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AFTD Joins Diagnostics Accelerator Initiative

In January, AFTD announced it will
leverage support from our generous
donors to invest $2.5 million in the
Diagnostics Accelerator program, an
initiative of the Alzheimer’s Drug
Discovery Foundation (ADDF).

AFTD’s investment will be matched
by an additional $2.5MM from the
Diagnostics Accelerator initiative,
which received initial funding from Bill
Gates, ADDF co-founder Leonard A.
Lauder and other philanthropists. The
result will be $5 million dedicated to
the development of FTD biomarkers.

A biomarker - such as blood pressure
for cardiovascular disease or blood-
sugar level for diabetes - provides
measurable evidence of underlying
disease. Biomarkers are an essential
tool for the early diagnosis and effective
treatment of many conditions.

“Today there are no biomarkers for
FTD,;” said ADDF’s Founding Executive

Director and Chief Scientific Officer
Howard Fillit, M.D. “The $5 million in
new FTD research will include awards
to fund exploration for new biomarkers
that can help accurately diagnose and
track the progression of FTD. It will
also enable us to add an FTD arm to

Alzheimer’s

Foundation

large validation studies funded by the
Diagnostics Accelerator”

AFTD has enjoyed a longstanding
research partnership with the ADDF,
forged through a shared belief that
advances in the scientific knowledge
base regarding one form of dementia
may lead to breakthroughs in other
related conditions. AFTD’s most recent

Drug Discovery

investment represents an expansion of
the scope of AFTD’s FTD Biomarkers
Initiative, launched in 2016.

Overall, the Diagnostics Accelerator
program will provide more than
$35 million toward more effectively
diagnosing all forms of dementia.

“We know today that addressing
neurodegenerative disease in any
form requires a collaborative effort,
said AFTD CEO Susan L-J Dickinson,
M.S., CGC. “AFTD has a long history
of research collaboration with the
ADDF, and we are grateful to be
joining forces again, in collaboration
with Bill Gates and other generous
funders.

“ADDF and AFTD’s partnership
may expand based on emergent
opportunities as we continue to
pursue our organizational missions,’
she added.
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Our Plan, Our Future:
AFTD Unveils 2019-2022 Strategic Plan

In December 2018, AFTD’s Board of
Directors voted to adopt a new Strategic
Plan for our work
through June 30, 2022.
The plan - now publicly
available via AFTD’s
website - presents our
vision to advance a world
with compassionate
care, effective support,
and a future free of FTD.

organization at the scale needed to fulfill
our mission.

It focuses on advancing
early and accurate
diagnosis of FTD,
developing new treatment
options, educating health
professionals, and bringing
AFTD’s national impact
§ into local communities.

AFTD will create new
resources to inform and
empower our constituents;
expand our education, awareness and
advocacy efforts; and work to help people
access vital FTD care and support in their
own local communities.

Written with input from
a range of experts -
including many with lived experience of
the disease - the plan will amplify AFTD’s
work as the leading authority focused on
FTD, and will guide us in sustaining the

(Continued on page 4)
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Spotlight on...Kacy Kunesh, AFTD Board of Directors

Kacy Kunesh traveled the world after
graduating from the University of

become a full-time care partner, and
Bob and Donna uprooted their lives in

Texas at Austin, working
as a development
and communications
specialist in Europe and
the Middle East. But
after her mother Donna
received a diagnosis of
behavioral variant FTD at
age 59, Kacy decided it
was time to come home.

“I found myself sitting
in a very nice office
overlooking the Dubai International
Financial Centre, and I just wasn’t
present,” said Kacy, who joined the
AFTD Board of Directors in 2017. “I
told my CEO that as much as I loved
my job, my mind and my heart were
in Texas.

Like many FTD families, the
Kuneshes endured a lengthy
series of misdiagnoses - it took
years before specialists correctly
identified Donna’s condition. Kacy’s
father Bob took early retirement to

Kacy Kunesh

Houston to move closer to
Donna’s medical team.

Kacy quickly learned to trust
her instincts when making
caregiving decisions. She
also determined that living as
an FTD care partner should
be meaningful - for herself,
her family and others facing
similar situations who could
benefit from her experiences.

“I found myself having to repeatedly
make fight-or-flight choices to make
sure my
mother
remained safe
and healthy,
she said. “I
decided that I
didn’t want to just survive - I needed to
be an agent of change, so no one else
will have to walk in my shoes.”

An essential part of Kacy’s journey with
AFTD has included advocating for the

“I feel like | represent a demographic not typically

thought of as affected by dementia,” Kunesh said.

“But it has affected every decision I've ever made
since the moment we got the diagnosis.”

needs of younger care partners like
herself. She is active in AFTD’s Young
Adult Facebook Support Group, and
has led discussions at several AFTD
Education Conferences. She has also
been an invited speaker to illuminate
the challenges faced by caregivers and
dementia families.

She hopes her future work as a Board
member - and as an advocate for
greater FTD awareness, advocacy
and education - will help further the
understanding and treatment of FTD.

“I feel like I represent a demographic
not typically thought of as affected
by dementia,
she said. “But
it has affected
every decision
I've ever
made since
the moment
we got the diagnosis. And I'm not
alone. We are the successors who
are inheriting all the challenges FTD
presents, and I want to see a cure in
my lifetime.”

AFTD NEwWS BRIEFS

Development Manager Joins
AFTD Staff

Amanda Knight joined AFTD
as Development Manager in
November 2018. She brings more
than eight years of progressive
nonprofit development experience,
including four years with the
Greater Philadelphia Chapter
of the ALS Association, where
she managed donor databases
and supported a wide range of
the organization’s fundraising
efforts. As a member of AFTD’s
development and communications
team, Amanda manages individual
giving (including annual
campaigns); corporate and
foundation fundraising; AFTD’s
donor database and foundation
metrics; donation processing
and acknowledgement; and the
expansion of the organization’s
digital fundraising.

