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AFTD to Host Patient-Focused Drug
Development Meeting with FDA

In March, people and families
affected by FTD will have the
opportunity to speak directly
to representatives from the U.S.
Food and Drug Administration
(FDA), providing input based on
their personal experience that will
help the government evaluate the
effectiveness of potential new FTD
therapeutics.

Established by the FDA in 2012,
Patient-Focused Drug Development
(PFDD) meetings allow the FDA to
better understand the perspective
ofpeoplelivingwithspecificdiseases.
Uniquely formatted to engage
and encourage the participation
of disease communities, these
meetings present an extraordinary
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The week’s centerpiece was the World FTD
Marathon, a series of interactive webinars
that highlighted emerging FTD research,

opportunity to directly engage with
the federal agency that regulates
every prescription drug that enters
the treatment market.

For those impacted by FTD, the
March 5 PFDD meeting - which

The FDA wants to hear directly from persons
diagnosed with FTD, their care partners and

family members.

will be led by AFTD - will allow
persons diagnosed, care partners,
and others affected to share their
journeys firsthand, providing insight
into symptoms, daily life, and what
they would value most in potential
future treatments. This information
will help the FDA to identify

clinically meaningful outcomes for
therapeutic interventions, which in
turn could lead to new research and
potential treatment targets.

The day-long meeting, which will
be entirely virtual, will begin with
AFTD Medical Advisory Council
Chair Elect Bradford C. Dickerson,
MD, presenting a clinical overview
of FTD. Then, a session will focus
on living with FTD, featuring live
and pre-recorded comments from
persons diagnosed, care partners,
and others. There will also be two
panel discussions on current and
future FTD treatments, one focused
on sporadic FTD and one focused on
genetic FTD.

(Continued on page 5)

A Week of Awareness...

A block of presentations emanating from
Australia kicked off the Marathon. Experts
from the Royal Hospital Melbourne and
the University of Sydney’s Brain and Mind
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recent research findings. Other Australian
sessions focused on grief and loss in
FTD, as well as the importance of finding

caregiving strategies, and perspectives from
persons diagnosed, held on October 3.

support amidst the caregiving journey.
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Spotllght on...Christian Barrow, AFTD Board of Directors

“What I love about my role at  Christian, whose
JPMorgan is that
I can use 25 years

of financial and

Board
officially began in
September, hopes to
continue to advance
critical science in his

therapeutics for FTD. “We want
to sit at the table with as many
potential partners as possible,
Christian added.

term

business experience . He also mentioned his admiration for
to accelerate scientific new role with AFTD. the FTD Disorders Registry, a joint
discovery, explains “FTD disorders project of AFTD and The Bluefield
Christian Barrow, an destroy dreams Project to Cure Frontotemporal
executive director and lives Christian Dementia. The Registry is a secure
of the Life Sciences said. “My goal is electronic database that allows
banking team at to amplify the persons diagnosed, caregivers,
JPMorgan Chase in connectivity between fam.ily membefs,and frien.ds to share
Philadelphia. business and science their FTD stories. Collectively, these

Christian Barrow to
A perfect example is the
successful IPO that JPMorgan
launched for Spark Therapeutics, Christian
a regional biotechnology company .+ pe
that developed a breakthrough gene particularly
therapy to treat blindness. “It's jnterested
gratifying to have a career where I  ip
can help people in such fundamental
ways,” Christian said.

AFTD NEWS BRIEFS

sal‘d “M
is

pharmaceutical

move
forward, toward effective
treatments and therapies.”

y goal is to amplify the connectivity between
business and science to help AFTD move
research forward,” Christian said.

working with biotech and
companies as
they attempt to develop potential

stories can help fuel future research
and lead to effective treatments.

research

Christian lives in the Philadelphia
area, with his
wife, Vinette,
and two
college-age
daughters, who
attend McGill University in Montreal
and the University of Pittsburgh.

AFTD Introduces New Staff

AFTD has significantly bolstered its staff with several key hires,
targeted specifically for maximum impact in implementing
our 2019-2022 Strategic Plan. Dr. Penny Dacks is our new
Senior Director of Scientific Initiatives. With a PhD in
neuroscience and significant experience developing strategy
and collaborative partnerships in neurological diseases, Penny
brings key experience to lead strategy for AFTD’s research
programs and the FTD Disorders Registry. Esther Kane has
joined AFTD as our first Director of Support and Education.
She brings clinical, educational and managerial experience,
along with a passion for quality care for those living with
neurological diseases. Finally, Anzhela Matsyshen is our
new Digital Marketing Manager; she brings strong technical
expertise across strategic content and digital development, as
well as market research and analytics.

2021 AFTD Education Conference to Be Held Online

This spring, in response to the ongoing COVID-19 pandemic,
the 2021 AFTD Education Conference will be held virtually.
More details, including the date of the event, will be
announced in the coming weeks. Be sure to check the AFTD
website for more information as it becomes available.

Persons Diagnosed Committee to Inform AFTD's Work

AFTD has formally chartered a Persons with FTD
Advisory Council. The newly formed council will
help to ensure the insights and wisdom of people
living with FTD are considered in the development
of AFTD’s policies, programs and services. The
Advisory Council is an evolution of the informal
“Think Tank” of persons diagnosed that had been
informing AFTD’s work since 2015. For more
information about the Council, write to info@
theaftd.org.

