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About Us

FUNDING IS A PART OF THE CURE

It is our pleasure for us to share with you about the Amyloidosis Foundation’s accomplishments
in 2021. Because of funding for amyloidosis research, there are treatment options available
now that families didn’t have just five years ago. Research is how we will find the most
promising pathways to new amyloidosis treatments, and ultimately a cure. Throughout 2021,
donors and volunteers at the Amyloidosis Foundation stood with us and helped ensure that the
Foundation had a great year. In this Annual Report, we share how we are making an impact to
make life better for people with amyloidosis now, and in the future. Our objective is clear —
that all people affected by amyloidosis are engaged and empowered to live better lives.

We are proud that we continue to remain unwavering to our founding mission—supporting
patients and families while promoting research, education and awareness. For almost 2
decades, The Amyloidosis Foundation has worked with partners around the world to come up
with a strategy to beat amyloidosis. With your support, we expanded our reach in 2021, while
meeting the needs of patients, caregivers and families.

Our key priorities are:
° Provide research grants for all types of systemic amyloidosis
o Raising awareness in the medical field for an earlier diagnosis.

o Educating medical professionals through our Grand Rounds program and attendance at medi-
cal conferences.

°cEmpowering patients through our comprehensive range of

services, including accurate up to date information.

We're proud to use GuideStar Platinum to share our full and

_qhbf‘"rw'” F'?v complete story with the world. To reach the Platinum level,
'__13' “'1.3_-:5 we have added extensive information to our Nonprofit Profile:
0 L basic contact and organizational information; in-depth
'?:;,ﬂ L,_J-“r?n financial information; quantitative information about goals,

el strategies, and progress toward our mission.

For more information: www.guidestar.org



A Message From The President

The COVID-19 pandemic has been a challenge to us here at the
foundation. Fortunately, we were able to keep operations going,
although some activities have been either cancelled or converted to
virtual participation. For example, we had a virtual 5K fundraiser in
2021 which was one of our most successful fundraisers ever. We
continue to be thankful for the generosity of our donors throughout
these difficult times.

Even through these difficult times, we were able to continue with some
of our more important activities:

« We awarded 3 Junior Investigator Research Grants
o Forthe 2nd year in a row, we awarded 2 Cardiac Fellowships to educate physicians

« We continue to provide support to patients and their caregivers

Again, we are truly appreciative of your continued support and will continue to invest in re-
search and raising awareness of amyloidosis.

Be Safe,

T

Mary E O’Donnell




Research For Tomorrow

Advancing TODAY.

We invest in outstanding scientific research and innovative research models
to expedite promising therapies to patients. Research For Tomorrow.

We are proud of all of our accomplishments and are making a real difference in research, education
and awareness. Increasing the level of support is essential for research in underserved diseases like
amyloidosis. This work aims to bridge the gap and to increase the knowledge that we currently
have regarding amyloidosis. We share the same sense of urgency and values about access to
resources and research for amyloidosis patients and their families.

The Amyloidosis Foundation has a very successful Grand Rounds program, as part of our commit-
ment to raise awareness of the amyloidosis diseases. We will sponsor an expert in amyloidosis

to speak to doctors and medical staff regarding the diagnostic tools, clinical protocols and
treatment therapies that are currently available.

Our speakers are among the most knowledgeable specialists in the U.S. and are involved in
amyloidosis research and patient care. The Amyloidosis Foundation will arrange for the speaker
and will cover all travel expenses and honoraria. The Amyloidosis Foundation was established in
2003 to support research for systemic amyloidosis by Junior Investigators. As the prognosis for late
diagnosed amyloidosis patients is poor, the foundation supported two 1-year Cardiac

Amyloidosis Fellowships in 2021.




Coach

Lew Hill

Lew Hill was a loving husband, amazing father, dependable son, marvelous big brother, outstanding grandfather, and a

phenomenal college basketball coach.

Growing up in Mount Vernon, New York, Lew was intrigued by the game of basketball. He could be found playing at a
park or the local Boys and Girls club with his friends. Lew always knew basketball would be his ticket for a better life.
After graduating from Mount Vernon High, Lew received a basketball scholarship to San Jacinto Junior College, in
Houston Texas. Lew helped lead San Jacinto College to a Basketball Championship receiving Juco All American. He went
on to earn All-Missouri valley conference and an NCAA tournament appearance at Wichita State.

