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The Association for
Frontotemporal Degeneration
Opening the gateway to help and a cure

[ [
% PROMOTE AND FUND RESEARCH INTO FINDING THE CAUSE, THERAPIES,
AND CURES FOR FRONTOTEMPORAL DEGENERATION

% PROVIDE INFORMATION, EDUCATION AND SUPPORT TO PERSONS
DIAGNOSED WITH AN FTD DISORDER, AND FOR THEIR FAMILIES
AND CAREGIVERS

+* EDUCATE HEALTH PROFESSIONALS ABOUT FRONTOTEMPORAL
DEGENERATION AND HOW TO IMPROVE PATIENT CARE

* BRING ABOUT GREATER PUBLIC AWARENESS OF THE NATURE AND
PREVALENCE OF FRONTOTEMPORAL DEGENERATION AND THE NEEDS
OF THOSE WHO ARE COPING WITH IT

% ADVOCATE WITH PUBLIC OFFICIALS AND PROMOTE PUBLIC AND
PRIVATE PROGRAMS THAT PROVIDE APPROPRIATE, AFFORDABLE AND
HIGH-QUALITY LONG TERM HEALTH CARE AND SOCIAL SERVICES

% FACILITATE THE INTERNATIONAL EXCHANGE OF IDEAS.

DEAR FRIENDS - As I look back on ry #rst year as Bowd Char

of thrs wonderfu/ organ/zaf/on, I am Struck 5}/ the Ffact that

we are a cOmman/fy thad s A na//ng our voice. Tewo Seninal events

wnderscore 2Ars there...

In December, after two years of discussions with our
various constituents, the Board voted to change our
name from The Association for Frontotemporal
Dementias to The Association for Frontotemporal
Degeneration. Our motivation was to ensure that AFTD
is a place where people dealing with a wide variety of
clinical presentations and disease processes can find a
common “home”. Importantly, the word “Degeneration”
also captures the essence of the FTD experience:

it is a one-way journey of progressive loss. We are taking
control of some of the vocabulary around these diseases,
and thus hopefully shifting the framework within which
they are viewed.

With our identity in hand, we created a short film that
documents the stories of four families” journeys with
FTD. We are tremendously grateful to the families that
opened their lives and homes to us, but it is important
to note that for each family featured there were ten
more who were eager to help with the project, and in

many ways this is the story of all of our families. Entitled
/t Is What It /s, this film is our first call to action, and we
encourage you to use it to spread awareness of FTD.

There can be no doubt that awareness is key to all of
the ambitious goals we have set for ourselves. More
accurate diagnosis, better support systems for families,
more funding and creative, efficient collaborations for
researchers are all important objectives upon which we
have set our sights. But the first step toward each is

awareness.

I'invite you to join us. Raise your voice. Tell your neighbors,

physicians, family members about FTD. And be proud
that you are member of a community that is taking
control of its own destiny. Itis what it is, but it's not
what it should be.

Working together, we will change the future.

.......................................................................................................................................................................................... >

With Warm Regards,

Beth Walter
Board Chair
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WE EWISTION OUR OKRGANIZATION at the hud of the wheel that /s
driving research Forward: providing information, f’ana//n\g Grant's, enhrancing

Communicalion and cOoro/fnaZ‘/nﬁ effords arrong ZhoSe invested in cOnfaer/ng
£} ronz‘oz‘empora/ a/eﬁenerdf/on .
.......................................................................................................................................................................................... >

AFTD was founded first and foremost to advance research In partnership with the Alzheimer’s Drug Discovery
into treatment and a cure. The organization pursues this Foundation, AFTD awarded $300,000 to three academic

goal both by funding research and by forming strategic scientists who are working on novel approaches to

partnerships that will speed scientific results into drug developing the first FTD treatments.
discovery.
AFTD also provided seed funding for research projects
In 2010 AFTD co-sponsored a number of scientific at Yale University and Columbia University.
meetings designed to promote collaborations and
development of common resources for FTD research.