AFTD Seeks Education
Program Manager

AFTD is now hiring an
Education Program
Manager. This vital addition
to our staff will develop and
implement FTD education
initiatives for healthcare
professionals - a crucial
component of reaching
and better serving all
persons affected by FTD.
The Education Program
Manager will identify
strategic opportunities
to engage a wide range
of professionals who
influence the physical,
emotional, social, economic
and spiritual aspects of
care for people with FTD
and their families. The full
job posting can be found on
AFTD’s website.

AFTD Thanks a Regional Coordinator Volunteer

New England Regional Coordinator Volunteer Doreen
Putnam has stepped down from her volunteer leadership
role after almost two years in the position. Her passion
for the AFTD community, teamwork approach, and
professional perspective will be missed. She will, however,
continue to be an AFTD volunteer - raising awareness,
sharing information and supporting care partners on their
journey. AFTD Volunteer Manager Kerri Keane is now
overseeing the region. If you live in New England, feel
free to contact Kerri directly at kkeane@theaftd.org to get
involved.

National Volunteer Appreciation Week: April 7-13

Thank you to all of our volunteers for the valuable
contributions you have made to help us achieve our mission!
Each year, AFTD celebrates the accomplishments of all our
volunteers during National Volunteer Appreciation Week.
Through your service, AFTD is able to have a broader
impact, giving us a stronger presence on the ground in
communities across the country. AFTD put together a
tribute video to our volunteers, which you can watch at
theaftd.org.
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OUR PLAN, OUR FUTURE

Neuroscience has been a major area of interest for me for more than 15 years. It
became personal when my father received his FTD diagnosis. Like many families
facing this disease, we knew what that meant: from then on, we would only have a
finite amount of time with him, and we should make the most of it. Still, | can’t help
but think what our experience might have looked like if there were viable treatment
options available to people with FTD. That is one of the main reasons why
I've dedicated my career to FTD research, and why I'm proud to serve
AFTD’s mission as a 2017-2019 Postdoctoral Fellow.

Organizations like AFTD are doing important work by bringing
greater awareness to this condition, educating clinicians in an
effort to reduce misdiagnosis, and funding research in the hopes

of a future free of FTD.

Joseph-Patrick Clarke, Ph.D.

University of Pittsburgh
Recipient of AFTD’s 2017-2019 Postdoctoral Fellowship

As detailed in this issue’s cover story, AFTD has
released its FY2019-22 Strategic Plan.
Developed with input from FTD experts —
including scientists, health professionals, and
many whose expertise originates from lived
experience of the disease — our plan seeks a
world with compassionate care, effective
support, and a future free of FTD.

Since 2002, AFTD has worked with our
community to make crucial gains on behalf of
all facing FTD. Our plan builds from those
experiences, and offers a road map to realizing
the future that we all so urgently seek.

Achieving that goal will require contributions
from each of us. Dr. Clarke chose to dedicate
his career to FTD research. Today AFTD asks
that you choose to support our mission with
a charitable gift.

By making a donation of any size, you can
support increased public awareness and
provider education, early and more
accurate diagnosis, crucial advancements
in research, more accessible support
services, and national advocacy efforts to
benefit all affected by FTD.

Every contribution to this mission —
whether from AFTD volunteers, advocates,
or through feedback from those we serve -
is essential. The engine that makes that
shared work possible is donor support.

We hope you'll join us by making a gift
using the enclosed envelope or by
donating online at theaftd.org. Together,
we can bring a future free of FTD closer
with each passing day.

To make your gift online, go to www.theaftd.org and click on the

Donate button at the top of the page.
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AFTD Brings Annual Education

Conference to Los Angeles

Hundreds of people whose lives have
been affected by FTD will attend the
2019 AFTD Education Conference
in Los Angeles for a day of learning,
sharing and connecting with others
in the AFTD community.

Leading experts from UCLA, USCEF,
the University of Washington and
elsewhere will present on recent
advances in understanding FTD
as well as new perspectives on
research, care and support.
Afternoon breakout sessions will
focus on clinical issues and care
strategies, and will also provide the
opportunity to network with others
who understand the FTD journey.

Other breakout sessions will focus
on behavioral variant FTD, primary
progressive aphasia, and FTD/ALS.

Emmy Award-nominated actor
Martha Madison - best known for
her role as Belle Black on Days of Our
Lives - will offer this year’s Keynote

Address. Madison has been an FTD
care partner to her mother, Barbara
Baggs, for more than 15 years. She is
an active AFTD volunteer and was
featured in an AFTD public service
announcement in 2017, in which she
delivered the awareness message
“Think It’s Alzheimer’s? Think Again.

Actress, activist and FTD care partner Martha
Madison will offer this year’s Keynote Address.

Register for the conference at
tinyurl.com /AFTD2019, but hurry -
registration closes on April 29. The
conference will run from 8:45 a.m. to
5:30 p.m. at the Los Angeles Airport
Marriott. A social reception open
to all attendees will immediately
follow.

AFTD offers modest financial
assistance, in the form of Comstock
Travel Grants, for people with FTD
and care partners wishing to attend.
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These grants are designed to

defray the cost of travel, lodging

and conference fees. More

information can be found on the
Comstock Grants section of AFTD’s
website.

For those who can’t make it in
person, portions of the 2019 AFTD
Education Conference will be live-
streamed. Visit theaftd.org for
more information. Archived videos
and audio recordings of plenary
and most breakout sessions will be
made available in the days following
the conference.

