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On behalf of the foundation | would like to
thank all of our generous donors and
volunteers in supporting our mission. The
importance of every donation is
immeasurable.

Since 2002, we have been able to support
the efforts of over 30 researchers, some
seeking the cause of AL amyloidosis, some
seeking the effects of investigational treat-
ments on various types of amyloidosis and
some just trying to determine the underly-
ing mechanisms of the disease.

Although no miracle breakthroughs have
been found, all of this research is
important in the overall understanding of
amyloidosis and future breakthroughs.

Your generosity also allows
us to help patients and
their families to better
understand amyloidosis
and raise awareness of
this rare disease.

Again, your generosity is greatly appreciated.
Sincerely,
Mary E. O'Donnell

President
Amyloidosis Foundation

"Upon my diagnosis of AL amyloidosis in 2012, | was so
pleased to find the Amyloidosis Foundation, an organization

dedicated to discovering a cure through supporting
research and increasing awareness in the medical and
general populations.

The information and support they provide to patients and
families impacted by this rare disease is comforting and
powerful. All of these things together give us a fighting
chance to survive.

| am extremely grateful for all of their accomplishments."

Darcy Tannehill, PhD
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Our Focus

Supporting amyloidosis patients and families while promoting research,
education and awareness.

Patient Support

Our services are available to people with
amyloidosis, families, and caregivers.

o Toll Free Phone Line
« Webinars with Physicians
o Accurate Information & Publications Medical Community

o Treatment Center Locations One of the foundations objectives is to
increase awareness of the disease in the
medical community. We accomplish
this by:

e Clinical Trial Information

Providing Grand Rounds Speakers

Exhibiting at Medical Conferences

Research
Publishing/Distributing Brochures

The Amyloidosis Foundation has a grant
program targeting young researchers and
has awarded over $1.4 million since 2005.

The AF is also dedicated to encouraging
scientists by providing fravel grants. These
grants enable participation in the
bi-annual International Amyloidosis
Symposium.
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Making Progress

The Amyloidosis Foundation was founded by a patient, for all patients.

We are determined to continue making a difference. With your help we can.

“The Amyloidosis Foundation has provided a haven
for patients with support and information regarding
new treatment options and updates on cutting
edge research. This empowers patients following
the diagnosis of amyloidosis. This function of the
foundation is immeasurably important.

Their research grants support young investigators
from around the world, striving for solutions to
benefit patients.

Members of the AF are dedicated, driven and an
inspiration to us all.”

Jonathan Wall, PhD
University of Tennessee, Graduate School of Medicine

myloidosis
(\?J f%uxldaﬁon

Supporting patients and families while
promoting research, education and
awareness.

* Exhibit at Medical Conferences

-+ Distribute patient information to,
amyloid centers

' Provide accurate informatio
Patients and their families

Help identify experienced
amyloidosis clinics d

Richard and Ruth Shapiro, longtime
Amyloidosis Foundation volunteers,
spreading awareness at our booth at the
58th American Society of Hematology (ASH)
annual meeting in San Francisco in
December 2016.
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2016 Highlights

1,531

Grand Rounds
Attendees-
Doctors teaching
doctors

2,050

2016 Total
Number of
Donors

62,487

Facebook Likes-
Up 5.8%

48%

People using a
mobile device to
access our website

y
Twitter Followers-

Up from 853 in

‘ﬁ.
2015

283,085

Page Views on
our Website
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2017 Research Grant Recipients

We invest in outstanding scientific research and innovative research models to expedite
promising therapies to patients. Through our research program we encourage, promote
and invest in the medical study and exploration of the amyloidosis diseases.

