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AFTD Announces $2 Million in
FTD Biomarkers Initiative Awards

Inside This Issue FTD Disorders Registry:
Your Perspectives Advance the Science 

fter an intensive design and testing process, 
the FTD Disorders Registry—the first 

online database 
devoted exclusively 
to compiling self-
reported data from 
people affected by 
f rontotempora l 
degenerat ion —
officially launched 
in March 2017.  
AFTD and the 
Bluefield Project to Cure Frontotemporal 
Dementia co-founded this resource with 
generous support from the Rainwater Charitable 
Foundation’s Tau Consortium program.

Accessible at ftdregistry.org, the Registry 
gives persons diagnosed, caregivers, family 

members  and 
friends affected 
b y  F T D  t h e 
opportunity to 
teach researchers 
about the various 
FTD disorders by 
securely sharing 
their perspectives. 
“The Reg i s t r y 

will be an important resource for FTD 
researchers,” notes Dr. Dianna W heaton, 
M S ,  P h D,  C H E S ,  t h e  R e g i s t r y ’s 

iomarkers are objective, 
easily-measured biological 

fe atu re s  that  ind ic ate  the 
presence of a disease, reveal how 
far it’s advanced, or measure 
the response to treatment. 
Blood pressure, for example, 
is a widely-used biomarker 
for cardiovascular disease. To 
date, the lack of biomarkers 
for FTD has hindered both 
diagnosis and the development 
for  potent ia l  t reatment s .

I n  J a n u a r y  2 017,  A F T D 
p r o u d l y  a n n o u n c e d  t h e 
recipients of the first six awards 
funded through its FTD 
Biomarkers Init iat ive, with 
funding totaling $2,000,000.

Randall Bateman, MD
(Washington University in St. Louis)
Project: Human CNS tau kinetics in tauopathies
FTD is one example of a tauopathy — a brain 
disorder characterized by the abnormal accumulation 
of the protein tau. Differences in forms of tau 
that make up these deposits could distinguish 
FTD from other neurodegenerative diseases. To 
look for an FTD-specific tau “fingerprint,” Dr. 
Bateman will utilize an innovative technique 
known as Stable Isotope Labeling Kinetics (SILK). 

Christian Haass, PhD
(Ludwig-Maximilians University and DZNE) 
Project: sTREM2, PGRN and GRN as 
CSF markers for microglial activity, disease 
progression and therapeutic target engagement
Dr.  Ha a s s  a nd h i s  te a m w i l l  deve lop 
assays to detect sTREM2, progranulin, 
and granulins, proteins that regulate brain 
inflammation. Inflammation has been linked 
to the development of FTD, making these 
proteins promising biomarker candidates. 
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AFTD News Briefs

Spotlight On... Daniel Hedaya,  AFTD Board of Directors
aniel (Danny) Hedaya was just 
16 the day he heard the life-

changing news about his father, 
Harold. He had just come home from 
high school to find his 
mom and brother waiting 
for him. They sat him 
down and broke the news: 
Dad had been diagnosed 
with FTD. 

“My first reaction was 
probably similar to a lot 
of other people’s,” he said 
recently. He had never 
heard of FTD, so he 
jumped on Google. After 
wading through the search 
results – “the first hits were probably 
the f lower company,” he said – he 
f inally got to some substantive 
information. “It was pretty scary 
stuff,” he said.

Helping to  promote  increa sed 
awareness of FTD and access to 

properly vetted FTD information 
are just two of the reasons Hedaya 
ha s  joined A FTD’s  Boa rd of 
Directors. Elected to AFTD’s Board 

in December 2016, he is 
one of four new Board 
members the organization 
is grateful to welcome. 

Hedaya has known about 
AFTD for years, but 
says that his engagement 
with AFTD really began 
following Harold’s death 
in 2009. He got in touch 
with Executive Director 
Susan Dick inson to 

expre s s  h i s  intere s t  in 
doing all he could to help AFTD 
achieve its mission. To date, that 
involvement has been chief ly in the 
form of highly-successful grassroots 
f undra i s ing e f for t s  and A FTD 
special events. 

During a lunch meeting in New York 

City, Hedaya, along with Dickinson 
and Board member Kathy Mele, 
brainstormed about ways to attract 
attention and support to AFTD’s 
mission. The result: Hope Rising, 
a ga la fundra iser event held in 
September 2016 in New York City. 
The first Hope Rising Gala “was an 
incredible event and a big success,” 
he said. 

Danny wants to bring the same big-
picture thinking that inspired Hope 
Rising to the Board. “I want to bring 
in a new perspective to help AFTD 
continue to evolve,” the 30-year-old 
Hedaya said. “As a board member, it’s 
my mission and duty to do everything 
I can to provide the infrastructure 
and support to promote AFTD’s 
growth and impact.”

He dedicates his involvement with 
AFTD to his father, describing it 
as a “way to honor and deepen the 
connection with my dad.”

K a t h r y n 
B o w l e s , 
PhD (Icahn 
School of 
M e d i c i n e 
at  Mount 
S i n a i ) , 
f o r  h e r 

proposal “Identif ication and 
va l idat ion of  nove l  M A P T 
splicing factors and RNA-
binding proteins.” 

Dr. Bowles will seek to 
identify proteins that regulate 
the production of tau and 
could represent novel targets 
for FTD drug development.

Joseph-Pat r ick 
C l a r k e , P h D 
(Univer s it y  of 
Pittsburgh School 
of  M e d i c i n e ) , 
for his proposal 
“Nucleocytoplasmic 
transport defects 
perturb granular 

f lux in FTD.” 

Dr. Clarke wil l look for FTD-
associated defects in the movement 
of proteins in and out of the cell 
nucleus, using neurons (brain cells) 
derived from FTD patients’ induced 
pluripotent stem cells. Drugs that 
correct such defects could represent 
potential treatments for FTD. 

