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Peg Iverson Vice Chair
Catherine Vernon Secretary
Kenneth A. Irvine Treasurer
Virginia Clark, MD Physician-Director
Martin Zamora, MD Director Emeritus

BOARD MEMBERS
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Erin Carr
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Ann Knebel, PhD, RN
Darrell N. Kotton, MD
Alice Turner, PhD
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ATF Mission
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The Alpha-1 Foundation (A1F) is committed to finding a cure for Alpha-1 Antitrypsin Deficiency
(Alpha-1) and improving the lives of people affected by Alpha-1 worldwide. During FY2025, A1F
advanced its mission through continued investment in research, expanded education and
patient support, strengthened advocacy, and increased engagement across the Alpha-1
community. These efforts reflected AlF's commitment to transforming the patient journey and
accelerating progress toward a cure.

AlF served as a leading global resource for education, advocacy, research, and support focused
on Alpha-1. During FY2025, its programs expanded knowledge, improved detection,
strengthened patient care, and supported the development of new therapies. Through
collaboration with researchers, clinicians, industry partners, government agencies, patients,
and families, ATF advanced innovative approaches to research and care.

The strength of this work came from the dedicated community of patients, volunteers,
clinicians, researchers, partners, and donors who contributed their expertise, resources, and
passion to the mission. Together, this community expanded knowledge, advanced therapies,
and delivered meaningful impact.

As ATF marked its 30-year milestone, AlF looked ahead, guided by insight into patient needs,
innovation across research and care, investment in groundbreaking science, and measurable
impact for patients and families worldwide.



Alpha-1 Outreach & Education

1 ALPHA‘I About Alpha-1 v  Living with Alpha-1 ~  Education v  Research v  Get Involved v Donate
FOUNDATION

Finding a cure for
Alpha-1 and
improving the
lives of those
affected

AlF’s website, alphal.org, served as a central hub for educational resources, community
engagement, and information for patients, families, caregivers, healthcare providers,
researchers, and partners around the world. In FY2025, the website received 499,000 total
views, including more than 112,000 visits to the homepage and more than 12,000 visits related
to liver disease. Frequently visited resources included information about Alpha-1, testing and
diagnosis, and finding an Alpha-1 specialist.

AlF also expanded its digital outreach through targeted interest groups, Google Ad Grants,
search engine optimization, and increased engagement on LinkedIn. These efforts helped
connect individuals with information and resources relevant to their needs and strengthened
AlF’s reach across the Alpha-1 community.

The Alpha-1-To-One Magazine remained one of the
community's most valued resources, providing
research updates, patient stories, advocacy
information, and practical resources. In FY2025, Fred Walsh:
more than 32,500 printed copies were distributed AnAlpha
per issue, with three issues published during the
year. The publication also reached readers digitally
through alphal.org.

A MAGAZINE OF THE ALPH)

ALPHATO-ONE

ice, persanal experiences and inent news for people touched by ALPHA-1

AlF also redesigned its educational brochures and
refreshed Community Currents, its monthly
e-newsletter. Community Currents added 11,599
new subscribers, a 36% increase from the
beginning of FY2025, reaching 32,312 subscribers
by June 30, 2025.
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Alpha-1 Advocacy

ATF advocates served as a powerful voice for improving outcomes and advancing the priorities
of people affected by Alpha-1. Through patient engagement, legislative advocacy, and
collaboration with policymakers and federal agencies, AIF worked to address barriers to
healthcare access, detection, treatment, and research.

In FY2025, ATF focused on improving access to care and essential therapies, including
telehealth, home infusion, supplemental oxygen, and other services important to people living
with Alpha-1. ATF supported the reintroduction of the John W. Walsh Alpha-1 Home Infusion
Act (H.R. 2343), which would allow Medicare beneficiaries with Alpha-1 to receive essential
augmentation infusions in their homes.

ATF also advocated for the Supplemental Oxygen Access Reform (SOAR) Act of 2025 (H.R. 2902
and S. 1406), which seeks to improve access to supplemental oxygen, update payment policies,
and protect beneficiary choice. These efforts reflected AlF's commitment to ensuring that
patients had access to the care and therapies they needed.

AlF continued working with the U.S. Food and Drug Administration (FDA), National Institutes
of Health (NIH), and Critical Path Institute (C-Path) to advance collaboration around clinical
research, patient needs, and the development and approval of novel treatments and therapies.




AlF Education Days &
AlF National Conference

The ATF National Education Series included regional AIF Education Days for Alphas, their
families, and caregivers. In FY2025, AlF Education Days were held in Phoenix, Arizona; Omaha,
Nebraska; Detroit, Michigan; St. Paul, Minnesota; and Charleston, South Carolina, in addition to
a virtual Education Day. These programs provided access to current medical information,
timely topics affecting the Alpha-1 community, resources from leading experts, and
opportunities to connect with others who shared similar experiences. A total of 1,114 people
attended AI1F Education Days, with 74% patients and family members and 18% first-time
attendees.

In FY2025, ATF continued offering virtual participation, expanding access for individuals unable
to attend in person. The virtual platform also provided additional opportunities for
engagement through social media, polls, surveys, and other tools that helped AlF better
understand community needs.
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The AlF National Conference remained the largest annual gathering of the Alpha-1 community,
bringing together patients, families, caregivers, clinicians, researchers, and industry partners for
education, networking, advocacy, and engagement. The conference provided access to
scientific presentations, discussions with Alpha-1 experts, and opportunities to connect with the
broader coommunity and learn about advances in research and care.

The 2025 conference welcomed 834 attendees both in person in Miami, Florida and virtually.
Eighty-four percent were patients and family members, while 33% were first-time attendees. In-
person attendance increased by 9% compared with 2024, reflecting continued strong
engagement across the Alpha-1 community.



