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Executive Director’s Note
This past fiscal year was a whirlwind of activity from the community education events, to healthcare provider education, to the awareness walk and
fundraiser as well as the funding of valuable research. And now while you read this annual report about all the programs and activities of the past year,
please remember that you, the people, are the focus of the IETF mission. The programs and activities are just the tools that we use to reach you and
provide you with needed services. You are the reason we do what we do.
So at this time I want to stop and give thanks to so many for such a successful year. A special thanks first and foremost to the IETF staff, Carol and Rebecca who worked tirelessly on your behalf this past year! While short an employee for most of the year, they picked up the slack and managed to help
me pull things together – I couldn’t have done it without them. They went that extra step to ensure that ET patients were provided the best educational
information, support and service that the IETF could provide. I mention this because behind all great organizations there is a Rebecca and Carol –
people who care and who are dedicated. The next time you call/email or write, please give them your thanks for all they do for everyone with essential
tremor. They deserve your praise and so much more! Thank you Carol and Rebecca!
And as usual my thoughts and profound thanks go to the donors and volunteers for their support and generosity. We have such a great group of supporters – always there and always present and committed when we ask for help. Donors and volunteers are the reason the IETF continues to thrive and
it is the reason the IETF exists today – 25 years later.
I also want to give special recognition to our healthcare colleagues that made the ET Education Events so successful by giving their time during the
evenings and on Saturday mornings without payment. The ET Education Events would not be reality without their support. Also special thanks needs
to go to Tom Bruderle, IETF Washington, DC Liaison, who reaches out each and every week to increase awareness among federal legislators so ET is
not forgotten. Without Tom, ET would not be as well-known as it is in Congress which leads to IETF inclusion in so many activities and committees
that involve research and awareness.
And of course I would be remiss if I didn’t thank the Board of Directors and Medical Advisory Board members who ensure that the IETF not only
meets its financial and research commitment but also meets its ethical and moral obligations to everyone with essential tremor. Their commitment to
the mission is noteworthy and commendable.
A very special thanks to all of our Facebook friends, Twitter followers, YouTube and Google Plus members who help spread the word about ET and
who are so ready to help. As the IETF increases its presence in social media, we are constantly reminded that this is a mobile society that keeps in
touch with the world on their mobile devices. What an opportunity for the IETF and those with essential tremor. Because of social media, we can all
reach out more to share education and awareness and engage in communication that addresses the needs of those with essential tremor. We can teach
the world that ET is so much more than a tremor – it is me – it is the person I am and I want you to know more.
So let us not forget what the IETF is all about. Above and beyond the mission and activities of the organization, it is about and for people with essential
tremor. The IETF belongs to you – you are the fuel that drives the engine of every activity, program and research endeavor and we are very proud to
serve you.
As we look forward to FY 2015, we again promise to work tirelessly on your behalf by funding research to find better treatments for ET and by reinforcing ET awareness so the public better understands your concerns and challenges and by educating healthcare providers, those with essential tremor,
the public and serving your needs.
In closing, thank you for your support, commitment and loyalty. Though great strides have been made, there is still so much more we can do. Please
join us in FY 2015. We need your support more than ever.
Sincerely,
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Catherine Rice
Executive Director
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Programs
Volunteers
It takes a special kind of person to be a volunteer. IETF volunteers are very special
people indeed, giving their time and talents to offer support to those affected
by essential tremor in their community. Volunteers fulfill an important part of
the IETF mission by providing a meeting place in the community where people
can gather to receive quality information and support in a safe and comfortable
environment. Everyone is welcomed and accepted at IETF support groups.
Because our volunteers are affected by essential tremor themselves or have
someone close to them who is affected, they truly understand what it’s like to live
with essential tremor every day.
In FY 2014, the IETF sponsored 84 support group leader volunteers in 34 states
and six countries. Together, IETF volunteers contributed approximately 18,547
hours of service, raising awareness and offering support.

Elizabeth Guthrie is the
volunteer leaders for the Tyler,
TX IETF support group.