Awareness in Albany
This past February, AFTD volunteer 
Nancy Cummings collaborated with her 
local area television station in Albany, 
NY on a Healthy Living segment aired 
on Time Warner Cable. The broadcast, 
“Dealing with Dementia Isn’t Just for 
the Elderly,” featured caregiver Mary 
Anne Fazzone. Watch the full video at 
www.bit.ly/2kaMPxN.

AFTD Webinar Series
In January, A lvin Holm, M.D., 
FACP, Founder and Director of the 
Cognitive and Behavioral Disorders 
Program at Bethesda Hospital in St. 
Paul, Minnesota, presented the second 
AFTD educational webinar, “A Care 
Paradigm for Persons with FTD.” Dr. 
Holm discussed symptom-specif ic 
therapies, wellness management and 
environmental supports. Watch the 
full webinar at www.youtube.com/
watch?v=6CVAAkOg3hE. 
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D

AFTD Board Member 
Danny Hedaya

AFTD 2017 Postdoctoral Fellowships

AFTD Postdoctoral Fellowships support early-career investigators 
during the final stage of their scientific training, aiming to encourage 
a sustained interest in FTD research. AFTD is pleased to announce the 
recipients of the 2017 Postdoctoral Fellowships:

https://www.youtube.com/watch?v=6CVAAkOg3hE
https://www.youtube.com/watch?v=6CVAAkOg3hE
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facilitate enrollment in clinical trials.
Dr. Tatton detailed the distinct challenges 
of recruiting for FTD clinical trials:

The need for greater diagnostic 
precision – and   biomarkers – 
to match the right patients to 
the right trials. 

T h e  n a r r o w  w i n d o w  o f 
opportunity with individuals 
diagnosed – who currently 
live 6-12 years on average after 
diagnosis. 

The need to recruit adequate 
numbers, which can require 
multi-site studies – often, 
international ones.

Further, as the disease progresses, “all of 
the simple activities of daily life – all the 
things you take for granted – become 
severely compromised,” Dr. Tatton said. 
This makes being able to stay mentally 
and physically capable of completing 
a trial (including travel, imaging and 
other requirements) its own challenge. 

In response to these challenges, Dr. 
Tatton told the Council, we need to 
design trials that are informed by the 
FTD patient experience. 

One strength for FTD research, Dr. 
Tatton noted, “is an active, engaged 
community, who have stepped up 
every time we’ve asked them to 
participate in any kind of research 
study.” This encourages industry 
investment, which will lead to more 
trials targeting FTD, and ultimately, 
t he  deve lopment  of  e f fec t ive 
treatments and a cure. 

A transcript of the February 2017 
NAPA Advisory Council meeting 
is available at: www.aspe.hhs.gov/
advisory-counci l-february-2017-
meeting-summary

Footage is available here: 
www.aspe.hhs.gov/advisory-council-
a l z he imer s -r e s e a rch- c a re -a nd-
services-meetings#Feb2017

n February 3rd, AFTD 
Scientific Director Dr. 

Nadine Tatton joined AFTD 
Program Manager Matt 
Sharp in Washington 
D.C .  to  at tend the 
quarterly meeting of the 
Advisory Counci l for 
the National Alzheimer’s 
Projec t  (NA PA).  Dr. 
Tatton’s  address to the 
Council was webcast live 
by the federal Department 
of Health and Human 
Services (HHS) online. 

The meeting focused on addressing 
recruitment challenges in clinical 
trials for Alzheimer’s and related 
dementias.  Presenters representing 
the largest existing Alzheimer’s and 
dementia-focused registries shared 
their experiences developing and 
running these essential resources, 
and discussed challenges and 
solutions for using these resources to 

O
AFTD Scientific Director Presents to

National Alzheimer’s Advisory Council

FTD Disorders Registry (Continued from page 1)

about upcoming clinical trials.  All 
participant data will be confidential 
and data  u sed for 
research purposes 
will be de-identified 
so that no personally 
i d e n t i f i a b l e 
information wil l 
ever be shared. 

On  t he  f i r s t  d ay 
o f  t he  R e g i s t r y ’s 
p r o m o t i o n  t h i s 
spring, more than 
100 new enrollees signed up. Positive 
community response has led to more 
than 400 enrollees within a few short 
weeks. 

Two major clinical studies that will be 
directly supported by the Registry are 
the Advancing Research and Treatment 
for Frontotemporal Lobar Degeneration 
(A RTFL) and the  Long itud ina l 

Evaluation of Familial Frontotemporal 
Dementia Subjects (LEFFTDS), both 

f u n d e d  b y  t h e 
National Institutes 
of Health. 

The Registry should 
d r i v e  a d d i t i o n a l 
i nve s t ment  i nto 
research targeting 
FTD: “The FTD 
Disorders Registry 
c an demonst rate 
t o  i n d u s t r y 
s t a k e h o l d e r s 

that our community is a ready and 
capable partner in the pursuit of FTD 
therapeutics,” said Susan L-J Dickinson, 
AFTD Chief Executive Officer.  

“AFTD has always believed in the power 
of a family’s FTD story,” she notes. 
“With the Registry, we’re looking to 
harness that power collectively, to move 
the science of FTD research forward.”

Director, “letting them use the collective 
experience of those living with FTD to 
inform study designs, and advance the 
science of FTD research.” 

The FTD Reg i s t r y  i s  a  HIPA A-
compliant contact registry and a 
research registry.  The contact registry 
is open to U.S. and internationa l 
enrollment; persons diagnosed with 
FTD, caregivers, family members, and 
friends signing up will receive FTD 
research updates and the latest Registry 
news. 