Recent AFTD Webinars Offer Help for the Journey

Recent entries in AFTD’s Educational Webinar series
have gone into depth on key elements of life with
FTD. Among the subjects are care planning with
essential legal documents, FTD and genetic testing,
and dealing with grief and loss in FTD. Presented by
experts in the field, the webinars are archived on
AFTD’s website at theaftd.org/category/webinars,
and also appear on AFTD’s YouTube page at youtube.
com/TheAFTDorg.
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GIVING BACK ON THE
FTD JOURNEY

Laurlee Morrison remembers her mom, Earlene
Leavitt, who was diagnosed with FTD in 2008 and
passed away in 2016, as strong, resilient and
determined. After losing her husband at a young age,
Earlene raised their six children to adulthood and
continued to work and live independently until she
started to lose the ability to safely care for herself.

“We were so concerned to tell her she was going to
have to move in with one of us — we had never told
her what to do!” Laurlee says. “But when | asked her
to come stay with me, she seemed almost relieved.”

Upon Earlene’s diagnosis, Laurlee found
information through AFTD, joined a support group
and gained a better understanding of the disease.
Community support and access to vital resources
gave her the confidence she needed to care for
her mom with love and compassion.

“I think my mom did a lot of the early part of this
journey on her own until we fully realized what was
happening. We knew we had to help her.”

Laurlee Morrison, former care partner

Every day, AFTD works to help families like
Earlene's, by providing access to support
groups, educational materials, our
HelpLine, and Respite and Quality of Life
grants. And every day, we work to build a
future free of FTD by investing in innovative
research. Donor support makes our work
possible.

“Supporting AFTD is really important to me
because of all of the support | received and
all that we are continuing to learn about this
disease, making it better for the next
person,” Laurlee says. “The hardest journey
of my life was to get my mom to the end of
hers. | see my experience with AFTD as a
gift | can share with others, and that is a
silver lining of this journey.”

Laurlee and thousands more have found the support and resources they needed thanks to
contributions from our generous donors. We hope that you'll choose to support AFTD’s work
with a tax-deductible donation — helping our organization improve the quality of life of people

affected by FTD and drive research to a cure. Simply use the enclosed envelope or visit
theaftd.org and click on the Donate+ button at the top of the page.
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AFTD and ADDF Announce Four New
Research Awards

AFTD and The Alzheimer’s Drug
Discovery Foundation (ADDF) have
awarded four new research grants,
totaling $3.4
million, to
advance the
science of FTD
and hasten the
development
of novel
treatments.

“This kind of
commitment
provides
critical
support
for funding
research that

Dr.Steen’slabhaspioneered methods
to identify different proteins with
the highest level of accuracy. Using
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examines
the multiple
biological pathways thought to
cause these diseases. Our four new
research awards are prime examples
of this,” explains Susan L-J Dickinson,
AFTD CEO.

The awards were announced in
late September, during World FTD
Awareness Week 2020 [see page 1].

Judith Steen, PhD, Associate
Professor of Neurobiology at
Harvard Medical School, received an
award through ADDF’s Diagnostics
Accelerator. She will develop a blood
test to distinguish between tau and
TDP-43 protein accumulations -
biomarkers that are fingerprints of
FTD and other neurodegenerative
diseases. “Proteomics, the study of
proteins, is an important avenue of
FTD scientific investigation, one that
AFTD has supported for a long time,’
said Debra Niehoff, Ph.D., AFTD
Research Manager. “This area holds
much promise for future diagnosis
and treatments.”

Judith Steen, PhD, Harvard Medical School

a blood test, a physician could
make a differential FTD diagnosis
and enroll individuals in the right
clinical trials: a significant step
toward determining which therapies
may offer hope.

The drug rotigotine is commonly
used to treat Parkinson’s. But
when Giacomo Koch, MD, PhD, and
his colleagues at the Santa Lucia
Foundation
in Rome

The $3.4 million commitment by AFTD and ADDF
provide “critical support for research that examines

includes the work of Emiliano
Santarnecchi, PhD, and a team
from Beth Israel Deaconess Medical
Center, who
will explore if
a low-intensity
brain stimulation
device can
modify FTD
symptoms.  Dr.
Santarnecchi
also received an
award through
the TreatFTD
Fund, which
was made possible
by generous
multi-year
commitments
from the Samuel
I. Newhouse
Foundation and the Lauder
Foundation, Leonard Lauder, and
Ronald S. Lauder.

“Every day, we stay strategically
focused to advance research with
the most potential to improve
quality of life for those with FTD
- and ultimately, to eradicate this
insidious brain disease,” said Penny
Dacks, PhD, AFTD Senior Director of
Scientific Initiatives.

Dieter

ran a . . : , Edbauer,
clinical themultiple biological pathways thought to cause MD. and
trial  that FTD, said AFTD CEO Susan L-J Dickinson. ’
colleagues
repurposed at the

rotigotine for Alzheimer’s patients,
they discovered improved cognitive
function for those with mild-to-
moderate disease. Now, through a
grant through the TreatFTD Fund,
Dr. Koch will launch a study with
rotigotine to learn if persons with
behavioral variant FTD can benefit.

