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2021 FTSG Meeting Sees Development of
FTD Treatments Gaining Ground

On December 8 and 9, 2021, AFTD held its biannual meeting  The meeting was chaired by scientific leaders Adam Boxer, MD,
of the FTD Treatment Study Group (FTSG). This meeting —  PhD, of the University of California, San Francisco; Michael
designed to accelerate the development of effective  Gold, MS, MD, of AbbVie, Inc.; and Howard Feldman, MD, of

treatments for FTD disorders by
creating a pre-competitive space
where companies will be willing to
work together — convened almost
200 representatives from academic
research, biopharma, advocacy
organizations, and government

agencies.

FTSG is an invitation-only meeting,
bringing together experts from

the University of California, San Diego.
AFTD Senior Director of Scientific
Initiatives Penny Dacks, PhD, and AFTD
Director of Research and Grants Debra
Niehoff, PhD, organized the event in
partnership with the co-chairs.

Momentum in FTD research is
building. Following the first AFTD-led
FTSG meeting more than a decade
ago, in 2011, leading experts concluded

across the field to address pressing that research had advanced to where
FTD research needs. The 2021 event was held both in scientists could start developing FTD therapies. Today, multiple
person in Silver Spring, Maryland, and online via livestream.  biopharma companies are investing in active clinical trials for
FTSG allowed researchers to offer insights from their own  potential treatments. At FTSG 2021, six biopharma companies
work and collaboratively brainstorm on ways to ensure the = presented their design for trials that are actively recruiting

success of future clinical trials.

INSIDE THIS ISSUE

Spotlight on

Dr. Halima Amjad................ 2
News Briefs........cccocoovrn. 2
Spring Appeal..........ccccccco....... 3
FTSG (continued)................. 4
New Grants........ccoocovvrenian. S
Donations........ccceeveeeienan. 6-8
Brain Banking...........c.cc........ 8
Volunteer Profile............c......... 9

Volunteer Appreciation......... 9

The AFTD-Team............. 10-11

FTD participants. More are on the horizon.
(Continued on page 4)

Remembering John Q. Trojanowski,
Founding AFTD Medical Advisory
Council Member

On February 8, John Q. Trojanowski, MD,  work helped define the framework of FTD
PhD, a founding member of neuropathology used today.

the AFTD Medical Advisory
Council (MAC), died at age
75. Dr. Trojanowski was a
groundbreaking figure in the
study of neurodegenerative
diseases. He was a tremendous
friend to AFTD and a powerful
advocate for the community
we Serve.

In partnership with his wife and
lifelong professional partner,
Virginia M.-Y. Lee, PhD, Dr.
Trojanowskiand their team made
discoveries that transformed
the field of FTD research. Their
1991 discovery regarding the
role of the protein tau in the
tangles seen in Alzheimer’s
A neuropathologist by training, Dr. disease represented a breakthrough for all
Trojanowski made critical contributions to  tauopathies. Later, they identified the TDP-
advancing understanding of the biological 43 protein as the primary pathology found
basis of neurodegenerative disorders, in both ALS and about half of all people with
particularly Alzheimer's and FTD. His FTD. (Continued on page 5)
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Spotlight on...Dr. Halima Amjad, AFTD Board of Directors

Halima Amjad, MD, MPH, knew she
wanted to be a doctor since she was
a child, but her career
trajectory wouldn’t be
determined until her
father was diagnosed
with FTD in 2008.

Dr. Amjad, a geriatrician
and assistant professor
of medicine at the Johns
Hopkins University
School of Medicine,
has dedicated much
of her medical career
to dementia research and
assisting other families impacted by
dementia, including FTD. “I feel an
obligation and duty to provide what
service and support I can,” she said.

“It’'s entirely my dad’s illness and
journey that brought me to doing the
work in my career,” she added.

In his late 50s, her father, who

Dr. Halima Amjad

laid-back dentist that Dr. Amjad and
her family once knew became gruff,
indifferent, and easily
frustrated. A diagnosis
of primary progressive
aphasia (PPA) followed.

Despite her medical
background, Dr. Amjad
said that she didn’t
know much about FTD
at the time. She turned
to online resources and
attended support groups
and conferences to learn

more. An AFTD event she
and her mother attended provided
her first opportunity to connect with
others who truly understood the FTD
experience.

“We've always appreciated the
opportunity to see and connect with
other families,” Dr. Amjad said. “We
have used tips that other caregivers
have shared for dealing with issues like

Conference, joined AFTD’s Board in
April. Along with her personal FTD
experiences, Dr. Amjad said she
intends to add to the Board the “view
of a clinician and a geriatrician that
straddles primary care as well as
specialty dementia care”

Dr Amjad continued: “I [intend] to
leverage those experiences - my
knowledge of the healthcare system
and challenges families living with
dementia are facing - while also
thinking of how AFTD can advance
education and awareness about FTD.

As PPA continues to affect her 72-year-
old father, who has spent the last two
years on hospice, Dr. Amjad said that
she and her family value the remaining
time they get to share with her “soft-
hearted, generous” father.

“We cherish all of the time that we've
had with him, even if he couldn’t speak
or we couldn’t do everything,” she said.

immigrated from Pakistan to the U.S.
in the 1970s, began having trouble
with his language and finding words.
The once easygoing, humorous, and

AFTD NEWS BRIEFS

incontinence and wandering”

Dr. Amjad, who delivered the keynote
address at AFTD’s 2017 Education

“The moments we could still sit with
him, laugh with him, smile with him,
watch our videos, look at our pictures—
it's something we all hold dear”

AFTD and FTD Disorders Registry Co-
Presenting Special Webinar Series

Today, there are more opportunities to participate in FTD
research, including studies designed for FTD-diagnosed
persons, care partners, family members, and those at risk
for developing FTD. Finding studies and understanding what
it takes to participate can be confusing. The “Perspectives
in FTD Research” webinar series, co-presented by AFTD and
the FTD Disorders Registry, examines specific aspects of
the FTD research process to help you become an informed
research participant. The first two “Perspectives in FTD
Research” webinars of 2022 - “FTD Biology and Testing:
Why Do You Need My Samples?” and “Amplifying Your Voice
in FTD Research: Why Am I Asked So Many Questions?”
- are available to view at AFTD’s YouTube site (youtube.
com/theAFTDorg). Future webinars in the series will be
announced in the coming months.