At  pre sent ,  pa r t ic ipat ion in  the 
research portion of the Registry is 
open to residents of the U.S. or Canada 
(eligibility information may vary by state 
or province). Research participants who 
create password-protected accounts and 
complete electronic informed consent 
forms will be eligible to participate 
in online research surveys and learn 

Dr. Nadine Tatton

https://aspe.hhs.gov/advisory-council-february-2017-meeting-summary
https://aspe.hhs.gov/advisory-council-february-2017-meeting-summary
https://aspe.hhs.gov/advisory-council-alzheimers-research-care-and-services-meetings#Feb2017
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AFTD Announces 2016 Basic Science and 
Clinical Research Pilot Grant Recipients

Biomarkers Initiative Awards (Continued from page 1)

of Molecular Neurobiology at the Center 
for Networked Biomedical Research in 
Madrid. In her project, “Tau and adult 
neurogenesis. Therapeutic potential 
for frontotemporal degeneration,” Dr. 

Llorens-Martín will use state-
of-the-art techniques 
for visualizing brain 
cells to study the 
formation of new 
cells in the brains of 
mice with mutations 
in the tau gene that 
also occur in a form 

of familial FTD. 
I f  s u c c e s s f u l , 

her work, which seeks to address an 
important gap in our understanding 
of FTD disease mechanisms, could 
lead to new approaches to FTD drug 
development. 

Paola Caroppo, MD, PhD, a researcher 
at the IRCCS Foundation Carlo Besta 
Neurological Institute in Milan, received 
the 2016 Susan Marcus Memorial Fund 
Clinical Research Pilot Grant for her 
proposal “Detection of misfolded TDP-

43 protein in CSF and plasma 
of GRN and C9orf72 mutation 
carriers.” Along with her 
colleague Fabio Moda, PhD, Dr. 
Caroppo will work on adapting 
a technique originally developed 
to detect very small amounts 
of disease-causing proteins in 
disorders such as Creutzfeldt-
Jakob disease to measure the 

protein TDP-43, which accumulates in 
people with FTD-related mutations in the 
GRN or C9orf72 genes. If successful, this 
procedure could lead to a diagnostic test 
for TDP-43-associated FTD.

fresh perspective or novel idea 
could initiate a new direction in 

FTD research. That is the rationale 
b e h i nd  t he  A F T D Pi lo t  Gr a nt 
program, which provides seed funding 
for early-career investigators 
and research projects in the 
earliest stages of development. 

Since 2014, donor support 
has enabled AFTD to fund 
two types of Pilot Grants, 
the Basic Research Pi lot 
Grant and the Susan Marcus 
Memoria l Fund Clinica l 
Re sea rch Pi lot  Grant . 
AFTD is pleased to announce the 2016 
recipients:

Maria Llorens-Martín, PhD, awarded 
the 2016 Basic Science Pilot Grant, is 
an assistant professor in the Department 

Dr. Maria Llorens-Martín Dr. Paola Caroppo

Jonathan Rohrer, MRCP, PhD 
(University College London Institute 
of Neurology)
Project: Identification of novel 
fluid biomarkers of tau and 
TDP-43 pathology 
Dr. Rohrer’s team will also use 
Simoa technology; in this case, to 
develop assays to detect tau and 
TDP-43. These could make it 
easier to distinguish people who 
have FTD-tau from those who 
have FTD-TDP-43, paving the 
way for the development of tau- or 
TDP-43-specific therapeutics.  

Judith Steen, PhD
(Boston Children’s Hospital)
Project: Quantitative profiling of tau in CSF to pilot diagnoses 
and monitoring treatment effectiveness in FTD patients
Dr. Steen will use a novel mass spectrometry analytical 
technique developed in her laboratory, called FLEXITau, to 
look for abnormal forms of tau specific to FTD, patterns that 
could facilitate diagnosis. 

Project: Using TDP-43 as a biomarker in FTD patients
Dr. Steen also received funding to develop a mass 
spectrometry assay similar to FLEXITau for detecting 
abnormal forms of TDP-43. This FLEXITDP43 assay will 
be tested initially in post-mortem brain tissue and ultimately 
adapted for use in blood and CSF.

Leonard Petrucelli, PhD
(Mayo Clinic – Jacksonville) 
Project: Assessing poly(GP) 
proteins as clinical and 
pharmacodynamic biomarkers 
of C9ORF72-associated FTD 
Dr. Petrucelli will develop an 
assay to detect abnormal poly(GP) 
proteins resulting from mutation 
of the C9ORF72 gene in blood and 
cerebrospinal fluid (CSF), based on 
a new state-of-the-art technology, 
SimoaTM (single molecule array), 
capable of detecting a single 
protein molecule. 

Stacie Weninger, PhD, Executive Director of F-Prime Biomedical Research Initiative and Chair of the FTD Biomarkers Scientific 
Advisory Board, noted the difficulty of selecting just six of the many outstanding proposals received for funding. “It was a great problem 
to have,” she observes, adding, “I couldn’t be more excited about the science that AFTD is enabling through the FTD Biomarker 
Initiative. Discoveries made through these projects will accelerate the development of much-needed therapeutics for FTD.”

The FTD Biomarkers Initiative has been made possible by a generous multi-year donation from the Samuel I. Newhouse Foundation. 
Participating researchers have committed to open sharing of data with the scientific community, to benefit future FTD research. 
Additional awards totaling $3,000,000 are anticipated.



