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Thoughts from the Executive Director

As we head into the summer
months, we have been very busy
at the IETF since our last issue of
Tremor Talk. Here’s what’s been
going on.
March was National Essential
Tremor Awareness (NETA) month,
and we had another successful
campaign with the support of
our donors. With our direct mail
appeal and a variety of events ran
by our volunteers ranging from
walks to bake sales, we have raised
over $27,000 (and counting) from
500+ donors. The NETA month
t-shirts were such a big hit we had
to order more. We have a few left
over so if you are interested in one
(for a $30 minimum donation)
please let us know.
The IETF has also been providing
several educational opportunities
to the ET community with more
scheduled this year. During NETA
month we hosted an ET Education
Forum in Boca Raton, FL. The
event went great with over 200
attendees and the support of our
presenting sponsors Medtronic
and Cala Health. The attendees
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heard presentations on diagnostic
and treatment options from Dr.
Arif Dalvi and coping techniques
from Ed Gray, a local occupational
therapist. We also had several
vendors sharing their products and
services including GE Healthcare,
the Tremor Education Center,
Insightec, St. Jude’s Medical,
the Palm Beach Neuroscience
Institute, and the Readi-Steadi
Glove. We have two more ET
Education Forums scheduled this
year. We will be in Cleveland, OH
on Aug. 26 and Sacramento, CA
on Nov. 4. If you live in those areas
we hope you can join us.
The IETF also hosted a webinar
on March 21 on the “Diagnostic
and Treatment Options for ET”
presented by Dr. Cherian Abraham
Karunapuzha (better known as Dr.
K to his patients). If you weren’t
able to join us, a recording of the
webinar is available on the IETF
website.
The next installment of our
teleconference series will be on
June 13. Dr. Monique Giroux
will be our speaker and her topic
will be “Mindfulness: Coping
with Anxiety, Depression and
the Social Stigma of Essential
Tremor.” Registration information
is included in this issue or check
your mailbox or e-mail in the next
couple of weeks for an invitation.
I will be representing the IETF
at three national conferences

this year including the American
Academy of Neurology in April,
the Movement Disorder Society in
June, and the American Academy
of Family Physicians in September.
Exhibiting at these conferences
allows us the opportunity to
raise awareness for the IETF and
educate doctors on the resources
we can provide for their patients.
And finally, I want to let everyone
know one of our long-time staff
members is moving on. Rebecca
Dye has been with the IETF since
July 2010 and is leaving us for a
new opportunity. Rebecca was
a tremendous advocate for the
IETF and the ET community. She
managed our support groups and
volunteers along with being the
point person for Tremor Talk and
social media while being actively
engaged in our marketing efforts.
She will be missed, and we wish
her luck in her new endeavor.
As always, there is a lot going on at
the IETF. But none of this happens
without your support. Your
donations are greatly appreciated
and allow us to continue to build
on the work we do. We love to
hear from you, so please feel free
to contact us with any questions,
concerns, or ideas you might have.
Sincerely,

Patrick McCartney
Executive Director, IETF
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National Essential Tremor
Awareness Month 2017
Essential tremor makes simple hard.
It’s not being able to button your shirt in the morning. It’s not baking the family recipe ever again. It’s not
being able to give a toast at your daughter’s wedding. But all that can change.
Essential tremor and the International Essential Tremor Foundation – everyone engaged in addressing the
challenges of ET today while moving toward long-term solutions for tomorrow – become better known each
year. But more must be done. Together we are stronger when it comes to increasing awareness and support
for the millions of people living with ET every day.
This March, several people worldwide made the effort to join together to raise awareness. Their efforts
– small but mighty – made one step toward changing the future of ET. On behalf of the IETF Board of
Directors and staff, we thank everyone who took part in awareness month activities. From hosting awareness
walks to teaming up with media for news coverage, dedicated people made an impact in communities all
across the world.

NETA Walks
Walks are an easy and fun way to get a community
engaged while raising much needed funds. Although
the IETF is a small organization, the supporters are
strong. With their leadership, several awareness walks
were organized in communities around the world. They
accepted the challenged, and we could not be more
grateful for their efforts.

Trinidad & Tobago NETA Walk

New support group leader Rebeca Noel hosted the
group’s awareness walk making them the first to ever
raise essential tremor awareness in the communities of
Trinidad and Tobago. With a sponsorship from National
Gas Company, the group was able to design t-shirts for
participants to show their visibility as families and friends
walked together. The group raised $430 (USD) making
their first walk a big success.