AFTD Medical Advisor Awarded Million-Dollar
Grant for FTD-FUS Research

Rosa Rademakers, PhD, a member of the AFTD Medical
Advisory Council, wasnamed the 2021recipient of the Generet
Prize for Rare Diseases. She was awarded one million euros

(about S$1.15 million) from the King Baudouin Foundation in
Belgium to study FTD-FUS, a type of FTD that involves an
accumulation of the FUS protein. Dr. Rademakers told AFTD
that she and her team have collected nearly 60 brains from
persons who had FTD-FUS, saying that she believes “we can
make a difference now.” Dr. Rademakers was a recipient of
an AFTD Pilot Grant in 2008, and today leads the VIB Center
for Molecular Neurology at Antwerp University in Belgium.
She is the first woman to receive the Generet Prize.

Persons with FTD Advisory Council Adds
New Member

Cindy Odell of North Carolina recently joined AFTD’s Persons
with FTD Advisory Council. Cindy was diagnosed with
behavioral variant FTD in 2011. Prior to her diagnosis, she
was a caregiver for four family members, all of whom had
dementia, including her husband. Since her own diagnosis,
she has focused on being an advocate for those with FTD,
and she volunteers for AFTD whenever possible. The Persons
with FTD Advisory Council was established in 2020. Its
members, all of whom are living with an FTD diagnosis, ensure
that the insights of persons with FTD are considered in the
development of AFTD’s policies, programs, and services.
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“Hope can bring you together with others, and lead you to make a difference.
Hope can help you find ways to honor those you love.”

- Liz Matthews, AFTD volunteer

Liz Matthews is driven by hope and resolve,

shaped by her experience as a child of someone
who lived with FTD. Growing up in a quiet town in
New Jersey, Liz had a happy childhood, enriched

by her dad’s infectious energy and sense of humor.

A decade ago, Liz's dad, David Matthews, began
behaving erratically; on occasion, he displayed
uncharacteristic aggression toward his loved ones
and friends. In 2014, when Liz was ten and her dad
was 50, David was diagnosed with behavioral
variant FTD. He passed away in 2016.

“It was such a stressful and chaotic time for all of
us,” said Liz. “I remember feeling confused, and
that life was so unfair.”

Today, Liz remembers her dad for his joyful
personality and all he accomplished before his
FTD diagnosis. An avid runner and accomplished
piano player, David earned his private pilot's

Will you join Liz in supporting AFTD’s mission? Together, we can turn hope into action
and transform the journey for all who face FTD. By making a tax-deductible gift of any
amount, you can advance AFTD’s work to improve the quality of life of people living
with FTD and drive research to a cure. Simply use the enclosed envelope, visit
theaftd.org and click on the Donate+ button at the top of the page, or use the QR code.

license after putting himself through dental
school. “My dad believed you could do anything —
giving up was never an option, and | try every day
to live up to the way he approached life.”

Her dad’s determination and positive spirit inspire
Liz to do all she can to raise FTD awareness as an
AFTD volunteer. By participating in Charity Miles
and AFTD’s With Love campaign, Liz also hopes to
raise funds to help drive AFTD’s mission. Intent on
helping others on this journey, Liz plans to study
neuroscience when she starts college this fall,
and hopes to advance future therapies and a cure
for this disease.

“Hope is more than an emotion — it is an
experience that we can manifest into making a
change,” she said. “It's wonderful to have joined
with an organization like AFTD that's committed
to this community and the research necessary to
end FTD.”
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FTD Treatments Gaining Ground ......c.cu

More than 30 meeting participants delivered
presentations at FTSG 2021. Sessions focused on
promising therapies, the development of more
participant-friendly and efficient clinical trials, and
ways to report and share clinical-trial outcomes.

Representatives from
the National Institutes
of Health (NIH) and
the U.S. Food and Drug
Administration  (FDA)
participated, including
Billy Dunn, MD, Director
of the FDAs Office of
Neuroscience.

During the meeting,
researchers were able to hear the lived
experience of those affected by FTD, via direct
testimony from advocates, presentations of
survey data from the FTD Disorders Registry,
and information from AFTD’s Frontotemporal
Degeneration: A Voice of the Patient Report, which
summarized our March 2021 Externally Led Patient-
Focused Drug Development meeting.

Researchers discussed ways to evaluate the efficacy of
potential treatments. They also talked about ways to make
participating in research easier for persons diagnosed
and their families—for example, by better communicating
with them, and better helping them to weigh the benefits
of trial participation against any potential risks.

Attendees also discussed the importance of sharing
research results, both to further the science of FTD and

to speed the path to making effective treatments a reality. “Data-
sharing agreements should be done in
the beginning, not the end” of clinical
trials, said Dr. Feldman. Attendees
agreed that sharing data from clinical
trials would maximize impact, while also
better respecting the time and energy
that research participants devote to
them.