Scholarships
In today’s competitive job market, advanced education is usually required.
Whether at a trade school, community college or university, the IETF supports
the best and brightest as they maneuver their way through their educational goals.
Each fall and spring semester the IETF provides up to four $500 scholarships to
students of all ages. Thus far, the IETF has provided scholarships to 21 deserving
students since the program began in 2011.
In FY 2014, the following students received scholarships: Carolina Conway of
San Diego, CA; Jared Beeson of Oconee, IL; Carilee Fore of Dallas, TX; Kaleigh
Knapp of Concord, NC; Sarah Kunz of St. Paul, MN; Alyssa Mendelsohn of
Baltimore, MD; and Paul Schoolman of Westminster, MD.

Amy Timcoe was awarded a
$500 educational scholarship
for Spring 2013.

Patient Education
Each year the IETF travels around the United States, facilitating free, educational
seminars for essential tremor patients and their families, healthcare providers,
and the general public. These seminars offer a well-rounded education on the
condition from the diagnostic process and treatment options, to research and
assistive devices.
In FY 2014, the IETF facilitated 24 seminars in the following cities: Allentown,
PA; Ann Arbor, MI; Austin, TX; Boise, ID; Boston, MA; Cape Girardeau,
MO; Des Moines, IA; Fargo, MN; Greensboro, NC; Irvine, CA; Lexington,
KY; Loma Linda, CA; Los Angeles, CA; Milwaukee, WI; Omaha, NE; Menlo
Park, CA; Philadelphia, PA; Provo, UT; San Antonio, TX; Spokane, WA;
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Dr. Peter Pahapill explained
surgical options at the patient
education event in Milwaukee, WI.

St. Louis, MO; Suffern, NY; and Scranton, PA. Partial funding for these seminars was provided by the
Medtronic Corporation.
For those who cannot venture out in person to one of our seminars, the IETF also hosts webcasts that can
be viewed online by anyone in the world. A “webcast” is a presentation distributed over the Internet using
streaming video technology to distribute a single event to many simultaneous listeners and/or viewers. IETF
webcasts are also available after the event on the IETF website.
Drs. Kelvin Chou and Parag Patil were the speakers at our August 2013 webcast in Ann Arbor, MI. Nearly
1,000 people from 12 countries registered for this live webcast. And in September 2013 in Greensboro,
NC, Dr. Rebecca Tat spoke to nearly 800 registrants from seven countries. Funding for these webcasts was
provided by the Medtronic Foundation.
IETF webcasts are saved on the IETF website in the Webcast Library located at www.essentialtremor.org/
about-et/webcasts. You can even find our very first webcast with Dr. Arif Dalvi from March 2013. Although
our webcasts follow the same basic agenda, each physician/speaker provides a different prospective, so each
session is a little different and offers viewers unique insights and information.
For more information about IETF patient education events, including dates and locations of future seminars
and webcasts, visit our website at www.essentialtremor.org/seminars.

Healthcare Provider Education
To increase awareness of the needs of ET patients and provide greater access to resources for healthcare
professionals, the IETF exhibited materials at seven national healthcare provider conferences in FY 2014.
Physicians, nurses, and students from all over the world attend these conferences, which gives the IETF an
opportunity to expand its educational reach to a global audience.
Education materials were made available to
nearly 20,000 attendees at the following annual
conferences: American Association of Nurse
Practitioners, American Academy of Family
Physicians - Family Medicine Residents and
Students, American Academy of Family Physicians,
Association of Family Practice Physicians Assistants,
American Association of Neuroscience Nurses,
American Osteopathic Association, and the Kansas
State Nurses Association.
Healthcare providers who attended these conferences
were mailed additional educational materials to help
update their colleagues and office staff about essential
tremor and to provide printed information for their
ET patients.
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Communications
Video
If a picture is worth a thousand words, then a video is worth a million. The
IETF spent more than a year interviewing, recording and editing to create
a poignant, short video about the social and emotional aspects of essential
tremor. Entitled Essential Tremor is More Than a Tremor, the video tells the
story of six individuals, male and female, young and merely young at heart,
who are affected by essential tremor.
Designed to help healthcare providers better understand the many ways
tremor affects the whole person—physically, psychologically, socially, and
emotionally—free DVDs were distributed at every healthcare provider
conference the IETF attended. Although the target audience for the video
was healthcare providers, the video also touched the hearts of many essential
tremor patients and caregivers.
Vicky Allen took the video to her son, Julian’s, school, to share with them
how ET affects Julian physically and how his internal struggles, feelings
of isolation, frustration, and anxiety, are common among many who are
affected by this life-altering condition. “People with essential tremor are not
weak, they are not scared, they are no different than anyone else … they
just shake,” Vicky told the IETF in an article published in the August 2013
issue of Tremor Talk. The video helped open the school administrators’ eyes
to Julian’s needs. They finally understood that Julian’s tremor really was
more than just a shaky hand. As a team, Vicky and the school developed
a specialized education plan to assist Julian with his work and help him be
successful.
This moving video has been viewed more than 62,000 times on YouTube.
Watch the video for yourself at www.essentialtremor.org/about-et/video.

