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Executive Director’s Note
This was another great year and the emphasis on awareness,
education and research took center stage in our activities. I think you
will find that we surpassed all expectations with a very small staff of
four. We are very proud of the accomplishments on behalf of the 10
million with essential tremor and I know you will be too. the annual
report only gives a glimpse of the activities throughout the year. I
encourage you to follow us on Facebook and Twitter, visit the website
at www.EssentialTremor.org and the blog at www.TremorTalk.org, and
sign-up for the monthly Tremor Gram e-newsletter, to recieve the full
impact of our outreach. Join us in FY 14 as we broaden our outreach
to educate, increase awareness and fund more research.
Sincerely,

Catherine Rice
Executive Director

Join us as we
work to increase
essential tremor
education,
awareness, and
research funding.

Contributions
The IETF receives little or no federal, state or local funding. It is the generous contributions of our members
(those that donate annually) that sustain research grants, awareness initiatives, educational programs and
support services. This fiscal year, the IETF received 6,945 donations for a total of $550,949 that was used to
fund research programs, provide education materials, increase awareness, and provide support services.

Volunteers.
The IETF sponsors essential tremor support groups in both the U.S.
and overseas. In fiscal year 2013, there were 80 support group leader
volunteers operating in 7 different countries; working to organize
meetings, distributing educational information, and offering local support
to those affected by ET.

Linda Dome, support
group leader volunteer
in Gilroy, CA, secured
three proclamations from
local mayors, recognizing
March as Essential Tremor
Awareness Month.

In FY 2013, approximately 17,490 volunteer hours were dedicated to the
service of the ET community. The true value of these grass roots efforts
are immeasurable.

Pictured on cover: Natalie Kusilek with
her daughter Teri, Dr. Fatta Nahab, Dr.
Ludy Shih, and Dr. Monique Giroux

Legacy Society

President’s Club

The IETF Legacy Society was developed to provide
an avenue for individuals to allocate funds for specific
activities after their death so their good work can
continue and their memory can live on. We honor its
members and recognize them for their contribution to
the IETF mission, vision and goals.

The President’s Club honors individuals that contribute
tax-deductible gifts to the IETF of $1,000 or more
annually. These donations help the IETF make great
strides toward the goal of finding a treatment and a cure
for essential tremor. The IETF values contributions in
all amounts; however, sizeable contributions make a
significant impact.

In FY 2013, the IETF received bequests and added the
following individuals to the society:
E. Ruth Crum - $500
Howard Fisher – $47,607
Laurita Johnson - $8,558
To learn more about the Legacy Society go to
www.essentialtremor.org/Legacy-Society. To leave
a gift to the IETF, consult with your financial advisor
and visit the website at www.essentialtremor.org/
plannedgiving to learn about the many ways you
can help.

Financials
Revenue

Contributions 		
Investment income
Membership dues
Memorials/Bequests
Exempt function revenues
Program service fees
Research
Special Events2
Total revenue
1

Expenses

Program3		
Management/General4
Fundraising5
Total expenses

$ 76,261
(210)
316,498
50,268
10,396
1,353
63,346
39,757
625,949

$ 515,892
93,869
43,487
653,248

Corporate contributions totaled $75,000 and $1,261 donated by the public for
general support.
2
Revenue received from the Tulips for Tremor campaign and National ET Awareness
Month.
3
Includes awareness, education, support and research activities and initiatives.
4
Includes expenses related to office overhead such as supplies, computers, copier,
salaries, and rent.
5
Includes Tulips for Tremor campaign, annual appeal, National ET Awareness Month
activities and membership initiatives.
1

Patron ($10,000+)
Shari & Stan Finsilver

Mr. & Mrs. Charles Leachman

Mr. & Mrs. Walter Stearns

Stephen Lescher

Champion ($5,000+)
Mr. & Mrs. Martin Holford

Dr. Kelly Lyons

Guardian ($2,500+)
Lillian A. Courtheoux

John Marth

Mr. & Mrs. Randal Peterson

Mike Mullen

Advocate ($1,000+)
Mr. & Mrs. Joseph Atkinson

Beverly Myers

Mr. & Mrs. David Berryhill, Jr.