Meetings and Conferences

Scientific meetings and conferences organized and supported by AlF generated awareness of
Alpha-1, identified emerging areas of research, and strengthened collaboration across the rare
disease community. These gatherings brought together academic researchers, physicians,
industry representatives, government agencies, voluntary health organizations, and patients to
share knowledge and advance the understanding and treatment of Alpha-1.

The 7th Global Research Conference, held April 4, 2025, in Lisbon, Portugal, brought together
the worldwide Alpha-1 research community to strengthen partnerships and accelerate
progress toward a cure. The conference featured expert-led sessions focused on both liver and

lung disease, highlighting novel treatment paradigms and emerging approaches to Alpha-1
research.
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PROFESSIONAL MEETINGS & CONFERENCES

AIF also participated in major professional meetings, including the American Thoracic Society
(ATS) International Congress, European Respiratory Society (ERS) International Congress,
American Association for Respiratory Care (AARC) Congress, American Association for the
Study of Liver Diseases (AASLD) Annual Meeting, and NIH Rare Disease Day. Through these
meetings, AlF shared research findings, emerging technologies, and priority areas with
physicians, researchers, and industry partners.




Alpha-1 Awareness

Annual awareness campaigns and community fundraising activities helped strengthen the
Alpha-1 community, increase understanding of Alpha-1, and generate support for research and
programs. November was Alpha-1 Awareness Month, providing an opportunity for the
community to share stories, educational resources, and information about Alpha-1 while
encouraging participation in the search for a cure.

The Building Friends for a Cure (BFC) program continued to be an important source of
community engagement and fundraising. During FY2025, Alphas, family members, friends,
researchers, industry professionals, and healthcare providers participated in events and
initiatives supporting AlF's mission.

Community fundraising activities included AlF Riding for a Reason, Escape to the Cape, AlF
Virtual Walks, Celtic Connection, Extreme Sports, local events, and youth activities. These events
gave individuals and families opportunities to support Alpha-1 research while building
connections within the community.

FY2025 also brought new opportunities to engage supporters. The launch of Ice Cream for
Alpha-1 provided families and friends with a fun and accessible way to raise awareness and
funds, while Cruising for a Cure on Lake Norman demonstrated the impact of community-led
fundraising. Together, these initiatives strengthened relationships with donors and volunteers
while helping advance AlF's mission to increase awareness, support research, and find a cure.

#CureAlphal
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Alpha-1 Funded Research

ATF continued to make significant investments in research aimed at understanding Alpha-1,
identifying new therapeutic targets, and advancing potential treatments. In FY2025, AlF
directed more than $3.8 million in peer-reviewed research grants, supporting innovative
projects across 130 institutions in 14 countries. By the end of FY2025, A1F had invested more
than $100 million in Alpha-1 research, making it the world's leading funder dedicated to Alpha-
1 research.

AlF-funded research spanned the full spectrum of scientific discovery, from basic research into
disease mechanisms to translational studies focused on developing new approaches to
treatment. These investments helped advance understanding of Alpha-1 and identified
potential therapeutic strategies that could improve outcomes for patients.

During FY2025, AlF supported 19 in-cycle grant recipients, including 11 research grants, four
Pilot and Feasibility grants, and four postdoctoral research fellowship grants. The projects
addressed a wide range of questions related to Alpha-1 biology, disease progression,
biomarkers, treatment approaches, and patient outcomes.

Research supported by AlF continued to build the scientific foundation needed to move
promising discoveries toward clinical application. By investing in researchers and emerging
ideas, AlF strengthened the Alpha-1 research pipeline and helped accelerate progress toward
better treatments and, ultimately, a cure.

ATF GRANT AWARDS RECEPTIONS

AlF also hosted Grant Awards Receptions to recognize researchers receiving new Alpha-1
research funding. These gatherings brought together Alphas, physicians, researchers, and
industry partners and celebrated the scientists whose work was helping move the field closer
to a cure. lIn FY2025, AIF hosted a Grant Awards Reception in San Francisco, California, on May
19, 2025, during the American Thoracic Society (ATS) International Conference.



Statement of Financial Position

Cash and cash equivalents $2,994,966 $2,312,462
Investment securities $34,857,461 $29,723,852
Accounts receivable $498,946 $921,723
Other current assets $171,451 $195,920
Total Current Assets $38,522,914 $33,153,957
ICerrf:tnTent securities- non- $8760,437 $11.275.694
Property and equipment, net $147,738 $10,705
Other assets $25,000 $25,000
Total assets $47,456,089 $44,465,356

Current Liabilities 2025 2024

Accounts payable and accrued

e~ $1,419,516 $1,001,601
Refundable advances $202,500 $412,500
Deferred revenue $613,333 $227,333
Grants Payable $1,193,830 $941,034
Total current liabilities $2,582,468 $2,582,468
Without donor restrictions $41,418,273 $39,896,406
With donor restrictions $2,608,637 $1,986,482
Total net assets $44,026,910 $41,882,888

Total liabilities and net assets $47,456,089 $44,465,356



Changes in Unrestricted Net Assets
Unrestricted Support and Revenue

PAOYIS)

Statement of Activities & Changes in Net Assets

2024

Contributions, bequests and grant revenues
Donated securities

Fundraising revenues

Net realized and unrealized investment (losses)/gains
Interest and dividends

In-kind rental income

Milestone payments under collaborative agreements

Net assets released from restriction- satisfaction of
program restrictions

Other Income

Total support/revenue without donor restrictions

Unrestricted Expenses

Research and Clinical Studies
Patient Education

Patient Advocacy

The Alpha-1 Project

Total program services
Administrative and general
Fund raising

Total supporting services
Total unrestricted expenses

Increase in unrestricted net assets

$6,868,381
$287,375
$4,431,090
$974,402

$230,000

$2,379,380

$468,844

$15,639,472

$7,509,268
$3,768,790
$693,362
$13,189
$11,984,609
$883,044
$1,249,952
$2,132,996
$14,117,605