“People with essential
tremor are not weak,
they are not scared,
they are no different
than anyone else …
they just shake.”
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Social Media
Electronic communications allow us to reach more people than ever before, at a fraction of the cost of postal mailings. The IETF is very
active on several social media sites to help raise awareness among the general public and provide additional communication avenues and
support for those affected.
• The IETF’s official Facebook page increased 45% over FY 2013
with 1,869 new likes, which brought the total likes to 6,022.

• Google Plus also saw growth in FY 2014 with just over 8,000
page and content views.

• The IETF also facilitates an online support group on Facebook,
called the “Essential Tremor Awareness Group”. With more
than 2,000 members, many of which were daily or weekly
posters, this page is a very active support system. As a “closed”
Facebook group, posts on the Awareness Group page are only
visible to group members, offering privacy for those who do not
necessarily want their other Facebook connections to be aware of
their condition or their struggles.

• 212 people have subscribed to the IETF’s YouTube channel.

• Twitter grew to nearly 700 followers, which is a 31% increase
over last year.

• 2,873 people from all over the world registered online to watch
one of our three webcasts.

• The Foundation has six webinars on YouTube, which have
received nearly 10,000 views. These webinars can also be viewed
on the IETF website and cover an assortment of subjects, from
the diagnostic process and medications, to Botox® and research.
• The TremorTalk.org blog had 69 articles posted, on topics
ranging from IETF funded research to volunteerism.

www .E ssential T remor . org
Website
In FY 2014, the IETF website was completely overhauled. Navigation
patterns, common landing and exit pages, referral sources, user
demographics and more were analyzed to determine the right layout
and design for the site. After this extensive research and development,
the new IETF website, with its bold colors and a clean, uncluttered
design, was launched in December 2013. The goal of the new site was
to make it easier for people affected by essential tremor to navigate
through the site; utilizing larger buttons and doing away with pesky
drop-down menus. It was also a priority to make the site simple to
search and locate specific information. As a result, the new site is not
only inviting and engaging, but also direct and informative.
The IETF website averaged nearly 20,000 sessions each month, most of
which (approximately 74%) were new visitors to the site. The top three
pages visited (excluding the homepage) were About ET, Treatments,
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and Coping. Other popular pages were our assistive devices
page, free educational downloads, seminar information and
registration, our movement disorders physicians list and
support group list.
One-hundred eighty-four countries/territories around
the world accessed the IETF site in FY 2014. Besides the
United States and Canada, users from the United Kingdom,
Australia, India, Germany, France, New Zealand, Brazil,
Ireland, Netherlands, and Thailand were the top 10 countries
accessing the site, showing us once again our global reach.
Another noteworthy change is the use of mobile devices and
tablets. Although the majority of our users still accessed the
IETF website using a desktop computer, 14% of the traffic
on the website was conducted on a mobile device. That’s a
5% increase over FY13. Tablet use also grew over last year,
showing a 4% increase to 11%. The IETF hopes to meet the
needs of these device users by developing a new mobile site
in the future.