2019-2022 Strategic Plan... comonpmoe s

“AFTD strives to be a voice for all
people affected by this disease.
At the same time, we know
that there are
communities we
haven't reached,
said AFTD
CEO Susan L-J
Dickinson, M.S.,
CGC. “Our new Strategic Plan
endeavors to find those who've
slipped through the gap and aid
them in receiving the attention
and care they need.”

As highlights of this work, AFTD
will:

® Expand the scope and impact
of its volunteer program.

® Advance early and accurate

AFTD’s new Strategic Plan will
amplify our work as the leading
authority focused on FTD.

diagnoses and the development
of successful treatments.

® Empower our
community to
advocate for
high-quality
dementia care
and healthcare
professional education.

This ambitious
plan will
require AFTD
to expan

its staff by
approximately
50 percent by June 2022, in a
sustainable way. Achieving the
impact that this community
deserves will require support
from thousands of volunteers

“Our Strategic Plan would not have

come together without the valuable

input of the people we serve,” said
AFTD CEO Susan L-J Dickinson.

and donors.

“Our Strategic Plan would not
have come together without
the valuable input of the people
we serve. Now, we must work
together to make our shared
vision a reality. My hope is that
when you read this plan, you
will envision a future we can
all be proud
to be part of)
Dickinson said.

If you would
like to learn
more about
this plan and our vision for the
future, and how you can help
to make it possible, please read
more on page three of this
newsletter, and at theaftd.org.
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AFTD Convenes Industry Leaders,

Researchers for TDP-43 Workshop

In February, AFTD hosted a
workshop on the development
of TDP-43 biomarkers for FTD
and ALS, bringing together
researchers, scientists and key
opinion leaders from industry
and academia to consider the
possibility for improved diagnostic
tools in dementia.

The meeting - held in Miami
on February 27 - builds on
AFTD’s ongoing commitment
to developing FTD
biomarkers. Biomarkers
provide measurable
evidence of current
or potential disease.
Validated biomarkers regularly
used in clinical practice include
high blood pressure for coronary
artery disease and blood sugar
levels for diabetes.

“As any family living with FTD
knows, this disease is extremely
challenging to diagnose,” said
AFTD Chief Executive Officer
Susan L-J Dickinson. “Currently,
a person with behavioral variant
FTD endures more than three
years of delayed diagnosis,
typically complicated by a series

of misdiagnoses along the way.
Creating effective biomarkers
would point the way toward faster,
more accurate diagnoses - and,
potentially, drug development.”

In recent years, TDP-43 has
emerged as a potential biomarker
for both FTD and ALS. “TDP-43
is a protein that forms abnormal
clumps in the neurons, or brain
cells, of about half of people living
with FTD,” said AFTD Research

Manager Debra Niehoff, Ph.D.
“A biomarker that allowed us to
detect and measure TDP-43 would
aid in FTD diagnosis and could also
help researchers recruit people
into the right clinical trials.

The assembled scientists and
researchers discussed the potential
for fluid biomarkers, which can
be measured in blood, serum or
cerebrospinal fluid, and imaging
biomarkers, which can be seen
on scans. Participants stressed
that the ability to distinguish FTD

associated with TDP-43 from
FTD associated with tau, the
other protein commonly affected
in FTD, is a key unmet need in
clinical practice.

Because TDP-43 is often found
in very small quantities, many
researchers have not discovered
how much is needed to measure
for an effective biomarker,
Dr. Niehoff said. “It’'s a big
outstanding question we need

AFTD convened a group of researchers, scientists and key ~tO resolve;” she said. “For
opinion leaders from industry and academia to consider the
possibility for improved diagnostic tools in FTD and ALS.

example, in brain imaging,
there has to be enough
to recognize a signal
against your background.”

The meeting also offered an
update on scientists funded by
the FTD Biomarkers Initiative.

“We are very pleased with the
progress our grant recipients are
making” Dr. Niehoff said. “All of
this work and investment moves
us closer to the possibility of a
much-needed FTD biomarker”

AFTD thanks the generosity of the
workshop’s co-sponsors, Target
ALS and the ALS Association.

AFTD gives special thanks to the sponsors
of the TDP-43 Workshop, Target ALS
and the ALS Association.

TARGET

ASSOCIATION
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Those We Honor... Those We Remember

Gifts received from October 16, 2018 — February 15, 2019

In Memory of

James S. Abbott
Marzieh Torabian Abtahi
Alfred F. Accornero
Melin Adalian

Donna Seiko Aguilar
Michael Ahlstrom
Gerald Ahrens
Lawrence Albert
Elizabeth Albright
Robin K. Allen

William M. Allen
Tracy Scott Allison
George Ammann
Valerie Jeanne Anastasia
Barbara L. Anderson
Donna Voss Anderson
Gary M. Anderson
Frances Angelino

Bill Arendt

Robert Ashfield
Anthony Augustine
Judith Austin
Emerson R. Avery
Robert Babiskin
Barbara J. Barnes
Barbara Basla

Donald Bassett

Jean C. Becker

Judith Belfy

Caroline D. Bell

Trish Bellwoar

Betsy Bennett
Kenneth Alan Bernhard
Ruth Bernstein

Paul Berte

Dorothy Besch
Antonio Biello

Sondra Birnbaum
Deven Black

Sherry Black

Deborah Blackwell
Lester Blattner

Cindy Boehmer
Mickey Boles

Mark Botteon

Joy Spartin Bowen
Clarke Bowers

Anna Boyer

Annie Brady

Rosie Braun

Richard Benjamin Braxton
Reanette Bromberg
Suzanne J. Broudy
Michelle Brown

John M. Browning
James G. Bryan
James Greg Budd
Michael J. Burns
Thomas Donald Cain
Donald Campbell
Ronald Alan Campbell
Lan Pham Cao

Cindy Cardosi

Beverly K. Carlson
David Cartwright
Ronald E. Cassin
Willis H. Caterson
Bruce L. Chalmers
Richard Christian Chapman

