices and Research for Amyloidosis

At the heart of our advocacy is the lived experience of amyloidosis patients, who often face years of misdiagnosis
and limited treatment options. By amplifying their voices, we continue to stress the urgent need for:

Faster diagnostic pathways: Many amyloidosis patients endure years of misdiagnosis due to the disease's rarity
and complexity. We continue to push for increased awareness among healthcare professionals and expanded
genetic and biomarker testing.

Access to innovative treatments: With the development of groundbreaking RNA-targeted therapies, monoclonal
antibodies, and gene-silencing treatments, we advocate for access to these life-saving innovations.

Comprehensive and specialized care: Amyloidosis requires a multidisciplinary approach, yet access to centers of
excellence remains limited. We are working to establish global care networks that connect patients to specialized
providers.

These milestones reflect our unwavering dedication to ensuring that individuals with amyloidosis receive the
recognition, support, and medical advancements they deserve on a global scale.



BOARD OF DIRECTORS

Dante Burchi, Treasurer Stacey Goodman,

Lori Lawter, MPH

Mark Sutherland, CFP Erskine “Kim” White, Ed.D

SCIENTIFIC ADVISORS

Raymond Comenzo, MD (Tufts Medical Center, MA)
Morie Gertz, MD (Mayo Clinic, MN)
Mathew Maurer, MD (Columbia University Medical

Center, NY)
Gareth Morgan, PhD (Boston University- Gerry Amyloid

Research Laboratory, MA)
Vaishali Sanchorawala, MD (Boston University School of
Medicine- Amyloidosis Center, MA)
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GRANT BENEFICIARIES

We are proud to feature our annual grant recipients, whose research targets the challenges in the field
of amyloidosis.

Michael 5. Hughes, MD
Preclinical Efficacy and Activity of the 11-1F4 CAR Macrophage in AL Amyloidosis

Amyloidosis Foundation Research Grant, 2025
Columbia University New York, NY

Emre Karayol, MD
Identifieation of Novel Therapeutic Targets within the Profeostasis Network in AL
Amyloidosis - Follow Up Grant Award

Amyloidosis Foundation Research Grant, 2025
Brigham and Womens Hospital, Boston, MA

Taxiarchia Kourelis, MD
Development and validation of a human organoeid model for renal AL Amyloidosis

Amyloidosis Foundation Research Grant, 2025
Mayo Clinic, Rochester, NY

NUMBERS THAT TELL THE STORY

Top Languages Used To Visit Our Website In 2024

Spanish German French

1.1K 493 475

Italian Korean Arabic

289 240 K 238



OUTPOURING OF GENEROSITY

All of our donors are greatly appreciated, and we wish we had room to list all of them.

Corporations and Foundations The Benny DeRosa Foundation
Alnylam Fundraisers

Astra Zeneca 2nd Annual Crusaders Walk

Chip Miller Charitable Foundation Pinboys at the Beach

Jane & Frances Stein Foundation PGA Metropolitan Section
Omaha Community Foundation Seneca Valley Track Booster Club
Prothena Trinity High School NHS

The Cotswold Foundation
(Continued on Page 10)
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BIGHEARTED SUPPORTERS

Space constraints prevent us from listing the donor gifts under $250, however, we sincerely

appreciate the generosity and support of those many donors.

$10000 +

Estate of Cynthia Trauernicht

Lauren Osbourne
$4000- $9999

Lars Frieberg
Kaye O’Riordan
Richard Lewin
The ERS Fund

$2000- $3999

Barbara Carney
Catherine Pastva

Danielle Sanchez-Witzel
Doug & Ginger Meyer
Flint Executive Forum
Jess Williams

Kolbisen Charitable Fund
Michael Carney

Robert & Kathleen Riddell
Roger Ludwig & Lori O'Rourke
Susan Chisholm

The Rettie Family

Tom Nast
$1000-$1999

Anderson Feazel Management, Inc

Angela Barnes

Betty Carner

Charles Stietzel
Chris Heidrick
Danielle Robinson
Gogol-Nemec Family
Gustav Hughes
Harmony Fund
James Connell

John Forch

John Potts

Judge Mark Fishburn
Justine Solot
Kathleen Cannon
Katie Moore
KatrinaKline

Kommunity Action Planning for Peo-
ple Academy

LaDonia Kyle

Lisa Werkstell
Marcia McMullin
Marie Knochenhauer
Martha Skinner
Mary Jo Crane
MaryAnn Landis
Paula Barnes

Paula Mitchell
Pickard Enterprises
Robert Bingham
Sean Keller
Sharron Gibson
Shelagh Watson
Stacey Simmons

Susan Tayebati
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T & A Contractors, Inc.
Vaughan Blaxter