$1,521,867

$7,000,563
$354,410
$334,116
$5,783,087
$939,909

$222,500

$2,073,110

$380,247

$17,087,942

2025 2024

$5,589,726
$2,615,585
$442,874
$14,753
$8,662,938
$632,669
$991,401
$1,624,070
$10,287,008

$6,800,934

Changes in Temporary Restricted Net Assets 2025 2024

Contributions, bequests and grant revenues
Net assets released from restriction

Change in Net Assets with Donor Restrictions
Increase in net assets

Net assets, beginning of year

Net assets, end of year

$3,001,535
($2,379,380)
622,155
$2,144,022
$41,882,888

$44,026,910

$1,649,598
($2,073,110)
($423,512)
$6,377,422
$35,505,466

$41,882,888



Honor Gallery

AlF's Honor Gallery salutes the individuals, corporations, and foundations that share AlF's
commitment to finding a cure for Alpha-1 and to improving the lives of people affected by
Alpha-1 worldwide. ATF gratefully welcomes several new members who have supported our
mission for the first time through their generous contributions.

AlF also acknowledges the continued support of the many long-time donors who have
invested in our mission through contributions, events, and workplace giving. It is with sincere
gratitude and appreciation that we recognize our Honor Gallery. The following is a list of
donors who contributed $500 or more between July 1, 2024, and June 30, 2025.

$1 Million - $2,499,999

AlphaNet, Inc.

CSL

Grifols

Takeda Pharmaceutical Company

$500,000 -$999,999

Sanofi
$250,000 -$499,999

Carol G. Bailey Revocable Trust
Praxis Communications, L.L.C.

$100,000 - $249,999

Beam Therapeutics, Inc.

Dr. Mark Brantly and Dr. Judy Lew
Betty Jane Trimble

Wave Life Sciences

$25,000 - $99,999

Accredo Health
Anonymous Donors
BioMarin Pharmaceutical, Inc.

Ruth and Gordon E. Cadwgan Jr., Ph.D.

Kamada, Ltd.

Ashleigh and Jeff Lind

Fred M. Odom

The Estate of Deanna Schupbach

$10,000 - $24,999

Advanced Infusion Care

AlS Healthcare

Wendy Becker Payton
Citizens Bank

Drs. Sarah and Aaron Cohen
Jon E. Hagstrom

Mark and Alison Hunt

Candyce and Timothy J. McDonough
Paypal Giving Fund

Lyle D. Schutte

Vertex Pharmaceuticals, Inc.

$5,000 - $9,999

Jane Campbell and Bernard Martin
Judith Carson

Anne Friedlander

Michael B. Griffith

Bonnie L. and David W. Hoglund
Kenneth A. Irvine

Peg and Peter Iverson

KorroBio, Inc.

Norma I. Leising

Linden Advisors, L.P.

Megan L. Lyle

Julie J. MacNeil

Diana J. Patterson

Barbara E. Perreault

Laurie Perry

Dr. Gwendolyn M. Reichbach

Tui and Joseph M. “Joe" Reidy
Elisabeth and Alan P. Sklar
Michelle and Randy Sorensen
Patricia L. Tew

The Blackbaud Giving Fund

The Howard V. Moore Foundation
Kathleen and Robert Walter
Catherine and Randell Weisenburger

$1,000 - $4,999

Karen and John Ahearn
AIRNA

Anonymous Donors

Aon Private Risk Management
Arkansas Orthopaedic Center
John J. Austin

Betty and Arthur Bardige

Alan F. Barker, M.D.



Honor Gallery

Sam Baranco

Peter Bata

Donald Bavely

Sara |. Beals

Carol and Paul Begley

Julie L. Berry

Charles Bissell

Bloomberg

Lois and Gerald Bohn

Laura and Gary Bohn

Howard Bornstein and Judith Russell
BridgeBio Pharma, Inc.

Helen E. Bueker

Sandra and Joseph W. Burggraf, Jr.
Ellen I. Byrnes

J.C. Cagle, MA, LPC, NCC

David Call

Anthony Callea

Erin L. Carr

Robert W. Chambers

Rosemary B. Chiodo

Jan K. Chnupa

Virginia J. Clark, M.D.

Jane-Ellen and Joseph Collins
Creating Healthier Communities

Cornelia Cogswell Rossi Foundation, Inc.

Gwen Cummings

Larry Deckelbaum, M.D.
Donna DelLuke

Mark B. Delvaux

Michael Deniszczuk
Kathleen A. Dodson

James F. Donohue, M.D.
Steve R. Donovan

Sally D. and John H. Dorf
David Dunham

Bob J. Fallat, M.D.

William J. Fullmer

Garrison Family

Joan and Oliver Garry
Donna A. and James A. Geurink
Rose M. Gillikin

Joan Gionfriddo

Barbara A. Glenn

Gail and William D. Goddard
Monica P. Goldklang, M.D.
Daniel F. Grimm

Kyle Gross

Melanie and Craig Hamilton
Gail Harris

Miekeleen D. Hart

Mary Ann S. Hazen
Christopher P. Healey, J.D.

Kathy A. Healey

Craig P. Hersh, M.D.

Bridgette Holbrook

Jennifer Horner

Hot Iron Health

Matthew Hurley

Inflatable City, L.L.C.

Kenneth Irvine, Jr.