Linda Arlene Clark
Neil Vern Clemens
Karen Sue Cleveland
Linda Clifton
Lawrence T. Cline
Jerry Coffey

Charles Cole

Daniel Channing Cole
Gail Colfelt

Doreen Marie Collins
Craig Comstock
Vincent Condon
Timothy V. Conger
Denise Connelly

M. Russell Cooney
Mary P. Copeland
James Mickey Michael Corcoran
Ronald Cornfield
James Robert Cox
Don Crispin

Janebell Crowe
Joseph M. Cutuli
David Archie Daniel
Susan Danis

John Earl Darmer
Ann Cockrell Davis
Ann Davis

Charles Raymond Davis
Frederick J. Davis
Robert Samuel Davis
Stephana Shaw Davis
Gerald Decker
William Henry DeCoste
Barbara DeRocher
Robert A. Desiano
Julie Marie Dickmeyer Zerhusen
Pamela Dircksen
Francis J. Dirksmeier
Lois Donaldson
Larry K. Donovan
Lynn Marie Dornfeld
George Scott Downing
Diane B. Drayson
Allen Duckworth
Ronald Duncan

Kyle Steven Durkin
John Michael Dwyer
John Dystrup
William W. Eaton
Carole Edelman
George Edwards
Margaret Marty Egan
Sherwin Ehmke
Mary Einhorn

Twila Eisley

William R. Eissler
Frank Engelkraut, 111
Ciaara Estar

Anne R. Everard

Tom Everhart

Judith Feldman
Michael E. Fenoglio
Ina Fenske

Benjamin Fernandez
Pauline Ferreira
Sharon Kay Fiene
Janie Fischbach
Alice Elaine Fleming
Harold David Foote
Tracy Forte

James J. Foster
Patricia A. Frank

Lois Fredricks

Karen Freeman

Detlef Frey

Steven Allan Friedman
Reon Friesen

Mary Monica Mimi Garber
David P. Gates

John J. Gibbs

Allison Giger

Victoria Glandon
Louis Goebel

Marylin Goldner

Jane Gorden

Robert Carlton Gorder
Suzanne Mersky Gordon
Deborah Graham
Mickey Grant

Jeffrey G. Gray
Frances K. Gregory
Marie Greway

Patricia Griffin

Ferris L. Sonny Grooms
Janie McManus Heine Gruber
Gerald Grzywacz
Mary Gutierrez

David Haines

Albert Charles Hall
Edward Hall

Richard Halliday
Diane Hanks

Darrel Hansen
Therese M. Harlett
Fred Haslee

Thomas L. Hawkins
Kerry D. Hayes

Harold Hedaya

Jan M. Heinen

John D. Heizman
Thomas Henderson
Robert L. Hermann
Theodore Hervey
Herbert Andy Higham
Billy Hill

Randal Hillman

Dale Hitchcock

Mark Ho

Caleb Thomas Hodsdon
Willis H. Hogan
Thomas Harvey Hood
Sean Horgan

Garfield H. Pete Horn
Richard Dean Houghland
Linda Howerton

Linda K. Hubbard
Christine Anne Hughes
Pamela Hughes
Michael Hurst

Claud E. Ivie

Karl Hagerup Jensen
William S. Jeremiah
Mary D. John

William S. John
Robert E. Johnson
Rosann Johnson
Frank D. Jones

Karen Stevens Jones
Ruby Lee Jurden
Donna Juza

Bobbie Kallemeyn
Eileen Kaplan

Pamela Karimeddini
Mira P. Karnani

James C. Kearney
Bruce Kelly

David W. Kelly

David Kennedy

Carole D. Kipp

Eugene Klein

Mae Klein

Thomas Craig Kohutek
Joe Kowsky

Fredric Kraver

John Kretekos

Estelle Kriticos

Judith Krueger

Diane L. Kuchenbecker
Stewart Kugler

Diane Kukac

Phyllis Kwortnik

Ben Ellis Laden

Tim LaFone

Terry B. Lahita

William Albert Lakey
Harold Lanclos

Enid Asher Lang, MD
Nancy Anderson Lankford
Charles L. Larkin
Charles Alfred Lawson Il
Larry Leifer

Jerome Dell Leonard
Arnette Lester

Edward Levitt

Deborah Elizabeth Lewis
Sheryl Linden

Fannie Litow

Marvin Loewy

Howard A. Lovett
Patricia Linton MacFadgen
Wendy Mackinson
Don MacLaren

Tom F. Maher

Phyllis Malloy

Susan P. Marcus

Vito Marino

Perry Bud Dean Mark
Barbara Marquis

Ken Martin

John Rogers Marts
Matthew Sanderson Matherne
Robert Matusiak
Norman Matz

Richard L. Maulorico
L. N. Buddy Mayes
Joan V. Mazzarelli
Yoko McArthur

Ronald McCarthy
John Barry McCool
Terry McDevitt

Amy Jo Lancaster McDonald
Ann R. McLellan
William McNamer
Anna Marie McNeil
Bernadine Meier

Paul Eugene Menzer
Judith Ann Messerli
Carol Frances Meyer
Ann Miller

George Miller

Lois Nanette Miller
Louise Miller

Richard Miller
Alexandra Milmoe
Carol Miner

Paul Minetti

Dennis Mixdorf

Eileen Monaghan
Cynthia Mongelli
Marco Morett

Carol A. Morris
Victoria May Morud
Vincent J. Moscona
Gale W. Moser

Judy Mulik

Robert K. Murray
Teresa A. Muzzey

Si Newhouse

Susan Newhouse
Teresa Newton

Louis Nieto

Kathleen O’Brien Hartig
Juliet Procaccini Obsteins
Lawrence Carl Olivieri
Diane Osborne

