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At the Holloway Summit, attendees discussed and shared 

progress in the development of tools to assess FTD symptoms, 

evaluating cognition and behavior; speech and language; motor 

speech and swallowing; gait and posture; and 

functioning in activities of daily living.

Attendees highlighted the remarkable potential 

that digital assessment tools have to allow people 

living with FTD to participate in clinical trials from 

the comfort of their own homes. Eliminating the 

burden of having to travel to a research center 

both encourages greater clinical trial participation 

and can help to increase diversity in such trials (by 

including people who live in rural communities, for 

example).

“The application of digital assessment tools has game-changing 
potential for FTD clinical trials,” said AFTD CEO Susan L-J 
Dickinson. “Our fervent hope is that they accelerate the 
development of effective treatments that our community so 
desperately needs.”

(Continued on page 4)
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First Annual Holloway Summit Focuses on 
Digital Assessment Tools for FTD  

1,200+ Join AFTD’s Annual 
Education Conference to Connect, 
Learn, and Engage
AFTD’s Annual Education Conference 

brought together more than 

1,200 people on April 8 for 

an opportunity to connect, 

learn, and engage with 

others who truly understand 

the disease. 

Persons diagnosed with FTD, 

care partners, caregivers, 

researchers, health care 

professionals, and 

industry experts attended 

the 2022 Education Conference, both at 

the BWI Airport Marriott near Baltimore 

and virtually. Nearly 200 people attended 

in Maryland for the first in-person 

conference experience since 2019, while 

more than 1,000 registrants from 

29 different countries joined via 

livestream.

The day contained presentations 

focusing on the latest strides in 

FTD research, the diverse care 

partner experience, and the 

language of dementia, presented 

by experts in FTD. Attendees 

also participated in interactive 

virtual and in-person breakout 

sessions that offered practical information 

for persons diagnosed, care partners, and 

healthcare professionals.
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Leaders in FTD science, neurodegenerative disease research, 

and digital tool development gathered in Miami on May 18-

20 for the first annual Holloway Summit, to discuss digital 
assessment tools and their potential applications 

in tracking FTD symptoms and aiding in clinical 

trials.

Hosted by AFTD Board member Kristin Holloway, 

the 2022 Holloway Summit was the first in an 
series that will focus on a different topic each 

year. In 2021, Ms. Holloway generously established 

the Holloway Family Fund at AFTD, making the 

Holloway Summit series possible.

The phrase “digital assessment tools” refers to 

emerging technologies that allow researchers 

to use smartphones, wearable trackers, or other devices to 

remotely gather data on a person’s symptoms or function. For 

clinical trials, such tools have the potential to reduce travel 

burden, lower costs, and answer research questions with 

fewer participants.
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AFTD News Briefs
AFTD Awards Latest Round of Pilot Grants

AFTD Pilot Grants provide seed funding to early-stage 

researchers, helping to fuel a career-long interest in 

FTD research. AFTD is proud to announce the recipients 

of the most recent round of Pilot Grants. Pathways for 

Hope Pilot Grants have been awarded to Aaron Burberry, 

PhD, of Case Western Reserve University (to research 

bacterial suppressors of neural inflammation in cases 

of FTD associated with a C9orf72 gene variation), and to 

Meysam Yazdankhah, PhD, of the Regenerative Research 

Foundation (for his proposal “Co-promoting autophagy 

and proteasome function to lower tau in FTD neurons”). 

Additionally, Alinka Fisher, PhD, of Flinders University 

in Australia, was awarded a Well-Being in FTD Pilot 

Grant to study potential applications of the behavioral 

intervention known as Positive Behavior Support for 

persons diagnosed with FTD. 

CECs Available for Some AFTD Webinars 

AFTD has begun to offer continuing education credits 

(CECs) to attendees of certain installments in the AFTD 

Educational Webinar series. Attendees who watched 

AFTD’s June 22 Healthcare Professional Educational 

Webinar on person-centered care in behavioral variant 

FTD (featuring Cynthia Clyburn and Dr. Lauren Massimo 

of the University of Pennsylvania) were eligible to 

apply for CECs via Rush University, which accredited 

the presentation. The next webinar to offer CECs will 

be held August 11, on primary progressive aphasia, and 

will feature Dr. Darby Morhardt and Dr. Emily Rogalski 

of Northwestern University; registration information is 

available at theaftd.org. All AFTD Educational Webinars 

are recorded and can be viewed on AFTD’s YouTube 

channel. CECs are only available to those who watch the 

webinars live, however.