Sarah M. and Richard P. Johnson
Holly and Bruce Johnstone
Martha Jones

Deborah H. and Richard C. Keiser
Kaysi and Ryan Krill

Michael J. Krowka, M.D.
Mei-hsien Ku

Dana A. Kuhn, Ph.D.

Philip R. Lauderdale

Brett Lee

Dr. Harry Long

Colleen and Frank Love
Catharine MacDonald

Sandra and Paul Maidment
Susan J. and Edward H. Mara, IlI
Curtis Marcott

Marian, Inc.

Marin Community Foundation
Kelly May

Thomas McCollum

Josephine and Patrick McGonagle
Tammy McGuinness

Medical Research Charities
Mereo BioPharma Group
Sandra and Justin Miklich
Carolyn S. and Ricky J. Miller
Diane Mohr

Jacqueline and Chris Nyberg
The Olivieri Johnston Family Foundation
Orange County's United Way
Dave Oury

Cherie R. Patel

Scott S. Pease

Beth E. Phillips

Sharon W. and Barnet Phillips
Trena and Ronald H. Pierce
Karen and Michael Pittsley
Pledgeling Foundation
Shelley J. Pollock

Joan Popken

Janet and Harry Pottinger
Jean L. Puleo

David S. Pumpelly

David A. Pusey

Teri M. Quick
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Raising Hope for Others
Amelie Ratliff

Glenn Raven

Lynne and Greg Raymond
Stephen I. Rennard, M.D.

Mark Reschly

James M. Romano, M.B.A.
Charles Rose

Sally and Eric Rosenfeld

Rosev Dairy Foods, Inc.

Scott Santarella

Joy C. and William J. Schaefer, Jr.
Ronda Schilling

Lori Schneider

Lauren and Faron B. Schonfeld
John H. Schoolfield

Robert W. Schroff,, Jr.

Carolyn and Paul Scott

Chase and Michael Scott

Karen R. and John W. Sechrist
Richard F. Sedlak

Anita Sellers

Sharon andd arthur L. Shoener
John A. Sommers

Shannon and Adam Sonnhalter
Lynn Soriano and Robert I. Miller, Esq.
Christine and John Spong

Kim Stengel

Terry and James K. Stoller, M.D.,M.S. (Org. Dev)

Suter-Benninghofen Family
Tessera Therapeutics
Patricia L. Thime

Sylvia A. Thomson

Gerard M. Turino, M.D.
uniQure

United Way of Central Indiana
Linda Vivian

Voz Advisors, Inc.

Joan L. Walker

Ginny and Tom Wallin
Tommy Webster

Noel Weil

Donna Whitehead

Don H. Wickens

Nancy and Stephen Williams
Andrew A. Wilson, M.D.
Richard Wilson, Jr.

Virginia and Newton Withers
Dell Witcher and Brunson White
Susan Worley

Linda and Robert Yoder
Claudia and DC Young
Martin R. Zamora, M.D.

Gail M. and Stephen Zaruba

$500 - $999

Roberta Ahmanson
Anonymous Donors
Thomas Ardiles, M.D.
Rochard Ascroft

Wendy J. and Aziz I. Asphahani
Sharon L. Barker

George E. Bass

Ginger Bell

Dr. Janice McVay Bell and John M. Bell
Alex Berenfeld

Kari F. and David Black
Anne S. and Gary F. Brendel
Douglas Brooks

Mary A. Brown

Roger Buck, M.D.

Rollin A. Bush

Pamela Butterfield
Stephen Carr

Susan and Scott D. Casmer
Stacy T. Castillo

Aaron Chwalinski

Donna A. Clark, R.N.

Jessica and Nathan Coffey
David P. Coffin

Kathleen A. Collette
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Darlene A. Dartt, Ph.D.

Dee DelLeon

Shirley R. Dennis, R.N.

Jerry Devine

DM17, L.L.C.

Alice L. Dorn

William Dye
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Margery F. Eriksson
Margaret Faber

Mary J. Findley

Judith J. Frank

Lewis Getz

Patricia K. Gibson

Douglas Gooch

Janet G. Graham

James A. Gross

Danielle Hamelin

Bob W. Healy

Heart of Florida United Way
Charlene and Jeffrey Hildebrandt
Maureen and Gene A. Hochberg
Kara L. and Brian Hodges
Paula Holland

Thomas R. Holland
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John Hoover
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Edgar Net, Inc.

Jewish Communal Fund
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Kaled Management Corp.
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Patrick J. Kelley
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Barnet Philips

Robert W. Plerce
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Saint Mary's Regional Medical Center
Dot and Robert A. “Sandy” Sandhaus, M.D. P.H.D.

Susan E. Scarborough
Ryan Schmidt, R.T.

Gary J. Seitz

Andrew Sernovitz and Julie Grisham
Millie and James Sernovitz

John Shaffer

Leo C. Sieran

Daniel W. Smith

Geralyn S. and Randy Smith
Kimberly L. and Tod A. Stimpson
Pamela and Charlie Strange, M.D.
Yrleen and Philip J. Stuecker
Rebecca M. and Ernest L. Suman
Gary E. Swanson

Joanne and Jason Tanner

Amy Taylor

The Cobb Family Foundation

The Teagle Foundation Inc.- Gwen Robbins
Rachelle Thompson

Michelle Thornblade

Diana and Walter M. Treu

United Way of the Greater Lehigh Valley, Inc.
Catherine Vernon

Juba Walsh

Pamela and Fred C. Walsh

Roland Wandeler

Mark D. Wewers, M.D.