P R O |\/| OT E \l D ': U N D R E S E 0 R C H The first meeting, co-hosted with the National Institute A
/\ of Neurological Disorders and Stroke and the National Todd Cohen, Ph.D. is the first AFTD

Institute on Aging, brought 40 clinical researchers together Postdoctoral Fellow. Working in the

| N -I'O [=ai | N D | N G T H E CA U S E to craft a national database that will collect common data laboratory of Dr. Virginia Lee at the
/ on patients seen at institutions across the US. :

University of Pennsylvania, Dr. Cohen

has just published a key paper that

| | | | R A P | ( A N D ( l I R | f | O R AFTD was also a founding member of the Frontotemporal :
. . : sheds light on how the tau protein
/ Dementia Treatment Study Group, which sponsored :

. . . becomes abnormal in FTD.
three meetings with researchers and representatives

FRONTOTEMPORAL DEGENERATION st coprats et FTO s




support

PROVIDE INFORMATION, EDUCATION AND
SUPPORT TOPERSONS DIAGNOSED WITH
AN FTDBISORDER, AND FOR THEIR
FAMILIES AND CAREGIVERS

ONE OF THE 3166557”5/7//735 that AF7TD has to offer farilies o/ea//nﬂ
with a neeo a//ajnosf\s IS a Sense of C,omman/"z‘y-—z%e cpporiunty to connect

ewoith healdhcare /Qrofe\SS/‘ona/\S and other Farilies who wunderstand A rst—Aand

whad you are 50/173 fhroagh.

Most families face significant confusion and anxiety when
confronted with frontotemporal degeneration. Caring
for families affected now is critical to our mission. AFTD
provides accurate information, compassionate support,
and a community that understands.

AFTD reaches a growing number of patients and families
every year. In 2010, staff fielded an average of 100 HelpLine
calls and emails and nearly 6,000 people visited the AFTD
website each month. Staff helped five new FTD caregiver
support groups to start, and provided continuing
education to a network of 49 groups by years” end.

In @ major new initiative, AFTD formed a Task Force on
Families with Children to improve resources for people
caring for an ill spouse while parenting children at home.
An online survey invited people diagnosed with FTD to help
the Association better understand and address their needs.
Thirty-three people responded in the first three months.

The respite grant program entered its second year and
was named the Comstock Caregiver Respite Program in
honor of Helen-Ann Comstock, AFTD’s founder. $30,000
was awarded to 60 unpaid caregivers to arrange a brief
respite from their responsibilities.

AFTD provided financial and program support to a
caregiver conference in Fort Worth, Texas in May and to
the 7th International Conference on FTD in Indianapolis

in October, and awarded more than $6,000 in caregiver

travel grants.

.......................................................................................................................................................................................... >

Jim Cardosi was a devoted caregiver
to his wife, Cindy, throughout her
illness with FTD. For the past three
years Jim has led one of AFTD’s
telephone support groups, sharing
his experience and supporting others
as they face the challenges of caring

for a loved one.




education

EDUCAIE HEALTH PROFESS
ABOUT FRONTOTEMPORAL DEGENE
AND HOW TO IMPROVE PATIEN

ONALS
RATION

T CARE

EDUCHTION IS THE MOST POWERFUL WAY Zo improve access Zo guality
Services Ffor those affected Ay F7D. 777#04(3/7 new partrnershps and intiatives,
AFTD /s z‘eac/ﬁnﬁ /ﬂro/’eSS/‘ona/S abouwt the disorders and /'nc/‘eaéfnﬁ Zheir

L(na/ersiana’/ng of Che needs of patients and Ffuarulies.

Informed medical professionals are the key to accurate,
timely diagnosis and quality, compassionate care. AFTD
is working with medical experts, academic centers and
care facilities to ensure that doctors, nurses and long-term
caregivers have the knowledge and skills to serve FTD
patients and their families.