Jary Larsen’s late brother Peter learned 
to play the clarinet and saxophone as 
an adult. A life-long jazz and classical 
music fan, Peter soon 
became adept at both. 
But he gradually lost 
the ability to play the 
instruments, or even put 
them together, as his FTD 
symptoms worsened. 
Peter died in 2013 at the 
age of 64, seven years 
after his diagnosis.

Jary has held onto his 
brother’s clarinet, and 
even tried to learn to play it 
himself, although never to the same level 
that Peter did. But Jary has found other 
ways to honor his brother’s memory, 
including by serving on the AFTD Board 
of Directors.

As detailed in a January 2020 Boston 
Globe article, Peter had a variation in the 
gene GRN, which has been linked to FTD. 
In the years since his brother’s diagnosis, 
the article said, Jary “determined that 
at least 20 relatives going back four 
generations” also had the GRN gene 

variant, including his father.

Jary, who previously served as AFTD 
Board Chair from 2013 
to 2016, said he was 
“absolutely thrilled to 
be invited to return to 
the Board” in 2019. A 
neuropsychologist at the 
University of California, 
San Francisco, Jary’s initial 
Board-related interest 
was FTD research. But 
since becoming affiliated 
with AFTD, he said, “it 
did not take me long to 

learn that while research is 
extremely important, it’s built on the 
back of advocacy, support, and all of 
the other services AFTD is providing,” 
including support groups, Comstock 
grants, informational publications, and 
events such as the AFTD Education 
Conference.

Indeed, Jary said that attending the 
Education Conference each year has 
been the highlight of his Board tenure. 
“I always find it interesting to meet 
people who have found AFTD, to hear 

their stories, and to see how they’ve 
benefited from AFTD – and to see the 
level of resilience that families facing 
FTD have,” he said. “AFTD is creating 
this environment that is extremely 
welcoming of individuals with FTD.”

For Jary, however, it always comes 
back to research. By funding research 
directly through awards such as Pilot 
Grants and Holloway Fellowships, and 
by increasingly cultivating relationships 
with pharmaceutical companies, AFTD 
is “laying the groundwork to help 
facilitate FTD research – not just basic 
research to try to understand the 
mechanisms of the disease process, but 
also to work specifically toward clinical 
trials,” he said.

Jary says he is proud to represent AFTD 
at a time when “we are understanding 
these disorders more than ever, 
and doing a better job of educating 
neurologists and psychiatrists about 
how to diagnose these disorders.” But, 
he added, “that doesn’t mean our job 
is done. In fact, it’s made us that much 
more aware of how much more work 
has to be done.”

Spotlight on…Jary Larsen, PhD, AFTD Board of Directors

Dr. Jary Larsen
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AFTD Board member Rita Choula, MA, Director of Caregiving 

with the AARP Public Policy Institute, delivered the 

event’s keynote address, in which she shared her family’s 

FTD journey. Choula, a former FTD caregiver for her late 

mother, called for those present to take bold, assertive 

action, whether advocating for themselves or a loved one 

who has been diagnosed, raising awareness within their 

community, or simply normalizing the lived experience of 

FTD.

“Being bold for all of us looks 

like advocating for those living 

with FTD with our state, local, 

and federal legislators when the 

opportunities present. Being 

bold means telling your story,” she said. “This may be a rare 

disease by definition, but there is nothing rare about what 

those in this room – and virtually across the country – live 
with every single day.”

AFTD’s Persons with FTD Advisory Council, which works 

to inform AFTD’s work from the perspective of people who 

are living with the disease, shared their vital perspectives 

in a session entitled “Guess Who’s Here? We’re Still Here!”

To close the conference, AFTD’s founder Helen-Ann 

Comstock, CEO Susan L-J Dickinson, MSGC, and Board 

Chair David Pfeifer reflected on AFTD’s 20th anniversary. 

They talked about how the organization started, its 

current progress, and their hopes for the future. 

Additional featured speakers at this year’s conference 

included AFTD Medical Advisory Council member 

Chiadi Onyike, MD, MHS of Johns Hopkins University; 

David Irwin, MD, and Laynie 

Dratch, ScM, CGC of the 

University of Pennsylvania; 

Tania Gendron, PhD, of the 

Mayo Clinic in Florida; and 

Angela Taylor of the Lewy 

Body Dementia Association. 