Robert M. Oster

Peter Biasella

Mr. & Mrs. Joseph G. Robinson

Paul Broyhill

Florence A. Slater

Neil J. Burmeister

John W. Smith, Jr.

Mr. & Mrs. John Cakebread

Judy F. Smith

Patricia Dupree

Mr. & Mrs. Lee Smith

Carmen A. Eanni

Frank Soroka

Mr. & Mrs. Bruce Evans

Mr. & Mrs. Alan Spoon

Mr. & Mrs. Richard Frinier

Mr. & Mrs. Gerald Swanson

Juanita Froelich

Michele Leber

John G. Mancino
Stephanie Mendel

Rosemary Nothwanger

Margaret Gorman

The Alvin and Fern Davis
Foundation

Glen Greeley

James A. Thomas

Benjamin Hampton

Nancy Uppal

Frank J. Hanna, Jr.

John S. Watterson III

Mr. & Mrs. Robert L. Harms

Mr. & Mrs. Leo Wilz

Iglewski Family Foundation

Fred M. Young, Jr.

Susan Kahn
Martin Kern
Jeanette S. Koppelman

We note with sorrow the
passing of Gertrude Hankin.
She will be greatly missed.

Membership current through March 31, 2013.

Programs
Scholarships.

Going to college can be a fun, life-changing
event. For those with ET, college is like many other things: something that
presents a host of new challenges to overcome. That is why the IETF funds
scholarships each semester for students of all ages who are affected by ET.
While a $500 scholarship will not cover all of their costs, it can be that little bit
extra that reduces their financial burden. The IETF has awarded a total of 13
scholarships since the program began in 2011.

Graduate student Shriya Soora
understands college can present
challenges. “Instead of giving
up, I learned to adapt, cope and,
above all, have patience.”

In FY13, the following outstanding students received scholarships: Amy
Timcoe of Woodhaven, MI; Kaleigh Knapp of Concord, NC; Katherine Hickey
of Blacksburg, VA; Emily Morris of Georgetown, SC; Brandon Affeldt of
Amherst, MA; Sydney Strahm, Rockwall, TX; Kyle Garnick, Hudson, NH;
Melissa Masimore, Oakdale, PA; Bethany Shipley, Edmond, OK; Carolina
Conway of San Diego, CA.

Patient Education. The IETF facilitated 17 free educational

seminars in FY13. More than 1,500 people attended, learning more about
the diagnosis process and treatment options from movement disorders
neurologists practicing in their area. The IETF brought the program to the
following cities; Downey, CA; Houston, TX; Knoxville, TN; Louisville, KY;
Westchester, OH; Raleigh, NC; Albuquerque, NM; Tampa, FL; LaJolla, CA;
Chicago (Northshore), IL; Chicago (Tinley Park), IL; Phoenix, AZ; Ft. Myers,
FL; Tacoma, WA; Dallas, TX; Salt Lake City, UT; Portland, OR. Partial funding
for these events was provided by the Medtronic Corporation.
In order to bring our educational programs to the global community, the IETF
hosted 2 online webcasts in FY13. 2,033 people from 10 countries signed-up
to watch Dr. Arif Dalvi’s video presentation and participate in the live question
and answer session. Funding for these webcasts was provided by the
Medtronic Foundation. For information on future seminars and webcasts, visit
our essentialtremor.org/seminars.

At the end of each
educational seminar,
local movement disorders
specialists answer the
audience’s questions about
essential tremor.

Healthcare Provider Eduction. This fiscal year the

IETF staff member, Carol
Rucker, provides up-to-date,
quality information to healthcare
providers at every level.

IETF attended eight healthcare provider conferences, in order to increase
awareness of essential tremor among physicians and allied health care
personnel. Carol Rucker, IETF membership coordinator, attended these
annual conferences; displaying materials and providing handouts to more than
25,000 healthcare professionals. The educational outreach was extended
to: American Academy of Neurology, Kansas Association of Osteopathic
Medicine, Kansas Academy of Family Physicians, American Academy of
Nurse Practitioners, American Academy of Family Practice Residents/
Students, American Academy of Family Physicians Scientific Assembly,
National Gerontological Nursing Association, Association of Family Practice
Physicians Assistants, American Association of Neuroscience Nurses.
IETF educational materials are distributed to healthcare providers around the
world free of charge.