Emily Martin - PhD
A Method to Predict Amyloid Risk in Patients

Amyloidosis Foundation Donald C. Brockman Memorial Research
Grant

University of Tennessee Medical Center
Medicine Division: Amyloidosis

Lorena Saelices - PhD
A Novel Strategy for the Treatment of ATTR

Amyloidosis Foundation David Seldin, MD, PhD Memorial Research
Grant

Regents of the University of California, Los Angeles

Petros Moustardas - PhD
Novel Therapy for Renal Amyloidosis

Amyloidosis Foundation Research Grant

Linkoping University, Sweden
Medicine Division: Microbiology & Molecular Medicine

Carolina Lemos - PhD
New Biomarkers for FAP

Amyloidosis Foundation Research Grant

University of Porto, Portugal
Medicine Division: Molecular Biology

AMYLOIDOSIS FOUNDATION ANNUAL REPORT 2016



Awareness in Action

#UNselfie
“A cure so my brother
(in law) can see his
kids grow old.”

(9 amyloidosis  #GIWINGTUESDAY
fOUﬂdOhon November 29, 2016
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Events Held Around the U.S.

Run #4Tres $10,700 Cincinnati Spin
Kelli Heald's birthday Fundraiser
spin party $760
$11,500 Pittsburgh Benefit
#GivingTuesday $4,600 for Amyloidosis
Prieber Open $4,900 Research

AF Golf Outing $7,300 $34,600

Hills & Hollers Half

Addison Lacy Marathon/5K Golf Tournament
sold bracelets $3,000 to AF to benefit John
at school to Lindley and AF
benefit AF $410 $500
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Events Up Close

$34,600

$4900

$7300

The Amyloidosis
Foundation hosted a
benefit at the Montour
Heights Country Club in
Pittsburgh, PA on Friday,
October 28, 2016 and what
an amazing night it was!
Over 120 people attended
this event to raise funds
for our AF Research Grant
Program. Darcy Tannehill,
Ed.D., and her daughter
Courtney Sullivan were
Chair and Co-Chairs.

On August 13, 2016, over
300 golfers took to the
links in The Prieber
Open, to honor the
memory of Christopher
Priebe and raise aware-
ness. He was diagnosed
in October 2015 and
passed in February
2016. His wife Johna
wanted to share his spirit
for life and raise funds
for others struggling with
this rare disease.

—

The annual AF golf
outing was held at The
Fountains in Clarkston,
MI on Friday, September
30,2016. A great day
was had by all - our
raffle had over

40 baskets and gift
certificates for our
participants, including
many families affected
by amyloidosis. Special
thanks to Prothena for
being a sponsor as well.
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Support & Revenue

Other
7%

Fundraising
17%

Grants

33%

Q-give
20%

Memorial
23%

Expenses

Travel
Other &%

8%
Grant Awards
A40%
Salaries
22%

Non-Personnel
24%
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Financials

Statements of Activities (Non-audited) - Year End December 31, 2016

Support & Revenue
Contributed Support 576,581.69
Investment Income 2,995.37
Fundraising 132,494.22
Earned Revenues 2,621.50
Realized Gain/Loss -2,729.49
711,763.29

Expenses

Grant Expense 255,486.08
Salaries & Related Expenses 140,426.77
Other Personnel Expenses 14,825.00
Non-personnel Expenses 154,262.42
Occupancy 13,260.04
Travel & Meeting 39,267.98
Miscellaneous Expenses 17,950.43
Business Expenses 3,885.00
-639,563.72
Net Income/Liability 72,399.57

Gross Income
/80,000

Five-Year Snapshot 585,000
390,000

- 195,000

PLATINUM Q
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We thank the following individuals and families who have donated to the

Amyloidosis Foundation. Our work is made possible by your generosity. It is
through these donations that we are able to continue to support research.

$4000-$9999
Barbara Carney
Gail Craddock
Roland Gilles
Eleanor Laughlin
Sandy Pope

$2000-$3999

Doreen Finnerty
Sharon Gibson

Joseph Hardy

Eric Heald

Otis Heald

Present Troubles Racing
Quattro

Southern Historical Showcase

Lisa Werkstell

$1000-$1999
Alnylam US, Inc.