Donations Honor Loved Ones Gifts received from October 16, 2016 - March 15, 2017 

In Memory of

James S. Abbott
Nicholas Abourizk
Harold Abramson
Lawrence Albert
Bettie Joan Alger
Armon Allen
William “Bill” M. Allen
Tracy Scott Allison
Barbara L. Anderson
Donna Voss Anderson
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Frances Angelino
Mario Ares
Wayne Arnold
Michael E. Attebury
John Auld
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William F. Babcock
David Bachowski
Joan Sherrill Weinberg Banks
Michael Barlow
Russ Barney
Raymond Wright Barton Jr.
Barbara Basla
Elizabeth “Betty” A. Batchelder
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David Michael Benyo
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Linda Bernardin
Dorothy Besch
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Antonio Biello
Raylene Jean Biren
Sandra Bishop
Deborah Blackwell
Robert Blair
Rheta Bryant Blalock
Lester Blattner
Richard Earl Blount
Leslie Holt Bocchino
Mary E. Boisvert
Joyce Bolte
Joy Spartin Bowen
Clarke Bowers
Miriam Davis Boyle
Kevin Bozicevich
Rosie Braun
Richard Benjamin Braxton
Nancy Bresky
Roberta Mary Breuer
Sherry L. Brinkman
Carolyn Brockman
Catherine Broer
Michelle Brown
William “Bill” Thomas Brown
Robert Buchholz
James Greg Budd
Elizabeth Burnside
Ernest A. Burrow
Rita Busillo
Mildred Almeric Butler
William J. Butterworth III
Cindy Cardosi
Rhea Carey
Cynthia Carpenter
Charmian Carr
Robert “Bob” C. Carter
Kathy Cartwright
Mary Ellen Caruso
Willis H. Caterson
Rosemarie Chabot

Constantine “Chic” Chaconas
Bruce Chalmers
Nancy Wheeler Chandler
Kenny Chase
Matt Chase
Peter Chase
Ronald D. Chiarella
Constance Chieppo
Terry Church
Linda Arlene Clark
Neil Vern Clemens
Karen Sue Cleveland
Lawrence T. Cline
Thomas Clowes
Phyllis Coats
Karen Keller Colby
Daniel Channing Cole
Gail Colfelt
Ted R. Compton
Craig Comstock
Stephen Conneally
Marie Conti
Robert Contolini
Patricia L. Cook
James “Mickey” Michael Corcoran
John Roger Cox
June Elizabeth Cram
Don Creedy
Connie Crites
Antonio DaCosta
David Archie Daniel
William C. Daniel
Rose Mary Anderson Daniels
Susan Danis
Linda Darden
Catherine Henry D’Aulnois
Ann Cockrell Davis
Hoa Thieu DeAtley
Simon De Beer
Thomas DeFord
Joe Dekat
Mary Jo McCombs Delaney
Wilfred Denise
Anthony L. DeQuattro
Axel Dikkers
Francis J. Dirksmeier
David Dorris
Kenneth V. Douglass
Diane B. Drayson
Wadley Hugh Duckworth
Gerard M. Duffy
Ronald Duncan
Gwenn Dunn
Janet Dunne
Richard A. Dupont
Kyle Steven Durkin
William W. Eaton
George Edwards
Janice Ehrmann
Mary Einhorn
Twila Eisley
S. Gordon Elkins
Lary Elliott
Frank Engelkraut III
Therese J. Eno
Sharon Ermisch
James C. Esque
Marlene Knoll Evans
Anne R. Everard
Debra K. Fake
Wayne Faulkner
Michael E. Fenoglio
Keith Fitzgerald
Alice Elaine Fleming
Lawrence Flon
Carmen Flowers

Roger T. James
Mary Ellen Jamison
Scott Jay
Karl Hagerup Jensen
William S. Jeremiah
William S. John
Douglas Johnson
James F. Johnson
Judy Ann Campbell Jones
Bobbie Kallemeyn
Jan Kandell
Stanley Kantor
Eileen Kaplan
Len Karetny
Kenneth Kaufman
Albert Keller
Bradford Kiff Sr.
Carole D. Kipp
Peggy Kircher
Kathleen “Kathe” A. Kisela
Burnal G. Kleen
Eugene Klein
Mae Klein
Keith Knorr
Alfred Koboski
Peter Kohudic
Elliot Kopp
Joe Kowsky
John Kretekos
James E. Krouse
Judith Krueger
James M. Kubik
Rose Kuchera
Diane Kukac
Connie Kunkle
Jeff Laczynski
Ben Ellis Laden
James Lair
Carole Lee LaRoche
Peter J. Larsen
Cynthia “Cindy F. Larson
Patricia L. Lawler
Marlyn Lawrentz
Arthur Elwood Leathley
Earlene Leavitt
Larry Leifer
George Lensky
Gordon Leonard
Michael Sebastian Leone
Arnette Lester
Faye Levey
Deborah “Debi” Elizabeth Lewis
Marc Little
Paul Edward Lohse
Howard A. Lovett
Jeffrey Lowe
Michael C. Ludlum
Dale W. Lutz
Jerry Lynch
Patricia Linton MacFadgen
Tom MacKnight
Gerald Majka
Phyllis Malloy
Rosemary Carmela Marchese
Donald B. Marcum
Susan Marcus
Douglas Maroldi
Harlan Martin
Matthew Sanderson Matherne
David Matthews
Robert Matusiak
Richard Matuska
L.N. “Buddy” Mayes
Jean Cassell Mayhew
Joan V. Mazzarelli
Edward James McAndrew