This map shows all the countries that utilized the IETF website
in FY 2014. Because ET is not bound by race, ethnicity or
gender, it has a global impact.

Mass Communication
Each month the IETF sent out Tremor Gram, our free, electronic newsletter, to nearly 19,000 people. Sending short and informative
emails on a regular basis helped increase participation in IETF educational events, assisted in recruiting people to take part in ET-related
research studies, drove additional traffic to our website, and built loyalty and support among our donors.
According to Constant Contact, Inc., the industry leader in online marketing tools, non-profits like the IETF should expect around
27% of emails sent to be opened by recipients. IETF emails are opened more than 30% of the time. Click-through rates are also
measured. Click-through rates are determined by the number of people who actually click on a link within an email. The average clickthrough rate for non-profits is 12.46%. IETF click-through rates are consistently more than 30%.  Opt-outs (people who choose to
have their email address removed permanently from an organization’s email distribution list) for the IETF are less than .003%, which is
well below the industry standard of .26%. In every way, the IETF surpasses industry standards for email distribution.
Email updates were also utilized to announce support group meetings and research study opportunities to specific geographic areas, thus
decreasing postage and print material costs.
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Magazine
Published three times a year, Tremor Talk is the IETF’s 32-page,
full-color, professional publication all about essential tremor. The
magazine features articles written by both healthcare professionals
and IETF staff on a variety of ET-related topics. Each issue is a
treasure trove of essential tremor information: personal stories
about people who have ET illustrate the challenges of living
with essential tremor and the unique ways real people are able to
conquer those challenges and prevail; medical articles are authored
by some of the top minds in the movement disorders field and are
written in common place language so that anyone can understand;
essential tremor research articles offer a glimpse of what scientists
are working on today, and what might be obtainable in the future.
Tremor Talk is a member publication and is mailed only to annual
donors of the IETF.
The April 2013 issue explored the notion of mindfulness—the
idea that your thoughts, feelings and experiences can affect tremor
severity. Also covered was a recap of all of the National Essential
Tremor Awareness Month activities throughout the United
States, including an article about a volunteer who obtained three
proclamations from local and state governments in California.
There was also an informative piece on how occupational therapy
may help people with essential tremor learn new ways of doing
everyday tasks.
The August 2013 issue highlighted the volunteer work of Joe
Bremhorst and Sharon Alexander, IETF Ambassadors, and how
support groups can play a positive role in coping with ET. This issue
also had an article that explained the similarities and differences
between essential tremor of the voice and spasmodic dysphonia.
Another medical article describing the different treatment options
for head tremor was also included in the issue.
The December 2013 Tremor Talk was dedicated to personal
development and self-help, with articles on permanent makeup, specialty ET-friendly clothing, rehabilitation, occupational
therapy and laser hair removal. This issue also featured an article
about self-proclaimed Seattle wine geek, Bob Delf, and his journey
through life with ET and his drive for philanthropy.
Back issues of Tremor Talk are available in the Publications Library
on the IETF website.
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Contributions
The IETF receives little or no federal, state or local government funding. Contributions from those affected by ET, mostly in
the form of annual donations, sustain the IETF. This fiscal year, the IETF received 8,322 donations totaling $607,260. That
equates to just .0008% of the estimated 10 million Americans affected by essential tremor actually donating in support of the
organization whose sole purpose is to help those with ET. These donations were used to fund ET research grants, provide free
education and materials, offer vital support services, and fund programs that raise awareness in communities around the world.

Financials
Revenue
Contributions1			
Investment income
   
Memorials/Bequests		
Exempt function revenues
Program service fees		
Research			
Special events2			

$ 432,541
        (159)
176,487
13,520
6,349
59,097
18,670

Total Revenue

$ 706,505

		

Expenses
Program3 		
Management/General4
Fundraising5			

$ 481,737
87,348
45,268

Total Expenses

$ 614,353

1

Corporate contributions totaled $99,404.
$614,353 was 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, National
Awareness Month activities, annual appeal, and
annual donations.