Baird Foundation, Inc.
Janet Baldwin

Mark Blackman
Henry Blaxter

City National Bank
Wilkie Colyer

Dennis Cregar

Jaclyn DeAngelis
Joseph Debeliso
Robert Epstein
George & Murph’s LLC
Global Franchise Group
Jay Godfrey

Russell Goldsmith
David Guth

Hoffer Plastics Corporation®
Connie Hogan

Kian Capital

Mary Ann Landis
John Lasater

William Maher
Lindsay Majewski
Karen McDermott
Allison McGuckin
Gina Nelson

Mary O’Donnell

Pete Olhasso

Krista Quick

Carol Roskowiak

Sanametrix, Inc.
Leopold Schmidt
Karen Schott
Charles Sinelli & Sons
Martha Skinner
Elinore Sterman
Katherine Taylor
John Van Tiem
Top Gun Advisors
Waterway AG, Inc.
Charles Wehde
Jack Zaney

$500-$999

Basil Acock

Charles Alcorn
Allegheny Health Network
Arrow Strategies
Betsey Baron

Brian Bates

The Baum Consulting Group
George Bekic

John Bowman
Kevin Brockman
Walt & Nancy Brockman
Mark Broughton
Kelli Brown
Thomas Buckley

C & M Landscaping
Daniel Calano
Bruce Carlson

Lee Carmona

Joan Centofanti

Pat Collins

Comcast Business
Diana Dingman
Sarah Dodds-Brown
Vicki Dull

Robert Dwyer

Eric Farquhar

The Foley Family
Timothy Galvin
Susan Gawel

Vinny Gonella
Steve Harakas

Jeff Harman

Joseph Hart

Rod Hawraney
Linda Heald

Maeve Heald

Peter Heald

Barb Hendrickson

James Hirsh

William Hoffer

David Hoffman

Robert Holton

Michael Huening

Jeff Humitz

Paul Januska

David Khabie

Gene Kinney

Greg Kloiber

KUKU Systems Group.
Tessa Lee

Matthew Levenson
Lois Lieberman

Mark Lindley

Carolyn Lloyd

Kevin Lynch

William Maher

Scott Marzolino

Eileen McCann

James McClowry
Jeremy McKown
Thomas Meakin

Marc Miller

Jim Miras

Paula Mitchell

Robert Moseley

Eric Mueller

Kristine Nakutis

The Nobel Group
O&W, Inc.

Helen O’Donnell
Barbara Osborne
Overbrook High School Class of 1986
Panera Bread Company
Per Peterson

Lou Pirronello

PNC Financial Services Group
Steven Porter

POS of Michigan

Lois Priebe

Rich Priebe

Ronald Priebe

Amy Rappaport
Renovations Roofing & Remodeling, Inc.
Lisa Ricks

Robert Morris University
Kyle Roberts

Jeanne Rosenthal

Paul Ryan

Owen Saddler

The Salem Country Club, Inc.
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($500-$999 continued)

Brian Schaezler
Stephen Schloss

Beth Schumacher
Thomas Shaffer
Richard & Ruth Shapiro
Martha Sproule

Rania Succar

TCF Bank

Lee Twomey

Michael Vanderkieft
Gus Varon

Michael Walch

James Ward

Carolyn Williams
Gary Wrigley

YMCA of Greater Flint

$250-5499

3Sixty Interactive

A & A Lendrum Management, LLC
Gershen Abraham
Amberg and Son Farms
AME Corporation

Steven Atran

Josephine Augello

Albert Benjamin

Bell & Sons

Andrea Blackshaw
Charles Boettcher

John Boquist

Robert Bradley

David Branch

Susan Breitenstein
Sandra Bresnick

Mark Burgett

Mark Butwill

Fred Cahn

Cellectar Biosciences, Inc.
John Chaya

Ronald Christensen

John Christman

Ann Ciganer

William Clark

Geoffrey Cohen

Custon Design Security & Sound

Susan Deakin
Thomas DeFazio
James Wesley Deskins
Diamond Automatic Sprinklers, Inc.
Gary Dobbie

Kathy Dolan

Donald E. McNabb Company, Inc.
Jerome Doucette
Kathleen Dul Aznavorian
Christina Dulude
Scott K Dunlop
Michael Dwyer