Other newly funded research

German Center for Neurodegenerative
Diseases in Bonn are developing a
treatment using immunotherapy
to target the C9orf72 mutation - a
common genetic cause of FTD and ALS.
Dr. Edbauer’s award was made through
the Accelerating Drug Discovery for
FTD Fund.
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Patient-Focused Drug Development .............,

The meeting’s agenda will continue to be
shaped in the months ahead, guided by
a survey AFTD conducted in October, in
partnership with the FTD Disorders Registry.
More than 1,200 people took part in the
anonymous survey, providing crucial data
that will help the FDA better understand what
is most important to you regarding potential
treatments and participating in clinical trials.

Alivestream of the meeting will
be publicly accessible - stay
tuned to the AFTD website in
the coming months for more
information. We encourage you
to contribute your perspective
during the meeting, including
through live polls, chat, and
phone-in.

AFTD is working every day to build a
future free of FTD. This meeting is a
critical and important step to obtaining
our goal, and your involvement is
essential. Together, we can have a
direct impact on the future course of
therapeutic development, helping to
bring hope to individuals and families
facing this devastating disease.

Annual Hope Rising Benefit Goes Virtual

for 2020

Since 2016, supporters of AFTD
have gathered in New York City
for the annual Hope

community. Jennifer Lee, who is
living with primary progressive

Rising Benefit, which
in its first four years
raised nearly S8
million to advance
AFTD’s mission.

Though concerns
about the ongoing
pandemic prevented
Hope Rising from
taking place in person
this year, past Hope

aphasia, and AFTD
Board Chair David
Pfeifer, whose wife

Cathy was diagnosed
with ALS and FTD
in 2014 and passed
away in 2016, shared

their perspectives
of living with FTD,
exemplifying the

personal impact that
AFTD has on those

Rising chairs and
committee members,
seeking to capture the
event’'s momentum, mobilized a
fundraising campaign to engage
previous years’ attendees and
donors. Their hard work raised
$1.4 million, enabling AFTD to
strengthen and build upon our
capacity to provide help and
hope for families affected by FTD
- qualities made more essential
by the challenges brought on by
COVID-19.

Discovery, Inc. organized and
produced a digital program, which
featured special appearances
from members of the AFTD

Ming-Yuan Su, PhD, 2019
AFTD Basic Science
Postdoctoral Fellow

affected by this
disease.

Ming-Yuan Su, PhD,
AFTD’s 2019 Basic Science
Postdoctoral Fellow, shared her
passion for neurology and how
support from AFTD has helped
advance her research on the
C9orf72 gene, which she hopes

AFTD Board Chair David Pfeifer

presentation, which includes
messages of thanks and hope from
AFTD volunteer and donor Donald
E. Newhouse, Benefit committee
members Anna Wintour and David
Zaslav, and AFTD CEO Susan
L-J Dickinson. The presentation
concluded with a compilation
of musical performances from
previous years’ events.

We are looking forward to next

will drive future treatments 7 o
for FTD - , . year’s ope
and related Hope 'Rlsmg 2020 raised nearly 31.4.mllllon, Rising Benefit,
diseases. enabling AFTD to strengthen and build upon  gcheduled for

As in previous
years,
journalist Paula Zahn, whose
mother lived with a form
of dementia, hosted the

our capacity to provide help and hope for
families affected by FTD.

October 14 in
New York City,
where we plan
to honor the many years of hard
work and generous support of Mr.
Newhouse.
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Those We Honor... Those We Remember

Gifts received from June 16, 2020 -September 30, 2020

In Memory of

James S. Abbott
Lydia Adalian
Laura Ahlbeck
Gerald Ahrens
Emmett Loring Aleshire
Jerry W. Allen
Robin K. Allen
William M. Allen
Valerie Jeanne Anastasia
Gary Anderson
Jane Ann Antinori
Susan Aubertin
Harold Axe

Gary Baasch
William F. Babcock
Nancy Barton
Jerry M. Baston
Steve Berlin
Joseph Bevivino
John Bianchini

Jan Black

John D. Blossom Il
Mary E. Boisvert
Joyce Bolte

Bob Bornemann
Joy Spartin Bowen
Frances Bonnie Stead Braine
Michael T. Brand
Barb Bray

Ann Bretscher
Paul Britton
Catherine Broer
Donald L. Brown
Lawrence Brown
John M. Browning
Theodore P. Bucon
William Budlong
John Buonanno
Cynthia Burgess
Bruce Burris
MaryJo Burton
Doris Buster

Sylvia Butterfield
Linda E. Calvin
Donald L. Campbell
Terry M. Cardaro
Mary Caruso

Mrs. Caruso

Tony Castagna
Willis H. Caterson
Michael D. Chamberlain
Phyllis Chambers
Beatrice Childs
Lawrence T. Cline
Lori Cline

Larry Cline

Charles Cole

Gail Colfelt

Craig Comstock

Ann R. Coney

David Conkle
Denise Connelly
Sharon Cornwell
James Cosentino
Mike Costilla
Barbara Craig

Grant Creason

Don Crispin

Patricia Culpepper
Gloria A. D’'Addio
Connie Daniels
Michael Davis
Robert Samuel Davis
Jeffery L. Dawson
Steve Dawson

Dr. Stephen Dawson
Dorothy DeFelices
Renee Diamond
Pamela Dircksen
Michael Dircksen
Donna M. DiTeodoro
Todd Michael Dolan
Ralph R. Doty
Kathleen Dreffs
Catherine Drerup
Walter Gray Driskell
Jackie Duet