The next Annual Education Conference will take place 

in St. Louis on May 5, 2023. AFTD anticipates that it will 

follow the same hybrid model as the 2022 event, with the 

option to attend in person or virtually.

For those who were unable to attend this year’s event, 

recorded sessions from the 2022 Education Conference 

can be viewed on AFTD’s YouTube page at youtube.com/

TheAFTD. 

Education Conference  (Continued from page 1)

“This may be a rare disease by definition, but there 

is nothing rare about what those in this room – and 

virtually across the country – live with every single day,” 

said Conference Keynote Speaker Rita Choula.

L-R: AFTD Advocacy Manager Matt Sharp; Teresa Webb, Jennifer Lee, Cindy Odell, Anne Fargusson of AFTD’s Persons with FTD Advisory Council
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Persons with higher levels of the protein 

neurofilament light in the blood were found to have 

greater disease severity.

Neurofilament light (NfL), a recognized biomarker linked to 
neurodegeneration, has been shown to be a potentially useful 
blood-based biomarker in identifying FTD, according to a 
recent study.

Researchers from the Mayo Clinic in Florida and members 
of ALLFTD, the multi-site North American consortium of 
FTD-focused research centers, confirmed the efficacy of NfL 
biomarkers in the FTD diagnostic 
process in a paper published in Cell 
Reports Medicine on April 19.

The researchers measured the 
amount of NfL protein in 1,000 
participants currently living with an FTD disorder. They found 
that NfL levels were elevated both in persons with varying 
types of FTD disorders and in people who had genetic FTD 
mutations but have yet to show symptoms. Persons with 
higher NfL levels were found to have greater disease severity.

Findings from the new study could not only contribute to 
earlier diagnosis, but also inform the development and design 
of future FTD clinical trials, the researchers said.

Leonard Petrucelli, PhD, a neuroscientist at Mayo Clinic and a 
fellow corresponding author of the study, said in a press release 

that the researchers created an “informational database 
comprising cross-sectional and longitudinal NfL data, along 
with demographic, genetic, clinical and neuropsychological 
data.” 

Dr. Petrucelli, a 2019 recipient of an AFTD Biomarkers 
Initiative grant, added that the database is available to all FTD 
researchers and “is sure to ignite new lines of investigation 

on FTD spectrum disorders.” This 
research was partially supported by 
the Biomarkers Initiative grant that 
Dr. Petrucelli was awarded.

While this is a promising step in FTD research, more work will 
need to be done before regulators and clinicians will be able to 
implement NfL biomarkers in standard clinical care. 

Persons diagnosed and their families, along with care 
partners/caregivers, can help to further advance research on 
NfL and other potential FTD biomarkers by providing essential 
blood and cerebrospinal fluid samples through participation 
in research studies with ALLFTD and other related studies. 

For more information on how to participate in research studies 
with ALLFTD, visit their website at www.allftd.org.

Holloway Summit  (Continued from page 1)

At the Holloway Summit, attendees 
worked together to identify and address 
questions that need to be answered 
before digital assessment tools can 
reach their full potential. For example, 
the question of which digital biomarkers 
should be collected, and how they should 
be measured, were 
prominent topics of 
discussion.

Additionally, for 
digital tools to be 
used to their fullest 
in clinical trials, they 
must be validated to the 
satisfaction of the U.S. Food and Drug 
Administration. Attendees talked about 
the many steps involved in that important 
process, as well as the challenges of data 
management – how digital biomarker 
data are curated, managed, and privacy-
protected.

Kristin Holloway’s husband, Lee Holloway, 
a co-founder of the internet security 
firm Cloudflare, was diagnosed with 
FTD in 2017. “There could not be a more 
appropriate focus for our first Summit in 
Lee’s honor than digital assessment tools 

for FTD,” Ms. Holloway said.

Naomi Nevler, MD, of the University 
of Pennsylvania, and Jonathan Rohrer, 
MD, of University College London and 
the Genetic Frontotemporal Dementia 
Initiative (GENFI), served as Summit co-

chairs. AFTD Senior Director of Scientific 
Initiatives Penny Dacks, PhD, and AFTD 
Director of Grants and Research Debra 
Niehoff, PhD, served as Summit planning 
co-leads.

Other participants in the invitation-only 
meeting included representatives from 
the pharmaceutical industry; researchers 
and advocates in Alzheimer’s, ALS, 
Parkinson’s, and autism; experts in digital 
tool development; and a representative 
from the FDA’s Digital Health Center of 

AFTD-Supported Study Identifies Potentially 
Useful FTD Biomarker 

Excellence. These differing perspectives 
offered a chance to identify challenges, 
lessons learned, and a way forward to 
improve diagnosis and evaluate treatments 
more effectively.