Jean E. Osborne
Terrell Pahl

Joseph A. Palmisano
Tamara S. Pamer
Charlotte Panton
Judith Papesh

Donna Jean Pedrik Paradis
Bozena Parczewski
Paul Parenti

Hugh M. Parrish

Alan Pasquesi
Dorothy Peacock
Michael Anthony Peetz
Jeffrey Peffer

Alfredo Perez

Camilla Perry

Mary Catherine Pfeifer
Clayton Derek Pittman
Jo Gail Pittman
Maryann Podgorski
Lenore Podraza
Hershel E. Portnoy
Palmer Fishwick Posvar
Dorothy Dottie Powell
John J. Primeau

Bill Proett

Christine M. Querio
Carol Radtke

Janet Ann Rankin
James Reagor

Martin J. Reape, Il
George E. Rector
Tyler K. Reed

Seth Reice

Delores June Rennix
James Revels

John M. Richiusa
Elaine Richmond
Gene Richter

Jennifer Elkins Rinow
Diana Risch

Emily Brooks Roane
Richard Robbins
Howard Roberts

Carol Ann Rockett
Douglas R. Rogers
David Rose

Gigi Catherine Rosselli
Joyce Royster
Reyburn Lee Ruhl

Tom Ruhlman

Robert G. Rulison
Richard F. Rummel, Sr.
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Donations in the name of a loved one bring help and courage for families affected today — and hope for a future without FTD.

Stephen Gary Sackel
Robert Gene Salmons
John Russell Sankey
Seymour Stony Sarokin
Jerry Sarro

Arpiar G. Saunders, Jr
Angelo William Savino
Richard J. Scanu
David Kevin Schafer
Benjamin Schatman
Merrill Schell

Paul T. Schleyer

John Jack Schloerb
Paula (L'Heureux) Scott
Patricia Seffrin
Richard Seffrin
Steven J. Seitz
Deborah Seymour
Stanley M. Shapiro
Ned James Shepherd
Chester Shippy

Al Shoberg

Chester Franklin Shuey
Patrick Sidders
Richard Siegel

Bryan Siewert

Louis Simon

Marjorie Madge Skoglund
Karen T. Slattery
William Slavin
Patricia Smeriglio
Marie Smith

Robert G. Smith

Karen Sommers
Arthur Spehler
Marshall Lee Spencer
Cindy Stevens

Rene Stiles

Dennis P. Strobel
Rosemary Jean Stuart
Wendy Summerfield
Dave Sundin

Wendy Suzman
Dennis Sweezea
Robert J. Sykes, Jr.
Bernard Szatkowski
Daniel R. Sztraicher
Salvatore A. Tavormina
Horace E. Bert Taylor
Tom Temple

Mike Theodosis
Calvin L. Thomas
Helen Thomas
Laurence Thomas
Randall Thomas
Richard Francis Thompson
Howard Thorn

Jim Thuente

Doris Marie Tiller
Jerry Tillman

Bryan Tinsley
Stephen M. Tipton
Gretchen Sue Toles
Haven Toothman
Roseanna M. Tosti
Carolyn Treptow

Honor a Loved One or Remember Their Legacy

Michael C. Unser
Rosalyn Valmont

Willie Frank Van Dyke
Gary Van Hammond
Jeff Van Son

Ellen Van Tilborg

Susan Vandeberg
Maureen Burke Vazquez
Robert Vermilyea
Christine Walker
Michael G. Wallis
Robert E. Walsh

Mike Walter

Dwight H. Warrington, Sr.
Susan Watson

Murray Wayne

Libby Webb

Judith May Weiler

Ken Weina

Joan Sherrill Weinberg Banks
David Weiss

Sunny Lynne Joffe Wergen
Larry Wernette

Michael Weslaitis
Dennis White

Oliver Theodore White
Linda Wille

Reggie Williams

Ryan Willin

Mary Jean Wilson
Sharon Key Wilson
Elliot Winograd

Robert Steven Winters
John M. Wisneski
Christopher Witt
Thomas Wojciechowski
Dale Alan Womack
Preston Wood

Chris Edmondson Yurkanan
Veronica Zeikus

David Paul Zomback

In Honor of

Rebecca Adams
John Agugliaro
Cindy Allam

Michael J. Angello
Barbara Baggs

Shari Baldzicki
Katina Tina Barefoot
Margaret Barton-Burke
Ted M. Beal

Bailis Bell

Roy Bohr

Mary Ann Bordewick
Gail Borton

Wendy Bradford
Carol Bragg

Susan Brody

Alex Brown

Harrison Brown

Elsa Browning

Ken Brunner
Sharon Burkhart
Steve Burkhart
Charmian Carr
Jim Cermak

Jose L. Cervoni
Su-Ling Chang
Betty Ann Chase
David Chiappa
Kathy Christie
Judy Christopher
Philip Ciafardini
Carol Clifford
Phyllis Coats
Helen-Ann Comstock
Judy Comstock
Rey Contreras
Tom A. Cox

Debra Crider
Connie Crites
Mark Cushman
Connie Daniels
Robert Davis
Maria De Leon
George Demkow
Susan L-J Dickinson
Sheila Dirksmeier
Ralph R. Doty
Karen Morud Dye
Bob G. Eaton
Thomas Egeland
Jeannette Lyne Ekstrand
Trish Elkins

Judith Erlick
James C. Esque
Carol Feeley

Bill Fehon

Robert Fischel
Shelley D. Fischel
Diane Fitzgerald
Robert Flynn

Dave Freylack
Steven Friedman
Charlene Geiser
Michael George
Alan Goldrich
Rachel Shulman Goldring
Joan Gove