Just .0008% of the estimated 10 million
Americans affected actually donate in
support of the IETF mission.
Are you a donor?
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Legacy Society
Members of our Legacy Society have expressed their commitment to IETF through a very special and important form of financial
support. These donors have named the IETF as the ultimate beneficiary of a planned gift. Such gifts might include a bequest and/or
gifts of life insurance.
These gifts contribute to the stability and long-term growth of the organization. It is a great way to have your support live on for years
to come.
If you would like to learn more about the Legacy Society or how to leave a bequest or gift of insurance to the IETF, please visit
www.legacy.vg/essentialtremor or call Catherine Rice, IETF Executive Director, toll free at 888.387.3667.
The following individuals and families have generously named the IETF as beneficiaries in their wills or life insurance policies:

Deceased Members

Paul T. Perney Trust

Karen Christenson

Warren Conklin Apgar Bequest

Schmier Family Revocable Trust

Lillian Courtheoux

Thelma Beatty Trust

William & Mary Shelley Trust

Shari & Stan Finsilver

Shirley A. Cavanagh Bequest

Martin Stinar Trust

Marilyn Foreman

Nancy M. Craig Trust

Delbert D. Utgaard Trust

Mary Gibbons

Beryll G. Deming Trust

Melville VanBuskirk Bequest

Anne Gilstrap

Irene Feimer Anger Bequest

Kathleen Wambold Estate

Sam Hodges

Howard Fisher Trust

Joseph L. Hores

Albert Gendron Living Trust

Raymond & Sarah Lamont

Laurita Hall Johnson Trust

Living Members

Rose Kleiner Trust

Judy Adams

Carol Post

Barbara Kurtz Trust

Patricia Anesi

Dorothy Stevenson

Lynn W. Martin Estate

Leslie Balas

Jacqueline Sydow

Richard Marcus

Shari and Stan Finsilver love their grandchildren (shown
left). And because essential tremor can run in families, it
is important to them to consider the welfare of their next
generation. The Finsilver’s have named the IETF in their
will so that the work the IETF is doing will be sustained for
years to come. They do this not just for those in their family,
but for all those affected. “There are an estimated 10
million Americans disabled, to some degree, by ET ... and
an unestimated population worldwide,” explains Shari. “I
will do whatever I can to help put an end to ET. For me. For
my grandkids. For everyone.”
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President’s Club
The President’s Club honors individuals that
contribute $1,000 or more annually to the
IETF. President’s Club members are our
heroes. Members are recognized in several
IETF publications, such as Tremor Talk
magazine, on the IETF website and in the
IETF annual report.
Every dollar recieved by the IETF is greatly
appreciated, but these large donations make
a significant impact on the Foundation’s
ability to fulfill its mission each year.
Please join us in recognizing these generous
donors:

Platinum ($10,000+)

Paul Broyhill

Paul McGrady

Shari & Stan Finsilver

Mr. & Mrs. John Cakebread

Stephanie Mendel

Beverly Myers

Mary Couzens

Robert Delf - Northwest Cellars

Mr. & Mrs. Walter Stearns

Elizabeth Dayton

Robert M. Oster

Patricia Dupree

Mary Pohlman

Carmen A. Eanni

Mr. & Mrs. Roland

Helen Ensign

Mr. & Mrs. Joseph G. Robinson

Juanita Froelich

Florence A. Slater

Margaret Gorman

Mr. & Mrs. Jerry Slater

Benjamin Hampton

John W. Smith, Jr.

Iglewski Family Foundation

Mr. & Mrs. Lee Smith

Jordan Reses Supply Co.

Frank Soroka

Susan Kahn

Mr. & Mrs. Gerald Swanson

Jeanne Kaskey

The Alvin and Fern Davis Foundation

Margaret Klein

James A. Thomas

Michele Leber

John S. Watterson III

Terry Lee

Dr. Elmer Werner

Mr. & Mrs. Joseph Atkinson

Stephen Lescher

Mr. & Mrs. Leo Wilz

Emil Baer

Dr. Kelly Lyons

Fred M. Young, Jr.