“The 2021 FTD
Treatment Study
Group meeting
showed us that hope
is on the horizon for

approved treatments,’

Treatmeiny ‘Dr.. Dgcks salq.
Study Group ‘Deliveringon that will
2021 take all of us working
December 8 &9, 2021 together, from

Silver Spring, MD

health professionals,
academic
researchers, biopharma leaders, regulatory experts, and funders
to advocates and people and families with lived experience with
FTD”

New therapies for FTD can be created only through the
participation of people who have lived experience with FTD.
As a vital way to help advance this research, AFTD encourages
anyone with lived experience - persons diagnosed, caregivers,
and family members - to join the FTD Disorders Registry. Joining
the Registry can connect you with opportunities for participation
in clinical research, and will allow you to maintain your privacy
while sharing insights to help advance understanding of FTD.
Visit FTDRegistry.org to learn more.

Thank you to the generous sponsors of the 2021 FTSG meeting:
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Remembering John Q. TrojanowskKi .

Dr. Trojanowski and Dr. Lee co-directed the University
of Pennsylvania’s Center for Neurodegenerative Disease
Research, where they oversaw research into Alzheimer’s,
Parkinson’s, FTD, and other neurodegenerative diseases. Dr.
Trojanowski was a respected mentor and guide to many of
the next generation of FTD researchers.

In 2003, Dr. Trojanowski, along
with more than a dozen other
FTD-focused medical clinicians
and researchers from around the country, became a founding
member of the AFTD Medical Advisory Council, a crucial
step in solidifying our organization’s and our community’s
knowledge of FTD care and science.

“Along with his beloved wife Virginia and their Penn colleague,
Dr. Murray Grossman, John was instrumental in establishing
AFTD as the nation’s leading organization focused on FTD,
AFTD founder Helen-Ann Comstock said.

Dr. Trojanowski was motivated to become involved with
AFTD because it “addressed huge unmet needs [in FTD]
care, education, and research.”

“John’s boundless, detailed knowledge of dementia, along
with his unceasing compassion for those affected by FTD,
guided AFTD’s mission for nearly 20 years,” she added. “I am
forever thankful for John and his accomplishments”

Dr. Trojanowski said he was motivated to become
involved with AFTD because
the organization “addressed
huge unmet needs - the most
important being patient care,
education, and research that puts us on a solid course for
discovering disease-modifying therapies” He continued to
serve on the Council until his death.

“As momentum builds in FTD research, we owe a great debt
to Dr. Trojanowski,” said AFTD’s CEO, Susan L-J Dickinson,
MSGC. “Even as many of us mourn his loss, we are grateful
for his life’s work - and his outstanding contributions to FTD
science”

AFTD/ADDF Grantees to Study Potential

FTD Treatments and Biomarkers

AFTD grants support scientists as they
conduct vital research into advancing
our understanding of FTD. Several
newly awarded grants are
driving hope for a future
where FTD can be detected
earlier in the disease process
and effectively treated.

Launched 2016 in
partnership with the
Alzheimer’s Drug Discovery
Foundation (ADDF), the Treat
FTD Fund supports early-
stage clinical trials of new
and repurposed drugs to disrupt
the progression of FTD or provide
relief from FTD symptoms. In recent
months, Treat FTD Fund awards have
gone to Simon Ducharme, MD; Paul
Edison, MD; and Wave Life Sciences.

in

Dr. Ducharme, an associate professor
in the department of psychiatry at
McGill University in Montréal, will
evaluate nabilone, a drug that targets
the brain’s endocannabinoid system,
a chemical signaling pathway linked
to neuroinflammation and other
neurodegenerative  processes,  as
a symptomatic treatment in FTD.
Nabilone has shown some benefit
in the treatment of behavioral

Simon Ducharme. MD

symptoms in Alzheimer’s disease, but
Dr. Ducharme’s project will be its first
clinical trial in FTD.

A senior clinical lecturer at
Imperial College London and
| an honorary professor at
Cardiff University in Wales,

Dr. Edison will conduct
a multisite international
Phase 2 clinical trial of

semaglutide, a drug already
approved for the treatment
of type 2 diabetes.
In the brain,
semaglutide and related
drugs reduce inflammation,
decrease levels of the FTD- |
associated protein tau, and
improve communication
between brain cells, all of
which could slow or halt
neurodegeneration.

Qinwen Mao, PhD

As part of its FOCUS-C9

clinical trial, Wave Life Sciences,
a biotechnology company located
in Cambridge, Massachusetts, will
evaluate a new drug (WVE-004) as a
potential treatment for FTD and ALS
cases associated with a mutation in
the gene C9orf72, the most common
genetic cause of FTD. WVE-004

blocks the production of dipeptide
repeat proteins that result from a C9orf72
mutation. The FOCUS-C9 trial is novel in
that it is a “basket” trial, meaning that it
will assess WVE-004's effects in persons
who have different diseases associated
with C9orf72 - specifically, FTD, ALS, or
ALS with FTD.

AFTD is also pleased to announce an
award through ADDF’s Diagnostics
Accelerator initiative to Qinwen Mao,
PhD, a professor at the University of
Utah School of Medicine.
The Diagnostics Accelerator
- a funding initiative whose
partners include AFTD, Bill
Gates,and other funders - seeks
to address the urgent need for
FTD biomarkers. A biomarker
that could differentiate tau-
associated FTD from TDP-43-
associated FTD could expedite

clinical trials by enabling
researchers to match participants to tau-
specific or TDP-43-specific drugs. Dr.
Mao has identified a monoclonal antibody
that is highly specific for the pathological
form of TDP-43 found in FTD, and will
use her Diagnostics Accelerator funding
to develop an assay that can be used to
detect TDP-43 in blood.
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Those We Honor... Those We Remember

Gifts received from October 16, 2021 — February 15, 2022

In Memory of

James S. Abbott
Maryann Cassello Abbott
Jack Adamek

Charles Adams

Rebecca Ann Adams
Stephen Adams

Janis Michelle Adkins-Tillery

Laura Ahlbeck
Michael P. Alban
Lawrence Alberti
Julianne M. Allen
Robin K. Allen

William M. Allen
Tracy Scott Allison
Daria Amoroso-McCue
Donna Voss Anderson
Gary E. Anderson
Mildred Andreini
Joanne Andrews
Michael J. Angello
Sharon Aochi