Gary Parks Griffith
Dean Hadley

Alice Hale
Douglas L. Hamilton
Elizabeth Hansen
Marguerite Harrington
Terry A. Harris
Kaitlyn Heffron
Patricia Jane Heil
Hans Helmling
Beverly Hernandez
Mary Hesprich
Colleen Terry Hill
Bernadatte Hinton
Keith Hirst

Gary Hollrah
Benjamin Howe
Sandra Hubenak

Casey Hudson
David Hughes
Charles Ice

Greg Iliff

Gary Jackson
Leslie Jackson
Phillis Jacobs
Doug John
Charlotte Lynn Johnson
Mark Johnson
Kay Jones

Mary Lee Kelahan
Redmond
Christopher Kelley
Deborah Kenney
Dennis Kent
Steven Kent

Alan Klein

Larry Klein

Donna Klinedinst
Robert Knight
Michelle Kyriacou
Christopher Lane
Leonard A. Lauder
Kenneth B. Lenoir
Joe Leonard

Paul Lester
Donna Levy

Glenn Lewis
Marvin Lien
Tracey Lind
Richard William Loring
Carol Lukens
Brian Lynch
Ranald MacDonell
EK Magion
Cynthia Malis
Kenneth Martin
Travis Martin
Elaine Matthews
Betsy Maxwell
Royce McDonald
Bob McGlaughlin
Evelyn McGuire
Moussa Menasha
Karen Meyers
Virginia Miller
Debra Moore
Russ Morazzina
Sarah Morazzina
Shellie Morcom
Christina Morrison
Rick Myers

Bruce Nagy
Donald Newhouse
Elyse Newhouse
Michael Newhouse
Jim Nitchals
Richard M. Olivieri
Joseph C. Olszewski
Kenneth Ong
Marlene Ostafin
Rhoda M. Oswald
Jackie Pang
Debra Parsons
Terry Peetz

Christopher Pfaendtner
Julia Pfeffer
Kimberly Phares
Judith Poehler
Elisabeth Raine
Mary Rand

Karen Reed

Mary Rogers
Donna Rose
Sharon Rose
Henry Roth
Frederick John Roth, IlI
Ken Routt

Patricia Routt
Kevin Ryan

Patrica Ryan

Kirk Ryder

Vincent Scalen
Judy Schroyer
Bridget Shea

Amy Shives

Alan H. Simon
Joan R. Simon
Roberta Sitler
Dorothea 0. Sokola
Ellen Solomon
David Sorrell
Matthew Spalter
Allan Stackhouse
Bucky Stackhouse
John Stackhouse
Tanya Steel

Anne Stein
Elizabeth Stoia
Jeanette Stoothoff
Stoutimore Grand Kids
John McLean Sugden
Sue Sullivan
Barbara Tinsley
Karen Traxler
Margaret Tremwel
Susan Turk

Carol Tyler

Bonnie Lee Utz
Janet Valentine
George Van Son
Helen Van Son
Thomas Varner
Robert Veno
Roger Vinande
James Vowell
Beverly Waite
Michael Walters
Marianne Warley
Linda Weide
Kathleen Wiltsey
Judy Windhorst

Jo Wright

Ralph Wright
Christine Youngclaus
Stephen Yturralde
Adrienne Zausner
James C. Zeger
Linda Zeger

Daniel Zimmerman
Howard L. Zoller

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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AFTD Pilot Grants Highlight Emerging Approaches

to FTD Research

AFTD awarded its 2018 Pilot Grants
to Paschalis Kratsios, Ph.D, of the
University of Chicago, and Liam Chen,
Ph.D., of Johns Hopkins University.
The Pilot Grant program annually
confers funding to early-career
investigators focused on FTD.

“AFTD’s Pilot Grants lay the
groundwork for tomorrow’s scientific
breakthroughs by providing seed
funding for innovative research
projects,” said Debra Niehoff, Ph.D,,
AFTD’s research manager. “The
program exemplifies the way AFTD
prioritizes cutting-edge science in
the future of FTD research.”

Dr. Kratsios
received the
2018 Basic

Grant. He will
use the funds
to re-engineer the genome of the
roundworm Caenorhabditis elegans in
order to study human disease-causing
mutations. By developing transgenic
worms with the C9orf72 mutation -
the most common seen in FTD - Dr.
Kratsios hopes to learn why the gene

“AFTD’s Pilot Grants program exemplifies the
way AFTD prioritizes cutting-edge science in the
Science Pilot future of FTD research,” AFTD Research Manager
Dr. Debra Niehoff said.

Paschalis Kratsios, Ph.D.

defect has such a toxic effect on
brain cell degeneration.

“Genetically engineered mice have
been a mainstay in FTD research,” Dr.
Niehoff said.
“Ultimately,
this new
animal
model could
point to
new strategies for developing FTD
treatments.”

Dr. Chen received the Susan Marcus
Memorial Fund Clinical Research
Pilot Grant. He plans to examine the
transcription of information needed to
make proteins encoded in genes into

the molecular
messenger RNA
(mRNA).

“Before it
can serve as
a template
for protein
synthesis,
mRNA must
first be edited
by cutting and
sewing the
segments needed for a job, just as a
film editor splices footage to craft a
movie,” Dr. Niehoff said. “In healthy
brain cells, the protein TDP-43 acts as
a quality control manager during the
editing process, but TDP-43 oversight
is lost in FTD. As a result, the mRNA
contains ‘extra footage’ that can
lead to the formation of defective
proteins.”

Liam Chen, Ph.D.

Dr. Chen will attempt to identify
these extraneous pieces of RNA,
called cryptic exons, in postmortem
FTD brain tissue. FTD-specific
cryptic exons could potentially serve
as biomarkers or starting points for
future drug development.