Vickie Jones Suggs
$500-5999

Angela Gray
Anthony Mollano
Arlene Podell-Barr
Bert Gann

Betsy Baron

Bob Smith

Celina Valenzuela
Charles Elmer
Charlita Hearn
Chris Kullbom
Chris Obrien

D. Martin Enterprises
Deborah Walker

Donna, Barry, Erin & Heather Cosel-
Pieper

Dorothy Sintas-Abeyta
Glendale Hose Co #1
Howard Mortenson
Inyork Wong

James Cannon
James Wilner

Jim Taylor
JoannaPierson

John Notarnicola
John Christman
John Kiernan

Karen Farquer



Katherine Lund

Kian Capital Partners, LLC
Kristen Diehl

Mark Guidinger
Martin Vanderlaan
Mary Hardy
Matthew Levenson
Max Sinsteden

Maya Thompson
Michael DeCamp
Michael Wolfson
Mike Devenport
Nancy Sloan

Nyle Zikmund

Owen Saddler

Peter Cannon
Robert Epstein
Robert Klemann
Robin Appia

Ruth Gunn

Sally Hearn

Sascha Tuchman
Somebody to Talk To
Stephen Smith
Tamara Tittle

Tonn's Orchard Burlington
LLC

Vincent Hellenbrand
Walt Brockman

William Maher & Jennifer Taylor

William Stoddard

$250-5499

Akiva Rabinovich
Alan Ford

Albert Benjamin
Alfredo Torres
Alissa OHara
Alyssa Lubrino

Andrew McGhee
April Yuran
Bradford Jacobs
Brian Spear
Buckets FC

Byron Bundy
Carolyn Wisneski
Carr & Associates
Chris Osborn
Daniel Connolly
David Vesole
Deborah Krysmalski

thank

you

Diane Papalia

George Wolfe

Grand Ridge Golf Club
Healthlink Solutions, LLC
Heidi Goff

Irene Peters

James Millard

James Rogers

James Gribbin
Janiece McNichols
Jay Burrell

Jeannine Emory

Jeff Kreider

Jennifer Tomasiak
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Joan Giannoni

John Haltiwanger

Karen Kaufman
Kathleen O'Sullivan
Keith Gilman

Lee Nackman

Lisa Ricks

Louis Coppola

Mali Gruszecki Rev
Mark Ahrens

Mark Dillon

Martha Gemelli

Mary Ann Corrigan-Davis
Melissa Snodgrass
Michael Powers
Michele Bradbury

Oscar LaBlanc

Patricia Parke

Paul Single

Peter Bernstein & Ala Hamilton-Day
Podiatry Care Specialists
Richard Rozman

Ronald Ruecker

Ryan Todtenbier

Sina Pelleymounter
Stacey Goodman

Steve Wolfe

Terrance Hansen

The Barbara Silver Levin Foundation
Thomas Goral

Tom Casey

Tradition Capital Bank
True Temper Sports




ECONOMIC SUMMARY

Investments Misc.
Income SIments  0.9%

Grants
26.4%

Fundraising
8.9%

Individual Contributions
51.1%

Expense

Administration
9.2%
Fundraising

6.4%

Grants

31.8%
Professional Services

3.6%

Education/ Conferences
11.2%

Program Services
35.1%
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Statements of Activities (Non-audited) - Year end December 31, 2024

Income
Grants 26.4% $182,500
Individual Contributions 51.1% $353,550
Fundraising 8.9% $61,438
Investments 12.8% $88,509
Miscellaneous 0.9% $6,078

$692,076

Expense
Grants 31.8% $195,318
Program Services 35.1% $215,755
Education/Conferences 11.2% $68,702
Professional Services 3.6% $22,048
Occupancy 2.7% $16,559
Fundraising 6.4% $39,452
Administration 9.2% $56,822

$614,656
Net Income/ Liability +$77,420
800000
Gross Income
5-year Overview 600000 e

400000

200000

2020 2021 2022 2023 2024
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INSPIRATION

“S0O GRATEFUL FOR THE INFORMATION YOU HAVE SHARED
THROUGHOUT THE YEARS! IT HAS BEEN INVALUABLE AS
WE WALK THIS JOURNEY”

- LEIGH

“[The Amyloidosis Foundation] has been a wonderful source of information for
patients and families affected by this devastating disease “

- Louise

“EDUCATION OF THIS RARE DISEASE HAS HELPED THOSE
AROUND ME UNDERSTAND ITS EFFECTS AND PHYSICIANS
TO MORE QUICKLY DIAGNOSE IT IN THE FUTURE *“

- SUSAN

“Thank you for providing this [ the Patient/Caregiver Binder] for our caregivers.
Being a caregiver is an important, but difficult responsibility. | know that
without [my wife], my amyloidosis life would be much different. Keep

being wonderful, Amyloidosis Fdn!”

-Jason

"] HAVE IT [AMYLOIDOSIS], IT DOESN'T HAVE ME!"

~- CONNIE

“The Amyloidosis Foundation has been an excellent resource in providing the
most up to date research, clinical trials, medicine etc. We stand by their pursuit
of increasing awareness, providing research grants and educating medical
professionals”

- Nicole

Life doesn't get easier or more forgiving;

we get stronger and more resilient"
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ENGAGEMENT HIGHLIGHTS

The Engagement Highlights Report offers a detailed summary of our
audience's demographics, attendance, interests, and behaviors.

Social Media Engagement Website Visitors
Y D) 11,692 Total Visitors
>

11,519

' Social Media View

© NewFollowers [ ) [
e
O

Total Views

16,286
E@ Social Media Reach Top Countries

Top Performing Content:

LIGHT THE NIGHT

Organs invalved with AL Amyloidosis FOR AMYLOIDOSIS

5351 Views 4104 Views 2846 Interactions
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