Mr. & Mrs. David Berryhill, Jr.

John Marth

Peter Biasella

Laura McCool

Gold ($5,000+)
Mr. & Mrs. Martin Holford
Mr. & Mrs. Randal Peterson

Silver ($2,500+)
Lillian A. Courtheoux
Rosemary Nothwanger
Marsha Sitterley
Nancy Uppal

Bronze ($1,000+)
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Testimonials
“The IETF is the only organization educating and
helping ET patients and families, increasing public
awareness about ET, and funding research. I cannot
believe how much the IETF has grown over the
years, in scope, member size, and professionalism.
They serve their members with such passion.”
Shari, IETF Legacy Society member

“The IETF provides wonderful educational
seminars and written articles. The staff take a
personal interest in the people they serve. I lived
about 20 years with essential tremor before
finding out that it was a real condition, not just
nervousness. Then I didn’t learn about the IETF
for about 10 more years. Reading the stories of
others with this condition and finding out how
they cope with various ET-related problems is
very helpful. I love the IETF!”
- Andrine, IETF annual donor

“I’ve referred doctors to the IETF
website as well. What they offer
is much better than any other
information on the net.”
-Vibeke, affected by ET

“When I was diagnosed with essential
tremor my neurologist sent me home
with a bottle of pills and very little
information. In my experience, the IETF
has filled a very big void left from the lack
of information available in most doctors’
offices.”
-Ryan, affected by ET

“Thank you SO much to those involved in
putting together the video, Essential Tremor is
more than a Tremor, especially those who came
forward in front of the camera to share their
stories! I know how difficult it can be to share
something so personal, especially in a world-wide
manner.
Please pass on my gratitude to those involved,
and let them know their message is heard, appreciated, and will be passed on.”
- Mary, 3rd generation with ET

“I have had ET since age 11 and two years ago I found the
IETF! I was so impressed by the organization that I became a
Support Group Leader. The IETF is a wonderful organization
that provides coping skills and valuable information to donors
and non-donors. I’ve met so many wonderful people who have
ET like me through the IETF and I’m proud to be a part of
such a wonderful organization!”
-Joan, IETF Support Group Leader
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Research
Each year researchers with an interest in studying the various aspects of essential tremor are encouraged to submit scientific proposals
for grant funding from the IETF. At the end of FY 2014, research donations had provided more than $685,000 to fund a total of 37
promising studies. Every donation made to research, no matter the size, made a difference. New discoveries funded by IETF research
grants may hold the key to solving the mysteries of this life-altering condition.

Tulips for Tremor
Tulips for Tremor® was the IETF’s annual research fundraising
campaign. Donations to this campaign helped provide the IETF
grants that sustain critical ET research. The goal of research
is to understand the cause(s) of ET in order to develop better
treatment options, diagnostic tools and a cure. Research donations
underwrite the work of real scientists who will ultimately identify
the cause(s) of essential tremor, and develop better treatments and
hopefully, a cure.
In FY 2014, the IETF provided three researchers with grant
support for a total of $85,000 in funding.

IETF Research Grants
A grant award in the amount of $35,000 in support of the project
“Essential Tremor Brain Bank at the Arizona Study of Aging and
Neurodegenerative Disorders” was awarded to Holly Shill, MD,
Director of the Christopher Center for Parkinson’s Research and
the Cleo Roberts Center for Clinical Research, and Charles H.
Adler, who is the Clinical Core Director of the Arizona Parkinson’s
Disease Consortium (APDC) and Professor of Neurology at the
Mayo Clinic College of Medicine in Scottsdale, AZ. This was the
second year this team received an IETF research grant.

Dr. Holly Shill is working hard to
understand how ET develops.