Ray Fontaine Jr.
Maryellen Tracey Forte
Patricia A. Frank
Mary Ann Fredheim
Karen Freeman
Ruth C. Freeman
Peter Fresco
Detlef Frey
Bernard Fridovich
Laurena “Laurie” Friedel
Jo-an Kathleen Fultz
Stavro “Steve” Gabriel
Joel P.C. Gaglio
James “Jim” A. Galindo
Rebecca Sue Gardner
Frank Genovese
Paul Wilbert Germeroth
John Gibbs
Craig Gibson
Victoria Glandon
Louis Goebel
Leon Goldstein
Raymond S. Gomez
Robert Carlton Gorder
Bernice Gordon
Laura Ann Gordon
David Gragg
Deborah Graham
Lenora Greemore
Carol Diane Greene
Ilene Greenstone
Ellen Grems Gregorich
Grover G. Grimm
Ferris “Sonny” L. Grooms
Irene Gross
Mary Gutierrez
John Gutknecht
Alan Haber
Keith Edward Hagan
Albert Charles Hall
Mary Beth Halvey
Walter “Dub” T. Ham III
Curtis Hanson
Mark Hanson
Therese M. Harlett
Donna C. Harold
Nancy L. Harshe
Kevin Harvey
Gary Hatfield
Michael E. Hayes
Jan M. Heinen
Nancy Heitzinger
John D. Heizman
Thomas Henderson
Robert L. Hermann
Ronald M. Hershkowitz
Sharon C. Raether Heuring
Beverly Hill
Randal Hillman
Paula Hinckley
Nan Hochstein
Caleb “Tom” Thomas Hodsdon
Dale M. Hogard
Donna Holtz
Garfield “Pete” H. Horn
Ken W. Horn
Linda Howerton
Linda K. (Lemon) Hubbard
Mark Huesser
Gary Alan Huether Sr.
Frederick Huff
Pamela Hughes
Jan Hupfauer
Robert Scott Hurlburt
Michael B. Hynden
Carol Imber
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AFTD is grateful for these gifts, which fund research, education and support.
Stanislawa “Annie” McBrien
Ronald McCarthy
Osbourne McConathy
John Barry McCool
Judith Lorraine Gailhard McDonald
Patricia E. McDowell
Silvia McGill
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Janie McManus
Tom McNair
Anna Marie McNeil
Margaret “Peg” McNeil
Moussa Menasha
William Miglio
Kathleen (Kay) Lee Miller
Lois Nanette Miller
Louise Miller
Pamela Fitzsimmons Miller
Alexandra Milmoe
Dennis Mixdorf
Judy Moore
Carl Moretti
Leonard Moskowitz
Matthew Mueller
Judy Mulik
James Donald Murray
John R. Musser
Sharon Mustian
Susan Newhouse
Teresa Newton
Louis Nieto
Jane O’Brien
Terrance O’Connor
William O’Donnell
Lisa Oliver
Lawrence Carl Olivieri
Edward W. Olson
Robert J. Owczarek
Leatta Padrta
Charles M. Pagano
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Joseph A. Palmisano
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Hugh M. Parrish
Dorothy Peacock
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James “Jim” E. Peifer
Marietta Campbell Penska
Alfredo Perez
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Joshua B. Pierce
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Dorothy “Dottie” Powell
Patrick James Quinlan
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Christopher L. Radcliff
Carol Radtke
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Donald Ranson
Scott Hayward Reed
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Seth Reice
Mary T. Reimel
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Carol Rischer
Margarita Ibarra Ritchie
Flora “Folly” Roberts

Harvey Roberts III
Peter B. Robinson
Elsie Rodgers
Douglas R. Rogers
Sharon Ann Savoy Romero
Carol Rosey
Karen Stone Rowe
Tom Ruhlman
Seymour Sarokin
David Wesley Sauer
Arpiar G. Saunders Jr.
Angelo William Savino
Lynne A. Scearce
Doreen “Dodie” Faye Schatz
Merrill Schell
John “Jack” Schloerb
Paula (L’Heureux) Scott
Richard L. Scott
Stanley M. Shapiro
Shirley E. Shaw
Popkin Shenian
Brenda Shepherd
Ned James Shepherd
Anne Sheridan
Stephen G. Sherman
Ron D. Short
Wendall E. Short
Patrick Sidders
Pearl Silver
Semahat Sinharoy
Scott R. Slonski
Deborah Smachetti
Ellen D. Smith
Verleous Smith
David V. Sohan
Karen Sommers
Thomas Sphon
Billy Spradley
Susan Bennett Steele
Tracy Steglich
David E. Stikkers
Kenneth Storie
Ruth Strauss
Stanley Strauss
Joseph Mack Strong
Anthony D. Sturniolo
Wendy Suzman
Karl Swanson
Ed Swift
Robert J. Sykes Jr.
Albert Sylanksi
Daniel R. Sztraicher
David Gregory Tauchen
Paul Tavlian
Judith L. Temple
Harold Teplitz
Myrtle Thar
Donna Jay Thistle
Howard Thorn
Jim Thuente
Doris Marie Tiller
Shirley Marie Tinker
Stephen M. Tipton
Sandra Lynn Tomes
Haven Toothman
Mary H. Totman
Beecher Trail
Peter Traphagen
Donna Turner
Carol Tyler
Steve Umin
Erica Muller Urena
Janet L. Valley
Rosalyn Valmont
Jeff Van Son
Enna Vella

Robert “Bob” Calvin Viebrock
Dan Waber
Sherry Wagner
Beverly Waite
Jon Walker
Sally Walshaw
Mike Walter
Phil Walter
Bruce Wardell
Vahl T. Warren
Dwight H. Warrington Sr.
Jerry S. Watson Jr.
Susan Watson
Libby Webb
Rosemary “Cookie” Weiten
Sunny Lynne Joffe Wergen
Elaine White
Barbara Joy Williams
Linda Payne Williams
Rose Marie Williams
John E. Wilson
Robert Steven Winters
George Wittmaier Jr.
Rhoda Wolf
Michelle Wolfe
David Alan Wolfram
Preston Wood
William Kenneth Wright
Harvey Bernard Yonteff
Darlene Yost
Peter Zaharakos
Julie Marie Dickmeyer 
Zerhusen
Virginia Meyers Ziegler
Jack Zlotnick
David Paul Zomback

In Honor of
Rebecca Adams
Mark Allshouse
Uchu Amenomori
Victoria (V.J.) Anastasia
Dennis Andrews
Michael J. Angello
Dean Anglin
Calen Rodgers Aultman
Randy Baker
Shari Baldzicki
Debbie Bannworth in honor
of her marriage
John Baumgartner
Steven P. Bellwoar
Trish Bellwoar
Ronald Beyer
Kristen Biller
Irene Blackmun
Kathy Blum
Adam Booken
Barb Booken
Bruce Booken
Shelley Booken
Andrea Bowie
Suzanne J. Broudy
Alex Brown
Bill Brown
Harrison Brown
James G. Bryan
Susan Butterfield
Kenneth C. Carlson
Rachel Castellanos
Su-Ling Chang
Betty Ann Chase
Maitland Chase
Joanne Christman