Ronald Aqua

Joanne Archambault
Lee Allen Archer
James Atkins

John Auld

Gene Austin

Mary Guerriero Austrom
Sharon Autry
Emerson R. Avery
Harold Axe

Barbara Baggs

Sharlene Mortensen Baker

Kenneth E. Bala
Craig Michael Bancroft

Joan Sherrill Weinberg Banks

Joan Bannworth

Emily Bartosiak

David A. Basham
Eduardo Bastida
Stephen Bauer

Patricia Bellwoar

Cyndi Bemis

Norma Benson

Linda Bernardin
Deborah Graham Bernstein
Dolores Bernstein

Lee Darin Bernstein
Carol J. Berry

Michael E. Bibeault
Antonio Biello

Sondra Birnbaum
Sandra Bishop

Deven Black

Jean Ann Watson Black
Julie Painter Black
Deborah Blackwell
Lynn Bloch

Harry T. Blount, Jr.
Barry Alton Boatman
Kim Boka

George Warren Booz
Marsha Bristow Bostick
Mark Botteon

Joy Spartin Bowen
Clarke Bowers

Jackie Gann Box
Edward Scott Bozek
Stephen John Bradley
Michael T. Brand

Jerry R. Brandenburg
Eric Brateng

Robert Allen Braun
Rosie Braun

Richard Benjamin Braxton

Barb Bray

Thomas P. Breneman
Joann M. Breslin
Susan Brinkley
Catherine Broer
Sylvia McDaniel Brooks
Suzanne J. Broudy
Donald L. Brown

John M. Browning
Deborah Bruggeman
James Buckley

Frank L. Buczek

Julie Ann Bullis

Elias James Bundy, Jr.
William J. Burkamp
Lawrence Burnetski

James Thomas Burns, Jr.

Belmira Cabral

Leslie Calderon
Wendy Cameron
Donald L. Campbell
Patricia Taylor Canavan
Zdenek Capek

Cindy Cardosi
Virginia Carlin

Sherry Carlson
Eileen C. Casey
Willis H. Caterson
Lawrence Cennamo
Bruce L. Chalmers
Jeremy Chaney
Linda Charbonneau
H. Leon Charles

Tai Tzong Chen
Cynthia P. Chiavacci
Michele Chollet
Joanne Christman
Judy Martin Christopher
Angela Thérese Clark
Chris Clements
Lawrence T. Cline
Phyllis Coats

Charles Cole
Christine Coleman
Michael J. Coletti
Gail Colfelt

Craig Comstock
Stephen Conneally
Susan Maureen Connors
Frances Cooper
Valerie Cooper

Mary P. Copeland
Jeffrey Corcoran
Sharon Cornwell
Marialice Cotner
James Robert Cox
Barbara Jean Craig
Don Crispin

JoDee Hannon Dailey
David Archie Daniel
Connie Daniels
Denny A. Dantimo
Frederick J. Davis
Mike Davis

Robert Samuel Davis
Steve Dawson
Kathleen Decaneva
Michael DeFatta
Dorothy DeFelices
Lynda Marie DeForge
Charles J. DeFrancesco
Anthony Del Vecchio
Anthony Demark
George T. Demkow
JaneAnn Dennis

George H. Dentler
Barbara DeRocher
Robert A. Desiano
Axel Dikkers

Francis J. Dirksmeier
Sheila Dirksmeier
Betsy Docter

William F. Doerr, 11l
Todd Michael Dolan
Bob Donaldson
Robert Paul Donalson
Eleanor Dondiego
Robert Lee Douglass
George Scott Downing
Carl Drottz

Jeff Drouin

Carl DuBose

Martin Timothy Duhig
Margaret Dultz
Stephen Dunbar
Pamela Duncan
Ronald Duncan

Dani Duniho

Gwenn W. Dunn
Janet Dunne

Kyle S. Durkin

Karen R. Dye

John Dystrup

William W. Eaton
Carole Edelman

Allen Burton Edwards
George Edwards
Lawrence Oliver Edwards
Mary Sue Eilrich
Mark Eissler
Jeannette Lyne Ekstrand
David William Elliott
Frank Engelkraut, 11l
Christine Engelmann
Charles Ermisch
Sharon Ermisch

Carol Ann Esposito
James C. Esque

Jill Evans

Philip Exley

Michael Fane
Suzanne Carroll Fariello
Harold Fechtner

Bill Fehon

Andrew Stewart Feinberg
John Feldman
Michael E. Fenoglio
Linda Pelke Fenwick
Antonina Maria Ferlito
Patricia A. Ferrell
Claudette Filipkowski
Linda J. Fiore

Juliana Fisher

Janet Flaccus
Theresa Flanagan
Alice Elaine Fleming
Perenna P. Fleming
Lawrence Flon

Susan Terry Foley
Maryellen Tracey Forte
Marsha Francisco
Eugene Herbert Frank
Charles E. Franklin
Barbara Freeland
Karen Freeman
Randy Frein

Bernard Fridovich
Linda Friedman

Larry D. Friesen
Vincent Fry

Jacqueline Fulks
Christopher Gaffigan
Jennie Palumbo Gailhard
Larry Gangaware
Robert John Ganim
John Gardner

Kevin Garner

James Gautreaux
Michael H. George
Anne B. Geremia
Natalie Grace Giannola
John J. Gibbs

John Kevin Gilhooly
Rebecca Lynn Gill

Earl Delbert Gilmore
Victoria Glandon
Nancy Glisson
Raymond Francis Glynn
Louis Goebel