In her welcome speech for attendees, Ms. 
Holloway reflected on the experience of 

AFTD founder Helen-
Ann Comstock. “In 
1978, a neurologist 
from Stanford informed 
[Helen-Ann] that her 
husband had a form of 
Alzheimer’s. When she 

asked what she could do, he 
informed her to ‘take her husband home 
and be prepared for some changes.’ 

“How is it that more than 40 years later, 
this is still the response young families are 
receiving when given an FTD diagnosis?” 
Ms. Holloway added. “I cannot, and will 
not, accept this.” 

Ms. Holloway’s resolve – and the 
compassion and insight of attendees – 
offered hope that we can change the 
paradigm of FTD diagnosis and treatments, 
to the benefit of so many families.

Dr. Adam Boxer of UCSF (left) moderates an industry panel on FTD digital biomarkers.
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Those We Honor... Those We Remember
Gifts received from February 16, 2022 – May 15, 2022 

In Memory of

James S. Abbott

Rebecca Ann Adams

Laura Ahlbeck

Joan Albert

Lawrence Albert

William E. Alexander

James Allare

Julianne M. Allen

Robin K. Allen

Muhammad Amjad

Gary E. Anderson

Mildred Andreini

Joanne Andrews

James Wade Atkins

Robert August

Robert M. Austin

Emerson R. Avery

Claudia Jean Bahrie

Carolyn Baker

Robert James Banstetter

Nicole Barrow

Betty J. Biggins

Anthony E. Biron

Dolores A. Bisgrove

Paul James Boatman

Robert Allen Braun

Alan Brinkley

Mike Broom

Penelope “Penny” Brouwer

Donald L. Brown

Barbee Bruce

Deborah Bruggeman

Elias James Bundy, Jr.

Craig S. Burd

David Byrne

Leslie Calderon

Ann Marie Campbell

Donald Campbell

Patricia Taylor Canavan

Timothy Elwood Carpenter

Richard J. Carter, Jr. 

Lucy Cassis

Tony Castagna

Willis H. Caterson

Jose Cervoni

Anita Chachkin

Beatrice Childs

Stephen Cico

Norma Jean Clark

Sharon Clarke

Lawrence T. Cline

Benjamin Coburn, III

Carla Cogar

Karen Keller Colby

Charles Cole

Michael J. Coletti

Gail Colfelt

Craig Comstock

David Allen Cook

Thomas Patrick Cooper

Donna Costello

Robert Charles Czyz

Harold Dale

Connie Daniels

James Day

Elvira R. Deeley

Clark Deffner

JaneAnn Dennis

George H. Dentler

Axel Dikkers

Todd Michael Dolan

Ronald Duncan

Ronnie Dyson

John Dystrup

Richard Engborg

Nancy English

Carol Ann Esposito

Lillian Fabrikant

Bill Fehon

Andrew Stewart Feinberg

Michael Fenoglio

Thomas Ferrante

Patricia Ferrara

Robert Edward Finch, Jr. 