Pamela Duncan
Ronald Duncan
John Dystrup

Gail Edwards

Mary Einhorn

Mark Eissler
Charles Engel

Frank Engelkraut IlI
Christine Engelmann
Mary Jo Enneking
Linda Calvert Eriksen
Gloria Evans

Midge Evans

Artie Evans

Michael Fane
Suzanne Fanning
Suzanne Carroll Fariello
Frances Farkas

Bill Fehon

Deborah Feindt
Robert Filson
Sharon Firpo

Regina Fletcher
Frances Floystrop
Susan Terry Foley
Kristin J. Fournier
Calvin LeRoy Fox
William Frank
Charles E. Franklin
Robert L. Gallagher
Mary Monica Garber

Ken Gardiner

David Gaudin

Anne B. Geremia
Katherine Carol Glabus
Maria Gonzalez
Howard Gould
James Grant

Shawn Graves
Helen R. Greenfield
Robert Grems

Jeff Grems

Susan Grengs

Mark V. Grimes

Karl Grow

Patricia A. Hall
Richard Hanechak
Darrel Hansen
Theresa Hansen
David Hargis
Therese M. Harlett
Holle Harris

Geoff Harris

Pamela Rose Harvalis
Darrell D. Hatt
Elizabeth Hay

John M. Headley
Mark Heberling
Harold Hedaya

Gary Heinz

Fred Herdan

Robert L. Hermann
Georgia Herpel
Kevin Hershey
Linda Hetterick
Patricia Heyden

C. Lee Hill

Ronald C. Hillary
Bernadette Hinton
Gary Hollrah
Garfield H. Horn
David Horton

Donna A. Howell
Linda Howerton
Donald S. Hrusovsky
Linda K. Hubbard
Joyce Huebner
James Huemoeller
Michael B. Hynden
Claud E. lvie

Aunt Jane

Joseph Jarzembowski
Timothy W. Johnson
Karen Stevens Jones
Peter Jones

Vincent J. Kane
Joseph Katz

John Kehoe

Patricia Kelley
Richard J. Kendall

Barbara Jean Kerner
Peter Kiesch

Alan Klein

Robert Knight

Otto Kostka

John Kretekos
James Krug

Nola LaBudde

Terry B. Lahita

Betty Landis
Gertrude Broaden Lanns
Dale M. Larson
Charles Alfred Lawson Il
John E. LeJune
Karen Leon

Robert Lepp

Arnette Lester
Suzanne J. Levine
Ruth S. Levy

Glenn B. Lewis
Daniel Lineback
Thomas Loeffelholz
Vaughn Lombardo
John Lounsbury
Kenneth Ludwig
James Lund

Reta Mabry

Duncan MacDonald
Robert Mackenzie
Ellen Tipton Madison
Phyllis Malloy

David Mamolen
Patricia K. Marino
Patricia Marrinan
Thomas A. Marshall
Marshall Randolph Martin
Elaine F. Matthews
Mark Mattingly
Daniel Matusiak
Edward James McAndrew
John Barry McCool
Royce V. McDonald
Sandra McGinnis
Robert McGlaughlin
Mark A. McKnight
Linda McMillan
David B. McPeake
Karen McQueen
Elizette McShannon
William Merz
William R. Merz
Cheryl Miller
Virginia E. Miller
Paul Minetti

Ronnie Mitchell
Nancee Modres
Barbara Monay

Carl Moretti

Corey Morrell

Stephen Roger Morris
Susan Churchwell
Morris

Joseph R. Moulton
Harry Myer

Nancy Neglia

Edward Hall Newbegin
Susan Newhouse
Marie J. Newman
Marie Annette Nichols
Peter Norlander
Scott Norman

Arnold Noronha
Terrance O'Connor
Paul Ogle

Lawrence Carl Olivieri
Linda Oppenheim
Marguerite O'Regan
Rhoda M. Oswald
Martin Ottem

Joseph A. Palmisano
Jackie Pang

Jean Parsons
Madhuriben Patel
Maureen Patrick-Rose
Dorothy Peacock
James E. Peifer
Camilla Perry
Frederick Petrella
Mary Catherine Pfeifer
Kimberly Phares
Deena Philpot
William Pordy
Ferdinand Post
Dennis Price

Vera Quinnan

Neil Radin

William Rafferty
Bettie Raibmon
Kathryn Ranelli
Samuel Rankin
Saraswati Rao

Keith Rasey

Kenneth A. Rathjen
Kenneth L. Ray

Joan Rayburn

Orene Woodson Reed
Richard Rehmer
Malcolm Reid

Nancy Reilly

Jane Reisen

Heath Rhoads

Glen R. Ricciuti
Elaine Richmond
William Larry Rivers
Michael Roberts
Carol Ann Rockett
Richard Rohl

Diane Roper
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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.