Lew Hill didn't stop there; he went on to play professional basketball overseas in Germany (German Euro League). After
returning to the states, Lew began his coaching career at Wichita East High School. His career started to take off, landing
several prominent coaching positions. He started his collegiate coaching career at South Alabama and transitioned to
Southeast Missouri State, East Carolina, Texas A&M, UNLV, and The University of Oklahoma. 2016 was a phenomenal
year for Coach Hill, as he helped take the Oklahoma "Boomer Sooners" to the Final Four.

Shortly after his appearance in the big dance, Lew was offered the University of Texas Rio Grande Valley's head-coaching
position. His dream of becoming a Division 1 Head Men's Basketball coach finally came true. Lew notably turned around
the basketball program at UTRGV and helped lead the team to win eight of the final ten games, culminating in No. 2 seed
at WAC Tournament.

At the prime of his career, Lew began facing unforeseen health issues. After a yearlong search for answers, he was
diagnosed in January 2021 with a rare disease called Light Chain AL amyloidosis. Lew was experiencing significant pain
off the court, but his love for basketball and his players kept him in the gym. Hill was ready to go to battle with the
disease, but unfortunately, God had other plans. On February 7, 2021, Lew was called home. Thousands were saddened

by the death of such a remarkable man.

Lew Hill leaves behind his wife Renee, children Sierra, Erica, Asya, Lewis Jr, and Elle. His grandchildren, Joshua, Shaniya,
Johnathan, Ayden, Aria, Denim. Mother Annie, brother Emory, and a host of other loved ones.

The Hill family is devastated by Lew's sudden passing from AL amyloidosis. We hope to bring awareness around the

disease, as well as encourage others to be tested.
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You are the reason we are able to provide vital support
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It is our mission to support patients and families while promoting
research, education and awareness. Help us to do that.

Donate today!
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"Giving is not just about making a donation.

t's about making a difference”

~Kathy Calvin



The Numbers Speak For Themselve
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Grant Recipients
“What is research but a blind date with knowledge?”

~ Wil Hevrwy

The Amyloidosis Foundation grant program has supported outstanding research in all forms
of systemic amyloidosis. Through our research program we encourage, promote and invest
in the medical study and exploration of the amyloidosis diseases.

Candidates will have completed their doctoral studies or clinical fellowship within ten years
prior to application. Grants are awarded for one year according to the award conditions and
reporting guidelines.

On request, a second year of funding will be considered, pending review of the research
progress and as foundation funding permits.

Meet our grant awardees! We are proud to feature our grant recipients whose
research targets the challenges in the field of amyloidosis.

K. H. Vincent Lau, MD
Evaluating Plasma Neurofilament Light Chain as an Early Biomarker for Polyneuropathy in V1221
Hereditary Transthyretin Amyloidosis

Amyloidosis Foundation Research Grant, 2022
Boston University, MA

Zainul S. Hasanali, MD, PhD
Targeting amyloidosis through study of calcium dependent endoplasmic reticulum resident protein folding
chaperones and their effect on antibody production in plasma cells

Amyloidosis Foundation Research Grant, 2022
University of Pennsylvania, PA

Taxiarchis Kouvelis, MD

1

Characterizing the Role of the Tissue Immunome in the Pathogenesis of Renal AL Amyloidosis

Amyloidosis Foundation Research Grant, 2022
Mayo Clinic, Rochester, MN




Financials

Fundraising
8.18%

Investments
8.40%

Grants
28.43%
REVENUE
Contributions
54.98%
Occupancy 2.21%
Professional Fees 2.26%
Program Services 5.65%
Non-personnel/
Misc. 10.89%
EXPENSES

