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Message

Every day | feel gratitude: for our donors,
researchers, volunteers, Board of Directors,
patients, caregivers, physicians and the
staff here at the Amyloidosis Foundation.
You all empower me, and the foundation
as a whole, to reach higher—continuing to
stay true to our mission; supporting patients
and families while promoting research,
education and awareness.

Together, we

are making a
remarkable
difference. For
over a decade,
the Amyloidosis
Foundation grant
program has
supported

research in all forms of systemic amyloidosis.
Your fundraising efforts in 2017 enabled us to
award six research grants, which target the
challenges in the field of amyloidosis.

In 2018, we celebrate our 15th anniversary.

It is hard to believe the foundation has
come so far. What began as a small idea
has become an international resource. We
look forward to the next few years with hope
for a cure. With your help, | know we can
achieve it. Thank you for your support.

Sincerely,

W&%
Mary E. O'Donnell

President
Amyloidosis Foundation

“The Amyloidosis Foundation is an absolutely critical

warrior in our collective battle against this often difficult
and frequently under diagnosed condition. The
foundation has been instrumental in raising awareness,
improving education, and providing support both
emotionally and physically for so many people.

Even more importantly, many active members of the
foundation continuously push doctors and regulators to
improve the care provided and to always explore new
and improved freatment options.

Daniel J. Lenihan, MD, FACC
Professor of Medicine

Director, Cardio-Oncology Center
Washington University, St. Louis, MO

| am lucky to say that | am an active member and | run
forward into this battle with such wonderful people”.



We would like to thank all of our
generous donors and volunteers in
supporting our mission

Since 2003, we have been able to
support the efforts of over 36
researchers, seeking the cause of
amyloidosis, seeking the effects of
investigational treatments on various

types of amyloidosis and trying to
determine the underlying mechanisms
of the disease. Impact

The Amyloidosis Foundation has
awarded over $1.7 million in
research grants since 2005.

e Accurate information &

Publications

e Treatment center locations
e Clinical Trial Information

Supporting patients and
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Increasing Awareness

After my husband Tres passed away in 2015, the last thing | felt like
doing was raising money for a disease that had turned my life upside
down. A little over a year later, as my 50th birthday was quickly
approaching in August, my close friends and family members were
pressing me for ideas on how | wanted to celebrate. Celebrating
was the last thing | wanted to do.

One day during a spin class a thought came to me -1 no longer
resented the disease that took my husband's life, | wanted to make
a difference. | love to spin and asked my friends at Grit Cycle if they
would host aride as a fundraiser on my birthday for family and
friends.

In lieu of birthday gifts, | requested that donations be made to the
Amyloidosis Foundation. In 2016 we sold out the ride and raised over
$11,000. In 2017 we were able to raise over $18,000!

| am committed to supporting the Amyloidosis Foundation and
doing my part to raise awareness and funds for research to find a
cure for this rare disease.

- Kelli Heald

— - — | am honored to be a member of the Board of
Q amyloidosis ] ! (9am)”0 Directors of the Amyloidosis Foundation since
e | W foundd 20714, we are proud of all our accomplishments
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* Help Milie

meseeeinced | QM fortunate to be a patient at Vanderbilt
University Medical Center in Nashville, TN. As a
founding member of the Vanderbilt Multi-
disciplinary Program (VAMP), | have facilitated
the AF amyloidosis support group meetings
since 2011.
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Amyloidosis is a difficult disease to diagnose.
Ten years ago when | began treatment, there
was little hope. Today we have many more
options, and lives are being saved every day.

Amyloidosis Foundation Board Member
Charlotte Haffner (left) and Sheryl Kernodle, RN
volunteering at our booth at the American

Academy of Nurse Practitioners (AANP)
conference in 2017. Thanks to all who support the foundation and

have faith that one day we will have a cure.

- Charlotte Haffner



Grant Recipients

it

Celia Torres Arancivia - PhD
Age-Related Cardiac Amyloid Disease (ATTRwt)
David Seldin, MD, PhD Memorial Research Grant, 2018
Boston University Amyloidosis Center

Matteo de Rosa - PhD
A New Route to the Development of Therapeutics
Amyloidosis Foundation Research Grant, 2018
National Research Council, Italy, Medicine Division: X-
Ray Crystallography & Structure-Based Drug Design

Luke Berchowitz - PhD
A New Platform to Discover the Genes Involved in
Amyloid Formation
Donald C. Brockman Memorial Research Grant, 2018
Columbia University Medical Center, New York

Mario Nuvolone - MD, PhD
Investigating New Therapies to Treat AL Amyloidosis
Amyloidosis Foundation Research Grant, 2018
University of Pavia, Italy, Medicine Division: Amyloidosis
Research and Treatment Center

Surbhi Sidana - MBBS
Understanding the Composition and Mechanism of

Amyloidogeneis in Light Chain Amyloidosis
Amyloidosis Foundation Research Grant, 2018
Mayo Clinic, Medicine Division: Hematology

Alexandra Silva - B.S, Chemistry, PhD
Assessing Efficiencies in Machado-Joseph Disease (MUD)
Therapies
Amyloidosis Foundation Research Grant, 2018
Instituto de Biologia Celular e Molecular, Portugal, Medicine
Division: Biomolecular Structure and Function Group
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All Thanks To YOU...

