Raising awareness for
ESSENTIAL
TREMOR

in your community
©2007 IETF

THANK YOU
On behalf of the International Essential Tremor Foundation (IETF) Board of Directors, staff and
volunteers, we thank you for your active participation in National Essential Tremor Awareness
Month. Essential tremor affects millions of people worldwide, but is still relatively unknown to the
general public. Awareness Month is the perfect time to raise awareness in your community and
in communities around the world. Thank you for doing your part.

In this Guide

It is easy to say that awareness of essential tremor is important. But what exactly does that
mean? How does a person “raise awareness”? In this guide you will be given several ideas and
suggestions on things you can do to help get the word out in your community. So, read on and
get ready to take action and make a real difference.

KEEP US POSTED!
Be sure to call or email us and let us know what
activites you are planning. Your actions could
inspire others. Together we can make
a difference.
International Essential Tremor Foundation
www.EssentialTremor.org/et-awareness
888.387.3667 (toll free)
PO Box 14005 | Lenexa, Kansas 66285-4005
info@essentialtremor.org
TremorTalk.org (blog)
Facebook.com/
InternationalEssentialTremorFoundation
Twitter.com/essentialtremor
YouTube.com/essentialtremorIETF
Search for us on Google+
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A single voice is seldom
heard, but a thousand voices
can shake the world!

OUR MISSION
The IETF funds research to find the cause of essential tremor (ET) that leads to treatments
and a cure, increases awareness, and provides educational materials, tools, and support for
healthcare providers, the public, and those affected by ET.
Founded in 1988 as a 501(c)3 non-profit membership organization, the IETF is guided by an
executive board of directors, a medical advisory board and an executive director with a staff
of three. The organization consists of patients, physicians, educators, health care workers,
parents, relatives, friends, and volunteers.

KEY FACTS
• Once known as familial tremor, benign essential tremor or hereditary tremor, essential
tremor (ET) is a neurological condition that causes a rhythmic trembling of the hands,
head, voice, legs or trunk. Some people even feel an internal shake.
• Often confused with Parkinson’s disease although it’s eight times more common, ET
affects an estimated 10 million Americans and millions more worldwide.
• ET is not confined to the elderly. Children and middle-aged people can also develop ET. In
fact, newborns have even been diagnosed with the condition.
• Because of stereotypes and a lack of awareness, many people with ET never seek
medical care, wrongly assuming they are just a nervous person or that their tremor is a
normal part of aging.
• There are no medications specifically designed to treat essential tremor. The medications
that are prescribed are used to treat other conditions but can provide some amount of
tremor reduction in about 60% of people. No medication will remove the tremor completely
or permanently.
• Quality of life is a big issue for people with ET. Daily activities such as eating, drinking,
grooming, and writing become difficult, if not impossible.
• Many people with ET become too embarrassed to go out in public and remain isolated in
their homes.
• The cause of essential tremor is still unknown and there is no cure.

AWARENESS ACTIVITIES
Below you will find some ideas and suggestions of activities you
can do to help raise ET awareness. Some of the activities listed
take some planning, while others just require a little cutting and
pasting on your computer. Chose two or three things you can do
and then ask your friends and family to do the same.
Asking friends and family to get involved and help is key.
With everyone working together, sending letters, writing posts,
displaying posters, sending press releases and handing out
information, we can educate a lot of people about ET. Together
we can make a difference.

•

Host an open house. Reserve a room at your local library, community center, or public
meeting space. Post flyers, send emails, and invite the public to learn more. You can order
educational materials, at no charge, from the IETF or download and print what you need from
the IETF website (www.essentialtremor.org/free-downloads). Share with others about your life
with ET; the challenges and realities of living with a movement disorder. Educate them and
encourage their support.

•

Distribute posters. Find places in your neighborhood where you can display the IETF’s
National Essential Tremor Awareness Month posters. These posters provide a brief introduction
to ET for those who know little or nothing about it. You can get these colorful and eye-catching
posters for free from the IETF. Put them on every bulletin board that you can think of; at your
local grocery store, library, community or senior center, doctor’s office, your workplace and at
school. Order posters at www.essentialtremor.org/AwarenessTools.

•

Utilize social media. The IETF has all kinds of graphics you can use to brighten up your social
media pages and show everyone that you are an ET awareness supporter. Get Awareness
Month wallpaper, cover images, and graphics to post on your Facebook, Twitter and G+ pages.
You can also post your own pictures and messages that tell your personal story. Tell your
friends what National Essential Tremor Awareness Month means to you and how they can help
get more people involved. Challenge them to donate, share and spread the word.