Memory L. Whitlock

Diane P. Wilson

Michael Wiltsey
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In Memory Of

The Alpha-1 Foundation received donations in memory of the following
individuals between July 1, 2024 and June 30, 2025.
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Kenneth R. Hoskins
Toni K. Hoskins
Gregory J. Hules
Harold W. Hull

James T. Igoe

Sam J. Imperato
Bettina B. Irvine
Donald A. lwen
Christine Jackson
Patricia L. Jackson

Eric Jenal

Peggy Jensen

Kenneth L. Jespersen
JoAnne Johnson

Donald Johnston

Victoria “Vicki" Joseph

David O. Joyce

Oliver James Joyce

Russell Kaylor

Margaret “Peggy” Keith

Brian Keller

Catherine M. Kelley

Scott Kenyon

Kenneth F. Kiernan

Brenda Kilner

William S. Kirk

Kathleen Kitchen

Alison Klojzy

Edward N. Krapels

Helen and Robert Kukura

John E. Kushner

Jane Lambert

Margaret M. Langlois

Thomas E. Largura

Deborah A. Lashway

Robert Lee

Margaret Lewis

Sandra Lewis

Ken N. Lindgren

Alexandra J. “Sandy” Lindsey,
Co-Founder

Larry Lindsey

Lynda Clare Lindsey

Nicholas B. Linnenberger

Barbara M. Loberg

Michael G. Locke

Wanda Logsdon

Lorna Lomack

Ricky Dale Lough

Michele Ludwig

Mary and Jim Lyle

Jommy Lynch

Daniel B. MacArthur

Patricia E. Maclnnes

Robert C. Maffit

Emma G. Manning

James P. Mara

Edward W. Marble, Jr.

Lynette Marcum

Lavonne Maring

Gayle Marriott

James L. “Jim” Maryfield

Charlotte N. Mattison

Gracie Mattocks

Don McAmis

Alyce Mae (Carlson) McArdle

Nancy McCabe

Marty McCall

William “Billy” McClellan
Ames McKinsey

Kevin A. McMackin
William McNamara
Donald Meister
Joanne M. Mellady
Nancy Merchant
Jennifer Meredith
John Merker

Barbara Michaelson
Edward “Ed"” Mikell
Richard K. "Dick" Mill
Ernest H. Miller, Jr.
Patricia Mlller

Tim Miller

Leslie F. Millick
Roberta “Robbie” Mislevy
Michele D. Mitchell
Dolline Mixter

Gerard T. “Jerry” Morris
Joseph M. “Joe” Moses, Sr.
Karen E. Moses
Thomas M. Mulholland
Jerry W. Mullen
William Mulqueen
John A. “Jack” Murphy
Shirley Murphey
Thomas J. Myers
Darrell 3. Nall

Keith Nash

Bryan L. Nelson

Jamy R. Nelson

Dean Nettleton

Lila Nevergold

Patricia E. Dunn Nevers
Becky L, Nichols
Pamela J. Nitchke Tramontano
Carol D. Noggle
Jeanne L. Norins
Roxanna Nowak

Erle C. Oman

Carole O'Mara

Loras Osweiler

Anne C. Palen

Sally Parks

Julianna Patterson
Randy Patterson
William G. Payne
Laura M. Pearson

Glen A. Perkins

David M. Perreault
Alexander J. Perry



Ronald E. “Ron” Piearcy
Richard Alan Pine
David M. Pogue, M.D.
Dennis W. Pollack
John R. Ponton
Charles Poore

Sandy Peggy Porter
John J. Potash
Robert L. Potash
Cynthia M. Potter
David M. Powley
Clara J. Pugit

Tia Pullen

David R. Purdam
Barbara J. Pusey
James A. “Jim” Quill
Kathleen M. Quinlan
Robert A. “Bob"” Rackers
Michael Ratner
Donna Raville

Marie Ann Reaume
Albert W. "Ab" Rees
Cecil Ray Redmill
William F. Reese
Camille Regli

John S. “Jack” Reid
Parker Riddel
Marilyn "Lyn" Roberts
Shea Robertson
George C. Rodgers
Debbie Rogers

Mary Beth Roof
Jackson N. Root
Judy K. Rose

Mike Rosella

Edward Roxberry
Robert C. Ryan
Amanda M. Salzman
John Owen Sams
Robert Joseph Savard
Kathleen M. Schaefer
Kevin Schewe
Lawrence Schmidt
Lynn Schowalter
Nancy Jean Schrum
Allen Schwark
Stanley N. Scott
Donald Seffinger
Susan L. Seitz

Keith Sellers

Hugh Shaw

James C. Shull

L. Charles “Chuck” Sidener
Robert Siepker

Wayne A. Simoneau

Mike Skivington

Debra K. Smith

Lorna Smith

Norma L. Smith

Richard S. Smith

Vicky Smith

Gordon L. Snider, M.D.

Bruce Sniffin

Davis Snyder

Holmes W. Somers, Jr.

Donna Sommatino

Jane B. Sperling

Deborah L. Sprunger

Jessica A. Stanek

Susan Gerrard Stanley,
Co-Founder

Mary Ann Stanton

John D. Starling

Andrew C. “Andy” Steele

Sue Steinmetz

Francis J. “Frank” Stevenson

LaVonne “Scottie” Stewart

Gregory Stoll

Jodi L. Straining

Gustave C. “Gus” Straub

Gerald T. Strickling

Marta C. Strock

Randall “Randy” Strock

Nancy E. Stuart

Ellen L. Sullivan

Victor J. Sullivan, Jr.