Anne Hartwig Flegel

Faye Elenore Fluegge

Susan Terry Foley

Paul Gary Francisco

William Frank

Charles E. Franklin

Perry Fraze

Mimi Oblinger Freeman

Randy Frein

Bernard Fridovich

Constance Gallagher

Robert Lawrence Gaynor

Anne B. Geremia

Christian D. Gerhardt

John J. Gibbs

Earl Delbert Gilmore

Belinda Lawler Goff

Harold Autry Goodwin

Gerri Asam Gordon

Howard Gould

Charles Vincent Gouveia

Joan Gove

Kelly Anne Kruse

Glen Paul Kubica

Donna Kunesh

Connie Leigh Kunkle

Diane Kyle

Tim LaFone

Christopher Lane

Mary Anne Lange

Michael Edward Lange

Elizabeth Lucia Leonard

Anne Marie Theresa Leone

Arnette Lester

Alice Lidman

Geri Lim

Gary London

Diane Moehle Long

Lynn Lower

Allan Lueck

Phyllis Malloy

Peter Mangeris

Neville Markens

Marshall Randolph Martin

Jan Materka

Aida Milan Matheny

David Matthews

Heather Maynard

Anthony Mazzara

Joan V. Mazzarelli

Edward James McAndrew

Linda McCarthy

Mary Lee McCauley

N. Susan McClanahan

Hope McCullough

Ula McGee

Alex McKeown

Judith Ann Messerli

Sharon Scott Milholen

Gary L. Miller

Michael A. Minelli

Judith Mooney

David W. Moore

Carl Moretti

Gale W. Moser

Edward Needle

Randy Nellis

Donald Neslund

Elizabeth Neupauer

Si Newhouse

Susan Newhouse

Bill Noyes

Jose Luis Noyola

Jessica Lynn Osborn-Schneider

Rhoda M. Oswald

Roderick J. Granes

David Wayne Grant

Dan Graves

Shawn Graves

Shirley Green

Linda L. Greenwald

Brenda Gudenschwager

Jeffrey Gugliotta

Phillip Martin Hale

Mark Hampson

Darrel Hansen

Therese M. Harlett

Marguerite Harrington

James Lowell Harris

Nancy L. Harshe

Pamela Rose Harvalis

John M. Headley

Mark Heberling

Jack D. Heck

Harold Hedaya

Roger Wade Heitzman

John D. Heizman

Peter Henning

Mary Henry

Carrie Heritage

Lynne Barbara Hershey

Daniel Hetue

Patricia Heyden

Kenneth E. Hinze

Mark Ho

Roger T. Hohlweck

Jacque Holmes

Terry Holmes

Frank Holub

Janet Holzworth

Carolyn Horne

Linda K. Hubbard

Karen Hudson

Pamela Jane Grant Hughes

Claud E. Ivie

William S. John 

Robert N. Johnson

Tim Johnson

Byron Lee Jones

Diana Kay (Imhof) Jones

Lance Lee Kappel

Tom Kauffman

Alan Klein

Jean Klemens

Robert Carl Knight

Gary M. Kratina

Malcolm C. Krauss

John Kretekos
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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.

Honor a Loved One or Remember Their Legacy 
Families wishing to direct memorial donations to AFTD are encouraged to call our office at (267) 514-7221. AFTD can mail you 
donation materials, or you can download them from our website. All donors will receive letters of acknowledgment, and families 

will also receive a list of donors. To contribute online, visit www.theaftd.org and select “Donate+”

Bill Ott

Douglas Owens

Grandma of Emily P.

Paula Palumbo

Jackie Pang

Margaret Pappas

Ronald W. Payntor

AlbertPenttila

Marcello Perciballi

Joseph Perricone

Camilla Perry

Kimberly Phares

Albert Pondelli

E. Joan Powers

Maribeth Presnal

Bridget Pucheu

Peter Quintiliani

Saraswati Rao

Scott Hayward Reed

Steven Lyle Rice

Elaine Richmond

Mary Kemp Ricks

Brenda Robinson

Lloyd Roos

Alex Rosenblum

Brian Rosequist

Kenneth Rotatori

Kevin Hugh Ryan

Patricia H. Ryan

Seymour Stony Sarokin

Richard Paul Schafer

Richard Scheuerman

Deborah Scott

Mary Lou Scott

Charles Alexander Scudder

Larry Sellers

Kelly Sepelak

Mamoo Shakeel

Howard Douglas Sheriff

George F. Sidoris

Joanne M. Silva

Roberta Sitler

Anna Mae Smith

Jennifer Lund Smith

Linda M. Smith

Margaret Mary Lafferty Smith

Margie Smith

Rick Smith

Donna L. Steffee

Brian Stephenson

Stanley Strauss

Wendy Suzman

Stephen Swid

Robert J. Sykes, Jr. 

Albert Sylanski

Joanne Terlep

Thomas Thornburgh

Melody L. Ticknor

Doris Marie Tiller

Theresa Timko

Cynthia Town

Janet Traeger

Karen Traxler

Dale Tyler

Steven Umin

Celsa Valentín

Niels van Gemeren

Willem van Gemeren

Jeffrey Van Son

Daniel Wachspress

Phyllis Wachspress

Linda S. Walker

Olga Terezia Walsh

David L. Walter

Kari Ward

Susan Watson

Mark A. Wayland

Paul Weber

Rosemary Weiten

Susan Wentling

James M. Wexstten

Duncan L. White

John Michael Wieland

Margaret E. Wiener

Olga Wiezel

Leslie Wilson, Jr.