AFTD Joins NIH-Funded Biomarkers Consortium

AFTD has joined the Biomarkers
Consortium, an ongoing project
sponsored by the Foundation for the
National Institutes of Health (FNIH).
As a partner in this organization, AFTD
will have the opportunity to identify
and develop high-impact biomarkers
to advance the diagnosis,
treatment and scientific
knowledge base of FTD.

There are currently no
scientifically validated
biomarkers available for
FTD, but scientists and
healthcare professionals agree that
such developments are essential for the
future understanding and treatment of
FTD. The Alzheimer’s Drug Discovery
Program recently launched the
Diagnostics Accelerator program, of
which AFTD’s FTD Biomarkers Initiative

is a member, to speed the discovery of
dementia biomarkers. [See page 1 of
this issue for more information on the
Diagnostics Accelerator program.]

Some potential FTD biomarkers
have already emerged, though they

As a partner in the Biomarkers Consortium, AFTD will
have the opportunity to identify and develop high-impact
biomarkers to advance the diagnosis, treatment and

scientific knowledge base of FTD.

remain unvalidated and should not
be considered definitive at this time.
Neurofilament light chains - a marker of
nerve damage thathasbeenvalidatedasa
biomarker for ALS and multiple sclerosis
- is currently under investigation as a
possible FTD biomarker.

As a partner of the Biomarkers
Consortium, AFTD will have access to
research funding, collaboration and
data sharing with other public- and
private-sector members.

“Collaboration and partnership are
at the center of scientific
discovery,” said AFTD
Scientific Director Nadine
Tatton, Ph.D. “AFTD is proud
to partner with the FNIH in
this important endeavor,
which will hopefully speed
the development of biomarkers
for FTD. As there is currently no
standard course of treatment and no
cure for FTD, the ability to accurately
recognize signs of disease and
progression as early as possible is
urgently needed”
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Giving a Hand to Our Helping HandsI

AFTD Volunteer: Amy Almeida

AFTD volunteer Amy Almeida and her
familiy used AFTD’s resources for care
partners throughout her mom’s FTD
journey. She was inspired to become
an AFTD volunteer for two reasons.
First, she wanted to give back after
AFTD helped her family provide her
mom with the highest-possible quality
of life. She was also inspired to act
after getting to know fellow AFTD
volunteer and AFTD-affiliated support
group facilitator Katie Brandt, who has
turned her own family’s FTD journey
into her life’s work. Amy’s interactions
with Katie ignited her drive to do the
most she can for the AFTD community.

Amy has volunteered for AFTD for more
than four years, as both an affiliated
support group facilitator and a
community awareness volunteer. AFTD
is grateful for Amy’s dedicated service
to our community and organization.

What has been the most cherished
memory you've made while
volunteering for AFTD?

I was approached to become a support

group facilitator, and despite having
some doubts about my suitability
for such a role, I took it on and
have been facilitating a group for
four and a half years. I cherish the
feedback I receive after I've helped
caregivers through a rough patch.
It is extremely rewarding to be
able to use my experiences as an FTD
caregiver to help others traveling a
similar journey.

As a community awareness volunteer,
why do you participate in table
settings?

I enjoy table settings because you
often meet people who have never
heard about FTD before. It’s incredibly
rewarding to educate people about
this devastating disease. Being
able to provide resources to health
professionals who may have never
seen a case of FTD gives me hope that
families will not have to struggle to be
correctly diagnosed in the future.

How do you see your volunteer efforts
contributing to AFTD and its mission?

Amy Almeida with her mother, Elizabeth

AFTD’s motto is “Find Help - Share
Hope” I see my volunteer efforts as
embodying this phrase. Table settings
let me point persons diagnosed, their
families and health professionals to
vital AFTD resources, enabling them to
find help. Facilitating a support group
enables me to share hope with other
FTD caregivers simply by validating
their experiences and sharing my own.

What would you tell someone
considering volunteering with AFTD?

It's a good way to give back to an
organization that has helped so many
people affected by FTD. There are
opportunities to do as much or as little as
you'd like. Volunteering with AFTD doesn't
have to be a huge time commitment.

Volunteer Advocacy in Action in Washington, DC

When it comes to advocacy, AFTD
uses a variety of channels to be a voice
for the community, advocating for
research and appropriate, affordable
services. Volunteers play a key role in
this mission area by partnering with
AFTD and sharing their stories at
the National Alzheimer’s Project Act
(NAPA) Advisory Council meetings.
These courageous volunteers present
comments to ensure that FTD remains
a part of the dementia conversation
on a federal level.

NAPA became law in 2011. It
authorizes the Department of Health
and Human Services to develop
and maintain a National Plan for
Alzheimer’s disease and related
dementias, with input from a public-
private council on Alzheimer’s
Research, Care and Services. The

NAPA Advisory Council recommends
ways to expand, coordinate and
condense programs in order to
improve the health outcomes of
people with dementia.

Since 2012, AFTD staff and volunteers
have been attending NAPA Council
meetings and providing input from
the perspective of those affected by
FTD. The meetings are held quarterly
in Washington, DC and are open to
the public. Over the years, several
volunteers have raised their hand
and presented comments.

Middle Atlantic Regional Coordinator
Volunteer Sarah Sozansky Beil
shared why she provided comments
to the Council last summer. “I felt
that having been directly impacted,
I was obligated to tell my story so
that FTD is recognized by lawmakers

and other community members --
so they don'’t forget the devastating
effects it can have on families,”
she said. “It was important for me
to show the members that people
affected by FTD can be younger, and
that they may even have young kids.

“The experience was extremely
rewarding,” Beil continued. “I felt
like I was making a difference. It is
our job to tell our stories and ensure
that members of Congress and other
government officials hear us. They
cannot know how devastating the
disease is unless we speak up and
advocate for ourselves.”