Kathryn R. “Kay” Swift

Patrick A. Tenant

Richard L. Teunissen

Kenneth J. Thime

Peter M. Thomson

Suzanne F. Tierney

Gayle A. Tipper

Rollo Townsley

Gerald “Jerry” Treichel

Kevin M. Treu

Louis “Buzz” Trevathan

James A. “Jim” Trimble

Richard M. Troemel

Steven Trost

Lon E. Tryggestad

Douglas K. Turley

Jonelle Turner

Rosyln Upoff

Cathy Urish

In Memory Of

Ivana Vandenberg

Ken Vickers

Barbara Visser

William von Boecklin

Ed Von Kattengell

Denis Vuelta-Alvarez
Joel C. Walcott

Fred C. Walsh

Helen Chase and Jack "Coach" Walsh
John W. Walsh, Co-Founder
Virginia E. Watkins
Stella Waycaster
Howard Werdehoff
Virginia L. “Ginny” White
Ralph “Steve” Whitlock
Douglas Wiles

Dan C. Wilkins

Belinda C. Williams
Edward C. Williams
Pamela Williams
Patricia G. Williams
Anthony D. Wisby
Lowell White

Charles I. Wolcott
Gerald C. Wolcott

Gary Wolf

Josephine H. York

Terry L. Young

William J. Zink



INn Honor Of

The Alpha-1 Foundation received donations in honor of the following
individuals between July 1, 2024 and June 30, 2025.

All Alphas

Michelle Allard

Alpha-1 Foundation Staff
Alpha-1 Research Doctors
AlphaNet Coordinators
Alphas for Building Friends for a Cure
Marilyn Bailey

Kimberly Bair

Brian Y. Barney

Wendy Becker Peyton
Carey and Nate Bethell
Pastor Bryan Bicket

Kari F. Black

Lizabeth Bloom

Lois and Gerald “Jerry” Bohn
Karen L. Bowers

Mark L. Brantly, M.D.
Thomas A. Brown. Jr.
Alexandra Buchan

Zach Burton

Ruth and Gordon E. Cadwgan, Jr., PhD
Parker C. Cagle
Caregivers of Alpha Patients
Tess Carr

Kiara Casmer

McKinley Chittick

Sherri D. Clardy

Dan C. and Kathi Coffin
Robert Colvin

Karl F. Cook

Shawn Cray

Donald E. Dauvis, Jr.
Deborah Deloach

Melody B. DeSanctis
Delores A. Dissinger

Steve R. Donovan

Julia Douglas Geist
Margret A. Dunn

Debbie A. Elmer

Jackie English

Vanya Erickson

Eileen L. Fern

Susan and Donald C. Ferro
Jennifer O'Frey

Charles W. Frost

Brian Garland

Catriona L. Garry

Ginny Green

Robert L. Greene, Jr.
Daniel F. Grimm

Claire J. Gross

Jon E. Hagstrom

Melissa M. Hall

Jennifer and Matt Harader
Robert W. Healy

Jeffery L. Hildebrandt
Haven Hiller

Rand Hinman

James G. Howard
Kenneth A. Irvine

Peggy M. lverson

Abby Jameson

Christine Johnson
Elizabeth A. Johnson
Grace and Lucas Johnson
James M. Keith

Nora K. Kemmerer
Quinn Kemmerer
Virginia Kempf

Lisa A. Kosak

Tami LaMore

Kevin B. Lee

Richard A. Lovrich

Brian Lowery

Liz Lusk

Lucas Lynch

Jonathan “Money Maker” Maidment
Donna Marley

Curtis R. Maslen

Patricia “Patsy” and Joseph E.
Masterson

Wendy and Keith McKenna and Sons
Caroline McPherson
Jeffrey B. Melies

Bruce A. Miles

Lynn Miller

Lori Mitcheroney

Reese Morford



In Honor Of

Criffin P. Morris
Martha Nevergold
Matthew O'Brien
Debra R. Otto

Barbara B. Outland
Jacqueline Page

Dan Pearson

William S. Perry
Colleen and Frank D. “Doug” Peters
Emilie M. Redpath
Chris Reilly

Patrick J. Reynolds
Sam Reynolds

Clarissa D. “Chris” Riely
Marcia F. Ritchie
Cynthia E. Ritchie-Stagg
Scott Santarella

Mary E. Sayre

Joy C. Schaefer

Irene Scheck

Betsy V. Scher

Jacob Schur

Charisse Selders
Andrew Sernovitz
Gary Sernovitz

Steven J. Snyder

Lynn R. Soriano

Bode Stalder

Harrison C. Stephens
Charlie B. Strange, M.D.
Taylor Sumler

Patty L. Tew

Dale Tickler

Jonas Tretter
Catherine Vernon
Ellen P. Vonderheide
Debbie Wald

Linda J. Walsh
Matthew C. Ward
Caroline Watson
Robert and Cindy Williams
Graham Willock
Casey Wolff

Joshua C. Wolff
Matthew Wolff

DC and Claudia Young
Conner Zager

Chad Zaruba

Denotes Deceased
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	A1F Mission
	The Alpha-1 Foundation (A1F) is committed to finding a cure for Alpha-1 Antitrypsin Deficiency (Alpha-1) and improving the lives of people affected by Alpha-1 worldwide. During FY2025, A1F advanced its mission through continued investment in research, expanded education and patient support, strengthened advocacy, and increased engagement across the Alpha-1 community. These efforts reflected A1F’s commitment to transforming the patient journey and accelerating progress toward a cure.
	A1F served as a leading global resource for education, advocacy, research, and support focused on Alpha-1. During FY2025, its programs expanded knowledge, improved detection, strengthened patient care, and supported the development of new therapies. Through collaboration with researchers, clinicians, industry partners, government agencies, patients, and families, A1F advanced innovative approaches to research and care.
	The strength of this work came from the dedicated community of patients, volunteers, clinicians, researchers, partners, and donors who contributed their expertise, resources, and passion to the mission. Together, this community expanded knowledge, advanced therapies, and delivered meaningful impact.
	As A1F marked its 30-year milestone, A1F looked ahead, guided by insight into patient needs, innovation across research and care, investment in groundbreaking science, and measurable impact for patients and families worldwide.