Paul Winders

Robert Steven Winters

Thomas Wirth

James S. Wolcott

Ronald Francis Wolff

Peter Wong

Eddie Worth

Charlotte Wyatt

Andreas Xiaris

Christine Youngclaus

Mary Zahorecz

Stephen Zenger

Julie Maire Dickmeyer Zerhusen

In Honor of

St Anthony

Alan Berlin

Joan Berlin

Roy Bohr

Andy Bursh

Maria Cervoni

Su-Ling Chang

Christina Chavez

Sally Cihos

Serina Cline

Helen-Ann Comstock

Judy Comstock

Jenny Dore

Steven A. Edwards

Linda Esper

Mickey Esper

Maman Evelyne

Frank Falco

Eileen Ferrara

Mickey Finch

Ginny Fowler

Ben Freeman

Leanne Anne Rene French

Brady Gardner

Kasha Gauthier

Rita Gentile

Jayne Getsinger

George Grozan

Mike Haas

Susan L. Haire

Bela Halasz

Carin Hawkins

Dennis Hawkins

Daniel Hedaya

Victoria Heller

Beverly Hernandez

Colleen Terry Hill

Paula Hogan

Nancy Jospey

Donald Kalscheur

James Kaufogiens

Patricia Keating

Christopher Kelley

Carol Kilgallin

Kerry Kilgallin

Debbie Kohl

Michelle Joan Kyriacou

Dale Marie Latimer

Leone-Levine Family

Paul Lester

John W. Livingston

Suzanne Manning

Antonio Marquez

Fides Marquez

Natividad Marquez

Cary Mauck

Sally Mauck

Jake McGarvey

Jame McLeskey

Todd McPencow

Kathy Mele

Jennifer Moritz

Julia Winston Bethurum Murphy

Sandra Neilson

Donald Newhouse

Elyse Newhouse

Husband of Ruth Nordlicht

Richard G. Partyka

Terry Peetz

Paul Petras

Nona Pipes

Kay Plempel

Bryce Pursley

Doreen C. Putnam

Lisa Raine

Mary Lee Kelahan Redmond

Donna Rose

Mike Samuels

Budd Schubert

Joan R. Simon

Stephen J. Smyth

Ellen Solomon

Daniel Sosnowski

Eileen Stanton

James Staten

Jeanette Stoothoff

Julie Unger

Steven Walter

Jeff Watkins

Jonah Weber

Linda Wendelaar

Don Williams

Judy Windhorst

Jack Yablonowitz

David M. Zaslav

Linda Zugrave
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Since 2005, AFTD’s HelpLine has been 
an essential source of support and 
information for persons living with 
FTD, their care partners and caregivers, 
and healthcare professionals who want 
to better understand the disease. 

The only FTD-focused helpline available 
in the U.S., the AFTD HelpLine is a 
free service available by dialing 
866-507-7222 or by emailing 
info@theaftd.org. Through the 
HelpLine, AFTD staff provide 
the most current, accurate, 
and professionally vetted information 
about FTD, guidance about managing 
symptoms, ways to access local (as well 
as national) resources and services, 
and advice on navigating life with the 
disease. 

Once staffed entirely by volunteer 
AFTD Board members, the HelpLine 
is today managed by AFTD’s dedicated 
HelpLine team: HelpLine Manager 

Stephanie Quigley, MSW, LSW, CDP; 
HelpLine Specialist Ann Schoonover, 
MSW, LSW; and HelpLine Advisor 
Josephare Joseph, MSW. They ensure 
that each HelpLine inquiry receives 
an individualized, supportive, and 
timely response. “We do our best to 
be supportive and offer empathy while 
providing the most useful information 

possible based on each person’s 
circumstances,” Joseph said. 

In 2021, the HelpLine responded to 
more than 2,300 inquiries. The HelpLine 
team aims to answer all calls or emails 
within 24 hours after being received 
by HelpLine staff. The HelpLine has 
now implemented translation services 
containing more than 200 languages 
such as Hindi, Spanish, and Mandarin. 

No matter where an individual is along the FTD journey, 

the HelpLine can be a vital resource.

AFTD’s HelpLine: A Vital Resource for 
Families Facing FTD

No matter where an individual is along 

the FTD journey, the HelpLine can be 

a vital resource. “We receive calls and 

emails from families throughout the 

journey, including those concerned 

about changes they are seeing in 

themselves or a loved one, those facing 

a new diagnosis, navigating the late 

stages of FTD as well as questions 

after a loved one has passed,” 

Schoonover noted. 