Pittsburgh Half
Marathon
(Brian Rossetti)

Sanchez Wedding AF Golf
Donations Outing

| Ran for Joann
Shari & Alicia Tollefson) AF

5K /10K

Hills and Hollers
1/2 Marathon
& 5K

AF Pittsburgh
Research Benefit
(Darcy Tannehill)

v Boston
| . 7 & Marathon
A Amy Menard)
= 2
- ‘ 50 Mile
/ Ultra Run
(Shawn Forman)

Birthday Spin Party

(Kelli Heald)
= B?ﬁby Bé?ckk?i(
1/2 Marathon S DG
(Benjamin Todd) ‘
Homemade L2 Mill Creek
“ Q% Jelly Sales < Brewing Company \& Penny's Ride for
& (Noel Martin) Patrick Ostrowski)  1.1f [ronman a Cure

(Alicia Conrad)

Together, over $1 16,000 was raised

in 2017 through fundraising events
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Non-personnel
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Financial Report

Statements of Activities (Non-audited) - Year End December 31, 2017

Support & Revenue

Contributed Support 705,612.35
Investment Income 7,219.40
Fundraising 116,395.36
Earned Revenues 4,260.27
Realized Gain/Loss 21,932.77
855,420.15

Expenses
Grant Expenses 413,000.00
Salaries & Related Expenses 148,025.65
Other Personnel Expenses 14,865.00
Non-personnel Expenses 127,499.28
Occupancy Expenses 15,261.00
Travel & Meeting Expenses 52,814.24
Miscellaneous Expenses 27,567.99
Business Expenses 4,250.90
Returned Checks 1,000.00
804,084.06
Net Income/Liability 51,336.09

890,000

A 40% INCREASE
PLATINUM SINCE 2013!



2017 Donors

$10,000 +

The Chip Miller Amyloidosis Foundation

$4000-$9999

Present Troubles Racing
UPMC Mercy

Barbara Carney

$2000-53999

Galvin Financial, LLC

Grit Phamily, LLC

Henry J. Kaiser Family Foundation
Southern Historical Showcase
USA Pro-Shoreline Tech, LLC
Roland Gilles

Sharon Grogan

Joseph Hardy

Linda Heald

Duane Sobaski

Renee Steinike

Darcy B. Tannehill, Ed.D.

$1000-$1999

Acme Lean Systems, Inc.
Atglen Sportsmen’s Club
Harmony Fund, Inc.

KKC International
Robert Morris University
TEK Systems

TEK Systems/Allegis Group
The Riverside Company
TKTMJ, Inc.

Elliott Baim

Timothy Baker

Leigh Beach

Mae Black

Mark Blackman

Henry & Bonnie Blaxter
Sarah Dodds-Brown
Sharon Gibson

Jay Godfrey

Russell Goldsmith
Moira Gorman-Fisk
Thomas Green

Renee Kaehr

Maryellen Kelly, MD
Mary Landis

Eleanor Laughlin

Mandi Lesher

William Maher

Karen McDermott

Alicia O’Bomsawin
Rodney Olea

John Olhasso

Katie Osumi

J. Michael Patterson
Janet Paulikas

Krista Quick

Novella Rosey

George & Irina Schaeffer
Leopold Schmidt
Stephanie Sherman
Martha Skinner, MD
Rick Slack

Greg Stewart

Dr. & Mrs. Adam Sullivan
Benjamin Todd

Susan Toland

Robert Townsend

Lisa Werkstell

$500-$999

Allegheny Health Network
Dickson County Health

EY

Fleetco, Inc.

Joseph Hufanda, DDS
Kappa Alpha Psi Fraternity
KKC Technologies

Penny’s Ride For The Cure
PNC Bank

Province Sigma BETA s
TCF Bank

TeleTracking Technologies
The Noble Group

USB Financial Services
Zeisler & Zeisler, PC

Linda Anderson

William Ashbaugh

Betsey Baron

Amy Bausk

Michael Berkheimer
Andrew Billinghurst
Robert & Cheryl Bingham
Dan Black

Gordon Boonstra

Lisa Briggs

Linda Brisman

Walt Brockman

Kevin Brockman

William Cashel

Joan Centofanti

William Clark

Pat Collins

Garrett D’Alessandro
Mike Devenport

Leslie Ellis

Robert Epstein
Peter Faix

Rick Flatt

Larry Gauchman
Jennifer Graham
William Gorman
Aaron Hamp
Nicholas Hamp
Kevin Hauri

Maeve Heald

Peter Heald

Marvin Heyman
David Hoffman
Katrina Jamison
Tuleda Johnson
John Kiernan

Kathi LaPointe

Lois Lieberman
Carolyn Lloyd
Cherie Loustaunau
Yen-Hwa Mar

Noel Martin

Alana McGee
Constance McKnight
Jeremy McKown
Richard Miller
Paula Mitchell
Christopher O’Brien
Helen O’Donnell
Barbara Osborne
Florence Pinamonti
Willard Reagan
Owen Saddler
Brian Schaezler
Richard & Ruth Shapiro
Michael Sharpe
Arthur & Linda Solomon
Martha Sproule
Elinore Sterman
Robert Stillman
Sascha Tuchman
Carol Wallman
Darby Yohman

$250-5499

Aspirus Iron River Hospital
Carr & Associates

CG Landscape

Cheryl Waring & Associates
CoVantage

Diamond Automatic Sprinkler
Florence Motor Sales



Gene DX, Inc.