Donna Rose
Maureen Rose
Marvin Rosen

Brian Rosequist
David J. Roth

Henry Roth

Patricia Routt
Francis “Honey” Rowan
John J. Russell
Patricia H. Ryan
Barbara Sage

Dale Salmanson
Paula Salzano
Barry Sandler
Seymour Stony Sarokin
Dale Sawyer

Carol Sbharboro
Linda Schalkowsky
John Jack Schloerb
Nancy Marie Scholz
Evan Schrier

Charles Alexander Scudder

Rick Shaheen

Holly Shamsai
Katherine Shaw
Ned Shepherd
Stephen G. Sherman
Richard F. Shields
Wendall E. Short
Karen Goff Shulman
Patrick Sidders
Joanne M. Silva
Lisa Marie Singer
Semahat Sinharoy
Gerry Sinnott
Sheila M. Brady Sivacek
Gary Jean Slough
Pamela Smith
Stanley J. Smith
William R. Smith
Lindsey Ayers Snyder
Inge Sommer
Susanne Sprouse
Vicky Sprouse
John Stackhouse
Jeffrey Stasa
Robert S. Steel
John Steinhardt
David E. Stikkers
Kathy Jo Stocking
Lois Storley

Susan Suchan
Linda Kay Sullivan
Linda Sullivan

Honor a Loved One or Remember Their Legacy

Wendy Summerfield
Carol Sumrall
James K. Sutter
Wendy Suzman
Thomas J. Swanson
Dennis Sweezea
Robert J. Sykes Jr.
Albert Sylanski
Salvatore A. Tavormina
Sandra Thaxton
Laurence Thomas
Christine Thomsen

Anna Mae Rathcke Thrower

Carleen Tiefenthaler
Doris Marie Tiller
Stephen M. Tipton
Karen L. Toomey
Donna Turco

Susan Turk

Phyllis S. Umansky
Barbara E. Urgovitch
James Vail

Richard Van Dyke
Carla VanDorn
Maureen B. Vazquez
Nayda Veeman
Beverly Vozzolo
Daniel Wachspress
Beverly Waite

Loren Wakeman
Marianne Waldman
Michael G. Wallis
Michael T. Walsh
Timothy J. Walsh
Steven Walter

Jane V. Ward

Dwight H. Warrington Sr.

Bob Watson

Paula Wernecke
Frank O. White

Terryl Wilharm

Joe Wilke

Henry A. Williams
John Williams
Robert Willmarth
Edwin P. Wilson
Sharon Kay Wilson
Robert Steven Winters
John D. Wipperman
Shirley Wisher

John G. Yost
Christine Youngclaus
Karen Zander

Harry R. Zeigler

Julie Marie Dickmeyer
Zerhusen

In Honor of

Rebecca Adams
Keri Allen’s father
Larry Andersen
JoAnne Andrews
Eddie Arwine

Calen Rodgers Aultman
Sharon Baldzicki
Shari Baldzicki
Shari Baldziki
Marianne Bee

Steve Bellinger
Trish Bellwoar
Steve Bellwoar

Nina Bingham

Roy Bohr

Luz Gonzalez Bormann
Marsha Bostich
Barb Bray

Megan Bray

Maria Cervoni
Su-Ling Chang
Sonya Chavis

lan Chiang

Sally Cihos
Margaret Coffman
Helen-Ann Comstock
Judy Comstock

Ed Costello

Nancy Dale

Justin Davenport

J. Michael Davidson
Steve Dawson

Hank Dentler

Ila Dickenson
Susan L-J Dickinson
Jeffrey Dircksen
Cynthia Dixon
Suzanne Doll

John Doyle
Caroline Dultz

Mark Dutton
Sandra Ellett

Judith Erlick
William Farley

Ina Fenske

Ginny Fowler

Evelyn Friedman
Keith Friedrichs
Kenneth Gardiner
John K. Gilhooly

Earl Gilmore

Jeff Grems

Marian Grems

Gary Parks Griffith
Paul Grzybowski
Stephanie Grzybowski
Joe Hannan
Marguerite Harrington
Daniel Hedaya
Harold Hedaya
Victoria Heller
Darren Hellman
Beverly Hernandez
Marv Herpel

Colleen Terry Hill
Linda Howerton
Robert Hydar
Joseph vy

Leslie Jackson

Ed Jackson

Jean Jennissen
Marvin Johnson
Adam Kane

Ila Kane

Roger Kelley

Oksuk Mary Kim
Gary Kratina

Donna Kunesh
Gnanam Sankaran Kutty
Michelle Kyriacou
Tony LaMartina
Christopher Lane
Larry Largent

Paul Lester

Rachel Levinson
Tracey Lind

Caron Olivieri Lukens
Vimlesh Maheshwari
Main Line FTD Support
Group Caregivers
Paul Malone

John Marcuccio

Bev Massa

Steve McCathy
Jame McLeskey

Joe Mele

Kathy Mele

Helen Milano

Ann Miller
Elizabeth Miller
Bruce Moore
Rashelle Morcom
Mark Moriarty
Fran Nagin
Donald Newhouse
Dad O’Connor
JoAnn Ogawa
Marna Osbourne
Bill Ott

Margaret Pappas
Joseph Peck
Cheryl Petrie
Darlene Ponce
Richard Pontious
Susan Price

Mary Rand

Swati Rao

Larry Regan
Thomas Regan
Papa Regan
Michael Rheaume
Marcia Robbe
Donna Rose

Brian Rose
Margaret Rouquette
Deborah Sexton
Heather Shamsai
Joyce Rose Shenian
Ned Shepherd
Paul Siedlecki
Robert Silvers
Joan R. Simon
Ellen Solomon
Helga Sommer
Jeanette Stoothoff
Paul Suciu
MaryAnne Szkaraknik
Judi M. Terhorst
Phillip Thomas
Jason Thompson
Richard Thompson
Michael Todd
Dom Toscani
Mike Vivacqua
Stuart Waldman
Larry Wallace Jr.
Barry Wank
Sheryl Whitman
Judy Windhorst
Madeline A. Wohl

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+”
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World FTD Awareness Week .......c.ouse

During the Marathon’s European
block, researchers from the
Netherlands, Italy, England and
Finland shared their insights.
Presentations focused on the
search

Later sessions featured a Q&A with
members of the AFTD Persons with
FTD Advisory Council, a newly
formed group of persons diagnosed
that informs AFTD’s work with their

firsthand

for FTD Marathon sessions focused on all aspects of the FTD insight. Rita

biomarkers,
the ways
in which
COVID-19 has impacted caregivers
and persons diagnosed, and the
state of international collaboration
in FTD research. Twice during
the European block, researchers
gathered to answer questions from
viewers.