Brandon Cline
Joy Cobb
Charles Cole
Denise Connelly
Rey Contreras
Mary Ann Coon
Connie Jeaneen Cooper
Mary Copeland
Debra Crider
Robert Crowe
William Dailey
Connie Daniels
Donna Dean
George Demkow
Bernie Demontaigne
Pam Demontaigne
Sharon Denny
Pamela Dircksen
Thomas Dokter
Sheila Grady Borgeault Dowdy
Barry Driscoll
Duke Dumaine
Nancy W. Duncan
Karen Morud Dye
Carole Edelman
Bill Fehon
Karen Fiasconaro
Linda J. Fiore
Michele Fischbach
Robert Fischbach
Shelley D. Fischel
Maureen Fleming
Robert Flynn
Kim Fraser
Anne B. Geremia
Sofoclis Glykis
Mary Louise Gold
Jane Goode
Joan Gove
Helen Granzeier
Susie Gravelle
Dennis Greenfield
Gary Parks Griffith
Louis Grossman
William Gube
Arlene A. Guevara
Alice Guiney
Michael Hala
Alice Hale
Roderick Hall
Douglas L. Hamilton
Charles Harbert
Dennis Harmyk
Margie Harrington
Carin Hawkins
Daniel Hedaya
Beverly Hernandez
Dale Hitchcock
David Hixon
Mark Ho
Debbie Holland
Ray Horner
Elijah Hoye
James Ieda Jr.
Claude E. Ivie
Thomas Jenks
Ann Jennings
Kay Jones
Patrice Jones
Susan Jones
Hannah Kamin
James C. Kehoe
Alan Klein
Ken Klein
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FTD would not have the robust 
volunteer community that exists 

today without the driving force of 
it s  Reg iona l  Coord inator  (RCs) 
volunteers. We rely 
on their leadership to 
expand our mission. 

Working closely with 
AFTD’s Volunteer 
Manager, RCs play 
a vital role as the 
primary contact in 
ensuring volunteers 
a re  equ ipped w ith 
w h a t  t h e y  n e e d 
t o  b e  s u c c e s s f u l . 
In  2016,  Reg iona l 
Coordinators helped 
m o r e  t h a n  3 0 0 
A FTD volunteer s 
p r o v i d e  t h e i r 
time and talents to 
strengthen our awareness, education, 
fundraising and support efforts. In 
short, RCs are the agents through 
which AFTD volunteers are able to 
make an impact in local communities.  
AFTD’s volunteer leadership team 

has recently grown to ten Regional 
Coordinators, the largest such team 
since AFTD began its work. RCs are 
responsible for managing their regions, 

and collaborate on a variety of goals 
and initiatives together as a team. 
There is at least one RC volunteer in 
each region of the U.S. Three RCs are 
veterans to the role, each with more 
than two years of experience, and 

AFTD Regional Coordinator Volunteers: 
Leading the Pack!

offer ongoing support to the newer 
coordinators as they continue to gain 
experience in their role. 

“It takes a special person to agree to 
become a Regional 
C o o r d i n a t o r 
volunteer,”  sa id 
Kerri Keane, AFTD 
Volunteer Manager. 
“AFTD is grateful 
for their willingness 
to step in to such 
a vital role and to 
take on the day-to-
day responsibilities 
a n d  p r o j e c t s 
with dedication, 
h e a r t  a n d 
professiona lism.” 

To learn how you 
can get involved and 

join AFTD’s Volunteer Program, find 
your Regional Coordinator Volunteer’s 
contact information online here:

w w w.t he a f t d .o r g /g e t- i nvo l v e d /
volu nte e r/re g iona l - c oord ina tor-
contact-information 

Carole Kleinman
Donna Klinedinst
Harold Lanclos
Christopher Lane
Sandy Larkin
Paul Lester
Emily Levy
Glenn Lewis
Erich Lewitus
Tracey Lind
Barbara Lynch
Dennis Main
Thomas S. Marino
Vito Marino
Rosa Marrero
Mac McDonnell
Paul McKernan
Stephanie Kipp McLain
Rosann McRae
Kathy Mele
Karen Meyers
James Morse
Arthur Moyer
Fereydoon Naghavi

Chuck F. Nagy
Thomas Nash
Connie Nelson
Si Newhouse
Calvin Nyhof
Faye Olivieri
Cindy Orland
Rhoda M. Oswald
Nancy Packard
Brian Perlin
Joseph Pessah
Julia Pfeffer
Kimberly Phares
Judith Poehler
John Primeau
Mary Rand
Carol Rao
Mary Lee Kelahan Redmond
Karen Reed
Gerald Richard
John Ritter
Emily B. Roane
Patricia Ryan
Kirk Ryder

Lillian Sackel for her 
birthday
Madeline (Maddi) Sackel
Sol Sackel
Vivian Sackel
Barry Sandler
Lydia Sartain and family
Paul T. Schleyer
Russell Schubert
Heidi Schneider
Jacqueline Schneider
Jodi Schneider
Marty Schneider
Rory Schneider
Kiran Sethi
Joyce Shenian
Orville Sherrod
Al Shoberg
Maryann Shry
Joan R. Simon
Roberta Sitler
Karen T. Slattery
Brant Smith
Ronald Soiefer