In 2010 AFTD expanded community outreach and
training of health professionals. Staff and board
members presented training sessions for employees

at three nursing facilities, and spoke at a conference

hosted by the Alzheimer’s Association in New York
City. Key volunteers have been trained to begin
similar outreach within their regions.

Medical Advisory Council members contributed to two
opportunities this year. Andrew Kertesz, MD co-authored
a review article published in 7he American Family
Physiciantargeted at primary care physicians to promote
more accurate and timely diagnosis of FTD.

In partnership with CurePSP, AFTD co-hosted a webinar
during which Brad Boeve, MD spoke on the cognitive
and behavioral issues related to FTD. More than 700
people attended the live session.

Relationships have been solidified with expert nurse
educators, health care corporations and caregivers
committed to addressing the critical need for training in
FTD among care facility staff. A committee will begin
work in early 2011 on a new initiative to develop training
modules about FTD for nursing home, assisted living and
group home staff.

.......................................................................................................................................................................................... >

Darby Morhardt, MSW, directs the
education services at Northwestern
University’s Cognitive Neurology
and Alzheimer Disease Center.

She collaborates frequently with
AFTD on projects such as AFTD’s
Task Force on Families with Children
and Frontotemporal Disorders,

a booklet recently published by NIA.




AWAI C11ESS

BRING ABOUJ GREATER PUBLIC
AWARENESS OF THE NATURE AND
PREVALENCE OF FRONTOTEMPORAL
DEGENERAFON.AND THE NEEDS OF
THOSE WHO"ARE COPING WITH 1T

TELL 1O PEOPLE: Anyone can participate - young or old, individuals or groups.
The idea 15 2o Selec? an acz‘/\//z‘y you e@[oy and feel comfortable 5/7@//73 with
others. Tell thern aboud FTD and ask ther Zo Support the Associdtion's
PUSSIoN 5}/ partic /paz‘/nﬁ ' your event.

Raising awareness is the key to success for all of AFTD’s
mission goals. It is an issue that galvanizes and engages
all aspects of our community — patients, families and
professionals. Together, we are making a difference.

In partnership with thinkfilm, inc., AFTD produced

It Is What It s, a short documentary film that poignantly
presents the story of four families. The film is available
on DVD and comes with a 12-page booklet describing
frontotemporal degeneration. It is a vital new tool that
makes it easier to introduce others to the impact of an
FTD diagnosis.

Families from across the US and Canada held more
Tell 10 People events than ever to spread the word and
raise funds for AFTD. In Maryland, Allyson Sealfon

and her committee raised an amazing $40,000 in the

inaugural Scoot for Scooter 5K that attracted over
1000 people.

Lee Danis of Fort Worth, Texas issued a $40,000 challenge
grant for drug discovery, and people from across the US
responded by hosting events and launching Facebook
and letter-writing campaigns to raise the matching funds.
Russell Zomback ran in the NYC Marathon in memory
of his father. Over 55 individual sponsors supported him.

The Pontrelli Family held a luncheon of celebration in

New York’s Little Italy. The Walter and Sidoris families
continued their wonderful traditions of hosting golf
tournaments to benefit AFTD. And in January the Hickman
family traveled to Tanzania to climb Mt. Kilimanjaro in
honor of their father and husband, Stephen (see cover).
This is just a handful of the many creative and fun events
hosted by volunteers throughout the year. Each of them
introduces a new group of people to our cause.