Wayne Golden

Harold Autry Goodwin
Jane Gorden

Robert Carlton Gorder
David Gragg

Shawn Graves

Jeffrey G. Gray
Gregory Graziano
Lenora Greemore
Patricia Griffin

Gary Parks Griffith
Jack Gross

Karl Grow

George Grozan

Janie McManus Heine
Gruber

Alice Guiney

Wanda Guirguis

Mary Gutierrez

David Haines

Phillip Martin Hale
Albert Charles Hall
Patricia A. Hall
Douglas L. Hamilton
Judith A. Hanlon
James Elmer Hanna
Theresa Hansen
Therese M. Harlett
Sean Harrigan
Marguerite Harrington
James Lowell Harris
Nancy L. Harshe
Clydette Hastings
Donna Hastings
Darrell D. Hatt
Rebecca Hawley
Alfred E. Hayes

John M. Headley
Harold Hedaya
Patricia Jane Willard Heil
Gary Heinz

Jean A. Heiss

John D. Heizman

A. Brandt Henderson
Ray Clifton Henderson
Thomas Henderson
Peter Henning

Mary Henry

Renae Lynn Henry
Robert L. Hermann
Georgia Herpel

Lee Herron

Lynne Barbara Hershey
Jennifer R. Heuer

Shy M. Hicks
Clarence Higby

Herbert Andy Higham
Kristina Spears Hilkhuijsen
Julia Lancaster Hilliard
Randal Scott Hillman
Kathleen A. Hirschy
Dale Hitchcock

Robin Hixon

Mark Ho

Caleb Thomas Hodsdon
Roger T. Hohlweck
Robin Holtz

Janet Lee Holzworth
Marci Honstead
Zada Phipps Hooten
Vivian Hopkins
Deborah Horn
Garfield H. Horn

Gary Hosley

Mafalda Houtz

Dixie Lee Wills Howard
Donna A. Howell
Linda Howerton
Linda K. Hubbard
Joyce Huebner
Pamela Jane Grant Hughes
Jackie Hunt

Deborah Hunter
Dennis Ray Hunter
Penni Hunter

Linda Hutchison
Linda Hutmacher
Charles Ice

Claud E. Ivie

Aunt Jackie

George Russell Jackson
Jay Jackson

Paul Jacobs

Donald M. Jameson
Jamie Jamison

Hope Ruth Jaynes
Christine Ann Jensen
Karl Hagerup Jensen
Beverly Ann Jirgal
Mary D. John

David Jack Johnson
Linda Johnson

Mark W. Johnson
Robert E. Johnson
Diana Kay Imhof Jones
Jo Ann Jones

Karen Stevens Jones
Patsy Ann Jones
Carrie Jouflas

Jean Burgess Judson
Alice Kallus

James Kalz

Marcus R. Kamp

Jan Kandell

Douglas Kane

Eileen Kaplan

Lance Lee Kappel
Robert Karger

Jan Katz

Joseph Katz
Nicholas Kavala
David W. Kelly

Carol Kenny

Floyd William Kent
Pamela Ketchabaw
Kenneth Kilduff
Manfred Kimmel
Carole D. Kipp

David A. Kish

Alan Klein

Scott W. Kluth

Steven Knight

Louise Koenig

Donna Kokolis
Michael Jan Koschak
Ralph Kosnowski
Mary Ann Kouneski
Joe Kowsky

Barbara Johnson Kozak
Marcia Kozak

Gary M. Kratina
Fredric Kraver

John Kretekos

Judith Krueger
Dolores Kuciemba
Joe Kuciemba

Diane Kukac

Donna Kunesh

Connie Leigh Kunkle
Michelle Joan Kyriacou
Joseph James Lafko
Tim LaFone

Terry B. Lahita

Harold J. Lanclos
Christopher Lane

Enid Asher Lang, MD
Mary Ann Lange
Maurice Lariviere
Charles L. Larkin
Peter J. Larsen
Norma Laurita
Charles Alfred Lawson, II
Larry Leifer

Lois A. Lenahan
Arnette Lester
Suzanne J. Levine
Ruth S. Levy

Gisele Levy-Rautenstein
Deborah E. Lewis
Erich Lewitus

Ernest L'Heureux

Paul L'Heureux
Raymond E. L'Heureux
Denise L'Heureux Philipon
Paula L'Heureux Scott
Mary M. Lloyd

Vaughn Lombardo
Victor Lombardo
Fredda London
Michael Dennis Long
Bradley Spencer Lough
Howard A. Lovett
David Lowell

Lynn Lower

John A. Luchsinger
Allan Lueck

Mark C. Lyons
Barbara Mackey
Steve Mackey

Daniel Joseph Mackin
April Mackinzie
Kathleen J. MacLaren
Jennifer Madigan
Janet Gailhard Magee
Thomas Maher

Harry Mahnken
Phyllis Malloy

Edward Malon

Dr. W. Carey Marcucci
Susan P. Marcus

Vito Marino

Neville Markens
Thomas Ray Markowski
Judy Marks

Francisco Marques
Keith Martin
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Donations in the name of a loved one bring help and support for families affected today — and hope for a future without FTD.