Dottie Sokola
Ellen Solomon
Vicky Sprouse
Allan Stackhouse
Bucky Stackhouse
John Stackhouse
Kathy Stackhouse
Paul Stackhouse
Anne Stein
John Sterling
Elizabeth Stoia
Jeanette Stoothoff
Bill Struzzi
Wanda Sullivan
Sue Sweeney
Kate Taylor
Sylvia Tendler
Helen Thomas
Bruce Thomasson
David Tilkin
Karen Timmons
Barbara Tinsley
Victoria Tinsley
Jim R. Tobin

Jackie Traurig
Robert Traurig
Wendy Traurig
Kathy Turco
Bushra Uddin
Phylllis S. Umansky
Barbara Urgovitch
Helen Van Son
Michele Van Son
Gary Van Wowk
The Voss Family
James Vowell
Christine Walker
Michael R. Walker
Pam West
Jim Wexstten
Turan Behzadi Wilson
Judy Windhorst
Carol Womack
James Wooldridge Sr.
Ralph Wright
Ruth Yeats
Stephen Yturralde
Christopher Yurkanan

Donate to AFTD... 
Families who wish to direct memorial donations to AFTD are encouraged to call our office. 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 to AFTD.”

http://www.theaftd.org/get-involved/volunteer/regional-coordinator-contact-information
https://www.theaftd.org/get-involved/ways-to-give/electronically
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Giving a Hand to Our Helping Hands!
AFTD Volunteers in Their Own Words: Colleen Seymour

h e n  h e r  m o t h e r - i n - l a w 
K e l l y  w a s  d i a g n o s e d 

l a s t  y e a r  w i t h 
F T D ,  C o l l e e n 
Seymour felt an 
o v e r w h e l m i n g 
sense of grief and 
a loss of control.  
S h e  w o n d e r e d , 
“ W h a t  c a n  I 
d o ? ”  W i t h  h e r 
m o t h e r - i n - l a w 
l iving in another 
state, Colleen 
felt inspired to 
be a part of AFTD, to 
educate and reach out to 
her surrounding community. She 
has jumped right in, representing 
AFTD as a volunteer in a variety 
of roles and making a strong 
impac t  in  Colorado.    Col leen 
recent ly shared her experiences 
with our community. 

Tell us about your volunteer 
experiences.

I helped organize and plan an 
AFTD Denver Meet and Greet 
[held February 15]. More than 25 
people from the FTD community 
attended, and many got to voice 
their perspectives, their concerns 
and questions. A local neurologist 
attended in the hopes of learning 
more about resources to offer patients. 

I also set up an interview with 
Denver’s local 9News program, 

“ C o l o r a d o  & 
C o m p a n y ”  t o 
share information 
about FTD and 
A F T D .  T h e 
9News program 
wrote an online 
a r t i c l e  a n d 
promote d  t he 
Februa r y  Meet 
a nd  Gre e t  on 
thei r  Facebook 
page... 

H o w  d i d 
v o l u n t e e r i n g  i n 

t hese  va r ious  w a y s make 
you feel? 

W hen I  wa s  ten I  watched my 
mom a dvo c a t e  f o r  c h i ld r en 
l i v i n g  w i t h 
d i s a b i l i t i e s , 
a n d  c r e a t e 
a w a r e n e s s 
in  our  loca l 
c om mu n it y.   
I learned and witnessed the 
importance of reaching out and 
init iat ing changes I wished to 
see in my community. I know 
how dif f icult it is for families 
to know what to do, where to 
turn and what quest ions to ask. 
I feel grateful to be able to help 
where I can, in order to get 
awareness out there about FTD 
and ava i lable resources.

W h a t ’ s  n e x t  o n  y o u r 
volunteer journey?

I  a m  o n e  o f  t w o  v o l u n t e e r s 
spea rhead ing the  A FTD-Tea m for 
the  Col fa x  Marathon in Denver, 
CO on May 20 -21.  I  plan to 
run the  f u l l  ma rathon and look 
for wa rd to  he lping ra i se  f unds 
and awa rene s s  w ith other  loc a l 
f a mi l ie s  and A FTD volunteer s , 
who a re  a l so  rac ing. 

What have you learned from 
your volunteer experiences?

I t  t r u l y  t a k e s  a  v i l l a g e  to  en a c t 
c h a n g e .  I t  t a k e s  a  p r o a c t i v e 
community. From the volunteers 
who help organize events, to sta f f 
who work for AFTD, to the people 
who show up to meetings and 
suppor t  g roups .   We need each 

other to be able 
t o  b e  a  v o i c e 
a n d  p r e s e n c e 
not only for our 
loved ones, but 
for future loved 

ones who have yet to be diagnosed.

W h a t  w o u l d  y o u  s a y  t o 
people  who a re  consider ing 
volunteering with AFTD?

Consider taking the time to volunteer 
in some capacity. The more you help 
others to connect, the stronger the 
community you build, and the less 
secluded you feel. 
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Colleen Seymour and her 
mother-in-law Kelly.

“The more you help others to connect, 
the stronger the community you build, 

and the less secluded you feel.”

AFTD Southwest Regional Coordinator Volunteer, Kathy Urban — who collaborated with Colleen on the 
Denver Meet and Greet and will be joining her and AFTD Board Member Debbie Fenoglio at the Colfax 
Marathon — adds: “Colleen is an inspiration; she is truly passionate about community and advocacy.” Further, 
she notes: “It’s beyond exciting to see AFTD’s growing presence in Denver and Colleen has been instrumental 
in these efforts.  I’m looking forward to the upcoming Colfax Marathon; it will be a meaningful day for our 
local FTD community.”
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- TeamAFTD

10                                                                The Association for Frontotemporal Degeneration  n Volume XIV, Issue 1: Spring 2017

AFTD-Team Race Season:
Walk/Run to #endFTD

If you’re looking for an opportunity to raise funds and awareness for FTD while exploring the great outdoors, then search 
no further. The spring and summer seasons are home to our annual race campaigns. Whether you want to participate in a 
triathlon, marathon, half marathon, 5K, fun run or anything in between, the AFTD-Team wants you with us come race day!