If you are interested in volunteering
to make comments at a NAPA
Council meeting, please contact
AFTD Program Manager Matt Sharp
at msharp@theaftd.org.
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a FTD strikes at the heart of who we are, bringing progressive, irreversible changes
Lt to behavior, personality, language and movement. This past February, through
/\‘ .U,Q AFTD'’s With Love 2019 Campaign, hosts responded by sharing their stories of love
@FTQ CAMPAIGN 2019 and raising funds to support AFTD’s mission.

A record setting number of hosts—31—courageously shared their stories and together, raised more than $47,000! Of those
31 hosts, 23 were first-time With Love hosts (and 17 were first-time fundraisers all together).

Hosts shared their stories of love on Classy, the primary fundraising platform for the With Love campaign, as well as via
Facebook fundraisers — a new option for this year’s campaign. Community members interested in supporting the campaign
could make a donation, post a picture of their loved one(s) and share a message of hope on our “Wall of Love” - also new
to this year’s campaign.

AFTD shared powerful host stories via Facebook and Instagram, raising awareness and showing the world that love is more
powerful than any disease.

AFTD would like to extend a huge thank you to everyone who was involved in the success of
this year’s campaign: our two generous campaign sponsors, Beth Walter and The Rainwater
Charitable Foundation; the more than 300 people who made donations; and of course, our campaign
hosts who courageously shared their stories of love to spread awareness and raise funds.

Carol Almeranti Jacquelyn Syberg Laynie Dratch Sarah Morazzini
Cheri Connely Karine Adalian Leonard Broyles Sheryl Whitman
Christine Groth Kat Primeau Lisa Kesecker Susan Scarff
Cindy Odell Kathy Fimian Lori Cox Tara Jones

Dale Latimer Katie Caruso Melissa Fisher Terry Pontious
Debbonnaire Kovacs Katrina Hellman Nicole Totton Tiffani Moore
Dom Fabich & Amanda Dawson Kimberly Sullivan Chu Rachael Martinez Victoria Van Kirk
Elizabeth Hubenak Krista Glodt Ruth Scott

Race Season

The AFTD-Team has done it again: set a record-breaking Race Season! AFTD collaborated with six races across
the country during 2018 and had more than 245 teammates run or walk approximately 1,325 miles and raise over
$75,000! Our final two races of the season (the Philadelphia Marathon and the Dallas Marathon) are responsible
for raising $63,000 of that total. This could not have been possible without the phenomenal efforts of:

Team Jack Attack Alison, Bo and Martha Darcy Topolski Reller Thomas
Poppy’s Posse Joe Fischel Amber Dickson

Martha Madison, from Days of
Our Lives, and her sisters Alison
and Bo ran in the Dallas Marathon
in honor of their mother, who is
currently living with FTD.

"FAFTD:-1zam
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FALL
OPEN
HOUSE

KEN BRUNNER'S
HANDMADE BOWLS

NOVEMBER 10, 2018
:00-4:00

9171 Ridge Drive
Mount Horeb, Wi 53572

"FAFTD: 1zam

Heart and Bowl: ror the second time,
Ken Brunner of Wisconsin, who has FTD, and his
wife Cindy invited people to their house to buy Ken's
handmade wooden bowls. After successfully selling
$3,020 worth of bowls during their first event, round
two sold an impressive $4,760 - all of which was
donated to AFTD.

Ken Brunner, who has FTD, showing

off his impressive handmade
wooden bowls.

Love Letters: aFtp Board member Paul Lester hosted his 12th annual
letter writing campaign in memory of his late wife Arnette. Paul sent old-fashioned
paper letters, but he also used the convenience of the online fundraising platform
Classy to send electronic versions. After all letters were sent out, his campaign
raised a total of $15,133. Over the past 12 years, his letter writing campaign has
raised more than $133,000 towards the fight against FTD.

A Search for Support: For the second year in a row, Rob
Radtke designated AFTD as one of the charities for Google Giving Week and
raised $6,940. As a Google employee himself, Rob’s efforts kicked off in 2017
when he lived in California, but he continued his support of AFTD in 2018 from
his current home base of Zurich, Switzerland.

Sold!: During the months of
September and October, the Berg Larsen
Group, a real estate team affiliated with

Coldwell Banker Burnet in Minneapolis, x

pledged to donate $100 to AFTD for every
new property they list for sale. It was a
successful two months for the #BLGTeam

BERGLARSENGROUP
—

The sales team at the Berg Larsen
Group, featuring Nanci Anderson, whose

- they donated $1,700 to AFTD. husband is currently living with FTD.

AFTD Special Events Manager Bridget
Graham and the Topolski Family stuck
around after a cold and rainy Dallas
Marathon to snag one picture together.

Topping
Their
Goal:

Nicole DeLeve of

Kansas held two =~ s - $
fundraisers that st o e topmnge
raised a combined hot dog fundraiser.
total of $1,574. One

event was her second annual “Fresh, Tasty and
Daring” hot dog fundraiser, where participants
could top their hot dogs with over 40 toppings.
At the other, Nicole baked and sold over 300
gourmet cupcakes to honor the birthday of

her father, who passed away from FTD.

Generous Gathering: «ken
Simon of California hosted an 80th birthday
party for his dad. In lieu of gifts, he asked
attendees for donations to AFTD in honor of
his mom, who is currently living with FTD. The
party was a great time for all and raised $1,421
towards our mission.

Putting the Fun in
Fundraiser: Camp Ramah in the

Berkshires, an overnight camp in upstate New
York, held a summer fundraiser in memory of a
camper'’s father who passed away from FTD in
2017. Together, the campers were able to raise
and donate $1,025.

Poppy’s Posse was a sub-team of the AFTD-Team at the
Philadelphia Marathon and came out in full force.
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