Redding, CA NETA Walk

Rhonna Stacher of Redding, CA came forward again
this year for her fourth annual community walk for ET
awareness. Friends, family and coworkers joined together
to walk around their local park, talk about essential tremor
and build an ET community within their own.

Aurora, IL NETA Walk

Lynn Bernau, support group leader of not one but two
ET support groups in the Chicago area, rallied her
groups for their fourth annual “Shake, Rattle and Walk
for Essential Tremor.” The groups partnered again with
An excited young walk participant eager and
ready to raise awareness for ET with her family
in Trinidad & Tribago.
2
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Health and Mercy Health brought in $750,
totaling the overall amount to over $1,000 in
funds raised. More than 50 participants were
able to test out different products specifically
designed to help those with movement disorders
while a local healthcare provider presented ET
information to the public.

Other Activities
Walks aren’t the only way to raise awareness.
There are countless ways to make an impact in
new personalized and creative ways. Sometimes,
however, it’s hard to know where to start.
The IETF provides the online guide to DIY
Fundraising to make raising awareness easy
and fun. You can download the guide and
find other helpful awareness materials at www.
essentialtremor.org/AwarenessTools.

MARCH
is
National Essential
Tremor Awareness

MONTH
EssentialTremor.org

To demonstrate all the different ways you
can raise awareness, just see the ways people
have done their part. People from all over the
world hung awareness month posters, shared
information on Facebook, and talked to their
friends, family, and even complete strangers about
ET all for raising awareness. All it takes is a little
time and deep commitment to make a difference.

Information Table
the local hospital and hosted their walk at the indoor walking
track at Rush-Copley Healthplex. With a high visibility of
many patients, they were able to raise awareness and hundreds
of dollars to benefit the IETF.

Grand Rapids, MN NETA Walk

Allison Dyke, the young beauty pageant contestant featured in
a past issue of Tremor Talk, and her mother Julie, organized their
third annual NETA walk at the local YMCA in Grand Rapids,
MN. Walkers raised $265 while sponsorships from Spectrum

Elizabeth Materazzo from Rural Upstate, NY
works at her small-town hospital where they
host a “Casual for a Cause” event. At this event,
she set up an information table packed full
of posters, pins, and educational handouts to
educate patients and coworkers about ET while
accepting donations for the IETF.

Media Coverage

Bob Kolquist from Abilene, TX, reached out
to his local TV station to share his story. He
appeared on the morning show at KTAB4U to
Continued next page >>>
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speak about ET and the importance
of NETA.

DIY Cinnamon Roll Fundraiser
Kathy Nondorf from Highland,
WI loved the cinnamon rolls at
the local bakery Renaissance Farm.
She reached out to the owner
and created her own fundraiser
selling the cinnamon rolls for ET
awareness. Because her husband
has ET, she and her coworkers have
always wanted to show support
for the IETF in some way. So they
chose the most delicious way. They
sold the cinnamon rolls to friends,
family, coworkers, and everyone they
could and raised nearly $2,000.

London’s ET Awareness Day

Jackie Farrell from Cheam, Surrey in
the United Kingdom teamed with
the National Tremor Foundation
(NTF) to host an ET Awareness Day
at Central Hall Westminster. Central
London’s largest conference venue is

Allison Dyke (above) shows off
her sponsorship support. Kathy
Nondorf (top right) and her
fellow Lands’ End coworkers
raised nearly $2,000 from
cinnamon roll sales.

a prime location
opposite of
Westminster Abbey
and adjacent to
the Houses of
Parliament and Big
Ben. With such
high visibility from
sightseers, Jackie
and the NTF encouraged visitors to
pop in during the afternoon for chat
and tea while listening to speakers
talk about how to start support
groups in their communities and how
to raise awareness in their daily lives.

Volunteer Program

Divy Bhatia from New Dehli, India
has made great strides in bringing
ET awareness to India. He fully
launched a new volunteer program
to mobilize people with ET to
educate and engage the community.
The group has begun plans to
organize a walkathon around
different colleges of Delhi University
through the help of college societies.
“[The Volunteer Program] went
well, earlier there were only three,
and then it went to nine. But seeing
nine volunteers talking about ET
freely and thinking about ideas on
how we can target audiences and
spread awareness was a great feeling,”
Divy said.
Although the program is newly
developed, volunteers have already
tackled many diverse projects. One
volunteer is building an ET India
webpage and a video about ET,
targeted to Indian audiences in

both Hindi and English languages.
Another is developing a short film
about ET education. Others are
creating a database of neurologists
and movement disorder specialists
with whom they can work with in the
future to spread the word about ET
in Delhi - a database which has never
existed before in India.