.......................................................................................................................................................................................... >

Michelle Van Son is one of the
caregivers who generously

shares her family’s story in the
documentary film /¢t /s What It Is.
Michelle’s husband, Jeff, was
diagnosed with FTD in 2009, when
he was 38 and the couple’s three

children were preschoolers.




advocacy

ADYOCATE WITH PUBLIC OFFICIALS AND

PROMO TE PUBLIC AND
THAT PROVIDE APPROR
AND HIGH-QUALITY
CARE AND SOCIAL S

PRIVATE PROGRAMS
RIATE, AFFORDABLE
LONG TERM HEALTH

ERVICES. FACILITATE

THE INTERNATIONAL EXCHANGE OF IDEAS

POLWERFUL MOVEMENTE are built on grassroot's owtreach. Your personal
contactds, letters and stories fuel the momentir. AFTD is connecting a netcoork
of pecple across the US and Canada cwho coill Zake action to c/mnge Zhe

/’L(fdre 01(7 F @./

AFTD continues to call for more resources, supports, and
services, for patients and families living with a degenerative
neurological disease. Developing relationships with policy
makers, public officials and peer organizations to advocate

for more funding for research, more financial supports for

patients and families and more appropriate care options.

In February 2010, the Social Security Administration included
primary progressive aphasia among the conditions eligible
for expedited review under the Compassionate Allowances
Program for disability benefits. Led by colleagues at
Northwestern University, AFTD supported this successful
campaign by sharing lessons learned from our efforts to
include FTD when the program was created.

AFTD’s new advocacy committee continues to nurture
existing relationships with key policy makers while also
fostering connections to new partners. The Committee has
also employed a three-pronged strategy to grow the As-
sociation’s impact on issues important to our community:

.......................................................................................................................................................................................... >

1) To monitor ongoing and emergent issues and join
advocacy campaigns that impact the FTD community
led by peer organizations such as the American Brain
Coalition, NORD and Genetic Alliance.

2) To train and prepare the volunteer regional coordinators
to be on-the-ground leaders to develop AFTD’s regional
network as a volunteer base for advocacy. Initial training
takes place in October, with follow up meetings throughout
the year.

Sue Gustafson is an elementary school

3) To maintain key relationships with government and principal and caregiver to her husband,

industry decision makers and be ready to respond to
try vt f t Dave. She has also worked energetically

changes in poltical leadership. throughout 2010 as AFTD’s volunteer

. . . Regional Coordinator in Canada.
At the 7th International Conference on FTD in Indianapolis,
. . She and the other coordinators across
AFTD hosted a meeting of peer organizations from ten

- he US ing families and
other countries. Together, the groups agreed to form an the U are connecting families an

international affiliation and to share resources by linking professionals in their region with

their websites as well as written materials. : resources and with AFTD.




oratitude

WE ARE DEEPEY GRATEFUL TO ALL OF THE
GENEROUSBDONORS WHO PARTNER

WITH US EACHNYEAR TO CHANGE THE
FUTURE FOR FTD FAMILIES AND THE
PROFESSIONALS WHO CARE FOR THEM

YO YOUR CONTRIBUTION HELPS:
Your contributions allow AFTD o make 1mportant advances in all areas of
our russion. In 2010 £0.55 of each dollar donated coent a//‘recz‘/y Zo research,
education, support and advocacy. Your donations rake progress possible!

Gifts of $100,000+

Anonymous

Gifts of $40,000+

Lee Danis
Susan Laden
Scoot for Scooter

Gifts of $20,000 - $39,999
Anonymous

Estate of Radford D. Lovett

Philip H. Lovett

The Arnow Family Fund, Inc.

W.P. Carey Foundation Inc.

Walter Charitable Fund, Inc.

Gifts of $10,000 - $19,999
Clare Hall
Marcia Halligan

Kevin and Jane Quinn

Ed & Kathy Quinn

George F Sidoris Memorial Golf Tournament
The McKeown Foundation

Gifts of $5,000 - $9,999
Anonymous

Deborah Blackwell

Bristol Myers Squibb Company

Timothy Broer

Susan Eissler

Helen Hiebert

Holt Family Fund of the
Maine Community Foundation

Augusta Leininger

Mr. & Mrs. Douglas Morgan
Plant-Tech Concrete Solutions
Edward & Meghan Quinn
Arthur Sommers