Awareness
National Essential Tremor Awareness
Month. To play on the basketball-themed appeal during the
month of March, the 2013 National Tremor Awareness Month was
a slam-dunk success. The numbers bear out championship-level
achievements: 250 awareness posters were distributed to communities
around the country; and nearly 359 donations totaling more than
$17,508 poured into the awareness fund bucket.
A national press release was delivered to 4,203 media outlets in the
U.S. The headline appeared online nearly 10,000 times and more than
210 outlets picked up the story. Awareness month announcements
were also made on the Foundation’s various social media outlets
(Facebook, Twitter and G+) as well as in our e-newsletter Tremor
Gram, our blog TremorTalk.org and on the IETF website, www.
essentialtremor.org.

In March, East Bay, CA support
group leaders and community
ambassadors Sharon Alexander
(above left) and Joe Bremhorst
(above right) manned ET awareness
booths at numerous farmers markets
throughout their community.

As another way of raising awareness the “Where has your button been?”
campaign was developed, which kicked off in March at the Houston TX
educational seminar. The button features the same Archimedes spiral
that is used by movement disorders neurologists to help diagnose ET
and is also seen in the IETF logo. Nearly 5,000 of these stylish buttons
have been distributed.
From Portland to Portugal, orders have poured in. People
are posting their pictures on Facebook, to show where their
button has been and where they are raising awareness.

We hope to see this campaign continue to grow throughout
the next fiscal year. To learn more about the campaign and
how to get your free buttons, go to www.essentialtremor.
org/home. To learn more about other community outreach
during ET Awareness Month, go to www.essentialtremor.org/
Awareness-Month-In-the-News.

Catherine Rice (far right), IETF Executive
Director, with some new friends at the
Houston, TX ET patient seminar, show off
their spirograph buttons as part of the “Where
has my Button Been?” awareness campaign.

Research
Tulips for Tremor. Each year the IETF reaches out

to those affected by essential tremor to help support ET research
through the Tulips for Tremor campaign. Our donors sustain critical
ET research that will ultimately identify the causes of essential
tremor, leading to improved diagnostic tools, tailored treatment
options, and a cure. In fiscal year 2013, Tulips for Tremor raised
$28,040 in research funding. To date, $685,000 in research grants
have been awarded.

IETF Research Grants. The IETF awards grants to researchers investigating the various aspects
of essential tremor, to gain greater insight into the causes of and treatment options, and a cure for ET.
Dr. Frederic Calon, Molecular
Endocrinology and Oncology
Research Center, Laval University
Medical Center in Quebec,
Canada and Dr. Alexander Rajput,
Division of Neurology, University
of Saskatchewan, Saskatoon,
Canada will be awarded $20,000
in support of the proposal
“Postmortem Investigations of LINGO in Essential Tremor
Patients.” This study will examine LINGO proteins in the
cerebellum of patients and determine how alteration could
be used to treat patients with ET through the eventual
development of new drugs.
Dr. Justin Keogh, Faculty of
Health Sciences and Medicine,
Bond University, Australia will
be awarded $20,000 in support
of the project “Can Resistance
Training Improve Manual Dexterity,
Postural, and Force Tremor in
Essential Tremor Patients: A
Randomized Controlled Trial?”
The project aims to determine if real world benefits of
resistance training exist for ET patients and identify the
mechanisms associated with this training that may cause
improvements in motor control.

Dr. Holly Shill, Director,
Christopher Center for Parkinson
Research, Sun City, Arizona and
Dr. Charles Adler, Professor of
Neurology at the Mayo Clinic in
Phoenix, Arizona, co-principle
investigator and will oversee all
clinical aspects of the proposal,
will be awarded $35,000 for the
project “Essential Tremor Brain
Bank at the Arizona Study of
Aging and Neurodegenerative
Disorders.” The project’s four aims
include 1) Clinically categorize
action tremor in the elderly and
assess tremor and non-motor
signs; 2) Compare clinical features
of those with ET onset before age
65 to those with elderly onset; 3)
Follow a group of tremor subjects over a three-year period
for diagnostic changes; and 4) Accrue and evaluate
pathological cases of ET.