Glengary Management
Global Network Publishing
Iron Mountain Medical

J. Merchant Builders, Inc.
John Bowman Chevrolet
John T. Fornetti, DDS
Lato Pole Buildings

Leo’s Coney Island

M & R Strategic Services
MacArthur Foundation
Manke Lumber Company
Michiana Aquarium Society
Mopar Mailing List
Mossberg & Company
North Mechanical

Spring Cove School District
Sturm

Tecton Architects, PC
The Holzer Living Trust
Venus Capital Management
Walmart

Jane Alcorn

Michael Arabadjis

John Arena

Steven Atran

Leland Babitch, MD

Neil Bell

Albert Benjamin

Peter Bergman

Gordon Beyerlein
Deborah Bilitski

Risa M. Bockler

John Bouma

James Brock

Anthony Brown

Pamela Burneski

David Calano

Peter Cannon

Bruce Carlson

John Chaya

John Christman

Mark Chubik

Geoffrey Cohen
Thomas Collopy
Jason Comer
Russell Conrad
Gary Davis
Michael DelJoseph
Lisa De Pasquale
Diana Dingman
Gary Dobbie
Warren Doi
Jerome Doucette
Susan Dupree
Charles Edmonson
D. Fashano

Geri Fidura
Donna Forte
Karen Foster
George Frcka
Nathan Gelb
Angela Gray
Melissa Green
Carl Gustafson
Terrance Hansen
Charles Hare
Kevin Hauri

Jacob Hendershot
Barbara Heyman
Charles Homan
Phillip Kier

Bob Kleman
Jennifer Kovach
Barbara Krier
Pamela Lee
Matthew Levenson
Victoria Linz

John Lis

Hilary Lustick
Diane McGoldrick
McGranes Family
John Menard
Robert & Margo Miyashiro
Dennis Munyon
Randall Murray

Kenneth Nash
Courtney Nathan-Materdomini
Josh Neubauer
Wilfredo Ocasio
Mary O’Keefe
Patrick Ostrowski
Nicole Paige
George Pattison
Mike Pensenstadler
Anthony Phillips
Michelle Reese
Michelle Richards
Rudolph Robinson
Thomas Roff

Alan Rose

Kaplan Rosenow Family
Carol Roskowiak
Richard Rozman
Charles Sawday
Stephen Schloss
Paul Single

Carter Smith

David Smith
Richard Smith
Brian Spear

Sam Strayer
Jennifer Sun
Wayne Swanson
Alexander Tayebati
Paul Thomas
Carolyn Thompson Forbes
John Traylor
Lawrence Tylenda
Mary Vallery
Jeanne Van Clief
David Vesole
Richard Vlah

Diane Walline
Jaclin Wawak
James Weiss

Lisa Werner
William Werner

THANK YOU!

The Amyloidosis Foundation would like to acknowledge the following for
their generous philanthropy:

lonis Pharmaceuticals
Prothena Biosciences, Inc.
Takeda Pharmaceuticals USA, Inc.

« Alnylam US, Inc.
« Caelum Biosciences, Inc.
. Eidos, Inc.




Board Of Directors

Dante Burchi

Mary O'Donnell Charlotte Haffner Mark
President Treasurer Director Sutherland
Director

Tolat
™ fy

Darcy Tannehill, Silva Pregja Dena Heath

PhD Director Director
Director

Scientific Advisors

Merrill Benson, MD
Indiana University Medical Center

Raymond Comenzo, MD
Tufts Medical Center — Boston

Lawreen Connors, PhD
Allan and Sandra Gerry Amyloid Research
Laboratory — Boston University

Rodney H. Falk, MD
Brigham and Women'’s Hospital — Boston

Morie Gertz, MD
Mayo Clinic — Rochester, MN

Mathew Maurer, MD
Columbia University Medical Center, NY

Giampaolo Merlini, MD
University of Pavia, Italy

Vaishali Sanchorawala, MD
Boston University School of Medicine
Amyloidosis Center

Douglas Sawyer, MD, PhD
Maine Medical Center

Jonathan Wall, PhD
University of Tennessee - Knoxville



Ways To Donate

2

Memorial / Estate/ Matching
Honorarium ProperTy Employer GI'H‘S
Recurring Host an Planned
gifts event Giving
®_0 . 0
Facebook Charitable Gift Action Advocate
Birthday Annuities
Donation

www.amyloidosis.org
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