During the grant cycle, the researchers planned to look at
postmortem brain tissue samples to determine if there are changes
in the brain structure of those affected by essential tremor. Shill and
Adler also examined the risk for ET patients to develop dementia
or cognitive impairment when compared with the general
population. Although at the time of this report their finding have
not been released, they expect to find no correlation. That would
be a welcome finding for those affected by ET who are concerned
about their ability to remain self-sufficient as they age and as the
condition progresses.
Dr. Charles Adler is looking for
changes within the brains of ET
patients.
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Erika Augustine, MD, who is with the University of
Rochester in Rochester, NY, was awarded $25,000 for
her proposal entitled, “Clinical characteristics of essential
tremor and enhanced physiological tremor in childhood”.

Dr. Erika Augustine focuses her
research on ET in children.

An estimated 5% of adults state that their ET began in
childhood. Yet our understanding of ET in children is
very limited. Dr. Augustine focused her work on children
between the ages of 5 and 18, looking at the similarities
and differences between ET and Enhanced Physiological
Tremor (ePT), another common form of tremor in
children. She evaluated how severe the tremors were, how
they impacted each child’s daily activities, and looked for
signs of any non-tremor symptoms present. Comparing and
contrasting these two common types of tremor in children
will help physician’s better advise their young patients (and
their parents) and guide future research.

Carlo Menon, PhD, of Simon Fraser University in Burnaby,
British Columbia in Canada was fully funded with a $24,992
grant for his proposal entitled, “An innovative damping
exoskeleton approach to essential tremor treatment”.

Dr. Carlo Menon is utilizing
robotics to assist those with ET
accomplish daily tasks.

This project explored a new assistive device for essential
tremor that utilizes state-of-the-art wearable robotics.
While other mechanical braces attempt to suppress tremor,
this new approach measured the moment-by-moment
movement of the tremor and almost immediately provided
the proper amount of bracing to suppress the tremor. In
many ways it’s similar to the way a seat belt allows for
freedom of movement until there is a force thrust upon it,
like in an accident, and then it tightens and holds you in
place.
The key to this project was to develop a safe, comfortable,
and lightweight tremor suppression device that was effective
for those who do not respond to standard treatment options
for ET.
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Awareness
Although essential tremor is the most common of all movement
disorders, affecting an estimated 10 million Americans and millions
more worldwide, there is very little public awareness about the
condition. People who are affected often feel embarrassed in public, as
it is sometimes regarded as excessive nervousness or a sign of a weak
character. And because there is no specific diagnostic test available, ET is
often misdiagnosed as Parkinson’s disease. It is important to spread the
word about ET in order to raise awareness of the condition, cultivate
understanding, and encourage compassion.

Katie Hunt (left) walked with her
friend Rhonna Stacher (right),
who is affected by ET.

National Essential Tremor
Awareness Month

further the IETF mission.

Saturday, March 22, 2014 marked the day
that people from all over the world put
on their walking shoes and helped raise
awareness and funds for essential tremor!
March 22 was designated as a day to walk
for ET—a day where people of all ages,
from all walks of life, would walk together
to increase awareness of essential tremor
in their communities and raise funds to

ET support groups all over the U.S. gathered their members to walk.
Each group put their own spin on the walk theme, depending on their
location and weather conditions. Some chose to walk inside warm and
cozy shopping malls while others enjoyed a stroll around their local
hospital’s campus. Some walks saw 50-60 people in attendance, while
others gathered a small groups of friends. The important thing about all
these walks is that people got out there in their communities. They stood
up for something they believe in and got involved. They took to the
streets, wearing their awareness month T-shirts, in order to raise greater
public awareness for themselves and for the next generation.
It wasn’t only support groups who stepped up in March. IETF members
got into the spirit as well. John Ricker gathered friends and family together
to walk through the snowy F. Gilbert Hills State Forest in Foxboro,
MA in memory of his wife Donna, who had been severly affected by
ET. Rosemary Lester and her PhD classmates from the Department of
Speech, Language, and Hearing Sciences at the University of Arizona
took a hike through the Arizona desert for awareness. Jessica Hubbell,
Admissions Counselor at Keiser University in Ft. Lauderdale, FL got her
whole department walking for ET.
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Support Group Leader Jacquie
Hudson (right) invited the
Mayor of Indianapolis and
his wife to participate in her
group’s ET Awareness walk.