Marshall Randolph Martin
Matthew Sanderson Matherne

David Joseph Matthews
Robert Matusiak
Richard L. Maulorico
Eugene S. May

James G. May
Margaret Maynard

Edward James McAndrew

John J. McCarthy
Ronald McCarthy

N. Susan McClanahan
Leon McCoy

Hope McCullough
Terry McDevitt
Judith Lorraine Gailhard
McDonald

Virginia H. McDougle
Ula McGee

Lynn McGinty

Martin McGrath
Douglas McGraw
Martin J. McGreevy
Daniel McLeister
Clare McNamara
Anna Marie McNeil
Dennis McWhirter
Anna Medley
Moussa I. Menasha
Debra R. Messer
Judith Ann Messerli
Carol Frances Meyer
Sharon Scott Milholen
Dominic Milicia
George Miller

Louise B. Miller

Bob Mills

Alexandra Milmoe
Carol Miner

Dennis Mixdorf
Marcia Ann Molay
Judith Mooney
Barbara Moore

David W. Moore
Christopher C. Mores
Carol A. Morris
Victoria May Morud
Richard Moyed
Donald Neslund
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Roberta Sitler
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Mary Skok

Mildred Sliclen
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Marie Smith

Rick Smith

Lee M. Soffer
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Karen Sommers
Yardena Sonesh
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Barbara Ann Spears
Thomas Sphon
John Stackhouse
James H. Stade
Jeffrey Stasa
Robert S. Steel
Donna L. Steffee
Teresa West Stephens
Thomas H. Stevens
Susan Stevenson
David E. Stikkers
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Mike Strohm
Merwin Stroup
Edwina Summerfield
Carol Tilotta Sumrall
David Sundin

Lynn A. Surprenant
James K. Sutter
Wendy Suzman
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Robert J. Sykes, Jr.
Albert Sylanski
Bernard Szatkowski
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Salvatore A. Tavormina
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Joanne Terlep
Donna Jay Thistle
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Claude Thomas
Rebecca Thomas
Howard Thorn
Linda Thurm
Melody L. Ticknor
Doris Marie Tiller
Jerry Tillman
Theresa Timko
Brett Tinney

Bryan Tinsley
Stephen M. Tipton
Gretchen Sue Toles
Karen L. Toomey
Roy C. Toone
Evelyn Toth

Honor a Loved One or Remember Their Legacy

Families wishing to direct memorial donations to AFTD are encouraged to call our office at (267) 514-7221. AFTD can mail you
donation materials, or you can download them from our website. All donors will receive letters of acknowledgment, and families
will also receive a list of donors. To contribute online, visit www.theaftd.org and select “Donate+”

Beth Townsend
Carolyn Jo Treptow
Thomas Vincent Trott
Steven J. Troutt
Donna Turco

Robert Turner

Karen Butler Turns
Dale Tyler

Denise Ucci

John D. Ulrich
Michael C. Unser
Ken Ushio

James Vail

Scot C. Van Airsdale
Jeffrey Van Son

J. Vanderbosch
Maureen B. Vazquez
Ronald W. Vesely
Gary E. Vinciguerra
Michael J. Vivacqua
Mary Ellen Volpa
Carolena Von Trapp
James Vowell
Beverly Waite
Marianne Waldman
Edward Michael Walen
Christine Walker

Jon Walker

Michael G. Wallis
Timothy J. Walsh
David L. Walter
Steven Walter

Kari Ward

Dwight H. Warrington, Sr.
Richard Watson
Timothy Alan Watters
Marty Waxman
Libby Webb

Judith May Weiler
Ken Weina

Leonard Weissman
Joel Welshons

Sue Wentling
Gregory Wescott
Barbara Whitmarsh
John H. Whittaker
Fletcher D. Wicker
Patricia Kaye Wigand
Gary Wiggins

Arlene Wilding

Janet Kay Wilhelm
Douglas Albert Williams
Moyese Williams
Reggie Williams
Linda Wilson

Edward J. Winarski
Paul Winders

Marcia Winegar
Robert Steven Winters
Christopher Witt

Eve Wolf

Michelle Wolfe
Lynda Bordoni Wolff
Dale Alan Womack
James Wooldridge, Sr.
Richard C. Worth
Andreas Xiaris
Harriet Yassky

Todd Larry Young

Chris Edmondson Yurkanan
Karen Zander

Stephen Zenger

Julie Marie Dickmeyer Zerhusen
Robert Zimmerman

David Paul Zomback

In Honor of

Alan Berlin

Laura Allgire

Erin Allred

Brad Anderson
Dean Anglin
Joseph Baldi
Sharon Baldzicki
Anne S. Bartlett
Brooks Bartlett
Bruce Bateman
Ted M. Beal
Sandy Belfer
Steve Bellinger
John Bertelsen
Laurie Beyer
Kevin Bickart
Patty Billings
Deborah L. Bloom
Roy Bohr

Tim Bond
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The Brown Family
Ken Brunner
Judy Burch

Steve Burkhart
Trudi Burns

Andy Bursch
John Cardinale
Mike Carney
Maria Cervoni
Su-Ling Chang
Christina Chavez
Tai Chen

Judy Christopher
Sally Cihos

Kenny Clancy
Cleveland AFTD Support Group
Serina Cline
Spencer Cline
Helen-Ann Comstock
Judy Comstock
David Cook

The Coon Family
Mike Corbett

Ed Costello

Holt Cowden
Kaye Cowden
Price Cowden
Tom A. Cox

Lisa Dederick
Elvira R. Deeley
Karen Deere
Clark Deffner
Janet Dennis
Susan L-J Dickinson
Janet Lukens Dietsch
Eleanor DiPasquale
Paul DiPasquale
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Linda Hughes
Jack Hyman

Ed Jackson

Pete Jackson
Don Jameson
Hunter Javeline
Ryan Joe

Bruce A. Johnson
Conley Johnson
Donald Kalscheur
John Kammerer
Phillip Kanter
Mary Karkela
Jimmy Kesecker
Lisa Kesecker
Carol Kilgallin
Jean Klemens
Donna Klinedinst
Jonathan R. Knight
George D. Knoll, Sr.
Sharon Kondaki