Grants 55.11%

Salary & Assoc.
Expenses 23.89%




Statements of Activities (Non-audited) - Year End December 31, 2021

Support & Revenue

Contributed Support 698,324
Investment Income 57,958
Fundraising 15,500
Earned Revenues 7,482
Total 779,264
Expenses
Grant Expenses 395,000
Personnel & Related Expenses 171,203
Professional Fees 16,210
Program Services 40,492
Occupancy Expenses 15,807
Travel & Meeting Expenses 0
Non personnel Expenses 44,752
Miscellaneous Expenses 33,382
Total 716,846
Net Income/Liability 62,418

Gross Income
2018

Four-Year Snapshot

2019

2020

PLATINUM

2021

o

200,000 400,000 600,000 800,000



Events

Light The Night For Amyloidosis

The Amyloidosis Foundation had great participation in our ‘Light The Night For Amyloidosis’ campaign
in 2021, with over 100 sites in 5 countries lighting for our cause. Some of those that lit up for
amyloidosis were the entire Chicago City Skyline, Niagara Falls, Aloha Tower, Calgary Tower, Zakim
Bridge, Wells Fargo’s Duke Energy Center, Detroit Ford Field, , Bank of America Plaza, The PA Capitol
Building, and many other notable locations across the globe. Supporters of the foundation also bought
red lights to light up their front porches and homes. Thank you to all for another successful year of

awareness!

Run For Your Life

Thank you to the 350+ runners, walkers and rollers we had for this event! The participants could walk,
run or bike at their leisure to help raise awareness of amyloidosis, in their local community. This event
raised over $15,000 for research, education and awareness. We truly appreciate the wonderful support
we have received.




Board of Directors

Daniel Lenihan,
MD, FACC
Director

Mary O'Donnell Dante Burchi Charlotte Haffner
President Treasurer Director

Adrienne Mark
Lori Lawter, MPH Molteni, RN Sutherland
Director Director

Director

Scientific Advisors

Raymond Comenzo, MD Giampaolo Merlini, MD

Tufts Medical Center — Boston University of Pavia, Italy

Lawreen Connors, PhD Vaishali Sanchorawala, MD

Allan and Sandra Gerry Amyloid Research Boston University School of Medicine
Laboratory — Boston University Amyloidosis Center

Rodney H. Falk, MD Douglas Sawyer, MD, PhD

Brigham and Women’s Hospital — Boston Maine Medical Center

Morie Gertz, MD Jonathan Wall, PhD

Mayo Clinic — Rochester, MN University of Tennessee - Knoxville

Mathew Maurer, MD
Columbia University Medical Center, NY



Generous Contributors

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

$10,000+
Chip Miller Charitable Foundation
Linda Dupree

$4000-$9999
Barbara Carney
Robert Cohen
Bronwyn Davis
Lauren Osbourne
The ERS Fund

$2000-$3999

Everylife Foundation

Sharron L. Gibson

Avelina Ledford

Jeff Markey

Marx/Okubo Associates, Inc.
Catherine Pastva

Jane & Frances Stein Foundation

$1000-$1999

Ahepa Bone Marrow Donor Registry
Robert Bingham
Vaughn & Bonnie Blaxter
Michele Bradbury
Kristen Bryan

Joseph Castellano
Zachary Christopherson
Aretha Denard

Marilyn Farrelly

Ed Fitzmaurice
Harmony Fund

Jay & Jennifer Godfrey
Sarah Gulotta

Jimmy’s Max

Sean Keller

Mary Ann Landis
James Millard

Paula Mitchell

Janet Mulder

Andrea Nemit

Ronald Ostrowski

John & Cathy Oyster
Daniel & Irene Simpkins
Martha Skinner

Bob & Susan Smith
Stephen Smith

Jackie Solondz

Tonn’s Marketplace
Lisa Werkstell

Jack Wickens

Lisa Widdowson

The Garth Family Foundation
The Benny DeRosa Foundation
The John & Cindy Stemper Fund