Jan English

Blake Everett

Peter Faix

Lars Friberg

llene Friedman

Larry Gauchman
Scott Gershman
James Gietl

David Glenn

Kelli Heald

Jacob Hendershot
Barbara Heyman
Marvin Heyman
Susan lvey

Keith Katkin

KLA Laboratories, Inc.
Gerald Kroger
Addison Lacy

Gerald Lambert

Billy Lamkin

John Lis

Lisa Loch

Daniel Look

Robert Lueck

Lisa Mann

Yen-Hwa Mar
Antonetta Marano
Paul Mazzei

Yvette McCarthy

The McGranes Family
Thomas McLean
Janiece McNichols
Roger Meisinger
Jason Menard

John Menard

Randall Murray

Glenn Myers

Patrice Napoda

Bill Newbury

NN Inc. PEP Group- Wauconda
Northmont City Schools
Ralph O’Connor
Dennis Olds

Michael Olszewski
Michael Pagano

Laura Peterson
Anthony Phillips
Dennis Pilgard

David Plum

Politico

David Priebe

Michael Priebe

Ron Reeves

Rivertown Runners
Sarah Rush

Vincent Russo

Isaac Sakinofsky

Eric Schanzenbach
Jessica Scheller

Roger Schurig

K Dunlop Scott
ServPro of Bryan MclIntosh
The Shed Studios

Brian Spear

Rick Stasand

Melissa Stein

Robert Stillman
Walter Sweet

Bob Tafoya

Tekni-Plex

Anthony Terzaghi
Sascha Tuchman

Ansel Van Zandt
Joseph Vaughn

David Vesole

Visible Communication
Kristin Warbasse
George Watchko
James Weiss

West Side Beer Distributing

Dalli & Marino, LLP Joseph Miller Kent Woodward

Vicki Davenport William Miller Darby Yohman
Roslyn Zankic

The AmYIOidOSiS Founddﬁon would e Prothena Biosciences

like to acknowledge the following
for their generous gifts:
e Chip Miller Charitable Foundation

¢ The Rueter Foundation
¢ Jane and Frances Stein Foundation

e Phyllis & Perry Schwartz Foundation

e Henry J. Kaiser Family Foundation
o Takeda Oncology

e |IGD Solutions Corp.

e |ONIS Pharmaceutical
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Corporate Information

Board of Directors

Mary O'Donnell
President

Dante Burchi
Treasurer

Uria Espinoza-Leopold
Secretary

Raymond Comenzo, MD
Tufts Medical Center
Boston, MA

Charlotte Haffner
Dena Heath

Robert A. Kyle, MD
Mayo Clinic
Rochester, MN

Isabelle Lousada
Amyloidosis Research Consortium

Giampaolo Merlini, MD
University of Pavia, ITALY

Silva Pregja
Karmanos Cancer Institute
Detroit, Ml

Martha Skinner, MD
Boston University Amyloidosis Center
Boston, MA
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Scientific Advisors

Merrill Benson, MD
Indiana University
Indianapolis, IN

Raymond Comenzo, MD
Tufts Medical Center
Boston, MA

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

Morie Gertz, MD
Mayo Clinic
Rochester, MN

Giampaolo Merlini, MD
University of Pavia, ITALY

Vaishali Sanchorawala, MD
Boston University Amyloidosis Center
Boston, MA

Douglas Sawyer, MD, PhD
Maine Medical Center
Portland, ME



Donations

Our vision is to help amyloidosis patients and families who need us and fund
research for a cure.

Help make this happen by donating today:
www.amyloidosis.org

:
\ -

Memorial/Honorarium  Planned Giving Recurring Gifts
A : @
Estate/ Host An Event Matching
Property Employer Gifts
Together We Can Make A
Difference
You are the reason we can keep
providing vital support for people

livi ith Amyloidosis.
Charitable Gift iving with Amyloidosis

Annuities Give online:
www.amyloidosis.org

Give by phone:
1-877-AMYLOID

Give by mail:

. Amyloidosis Foundation
Action 7151 N. Main St., Suite 2

Advocate g Clarkston, Ml 48346 |

Visit our website for upcoming 2017 events. ‘
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@ amyloidosis

foundation

7151 North Main Street, Suite 2
Clarkston, Ml 48346
1-877-AMYLOID

www.amyloidosis.org
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