.......................................................................................................................................................................................... >

Gifts of $1,000 - $4,999
Anonymous

Mr. & Mrs. David Arnow
Kara Baldino

Robin Berkley

Anita Berkowitz

Mr. & Mrs. Steven Bochco
Jim Cardosi

Carolyn Chapman
Helen-Ann Comstock
Owen Davis

Dr. & Mrs. Dudley Davis
Jane Digel

Alan Einhorn

Debbie Fenoglio

David George

Robert Glandon

David Golub

Lawrence Golub



/4
THANK YOU, SO MUCH, for remz'no//nﬁ me of he aMdZ/‘ng dept/h of the Auman Spirt.
Z may be /05//73 Pty Moty in a devasiating and acoful way, bed I an g

na and 3row/n3

So much From CAS experience, ée/ng lowc hed éy pecple /ike you. 7 han. you !
'/

Those oo twords Seenr woef/,(//y /nczdefaafe.

John C. Haas

Jean L. Heffron

Mr. & Mrs. Kenneth R. Hermann
Houston H. Holmes, Jr.
Amy Kamin

Robert Kenet

Karen Kennedy

Philip Klinedinst

Gloria LaGrassa
Edward Leekley

Paul Lester

Emily Levy

Lone Star Aquatics, Inc.
Kris Maulorico

Kathryn McAndrew
Judith McLachlin
McNellis Family Fund
Samuel Mercer
Jessica Mitchell

Patricia Moser

Mr. & Mrs. Timothy J. Mowrey
F. Francis Najafi

Larry and Jillian Neubauer
The Pontrelli Family

John Prineas

Mr. & Mrs. Charles Reynolds
Alison Riddiford

James Rodgers

Darlene Ryan

Joanne Sackheim

Mr. & Mrs. Daniel Sackheim
Saponas Foundation

Beth Schatman

Michael Scott

Popkin Shenian

Joyce Shenian

Bonnie Shepherd

Donald Stephen

Linda Stephen

Chris Streiff

Philip J. Swanson

The Stephen Colbert Americone Dream Fund
of Coastal Community Foundation

John Q. Trojanowski & Virginia M.-Y. Lee

- 3raz‘e/‘a/ Careﬁzl/er

Dorothea Tucker

Vanguard Charitable Endowment Program
Beth Walter

Dr. & Mrs. Winfred Ward

Evelene Wechsler

Mr. & Mrs. John Weicher

Curry Wood

Andrew Woodcock

Gifts of $500 - $999

Jean Allen

Gail Andersen
Emmy Jo Bartus
Joan Beranbaum
Gregg Betz
Johanna Bolin
Robert Bowman
Lisa Boyce
Stephen E. Breggia
John Brickner

Lou Brown
California Community Foundation

/4
YOUR GENEROUS SUPPOKT of FTD paZ‘/enZ‘S, /’aM///‘eS, and o/l those affected Is
3reaf/y qpprec/cziea/ . T s Aard o And conford in such a rare and d/Shearfen/‘ng
disease. You, however, provide hope Chat we Ay Soon be the Hnal 3eneraz‘/on

fO 5&(1(’1(’8/‘ /CZSf/hj e/’/’edﬁf 01[’ F‘@/ II —3raz‘eﬁz/ Cmeg:‘Ver
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Mr. & Mrs. Peter Cangialosi
Mr. & Mrs. Wayne Chen
Catherine Chen

Earl W. Comstock

Bryan Dalesandro

Linda Deubert

Sally Deuermeyer

Mr. & Mrs. Robert Dix
Constance L. Drayton
Nancy Duncan

Mr. & Mrs. Randy Ehm

Alan Einhorn

Mr. & Mrs. Michael Ernst
Wayne Everard

Mr.& Mrs. James W. Farmer
Herbert Freeman
GlaxoSmithKline Foundation
Jim Goetsch

Gottlob Armbrust Family Foundation
Alice Guiney

Carol Hill

Mr. & Mrs. Tadahiro Honda

Joan Hook

Mr. & Mrs. Charles Horn
Mr. & Mrs. David Hutzenbuhler
Rodney Kemerer
Angela Kimble