Stephen Kosmowski
Ravi Kumar

Craig Kuykendall
Asher Lambert
Noemi Lambert

Dale Marie Latimer
Colette Lauretto
Jennifer Lee

Michael LeRoy

Paul Lester

Emily Levy

Geri Lim

John Lindsey

Tracey Lintelman
Pamela M. Luchsinger
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Maryanne Szkaraknik
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Michael Todd
Dominic Toscani
James Tully

The Tully Family
The Van Son Family
June Viola

Scott Vroman

Todd Walker

Susan Wall

Beth Walter

Terry L. Walter
Marianne Warley
Jill Waterman
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The Widener Family
Margaret A. Wieder
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Judy Windhorst
Anna Wintour

Ken Young

The Yurkanan Family
Angie Zamberlin
Steve Zamberlin
James C. Zeger
Tracy L. Ziegler

Ira J. Zohn

Alison Zwerling

Brain Banking Collaboration Will Improve
Researcher Access to Vital Tissue

AFTD has partnered with the
Rainwater Charitable Foundation and
CurePSP to support an integrated
brain banking platform to streamline
access to valuable brain tissue for
research on FTD.

“Opening up these resources
to the research community
will surely get us to effective
treatments for persons
diagnosed sooner,” says Todd
Rainwater, Trustee of the Rainwater
Charitable Foundation.

Access to human brain tissue is a
critical resource to advance the
understanding of FTD disorders
and the development of therapies
and diagnostic tools. Once a brain is
donated, researchers need to know
that the donation exists, how the
tissue is stored, and where to find it,

and to be assured that the sites where
the tissue is stored can fulfill their
requests.

The Federated Brain Banking Platform
Initiative is a pilot program to solve this
problem by streamlining researchers’

Access to human brain tissue is a critical resource to
advance the understanding of FTD disorders and the
development of therapies and diagnostic tools.

access to existing tissue in the four
leading brain banks. The project is
spearheaded by William Seeley, MD,
director of the Neurodegenerative
Disease Brain Bank at the University
of California, San Francisco, in
collaboration with the Icahn School
of Medicine at Mount Sinai, Boston
University, and the Mayo Clinic.

The Rainwater Charitable Foundation

is the lead funder for the infrastructure
investment needed for this project.
AFTD and CurePSP are founding
co-funders, with AFTD awarding a
$200,000 grant for one year in the
fall of 2021. AFTD’s Senior Director of
Scientific Initiatives, Penny Dacks, PhD,
said, “This will be a tremendous
resource for researchers
striving to reduce the time
for diagnosis and to develop
treatments for our community”

AFTD deeply respects the commitment
and the strength of families who
choose to donate the tissue of their
loved one for research. We and our
funding partners share a commitment
to ensuring that that this gift is used
and shared to the fullest extent to
advance the understanding and
treatment of FTD.
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Give a Hand to Our Helping Hands!

AFTD Volunteer: Veronica Wolfe

When Veronica Wolfe’'s mother was
diagnosed with bvFTD in 2018, her
family initially struggled to find
information about the disease. Once
her mother’s neurologist pointed
them to AFTD’s website, however,
Veronica committed to learning all
she could about FTD and AFTD’s
resources. She joined a support
group and attended a few virtual
Meet & Greets, and in 2020 she
was compelled to become an
AFTD volunteer herself.

“Volunteering has been rewarding and extremely
satisfying,” Veronica said. “Each experience has
provided a slightly different sense of fulfillment.”

Since then, Veronica has been an
active fundraiser - organizing an
independent event, participating in
Food for Thought, and joining the
AFTD-Team for the New York City
Marathon. “It’s easy to see the benefit
of fundraising and contributing to the

overall mission of AFTD.” she shares.
“What I've found to be even more
important is the visibility fundraising
provides to the disease, even within my
small community. Raising awareness
has been extremely rewarding”

In February, Veronica hosted a virtual
Meet & Greet to bring together those
with the unique experience of being
an only child with a parent who has
FTD. “Although these have all been
completely  different  [volunteer]
experiences, 1 feel like it's a small
way to support my mother, connect
with others going through a similar

situation, and process things for
myself” she said. “Volunteering
has been rewarding and extremely
satisfying... each experience has
provided a slightly different sense of
fulfillment.”

When asked what she would tell
someone considering becoming
an AFTD volunteer, Veronica
said, “Do it! AFTD makes it easy,
regardless of whether youTre
filling a pre-existing need or creating
your own event! The support from
AFTD has been great - the process
of organizing individual events, Meet
& Greets, and fundraisers has been
seamless.Iwas guided every step of the
way. I hope to continue to contribute
to the organization however I can in
the future!”

AFTD Celebrates Volunteer Appreciation Week

Every year, AFTD honors the time and

energy our volunteers so generously

devote in support of our
mission during National
Volunteer Appreciation
Week (April 17-23).
AFTD values our
volunteers every day
of the year, but this
nationally recognized
week offers a special
opportunity to express
our immense gratitude
for their presence in
our community.

Our volunteers allow AFTD to share
hope with more families on the FTD
journey and serve our community in
more impactful ways than we could do
alone. They are important champions
of our mission, and we accomplish so
much more with their help.

AFTD volunteers channel their own
personal stories, strengths, and
professional backgrounds to make

a difference for families affected by
FTD. In 2021, AFTD volunteers offered
safe and compassionate
spaces to their support
group members. They
connected with people
across the country by
hosting Virtual Meet
& Greets, facilitating
volunteer orientation,
and supporting our
Zoom needs.

Through table settings,
presentations, and
volunteers educated

outreach,
healthcare professionals, families
impacted by

dementia,

members about
FTD and AFTD
resources at virtual and in-person
events. Volunteers also raised critical
funds and awareness by organizing
and hosting creative grassroots
fundraisers.

and Volunteers are important champions
local community of our mission, and we accomplish so
much more with their help.