$500-5999

Robin Appia
Christopher Arnold
Bank of America
Benjamin Binga

Damien Bonenfant

Walt & Nancy Brockman
Janet Bucknum

Betty Jo Cross

Joseph Crozier

Mike Devenport

Linda Donahue

Teresa Flatt

Ann Flechter

Alan Ford

William & Susan Grahamer
Angela Gray

Barbara Gullickson

Ruth Gunn

Dianne Horning

Pia Jala

Barbara Janney-Desanzo
Kappa Alpha Psi
Thomas Keenan

Kian Capital Partners, LLC
Nina Lepage

Matthew Levenson
Carolyn Lloyd

Katherine Lund

Amir Marouni

Maria Moyer

Lori O’Rourke

Scott & Nicole Pearson
Joshua Pevnick

Podiatry Care Specialists
Howard Powell

Daniel Preast

Protect Us Kids Foundation
Willard & Susan Reagan
Peter & Peggy Rejto
Frederick Ryczek

Owen & Teresa Saddler
Andrew & Amy Samett
Bob, Barbara & Joanne Sarasin
Sheila Simpson

Dorothy Sintas-Abeta
Cheryl Sparks

Martha Sproule

Nancy Sullivan

John & Carolyn Tipton
Tamara Tittle

The Linda Moore Family
Sasha Tuchman

Celina Valenzuela
Michael Van der Kieft
Meredith Wilson

$250-5499

Gershen Abraham

Bill Ahmuty

Dave Ahrens

Mark Ahrens

Chad Anthony

CiTRUS Health Group
Barbara Barry

Dillon Baynes

John Beale

Albert Benjamin

Alan Bergeron

Richard Block
Elizabeth Boland
Roland Brandel

Beth, Ira & Josh Brooks
Patrick & Kathryn Burns
James Cannon

John Christman

Mary Lou Ciavarra
Daniel Connolly

Linda Cutillo

Peter Dardi

Jayne Daugherty

Ken DiBiasio

Division of Radiological Health
Richard Dixon

Eaton Eagles Soccer Team
Feed More, Inc
Marshall Gant

Jim & Holly Gessler
James & Gwendolyn Hadnott
Bob Hall

Mary Hardy

Charlita Hearn

John & Denise Herron
Dorothy Ireland
Richard Jones

Donald Kammerer
Orville Kean

Madeline Keyes

Phillip Kier



John Kiernan

Robert Kleman

Marie Knochenhauer
Chester Kobel

Dean Laws

William Lien

Lipari Foods

Keith & Lisa Lorenson
William Maher

Peter Maiorano
Yen-Hwa Mar

Dean & Mary Ann Martinelli
John McGillicuddy
Janiece McNichols
Cassie Mishkin

Walter Mossberg
Randall Murray

Lee Nackman

Josh Neubauer

Robin New

Shalaun Newton

Jim Panichella

Eric Pentore

Will Peoples

Harold Piercey Family
Andrew Porter
Professional Stewards Services
Kenneth Reiter
Thomas & Alice Ressler
Lisa Ricks

James Rogers

Richard Rozman
Ronald Ruecker
Schevon & Lauren Salmon
Lucille Sarkisian

Ellen Schwartz

Richard & Ruth Shapiro
Rheta Smith

Nancy Stickell
Stephanie Sorrells
Lucas Taratus

Alfredo Torres

Upstate Event Management, LLC
Valero Texas Open

David Vesole

Linda Weixel

Carolyn Wisneski

Ronald Wrobel

Fundraisers

Boston Marathon

Cocktails For A Cause— Conway Family
Jeff Brenna Golf Outing

John Marnell Foundation

Kilter Miles For Meaning

NY Run-— Lori Harrington
Pinboy’s At The Beach
Pampered Chef

Seneca Track & Field Invitational
Senneta Gower

Scoops For Fun

Corporations and Foundations
Ayco Charitable Foundation

Prime Education

Caelum Biosciences

Eidos Therapeutics

Omaha Community Foundation
Pfizer Inc.

Tudor Foundation

Special thanks to all of those that created
Facebook Fundraisers. You raised over $132,000!
Your generosity is boundless!

And thank you to the over 1200 other donors that
mean so much to us. We can’t support our mission
without all of your help!

e Call us at (248) 922-9610

Follow us on Twitter at twitter.com/
Amyloidosisfdn

Check out our website or make an online donation

“Like” us on Facebook at facebook.com/ WA

amyloidosisfdn/

at www.amyloidosis.org

. — Email us at info@amyloidosis.org
Follow us on Instagram at instagram.com/

amyloidosisfoundation/
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