The Marathon concluded

experience, from emerging research to caregiving
amid COVID-19 to managing grief and loss.

Choula,
director  of
Caregiving
at the AARP Public Policy
Institute, fused personal and
professional observations
in a presentation about
empowering the FTD
caregiver. And a screening of
the short film It Is What It Is
was followed by a Q&A with
its director, Joseph Becker,

with content from North,
Central, and South
Americas, curated by
AFTD.The morning session
was largely devoted to
FTD science, including
sessions on FTD genetics
and genetic counseling as
well as advancing research
through  the ALLFTD
network and the FTD
Disorders Registry. Adam Boxer,
MD, PhD, of the UCSF Memory and
Aging Center, presented a session
on emerging FTD clinical trials.

The midday sessions were
conducted entirely in
Spanish. Presenters
included Dr. Facundo
Manes, an internationally

renowned dementia
expert and the
president-elect of

International Society
for Frontotemporal
Dementias, as well as
Dr. Teresa Torralva and
Dr. Julian Bustin of the
INECO Foundation, a nonprofit
organization based in Argentina
that supports research into
neurological disorders.

Adam Boxer, MD, PhD

Facundo Manes, PhD ads in the

and three of the
FTD care partners
featured in it.

Every session of
the Marathon is
archived on World
FTD United’s
YouTube page
at tinyurl.com/
WorldFTDUnited.

During World FTD Awareness Week,
a group of FTD grassroots volunteers
launched the #FTDHotShotChallenge.
Participants were encouraged to film
themselves drinking a shot of hot
sauce, then share it on social media
to raise FTD awareness and
crucial funds to drive AFTD’s
work to end this disease.
As detailed on page 11, the
campaign raised more than
$110,000!

With the support of a
generous donor, AFTD
placed two full-page
New York

Times during World FTD
Awareness Week, along with ads
on nytimes.com and accessible via
mobile devices, promoting the FTD
Hot Shot Challenge.

The ads told the stories of
AFTD Volunteers and Hot Shot
participants Amanda Dawson,
Nicole Petrie and Caroline Dultz,
all of whom have loved ones with
FTD, as well as Jennifer Lee, who
is living with primary progressive
aphasia. “I drank a shot of hot
sauce, and to be honest I usually
can’t even eat Taco Bell because
it's too spicy,” Lee wrote
in her Times ad. “I'll do
anything possible to fight
this disease, and to leave
a legacy for my children’”

Finally, AFTD’s flagship
grassroots fundraiser,
Food for Thought, kicked
off during World FTD
Awareness Week. This
year saw many more
online-only events
than in years past, but
still raised more than
$120,000!

Food for Thought events
took place in 21 states,
plus Canada. To learn
aboutsome of the creative
ways members of the AFTD
community
marked Food
for Thought
2020, turn to
page 10.
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Giving a Hand to Our Helping Hands!
AFTD Volunteer: Meghan Roscoe

AFTD is so proud of our committed,
passionate, and energetic network
of volunteers across the country.
Even during the pandemic,
volunteers are still making an
impact and moving AFTD’s mission
forward.

was that I could help others avoid
some of the mistakes we made and
guide them through this chapter of
their lives.”

Meghan is accomplishing what
she set out to do when she joined
AFTD’s volunteer network in 2014.

easier in any way possible.”

“As one of our longest standing
Food for Thought liaisons, Meghan
goes above and beyond, forming
bonds with those she interacts
with and dedicating her time and
commitment to advance AFTD’s

One such volunteer is Meghan Throughout her years of service, mission,” said AFTD Grassroots
Roscoe of Connecticut. Events Coordinator
For the past six years, For Meghan, the most rewarding part of volunteering is "hearing Brittany Andrews. “In

Meghan contributed to
AFTD’s mission by serving
as a Food for Thought
liaisonand support group volunteer,
and by doing community outreach.
Her longevity speaks volumes, and
AFTD is grateful for her dedicated
service to the organization.

“After helping take care of my father
and living through this horrendous
disease, I didn’t want anyone else
to face the obstacles my family did,
she said. “My hope in volunteering

Meghan has met many caregivers
and says she is “honored that they
have shared their personal journey
with me”

For Meghan, the mostrewarding part
of volunteering is “hearing support
group members say ‘thank you’ and
knowing I've had a beneficial impact
in such a difficult time. It’s fulfilling
to be able to make this transition

support group members say ‘thank you’ and knowing I've had a her leadership role, she
beneficial impact in such a difficult time.”

empowers volunteers by

assisting them with our
flagship fundraising and awareness
campaign.”

AFTD Volunteer Coordinator Jeni
Cardosi added, “AFTD is so grateful
for Meghan’s valuable contributions
over the past six years and the lives
she has touched along the way. She
has made a difference for so many
affected by FTD and is a model
volunteer for others to follow.”