Last season, 188 AFTD-Team volunteers covered a total of 782 miles and raised more than $29,000. This season, our goal is 
to participate in races in 7 different cities and raise at least $60,000. At press time, the AFTD-Team has confirmed a formal 
presence at these seven races:

With Love Campaign 2017 
Breaks Records!

AFTD’ s

Campaign 2017

Inspired by the day dedicated to love–Valentine’s Day–AFTD’s With Love campaign offers an opportunity for people 
to honor or remember a loved one impacted by FTD. This past February, 23 brave hosts shared their stories of love to 
spread FTD awareness and raise funds to support AFTD’s mission. Over the past six years, this campaign has raised 
more than $338,000 to fight this disease.

We are grateful to announce that AFTD’s With Love 2017 campaign raised $91,735 towards the fight against FTD, 
exceeding the campaign’s $90,000 goal and raising significantly more than any prior year. 

We would like to extend a huge thank you to everyone involved in this campaign’s success: our two generous campaign 
sponsors, Beth Walter and The Rainwater Charitable Foundation, who pledged vital matching donations; hundreds of 
people who made donations; and of course, our campaign hosts, who generously shared their stories of love to spread 
awareness and raise important funds.

Beth Walter
Team Alice
The Pessah Family
Kat Primeau
Bonnie Shepherd
Lynda Ares

Cindy Odell
Leigh Knosher
Kimberly Gube
Diane Illis
Wendy Miller-Anello
Jeff Main

Rita Carlson
Elaine Rose
Kathryn Caruso
Deb Nash
Kristel Stoveken 
Judith Daniel

Dave Hixon
Ada Gerard
Karine Adalian
Amy O’Bryant
Hope DePratt

Not long after her mom was diagnosed with FTD in 2014, Wendy Miller-Anello started designing 
and making fashionable yet functional medical bracelets to help with communication issues 
common to the disease. Imperfectly Perfect Jewelry participated in With Love by  donating $5 

to AFTD for every piece of jewelry purchased during the month of February.
Showing heart: pictures from the 

With Love 2017 campaigns.



 

The
- TeamAFTD
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Keep an eye out for new races being added in your area, and visit our off icial AFTD-Team 2017 Race Season 
page to f ind for fundraising opportunities and incentives, such as bib reimbursement. 

Lester’s Letters
Mark a Decade
L ate  2016 saw A F TD Boa rd 
Member Paul Lester host his 
10th annual letter writing 
campaign, in memory of his wife 
Arnette. Sending both paper and 
electronic versions of his letter, Paul 
utilized the Crowdrise online platform to make donating more 
convenient for his contacts.  After all the letters had been sent, 
his campaign raised a personal best of $20,458. Over the past 
10 years, Paul’s letter writing campaign has raised more than 
$102,000 toward the fight against FTD.

Catching On
For h i s  Ba r  Mit z va h Projec t ,  Bra ndon 
Portnoy, 12, of Bethesda, MD held a Catch-
a-Thon in honor of his Zayde (grandfather). 
The event, which drew local media coverage, 
raised $18,648!

Aloha to #endFTD
Gretta Walter of Virginia ran 
t he  Honolu lu Ma rat hon on 
December 11, 2016 in honor 
of  her  dad who ha s  F TD. 
Determined to raise $5,000 
before race day, Gretta ended up 
raising $11,015 on GoFundMe 
to benefit AFTD. She also ran 
in a shirt she designed to display 
the AFTD logo and hashtag 
#endFTD to spread awareness all 26.2 miles.

Teeing up a Cure
T h e  R o b e r t  M .  H a t f i e l d 
Foundation of Florida hosted the 
6th Annual Quest for the Cure 
Golf Tournament. Pam Hatfield 
and her son, AFTD Board 
Member Matt Hatfield, founded 
the organization in memory of 
Pam’s husband and Matt’s father, 
Robert. This year, more than 
100 golfers hit the green and raised $9,500, increasing the 
tournament history total to $43,750.

Event Round-up
Sarah Ezrin created an online memorial campaign in 
memory of her father-in-law Len Karetny. who recently 
passed away from FTD. As an in-lieu-of-f lowers option, the 
page raised $4,975.

Jennifer Triandafilou’s daughter Lilly of Maryland 
organized a charity spin class for her bat mitzvah, in honor of 
her great aunt Phyllis who has PPA. Her event spun up $740.

Kimberly Lueken of Illinois hosted a restaurant give back 
night at Culvers. AFTD and FTD educational and awareness 
materials were placed all over the restaurant; sales proceeds 
brought in $636 donated to AFTD.

Mary Wagstaff ’s daughter Evie and her friend Oona of 
California prepared an eight-course benefit dinner for eight 
guests, in memory of their classmate’s father, who passed 
away from FTD in 2016. The menu added up to $550 
donated to AFTD.

Jeans Days held at Sixes Elementary School (in Georgia) 
and Hugh Mercer Elementary School (in Virginia) raised a 
combined $439 to fight FTD. 

Paul Lester & Arnette

Matt, Pam and Bridget G.

Gretta Walter and family

Brandon Portnoy

    Fit  Food ie  5K (Aus t in,  T X ):  May 20,  2017
    Col f a x  Ma rat hon (Denver,  CO):  May 19-21,  2017
    K ing of  Pru s s i a  10 Mi ler  a nd 5K (PA):  May 21,  2017
    Super  Run (Seat t le ,  WA):  June 10,  2017
    Super  Run (Ch ic a go,  IL),  Aug u s t  19,  2017
    Ch ic a go Ma rat hon ( IL):  Oc tober  6 -8 ,  2017
    Ph i l ade lph ia  Ma rat hon (PA):  November  17-19,  2017

http://www.theaftd.org/get-involved/host-an-event/aftds-walkrun-campaign
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