	Alpha-1 Outreach & Education
	A1F’s website, alpha1.org, served as a central hub for educational resources, community engagement, and information for patients, families, caregivers, healthcare providers, researchers, and partners around the world. In FY2025, the website received 499,000 total views, including more than 112,000 visits to the homepage and more than 12,000 visits related to liver disease. Frequently visited resources included information about Alpha-1, testing and diagnosis, and finding an Alpha-1 specialist.
	A1F also expanded its digital outreach through targeted interest groups, Google Ad Grants, search engine optimization, and increased engagement on LinkedIn. These efforts helped connect individuals with information and resources relevant to their needs and strengthened A1F’s reach across the Alpha-1 community.
	The Alpha-1-To-One Magazine remained one of the community’s most valued resources, providing research updates, patient stories, advocacy information, and practical resources. In FY2025, more than 32,500 printed copies were distributed per issue, with three issues published during the year. The publication also reached readers digitally through alpha1.org.
	A1F also redesigned its educational brochures and refreshed Community Currents, its monthly
	e-newsletter. Community Currents added 11,599 new subscribers, a 36% increase from the beginning of FY2025, reaching 32,312 subscribers by June 30, 2025.
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	Alpha-1 Advocacy
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	A1F Education Days &
	A1F National Conference
	In FY2025, A1F continued offering virtual participation, expanding access for individuals unable to attend in person. The virtual platform also provided additional opportunities for engagement through social media, polls, surveys, and other tools that helped A1F better understand community needs.
	The 2025 conference welcomed 834 attendees both in person in Miami, Florida and virtually. Eighty-four percent were patients and family members, while 33% were first-time attendees. In-person attendance increased by 9% compared with 2024, reflecting continued strong engagement across the Alpha-1 community.
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	Meetings and Conferences
	Scientific meetings and conferences organized and supported by A1F generated awareness of Alpha-1, identified emerging areas of research, and strengthened collaboration across the rare disease community. These gatherings brought together academic researchers, physicians, industry representatives, government agencies, voluntary health organizations, and patients to share knowledge and advance the understanding and treatment of Alpha-1.
	The 7th Global Research Conference, held April 4, 2025, in Lisbon, Portugal, brought together the worldwide Alpha-1 research community to strengthen partnerships and accelerate progress toward a cure. The conference featured expert-led sessions focused on both liver and lung disease, highlighting novel treatment paradigms and emerging approaches to Alpha-1 research.
	PROFESSIONAL MEETINGS & CONFERENCES
	A1F also participated in major professional meetings, including the American Thoracic Society (ATS) International Congress, European Respiratory Society (ERS) International Congress, American Association for Respiratory Care (AARC) Congress, American Association for the Study of Liver Diseases (AASLD) Annual Meeting, and NIH Rare Disease Day. Through these meetings, A1F shared research findings, emerging technologies, and priority areas with physicians, researchers, and industry partners.



	Alpha-1 Awareness
	Annual awareness campaigns and community fundraising activities helped strengthen the Alpha-1 community, increase understanding of Alpha-1, and generate support for research and programs. November was Alpha-1 Awareness Month, providing an opportunity for the community to share stories, educational resources, and information about Alpha-1 while encouraging participation in the search for a cure.
	The Building Friends for a Cure (BFC) program continued to be an important source of community engagement and fundraising. During FY2025, Alphas, family members, friends, researchers, industry professionals, and healthcare providers participated in events and initiatives supporting A1F’s mission.
	Community fundraising activities included A1F Riding for a Reason, Escape to the Cape, A1F Virtual Walks, Celtic Connection, Extreme Sports, local events, and youth activities. These events gave individuals and families opportunities to support Alpha-1 research while building connections within the community.
	FY2025 also brought new opportunities to engage supporters. The launch of Ice Cream for Alpha-1 provided families and friends with a fun and accessible way to raise awareness and funds, while Cruising for a Cure on Lake Norman demonstrated the impact of community-led fundraising. Together, these initiatives strengthened relationships with donors and volunteers while helping advance A1F’s mission to increase awareness, support research, and find a cure.
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	Alpha-1 Funded Research
	A1F continued to make significant investments in research aimed at understanding Alpha-1, identifying new therapeutic targets, and advancing potential treatments. In FY2025, A1F directed more than $3.8 million in peer-reviewed research grants, supporting innovative projects across 130 institutions in 14 countries. By the end of FY2025, A1F had invested more than $100 million in Alpha-1 research, making it the world’s leading funder dedicated to Alpha-1 research.
	A1F-funded research spanned the full spectrum of scientific discovery, from basic research into disease mechanisms to translational studies focused on developing new approaches to treatment. These investments helped advance understanding of Alpha-1 and identified potential therapeutic strategies that could improve outcomes for patients.
	During FY2025, A1F supported 19 in-cycle grant recipients, including 11 research grants, four Pilot and Feasibility grants, and four postdoctoral research fellowship grants. The projects addressed a wide range of questions related to Alpha-1 biology, disease progression, biomarkers, treatment approaches, and patient outcomes.
	Research supported by A1F continued to build the scientific foundation needed to move promising discoveries toward clinical application. By investing in researchers and emerging ideas, A1F strengthened the Alpha-1 research pipeline and helped accelerate progress toward better treatments and, ultimately, a cure.
	A1F GRANT AWARDS RECEPTIONS
	A1F also hosted Grant Awards Receptions to recognize researchers receiving new Alpha-1 research funding. These gatherings brought together Alphas, physicians, researchers, and industry partners and celebrated the scientists whose work was helping move the field closer to a cure. IIn FY2025, A1F hosted a Grant Awards Reception in San Francisco, California, on May 19, 2025, during the American Thoracic Society (ATS) International Conference.