AFTD Launches Secure Zoom Platform for

Support Groups

Throughout the pandemic,
AFTD has been working to help
our dedicated Support Group
Volunteers move to a virtual
option. Today, most support groups
are now accessible via dedicated
AFTD Zoom accounts that have
been bolstered with additional
security measures, ensuring your
conversations remain confidential.

FTD is a challenging disease and
COVID has brought even more
difficulties to our community.
Having a place to process, learn
to adapt, cope and remind each
other that we are doing a great job
is a necessary function of support
groups right now. If your support
group is currently not meeting in
person, we welcome you to take
advantage of this technology to
gain much needed support online.

in getting the Zoom accounts set up.
His group “had lots of interaction and
was easy to access for participants,”
he said.

AFTD Support Services Manager
Bridget Moran-McCabe led the
charge to help support groups

“It's so important to continue to
connect in a way that is safe for all

“Until our group feels comfortable of us,” one volunteer said.

meeting in person again, Zoom
is the best alternative we have,
one volunteer said. “We had been
meeting via telephone, but it is so
nice that everyone can see each
other again. It's so important to
continue to connect in a way that is
safe for all of us.”

Care partners and caregivers can
visit the Find Support Near You
section of theaftd.org to learn
more. And if you are a person
living with FTD, you can find
information about our national
Zoom groups by contacting
our HelpLine at info@theaftd.
org or 866-507-7222 for more
information.

remain active through the pandemic.
“Those affected by FTD were already
feeling isolated before COVID-19 hit,
so providing them with a platform to
meet virtually is incredibly important.
I am so proud of our Support Group
Volunteers for coming together and
stretching themselves to learn Zoom
on behalf of their group members.”

Charles from North Carolina
expressed gratitude for AFTD’s help
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Food for Thought 2020

AFTD’s eighth annual Food for Thought campaign saw 40 events in 21 states (plus Canada),
and raised over $120,000! Below are the events that raised $2,500 or more:

It's Electric: steve Beliwoar, a Pennsylvania-based
AFTD Board alumnus, hosted the seventh annual Colonial
Electric Food for Thought event virtually this year by sharing a
video message of himself and AFTD’s CEO Susan Dickinson,
and asking his past attendees to consider continuing supporting
AFTD during this difficult year. Steve matched his contributors’
donations with a donation of his own to local food banks. The
event raised $44,793 and counting as of press time, bringing
the grand total to $539,915 raised over the past seven years—
continuing its title as our flagship Food for Thought event.

Family Cookbook: each day [

during Food for Thought, Colleen Franzreb
and the Costello family of Massachusetts
posted family recipes and an anecdote of
their loved one living with FTD, Ed “Big Time”"
Costello. Through their online fundraiser, they
raised $14,306 for AFTD’s mission, and they
plan to print a physical cookbook for family
and donors to honor Ed.

Stories and Recipes: utah-based AFTD
Support Group Volunteers Bonnie Shepherd and Catherine
Sharpsteen, joined by support group members Ann Woodbury
and Blaine Awerkamp, posted videos sharing the story of their
loved one affected by FTD (along with their favorite meal), and
asked friends and family to donate. Together, they raised $9,104.

Small Gatherlngs: Debbie Gardiner, Audrey Goninan,
and James Gardiner of Colorado held multiple events to honor their
husband/father who passed away from FTD. The socially distanced
outdoor event featured live music and a taco bar. Through the silent
auction and their online fundraiser, they raised $5,391.

SpeCIal Dellvery: Molly and Chase Trimmer of
Pennsylvania called on their family and friends to donate to
their online fundraiser. In return, the two delivered homemade
food along with educational brochures and awareness
wristbands, raising $5,140 for AFTD’s mission.

COOklng for a Cure: Lucy Carter of Tennessee
hosted a Zoom cooking event where she sent ingredients
to family and friends, encouraging them to cook with her
while she shared her story of her husband, Kirk, and his FTD
journey. She also raised more than $4,600 through her online
fundraiser.

Pickles for Pick’s Disease: bomenica

Toscani, owner of Fishtown Pickle Project, and Laura Bolstad
worked together to put together Pickles for Pick’s Disease to
honor Niki's father Dominic, who has FTD. They donated a
portion of all pickle sales during the campaign and partnered
with local Philadelphia businesses to raise $4,249 and pivotal
FTD awareness in their local community and beyond.

Zoom Cooking Class: kyle Jackson

of lllinois hosted an online
cooking tutorial; forty family
and friends made mushroom
risotto along with him. While
he cooked, Kyle shared his
personal FTD story, gave FTD
facts, and asked participants to
donate to his online fundraiser,
which raised $2,990 for AFTD's
mission.

Thank you to all the Food for Thought hosts who raised funds and awareness to support AFTD’s mission:

Brandee Waite
Carlo & Corey Esannason
Corey Compa

Joe Pang & Kim Torres
Jessica Kyriacou
Karine Adalian

Dan Keuning Katherine Haynes & Karen Beal
Darcie Moningka Kathy & Sara LaFone

Diane Fehon Katie Caruso

Jerry Horn Kiley Kocian

Joanne Linerud Marcia Teele

AFTD Fundraising Coordinator Brittany Andrews extends a heartfelt thank you to all seven
of the 2020 Food for Thought Liaisons for their extraordinary effort this campaign!