Joseph added that the HelpLine is 

“an open door and can be the first step 
in learning more about the disease.”

The HelpLine is also available for 

those in need of emotional support 

and assistance with managing care. 

Respondents can be connected to local 

support groups, receive information on 

facility care options, and learn about 

additional support services. 

AFTD honored Donald Newhouse – an 
AFTD Board member, volunteer, and 
long-time supporter – at its 2022 Hope 
Rising Benefit on March 30 in New York 
City.

AFTD honored Mr. Newhouse with the 
Susan Newhouse and Si Newhouse 
Award of Hope for his leadership and 
contributions to a deeply personal 
cause: bringing forward a world with 
compassionate care, effective support, 
and a future free of FTD.

Mr. Newhouse lost his wife, Susan 
Marley Newhouse, to FTD in 2015. 
By what he 
describes as a 
“quirk of fate,” 
he also lost 
his brother Si 
Newhouse (then co-owner with Donald 
of Advance Publications) to FTD in 2017.

Paula Zahn, Emmy Award-winning 

journalist and executive 
producer and host of 
Investigation Discovery’s 
On the Case with Paula 
Zahn, emceed the event 
for a fifth year. Vogue 
editor-in-chief Anna 
Wintour and Discovery 
Inc. CEO David Zaslav 
served as Benefit Chairs.

“I am [being] honored this 
evening because we could 
not bring every family 
affected by FTD onto this stage,” Mr. 
Newhouse said during his acceptance 

speech. “I 
ask you to 
use your 
imagination 
to see more 

than 60,000 families and so many 
more from around the world crowded 
onto this podium, each with their 

“AFTD turns the hopes of the sufferers into 

action,” said AFTD Board member Donald 

Newhouse at the 2022 Hope Rising Benefit.

Donald Newhouse Honored at AFTD’s 2022 
Hope Rising Benefit

o w n  u n i q u e 
s t o r y  b u t 
united by the 
painful journey 
th e y  h a v e 
c o l l e c t i v e l y 
endured.”

“As you have 
heard tonight, 
AFTD funds 
r e s e a r c h 
and efforts 
to increase 

awareness of FTD,” he added. “AFTD turns 
the hopes of the sufferers into action.”

More than 375 people attended the 2022 

Hope Rising Benefit at New York’s Ziegfeld 
Ballroom, the first in-person Hope Rising 
Benefit since 2019. The event drew in $2.2 
million to support AFTD’s mission, the 

highest amount raised since the Benefit 
began in 2016.

AFTD Board member Donald Newhouse
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AFTD Recognizes Volunteers at Second 
Volunteer Appreciation Dinner 
For the first time since 2019, AFTD 
welcomed new and returning 
volunteers to its annual Volunteer 
Appreciation Dinner on April 7 in 
Baltimore, thanking those who have 
continued their efforts to advance 
AFTD’s mission despite unprecedented 
challenges over the last two 
years.

The event included remarks from 
Senior Director of Programs 
Sharon Denny, who shared 
several highlights of the Volunteer 
Program from the past year, including:

•• 7 volunteers living with an FTD 
diagnosis served on AFTD’s Persons 
with FTD Advisory Council 

•• 14 volunteer leaders served as 
Ambassadors, acting as local AFTD 
representatives in their communities 
and raising awareness through 

professional outreach and speaking 
engagements

•• 18 people served on AFTD’s Board 
of Directors, providing leadership for 
the organization through a time of 
significant growth and change

•• 69 people served as advisors – 
professionals who volunteer their time 
on AFTD’s Medical Advisory Council, 
the Partners in FTD Care Committee, 
on scientific review boards and as 
grant reviewers, among other activities

•• 101 support group volunteers ran 
79 FTD support groups, showing 
remarkable determination and 
resilience in adapting to virtual 

meetings and extending critical 
support to care partners and 
caregivers 

•• 45 volunteers served as Food for 
Thought liaisons or orientation 
facilitators, hosted virtual Meet 

& Greets, provided Zoom 
support, or offered speaking 
engagements or presentations 
to raise awareness

•• A record number of volunteers 
leveraged virtual outreach and 
engagement to host or participate in 
608 grassroots fundraising events

In all, from July 2020 to June 2021 

the number of active volunteers 

increased more than 14% over the 

year before, despite the pandemic. 

AFTD is grateful for all our hard-

working volunteers!

The dinner provided a special opportunity for our volunteer 

community to connect with fellow volunteers, spend time 

with staff, and simply enjoy a fun evening together.