These examples showcase just a
handful of the ways our volunteers
support AFTD’s mission. Thank you
to our Ambassador team for your
exemplary volunteer service and
leadership. Thank you to our Board
and Medical Advisory Council for
your continued dedication to AFTD
and our community. Thank you to the
Persons with FTD Advisory Council
for advocating on behalf of others
with FTD and providing your essential
perspective. Thank you to everyone
who contributes their knowledge and
expertise in support of our research,
advocacy, and education mission
areas. Thank you to everyone who
has made others
on the FTD journey
feel less alone
by sharing your
personal stories.

To everyone who strengthens our
community through the gift of
your time and talents, we express a
heartfelt thank you.
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This year’s With Love campaign — which took place throughout
February — highlighted two vital energies: celebration of
AFTD’s 20th anniversary and the power of storytelling.

When Helen-Ann Comstock and like-minded volunteers launched
our organization in 2002, they knew all too well what it was like to face an

FTD journey without resources, help, and support. They knew that people who truly

understand this journey can be a powerful resource to families

impacted by the disease.

In February, 27 volunteers shared their personal stories, creatively expressing how love sustained, inspired, or uplifted
them through an FTD journey. Together, their voices were a collective show of force — the force of love — against

this disease.

=) - Ned & Bonnie Shepherd
\ ]

Simon Family

=
-

__

Shakeel & Abrar Tanveer

Costello Family

AFTD would like to extend a heartfelt thank you to everyone who contributed to the success of this year’s
campaign, which has raised $67,000 to advance AFTD’s mission. We are grateful for our two generous
sponsors, The Mike Walter Catalyst Fund and The Rainwater Charitable Foundation; the hundreds of
people who made donations; and, of course, our fundraisers, who bravely shared their stories of love.

Bonnie Shepherd Greg Zugrave
Colleen Franzreb Keli Schubert
Kenneth Simon Kenneth McCullough
Dave Andrews Jamie Lee Manning
Liz Matthews Melissa Fisher
Kristin Pursley Heather Hoff

Theresa Walter Jerry Horn

Abrar Tanveer

Marsha Francisco

Jillian Queeney (Condran)
Jamie Hale

Jill Taylor

Susan Dunbar

Susan Scarff

Dawn O’Gara
Estrella Bibbey
Wendy Riding
Sonja Crawford
Doreen Rivers

Barbara Frank
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Race Season

After taking 2020 off to ensure the health and safety of our
community, the AFTD-Team was back in full force for our
2021 Race Season, and the wait certainly paid off! More

Dallas Marathon

than 160 people logged a combined 1,270 miles at the &= -

Colfax Marathon (Denver) in October, the TCS New York City
Marathon and Philadelphia Marathon in November, and the Dallas Marathon
in December. Together, the AFTD-Team raised more than $124,000 for

AFTD’s mission.

On behalf of AFTD and the community we serve, we would like to thank all

our runners, joggers, and walkers for their energy and resilience. Special
shout out to the individuals and families who, in addition to going the distance, raised vital funds at last year’s races:

Colfax Marathon
Fenoglio Family Racers
Melissa Autry

Alex Sepesy
Joe Fischel

Jim Driscoll

TCS New York City Marathon
Brian Strohm

Steve Smith

Maggie Sepesy

Popkin Shenian

Ben Freeman

Melissa Fisher

Ross Gilardi
Kiersten Martin
Jonathan Nagin
Meghan Leone

Nothing
But Net:

The Babson
College men’s
basketball
team hosted
a fundraiser
in memory of
player Spencer Cline’s father, who was diagnosed
with FTD in his mid-40s and died in 2012. Their
fundraising page was launched in the lead-up
to their February 12, 2022, game against Clark
University—which Babson College won 85-61—and
raised $11,474 for AFTD’s mission.

Walking for George: kathryn Nutaitis
and family organized a walk in memory of George
Grozan on December 11, 2021, in Strongsville, OH.
George had FTD and died on November 18, 2021, at
the age of 48. Proceeds from the walk and t-shirt
sales helped the family raise $8,169 for AFTD’s
mission.

Lauren Conner (Rowans)

Philadelphia Marathon
Team Jack Attack

Brianna Amoroso Diane Wilkes

Erin Ralph Elaine Rose
Kelly Canavan
Kevin Ralph Dallas Marathon

Grace Vroom & Joe Patterson
Julianne Cary &

Linda Nelsen
Katerina Placek

Shana Dodge Lauren Braun
Chelsea Amoroso Tammy DiPasquale
Kyle Leone Bianca Cihak

Susan Dickinson Courtney DiPasquale
James Staten Anna Kuykendall

Memories of Lynn: Rachel Yost and the Lower family
hosted a memorial page for Lynn Lower of Blue Bell, PA who died
on February 1, 2022, after living with FTD for seven years. The page
shared memories of who Lynn was before the disease, and raised
$5,758 for AFTD’s mission.

Slsters ShOWlng Love: Sisters Amy and Kerry Kilgallin
created a fundraising page to raise FTD awareness in honor of their
mother who was recently diagnosed with PPA. Through the support of
family and friends, they were able to raise $4,384 for AFTD’s mission.

A Good RuN: sam Heffron ran a half marathon on October
24,2021, in Lincoln, NE in honor of his family, which has been affected
by FTD for the past seven years. Through his efforts, Sam spread
critical FTD awareness and raised $3,624 for AFTD’s mission.

Letters from the Heart: rormer AFTD Board
Member Paul Lester hosted his 15th annual letter-writing campaign
in memory of his late wife, Arnette. He sent both paper and electronic
versions of his letter to family and friends asking for their continued
support. After all letters were sent out, his campaign raised a total of
$3,143. Over the past 15 years, his letter-writing campaign has raised
more than $166,000 towards the fight against FTD.
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