Richard A Kukac

Jary Larsen

Mr. & Mrs. Joseph Longosz
Jon Mankovich
Raymond Mankovich
Walter McKee

Thomas Mertz

Billy Morrow

Mary Moyer

Joanne Nay

Margaret Neal

Anita Nelson

Mollie O'Brien

Mario Palumbo

Nancy Pasic

Albert H. Paul

Janie Perry

Zbyslaw Petryka

Sara R Pikofsky

R & R Mechanical Contractors
Nancy Raybourne

Bruce L. Richardson

Mr. & Mrs. Michael Roche
Jennifer Schoessow

John J. Scott

Scott & Franci Free Family
Donor Advised Fund

Scott Sodoma

Bayne Stevenson

Mr. & Mrs. Alvin Streder
Philip J. Swanson

The Eugene and Estelle Ferkauf
Foundation

The McLain Family Foundation
Sarah Tipton

Verizon Foundation

Wechsler Foundation

Russell Zomback



2010 Income By Source | $1,162,948

2010 Expenses | $843,423

outlook

Individuals
Fundraisers
Grants

Other

Research

Awareness & Advocacy
Support

Education

Fundraising

Management

Statement of Financial Activities as of 12.31.2010

ASSETS
Cash $1,101,773
Equipment $3,039
Security Deposit $2072

Total Assets $1,106,884

LIABILITIES
Accounts Payable $3,523
Research Grants Payable $51,355
Total Current Liabilities $54,878

NET ASSETS
Unrestricted $889,122
Temporarily Restricted $162,884

Total Net Assets $1,052,006

TOTAL LIABILITIES AND NET ASSETS $1,106,884

DEAR FRIENDS - As 201 progresses we recogmze the increasing power of this organization
lo effect c/m/ge. THh's power derives #rom yort: the patients, farlies and professionals
who share a commitment 2o AFTD's mission, and we are extremely encouraged é/ Zhe
/ncreasfrg ntmber of you a)or,é/rg ith ws to ensure Chad our ressage 'S heard!

In less than two months we have sold out of an initial
order of 500 copies of /t /s What /t /s, and are heartened
to hear how many caregivers are showing the film to
their physicians, family and friends. More copies are on
their way, and will remain available through the website.

In March Dr. Mario Mendez presented a lecture on FTD
for physicians that attracted more than 300 participants
via the Internet—the previous record for attendance on
that medical school website was 15! And this spring more
families than ever are hosting awareness and fundraising
events, each ensuring that one more community has
heard of these diseases and the devastating affect they
have on an individual and all who care about him or her.

In 2010 the number of contributions to AFTD increased
by 28%, and total donations topped $1 million for the
first time. This support fuels AFTD’s growing impact.
We are hiring our first Development Manager and
Scientific Director, creating new programs to support

............................................................................................................ >

families with children and to educate nursing facility staff
in FTD, and awarding a second postdoctoral fellowship
to encourage emerging researchers. Earlier this year
AFTD awarded more money than ever before through
the FTD Drug Discovery program, and became a
founding member of a consortium of physicians and
researchers driven to stimulate drug companies’
interest in FTD clinical trials.

We are gaining momentum, and we are making a difference.
Each person who gets involved strengthens our communal

With Best Wishes for 2011,

voice and accelerates our ability to make change a reality.
We urge you to join us. ; .

Educate. Donate. Advocate.

Susan L-J Dickinson, MS
Executive Director



We envision a world where Frontotemporal
a/egenerdf/on 1S wUnderstood, ef’fecz‘/\/e/y a/fagno\fea’ ,
Zreated, cured and wltimately prevented.
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