AFTD Ambassadors Convene for Volunteer 
Leadership Summit
On April 7, AFTD Ambassadors from 

around the country convened in 

Baltimore for the 2022 Volunteer 

Leadership Summit. This marked 

the first time Ambassadors and 
AFTD staff were able to 

meet in person since 

the inception of the 

Ambassador position in 

December 2019. AFTD Ambassadors 

are volunteer leaders who represent 

the organization in their area through 

networking, outreach, and speaking 

engagements.  

Ambassadors spent the day connecting 

with one another, reflecting on their 
work and accomplishments, meeting 

with staff, and learning about AFTD’s 

next Strategic Plan. AFTD staff 

leaders from research, advocacy, and 

healthcare professional education met 

with Ambassadors to get to know each 

other and discuss these growing areas 

of focus. As important representatives 

for the organization, Ambassadors 

will continue to work closely with 

staff in the coming years to help drive 

priorities under the new plan.

“After working with this incredible 

team virtually over last 2.5 

years, it was so wonderful 

to finally meet in person 
and be in the same room 

together!” said AFTD 

Volunteer Coordinator Jeni Cardosi. 

“It’s such a pleasure to support this 

strong, passionate, and skilled group 

of leaders who do so much to support 

AFTD’s mission. We’re so grateful for 

their dedication to this role.”

AFTD Ambassadors spent the day connecting with one another, 

reflecting on their work and accomplishments, meeting with staff, and 

learning about AFTD’s next Strategic Plan.



Hitting the Links:  The 11th 
annual Quest for the Cure Golf Tournament 

was hosted by the Rober t M. Hatfield 

Foundation and took place on November 12, 
2021, at the Bardmoor Golf & Tennis Club in 
Seminole, FL. The event raised $8,500 for 

AFTD’s mission, increasing the annual Tournament’s total 

amount donated to AFTD to $80,764.

A Sweet Tribute: Jack Yablonowitz from 

Connecticut organized a March Madness bracket for his bar 

mitzvah project in memory of his zayda (grandfather), Howard 

Gould, who died from FTD. He asked his friends and family 

to donate $18 to AFTD’s mission along with their brackets. 
The top three brackets received sweet treats baked by Jack. 

Through his efforts, Jack was able to raise $5,488. 

Running for a Cause 

Abrar Tanveer participated in the 

Cincinnati Flying Pig Half Marathon on 

May 1, 2022, in memory of his father, 
Shakeel Tanveer, who died from FTD in 

2019. This is the second time Abrar has 
participated in this race and fundraised 

for AFTD’s mission while doing so. He finished the course in 
under two hours, spreading critical FTD awareness throughout 

– and raised $2,189 before he crossed the finish line.

Birthday Wishes:  Alejandro Bolivar-Cervoni of 

Virginia has dedicated his last three birthdays to his mother, who 

is living with an FTD diagnosis. Before his birthday, Alejandro 

launches a fundraising page and asks his family and friends 

to “wish him a happy birthday” by making a gift in support of 

AFTD’s mission. This year, he raised $2,029, bringing his three-
year total to $7,806.
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Adventures with Chris: Author Jack 

Livingston published his book A Lot Like Fun – Only Different, 

which features stories of his adventures with longtime friend, 

Chris Kelley, who is currently living with FTD. Jack is donating 

a portion of the proceeds from each copy sold to support 

AFTD’s mission and has raised $1,255 so far.

Giving Back:  Ahmed Alnahhas from Florida set 

up a GoFundMe page to benefit AFTD’s mission in memory 
of his stepfather Jose Luis Noyola, who recently died from 

FTD. On his page, Ahmed shares that his stepfather “would 

have wanted to help those who also suffer from this form of 

dementia and to give back to society.” To date, his page has 

raised $665 for AFTD’s mission.

Rocky Road:  Blake 

Ovard was set to host the second 

annual Cloud Gravel Invitational — a 

gravel cycling event — on June 17-19, 
2022, in New Mexico’s Sacramento 
Mountains. Unfortunately, dangerous 

fire conditions caused the event to be postponed. When 
given the all-clear, participants will compete in one of four 

distances: 25, 55, 90 or 200 miles (with elevation gains 
ranging from 2,000 to 20,000 feet)! Blake’s goal is to raise 
$2,500 from the event for AFTD’s mission in honor of his 
wife, Kim, who was diagnosed with FTD in 2015. 
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