It was still chilly in Michigan
in March, so Sabrina and Tom
Polarski gathered their support
group for laps around their
local outlet mall.

There were so many people who participated in the walk we cannot possibly mention them all here. So, on behalf of the IETF staff
and Board of Directors, we offer our heartfelt thanks to all those who participated in the 2014 activities. Because of your efforts,
our voices reached so much further!
The IETF plans to expand the walk concept further in 2015, providing how-to guides and additional support to help everyone who
is interested organize an ET awareness walk fundraiser in their own communities. For more information on getting involved with
the IETF awareness month walk fundraiser in March 2015, please visit www.essentialtremor.org/et-awareness.

The Washington Report
Tom Bruderle, the Washington, DC liaison for the IETF, represents the interests of the IETF and its
members. Each month he offers updates on his congressional contacts and current legislation that
impacts those affected by essential tremor. As someone who has spent his career working the halls in
Washington, DC and as someone who has essential tremor himself, Tom is well-versed on the impact
of ET on daily living and how to educate legislators on the needs of those affected.
The “fiscal cliff” issue dominated congressional conversations during the first part of the fiscal year.
It was difficult to discuss anything outside of this national crisis. However, Tom took this time to
identify House and Senate members’ legislative assistants who specialize in healthcare. This vital but
time-consuming effort allowed him to target appropriate offices in support of any measure important
to the IETF and its members.
In April 2013, President Obama launched the BRAIN (Brain Research through Advancing Innovative Neurotechnologies)
Initiative. This Initiative is a massive research effort to understand the inner workings of the human brain and uncover new ways to
treat, prevent and cure neurological disorders. In July 2013, Tom and Catherine Rice, IETF Executive Director, participated in the
National Institutes of Health BRAIN Initiative webinar, designed to engage the patient advocacy community in BRAIN research.
As this Initiative moves forward, engaging the top minds in electronics, biomechanics, nanotechnology, neurology, and robotics,
Tom and the IETF will be there to ensure that essential tremor is among the neurological conditions explored and is not forgotten.
After the congressional summer recess, legislators’ attention was largely directed toward the repeal of the Affordable Care Act,
therefore it was difficult to address other issues. But Tom kept pushing forward, visiting with senators and representatives from all
over the U.S. and providing them with information and education. These face-to-face efforts paid off as he was invited to attend
numerous committee meetings and hearings, such as a briefing on the consequences of the fiscal sequester on federally funded
medical research, a conference sponsored by the Biotech Industry Organization on the importance of Americans participating in
clinical trials, and a meeting with the science adviser of the Focused Ultrasound Foundation to discuss its research efforts pertaining
to ET, to name a few.
It is because of our continued presence in Washington that the IETF is becoming a serious contender for the ear of lawmakers.
Momentum is building, as well as our positive reputation. In the end, it is our greatest hope that when our leaders think about
neurological disorders, essential tremor will garner some well-deserved attention and research funding.

Press
A press release is a written communication directed at members of the news media for the purpose of announcing something
newsworthy. The IETF wrote and distributed press releases in an effort to gain greater awareness for ET. The IETF sent out 36
releases in FY14 on topics ranging from free education events in local communities to Essential Tremor Awareness Month activities
happening at a national level. These releases were emailed to nearly 8,000 assignment editors and journalists at newspapers,
magazines, radio stations, television stations and television networks all over the country. Our releases were picked up by a variety
of news outlets and where published online 6,149 times.
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Our Mission
The IETF funds research to find the cause of essential
tremor (ET) that will lead to better treatments and a cure,
increases awareness, and provides educational materials,
tools, and support for healthcare providers, the public, and
those affected by ET.

The IETF proudly features an Archimedes spiral
in its logo. Named after the Greek mathematician
Archimedes (287-212 BCE), the spiral is, among
other things, a diagnostic tool for essential tremor:
asking a patient to draw an Archimedes spiral is one
of the ways physicians diagnose ET.