	Statement of Financial Position
	Current Assets
	2025
	2024
	Cash and cash equivalents
	$2,994,966
	$2,312,462
	Investment securities
	$34,857,461
	$29,723,852
	Accounts receivable
	$498,946
	$921,723
	Other current assets
	$171,451
	$195,920
	Total Current Assets
	$38,522,914
	$33,153,957
	Investment securities- non-current
	$8,760,437
	$11,275,694
	Property and equipment, net
	$147,738
	$10,705
	Other assets
	$25,000
	$25,000

	Total assets
	$47,456,089
	$44,465,356
	Current Liabilities
	2025
	2024
	Accounts payable and accrued expenses
	$1,419,516
	$1,001,601
	Refundable advances
	$202,500
	$412,500
	Deferred revenue
	$613,333
	$227,333
	Grants Payable
	$1,193,830
	$941,034
	Total current liabilities
	$2,582,468
	$2,582,468

	Net Assets
	2025
	2024
	Without donor restrictions
	$41,418,273
	$39,896,406
	With donor restrictions
	$2,608,637
	$1,986,482
	Total net assets
	$44,026,910
	$41,882,888
	Total liabilities and net assets
	$47,456,089
	$44,465,356
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	Statement of Activities & Changes in Net Assets
	Changes in Unrestricted Net Assets
	Unrestricted Support and Revenue
	2025
	2024
	Contributions, bequests and grant revenues
	$6,868,381
	$7,000,563
	Donated securities
	$354,410
	Fundraising revenues
	$287,375
	$334,116
	Net realized and unrealized investment (losses)/gains
	$4,431,090
	$5,783,087
	Interest and dividends
	$974,402
	$939,909
	In-kind rental income
	$230,000
	$222,500
	Milestone payments under collaborative agreements
	Net assets released from restriction- satisfaction of program restrictions
	$2,379,380
	$2,073,110
	Other Income
	$468,844
	$380,247
	Total support/revenue without donor restrictions
	$15,639,472
	$17,087,942

	Unrestricted Expenses
	2025
	2024
	Research and Clinical Studies
	$7,509,268
	$5,589,726
	Patient Education
	$3,768,790
	$2,615,585
	Patient Advocacy
	$693,362
	$442,874
	The Alpha-1 Project
	$13,189
	$14,753
	Total program services
	$11,984,609
	$8,662,938
	Administrative and general
	$883,044
	$632,669
	Fund raising
	$1,249,952
	$991,401

	Total supporting services
	$2,132,996
	$1,624,070
	Total unrestricted expenses
	$14,117,605
	$10,287,008
	Increase in unrestricted net assets
	$1,521,867
	$6,800,934


	Changes in Temporary Restricted Net Assets
	2025
	2024
	Contributions, bequests and grant revenues
	$3,001,535
	$1,649,598
	Net assets released from restriction
	($2,379,380)
	($2,073,110)
	Change in Net Assets with Donor Restrictions
	622,155
	($423,512)
	Increase in net assets
	$2,144,022
	$6,377,422
	Net assets, beginning of year
	$41,882,888
	$35,505,466
	Net assets, end of year
	$44,026,910
	$41,882,888


	Honor Gallery
	A1F also acknowledges the continued support of the many long‑time donors who have invested in our mission through contributions, events, and workplace giving. It is with sincere gratitude and appreciation that we recognize our Honor Gallery. The following is a list of donors who contributed $500 or more between July 1, 2024, and June 30, 2025.
	$1 Million - $2,499,999
	CSL
	$500,000 -$999,999
	$250,000 -$499,999
	$100,000 - $249,999
	$25,000 - $99,999
	$10,000 - $24,999
	$5,000 - $9,999
	$1,000 - $4,999
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	Honor Gallery
	Craig P. Hersh, M.D.
	Bridgette Holbrook
	Jennifer Horner
	Sarah M. and Richard P. Johnson
	Deborah H. and Richard C. Keiser
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	Honor Gallery
	Lynne and Greg Raymond
	James M. Romano, M.B.A.
	Sally and Eric Rosenfeld
	Scott Santarella
	Joy C. and William J. Schaefer, Jr.
	John H. Schoolfield
	Richard F. Sedlak
	Anita Sellers
	Shannon and Adam Sonnhalter
	Lynn Soriano and Robert I. Miller, Esq.
	$500 - $999
	DM17, L..L.C.
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	Honor Gallery
	John Hoover
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	In Memory Of
	The Alpha-1 Foundation received donations in memory of the following individuals between July 1, 2024 and June 30, 2025.
	Daniel B. Caplan
	Rachel A. Carozza
	Clara A. Eaton
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	In Memory Of
	Victoria “Vicki” Joseph
	David O. Joyce
	Oliver James Joyce
	Russell Kaylor
	Margaret “Peggy” Keith
	Brian Keller
	William “Billy” McClellan
	Ames McKinsey
	Kevin A. McMackin
	William McNamara
	Donald Meister
	Joanne M. Mellady
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	In Memory Of
	Richard Alan Pine
	David M. Pogue, M.D.
	Dennis W. Pollack
	John R. Ponton
	Charles Poore
	Sandy Peggy Porter
	Mike Skivington
	Debra K. Smith
	Lorna Smith
	Norma L. Smith
	Richard S. Smith
	Vicky Smith
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	In Honor Of
	The Alpha-1 Foundation received donations in honor of the following individuals between July 1, 2024 and June 30, 2025.
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	In Honor Of
	Martha Nevergold
	Matthew O’Brien
	Debra R. Otto
	Barbara B. Outland
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