Elaine Rose
Jen Morabito

Maureen Stroka
Meghan Roscoe

Dawn Ducca
Dawn O'Gara

Scott Rose
Sharon DeFelices
Susan Meagher

Marian Grems
Melanie & Judd Thompson
Nanci and Emily Anderson

Natalie White Tara Jones
Nicole DelLeve Terry Walter
Patrick Gutierrez Zoy Kocian

Rene Simmons
Ryan Windhorst

Traci Saylor
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AFTD'’s 2020 Driving Hope Golf Tournament

AFTD added a special event to this year’s World FTD
Awareness Week: a modified format golf tournament
in response to the COVID-19 pandemic. Golfers across
the country joined AFTD’s 2020 Driving Hope Golf
Tournament by playing in small groups at one of our
participating courses, or by playing their own club/
course and making a donation to AFTD.

We would like to take this opportunity and thank our
generous tournament sponsors: Donald Newhouse,
Kathy and Joe Mele, Angelo Gordon, Steven Newhouse

and IWP Family Office for trusting the vision of this year’s
event. We would also like to thank Michael Stowell for hosting
an independent silent auction for golfers and nongolfers to
partake in — all proceeds were donated to AFTD on behalf of
the tournament.

Altogether, the event raised over $46,000 to advance AFTD’s
mission! Thank you to everyone who joined this special event,
with a special shoutout to the tournament’s committee: Daniel
Hedaya, Brian Rose, Michael Stowell, Kathy and Joe Mele and
Joan Berlin. We hope to see you all in-person next year.

In Memory of Karen: Jeff saksa of Michigan
hosted a fundraising page in memory of his wife, Karen Saksa,
who passed on October 13 from FTD. The page, created in lieu
of flowers, raised $11,818.

Tee Time: The fourth annual Crusade for a Cure Golf
Tournament, hosted by AFTD Volunteer Ambassador Deb
Scharper, was held on September 5 at the Sunny Brae Golf Course
in Osage, lowa and raised $6,800. Over the past three years, Deb'’s
tournament has donated a total of $29,800 to AFTD’s mission.

A Long RUN: paul petras planned to run the Shawnee
50 Mile Trail Run, an ultra-marathon through the Shawnee State
Forest in Ohio to honor his girlfriend Serina Cline’s father, who
passed away in 2012, 10 years after being diagnosed with FTD.
While the race was canceled, Paul still ran 50 miles on his own,
with Serina biking alongside him. The two raised funds for AFTD's
mission leading up to the race, resulting in a $5,895 donation.

Celebrating Carl: The fifth annual cwm Golf

Outing was held on July 11 in Michigan and raised $4,750.

: Hosted by the Moretti and
s Marcy families, the day
celebrates and remembers Carl
Moretti, who passed away from
FTD in 2015. Over the past five
years, the event has raised a
total of $11,285 for AFTD and
our mission.

The #FTDhotshotchallenge was a community-driven,
grassroots campaign using social media and hot sauce to
raise awareness of FTD and funds to drive AFTD'’s work to
end this disease. Launched during World FTD Awareness
Week, this virtual challenge saw participation from people

around the world. Doing so was as easy as:
+ + ]
» Al )
DONATE to

FILM yourself taking TAG 5 friends and
a shot of hot sauce challenge them theaftd.org

#FTDhotshotchallenge

Cllmblng Half Dome: carol Friedrichs, Russ Friedrichs,
and Leia Lumsden of Washington climbed Half Dome in Yosemite
National Park on July 17 to honor their husband/father, Keith,
diagnosed with FTD at 58. Keith had completed the same hike in 2010
with his kids, and 10 years later, they honored him by completing it
again and raising $4,697 for AFTD’s mission.

Sharon’s Strength: Lauren Hafer of New Jersey created
an online fundraiser to honor her mom, Sharon, who was diagnosed with
FTD five years ago. She wanted to show her mom she is not alone on
this journey. The fundraiser raised $3,668 while raising FTD awareness.

#EndFTD Masks: Cindy Odell of North Carolina created
an online fundraiser to sell custom #endFTD face masks. Her daughter
generously sponsored the fundraiser so that all proceeds could be
donated to AFTD. Cindy sold 150 face masks and donated $1,331.

Fu ndlng the Flght Model Nicole Petrie of Wisconsin has
over one million followers on TikTok, where she raises awareness of FTD
by sharing videos of her mom, who was diagnosed with FTD almost a
decade ago. Through her fundraising page, she has so far raised $1,292.

Virtual Pilates: veronica
Wolfe, owner of Jersey City Pilates in
New Jersey, hosted a virtual Pilates
for AFTD event on September 26. The
event honored Veronica’s mom, who was
diagnosed with FTD in 2018 at the age
of 59. This donation-based class raised
$1,223 for AFTD’s mission.

In just its first few days, the challenge raised $22,000 and caught the
attention of an anonymous Hot Shot Hero who pledged a 1:1 matching
gift on Classy. That match was met in just six days, and The Mike
Walter Catalyst Fund celebrated by making a $10,000 milestone
donation, with a pledge of another $10,000 donation once the
challenge reached $90,000—which it did in less than a week.

AFTD would like to thank everyone who participated in the
#FTDhotshotchallenge, especially Amanda Dawson and her team,
who have been planning its success all year. The challenge has
raised over $110,000 for AFTD's mission — making it the most
successful independent campaign of its kind in AFTD history!
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