MORE ACTIVITIES
• Have a sale. Spring is the perfect time to clean out the old to make way
for the new. Clean out the children’s closets, go through the garage, and
sort through the boxes of stuff that’s clogging up your basement. Gather
all the children’s clothing that are too small, the holiday gifts you forgot to
give, the tools you have no idea how to use, and anything else that could
have a new life in someone else’s home. Ask you friends and neighbors to
get their stuff together too and have a huge sale. Make sure to have lots of
educational materials available and explain to those who stop why you are
hosting the sale. Donate the proceeds to the IETF in support of awareness.
• Make it official. Want to do something that’s free? See if your local
government officials will issue a proclamation designating March as
Essential Tremor Awareness Month. Call your local mayor or governor’s
office to determine how proclamations are issued. Contact information can
usually be found on your town’s website. The official Proclamation language can be found on
the IETF website at www.essentialtremor.org/AwarenessTools.
• Write all about it. Take some time to write your own essential tremor story and put it up
on your website. Don’t have a website? Consider submitting it to health-related websites,
newsletters, newspapers, radio programs or blogs. Share with others what it’s like to live
with this condition, and how it makes you feel. Share your challenges as well as your
achievements. Help the public understand why you want more people to know about ET.
• Make it a party! There is nothing that says raising awareness has to be boring or dull.
Consider hosting an ET awareness dinner party, movie night, dessert bar, or wine tasting. Or,
make it more intimate by inviting a select few family and friends to join you for dinner and a
movie. Provide them with education materials and ask them to support your awareness efforts.
• Be a teacher. Download or request copies of the flyer Essential Tremor: A Guide for Parents
and Other Caring Adults and share it with elementary, middle and high schools in your area.
Many people don’t realize that essential tremor can affect children too.
• Get the gear. Order your very own awareness bracelets,
bookmarks, buttons and t-shirts. Get one for you and another
for someone you know. And since all the money raised during
awareness month will help with awareness activities next year,
you know your support is going to a worthy cause. Become a
walking, talking advertisement for essential tremor awareness
all year long.

• The face of ET. A lot of people think it takes a celebrity spokesperson to spur people
to action, but that’s not the case. Really what it takes is a powerful, moving story and a
platform in which to get the story out there. This is your moment to take the spotlight,
to be one of a million special people affected by ET. Don’t be afraid to tell your story.
If someone asks you if you’re cold, nervous, or upset, look at it as an opportunity to
tell your ET story. Explain briefly what ET is and how it affects you. Use the Key Facts
above to educate them.
• Gamers welcome. Host your very own Jeopardy-type game show. Use essential
tremor facts to quiz your friends and family on their ET knowledge. Don’t forget to
answer in the form of a question!
• Organize a fundraiser. There are lots of ways to give people the opportunity to
participate in raising awareness and fundraising during awareness month. See if your
employer will offer a dress down day for employees who donate, have a bake sale, get
the kids in the neighborhood together for a car wash, or whatever else you can think of
to help get more people involved.
• Participate in the IETF Walk. Use the IETF’s guide and plan your own community
awareness walk. Learn how at www.essentialtremor.org/WalkTools.

“Good done anywhere is good
done everywhere.”
– Maya Angelou

National Essential
Tremor Awareness
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MEDIA
You don’t have to have a public relations degree to approach the media; you just have to have
a compelling story. And each and every person affected by essential tremor has a compelling
story to tell; uplifting stories of resilience, determination and courage in the face of all the
challenges ET can present. Get your story heard and help your community better understand
ET. Utilize the tools provided by the IETF to get your personal story out there to your local
media during awareness month.
• Sample press release
• Sample letter to the editor
Don’t be discouraged if your release or letter is not picked up right away. Media outlets are
bombarded every day with information that organizations, businesses and individuals send
to them. You can feel good knowing that you did your part, even if they don’t contact you for
an interview. And who knows, if enough people send in press releases and letters, they may
change their mind. Together we can make a difference.
And when your story does get picked up, congratulations! Now here are a few things to think
about before you meet with the media.

Things to remember:
• Be prepared. Spend some time going over the educational materials and key facts
about essential tremor that are provided by the IETF. You don’t have to be an expert in
essential tremor, but you want to be sure you understand the basics and can articulate that
information clearly to others.
• Be honest and to the point. If you don’t know the answer to a question, don’t try and wing
it. Always be truthful and direct. There is nothing wrong with saying, “I don’t know.”
• Be confident and relaxed. It’s hard to relax when there is a camera and microphone
in your face, but do your best to take a deep breath, stay calm, and speak clearly with
confidence. No one knows better what it is like to live with ET than you, so be confident
that you are an expert when it comes to coping with ET. This is your moment to shine.
Smile and go for it!
• Be sure you understand. Be sure you understand the reporter’s question before you
answer. It is completely fine to ask for clarification if you are not sure. And feel free to take
your time in answering. There is nothing wrong with pausing to gather your thoughts before
you answer a question.

• No Comment. If you are willing to
contact the media you have to be willing
to share your story. Never say, “no
comment” to a reporter. If the reporter
asks you something you don’t want to
answer simply shift to something you do
want to talk about. For instance, if they
ask about your children, and you don’t
want to talk about your kids on TV, you
can say something like “my children
are/are not affected. Did you know that
essential tremor can affect people at
any age, even infants? That’s why it is
important that schools have information
about this life-altering condition …”
• Show emotion. Don’t be afraid to show how you feel. People will be able to relate to
you and your story better if they can experience some of what you are feeling. People
remember stories about things that touch their hearts. Make them remember you.
• You can only control you. You are in complete control of what you say on camera, but
remember that you have no control of how the piece is edited and what is finally aired.
Do your best to get the most important information out there, but in the end, it is up to the
station’s editors to put the story together.

About The International Essential Tremor Foundation:
Headquartered in Lenexa, Kan., and founded in 1988, the International Essential Tremor
Foundation is the leading organization in the world dedicated to those affected by essential
tremor. The mission of the IETF is to fund research that will find the cause of essential
tremor that lead to better treatments and a cure, increase awareness about ET, and provide
educational materials, tools and support to healthcare providers, the public, and those directly
affected by ET.
The IETF has distributed more than $750,000 in research grants, to fund 30 promising studies,
in the search for the cause of ET. The Foundation has hosted numerous community awareness
events across the U.S. to provide those affected with the basic knowledge necessary to become
their own advocate when seeking treatment. And, the IETF also provides assistance to a vast
network of support groups around the world. To learn more about essential tremor and the IETF
mission, visit the IETF website at www.essentialtremor.org.
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