Facebook Fundraising

Facebook now has a new charitable
giving feature allowing anyone and
everyone to raise funds for the IETF
on their personal page. Both Elizabeth
Bell Materazzo and Christine Taylor
raised over $1,000 just by adding
the button to their page and asking
friends and family to make a taxdeductible donation directly through
Facebook. To add the button, click
Fundraisers in the left menu of your
News Feed. Click Create Fundraiser
and search for International Essential
Tremor Foundation. Then choose
a cover photo, fill in the fundraiser
details and click Create. Raising funds
for ET has never been easier.
March may be over, but with your
help, we can make the everyday
challenges of ET a little easier by
raising awareness. With the help of
people like you, we know we can
make a difference.

To learn more about how you can raise awareness all year round,
visit www.essentialtremor.org/awarenesstools.
4
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Leading a Support Group
Everyday, people with ET face challenges others find hard
to understand. But no matter how much ET interferes
with the usual way of life, it is not a hopeless situation.
And YOU can be the important person to guide those
who do feel hopeless toward positive personal change
through a strong supportive system. The need for
empowering support groups is greater than ever. Starting
one in your community can be fulfilling and personally
rewarding. And it’s easier than you think.
The IETF’s well-established volunteer program gives
support group leaders the resources they need to
thrive. With a training manual, DVD, and educational
materials, everything you’ll need to start a group and
maintain it effectively over the years is at your fingertips.

What you can expect as a leader

Every support group leader is provided with:
A training guide and DVD
Accurate and timely news on research initiatives and
treatment options

Free educational materials
Group listing on the IETF website
A global team environment

What the IETF expects from you.

Volunteers must be professional with the highest
integrity.
Groups must maintain an active support group, and
meetings must be open to everyone.
Leaders must have a working email address.
Leaders must be themselves, be passionate and have fun.

The IETF is looking for leaders on the frontline who
can be our voices. With your help, we can increase ET
awareness, provide positive, friendly and nurturing
environments, and make our ET community stronger.
You can make an impact, and the IETF will be here to
help you every step of the way.
To learn more about support groups, visit
www.essentialtremor.org/volunteer.

New Creative Content Volunteer Position
The IETF is searching for a few dedicated individuals to take on a new, exciting position. The new creative content
volunteers will research and write content for the IETF’s blog, tremortalk.org. This high-level volunteer position is a
great opportunity to help educate the ET community and general public about this condition. Volunteers can work
from home, and it requires only 2-4 hours per month. Be a part of a very special, select group of volunteers who can
truly make an impact on the ET community.
Responsibilities
• Research and write creative content for the IETF’s
blog, tremortalk.org.
• Fulfill time commitment and meet deadlines
consistently.
• Act as a representative of the IETF when writing for
the organization, and respond to blog comments
appropriately.
• The ability to participate in occasional creative team
conference calls as needed.
• Record and report volunteer hours to the IETF
monthly.

Qualifications
• Creative writing or professional writing experience
strongly preferred.
• Superior command of the English language.
• Strong attention to detail.
• Ability to meet deadlines while working
independently, with minimal supervision.
• Interest in scientific research with the ability to
translate complicated information to a lay audience.
• Access to a computer with writing software, the
Internet, and a valid email address.
• Firm understanding of ET or a willingness to learn.

If interested, please submit your resume and two writing samples (no more than two pages each) in a single
e-mail to info@essentialtremor.org, with Creative Content Volunteer in the subject line.
e s s e n t i a l t r e m o r.o r g

5

education

Back to Basics
ET 101

S

ometimes it is all you can do
to remember the name of the
condition, let alone all the ins and outs
that go with it. Whether you are newly
diagnosed or have been living with
essential tremor for decades, it is good
to have a working understanding of
your condition, so you can make good
decisions about your health, today and
as your tremor progresses.
What is Essential Tremor?
Essential Tremor (ET) is a neurological condition.
Neurology covers the brain, spinal cord, and
nerves which make up the nervous system, and
despite how the term sounds, it has nothing
to do with nervousness or anxiousness. When
something goes wrong with a part of your nervous
system, you can have trouble moving, speaking,
swallowing, breathing, or even learning. With ET, it is
kinetic (action) movement that is impacted.
ET impacts the thalamus, located deep within the
brain. The thalamus relays sensory information from
receptors in various parts of the body to the cerebral
cortex. The cerebral cortex is that wrinkly, squiggly
part that covers the outside of the brain, and its job is
to process different types of sensory information.
So if a person reaches for a cup, a sensory impulse
travels from the body surface towards the thalamus,
which receives it as a sensation, a need to pick up the
cup. This sensation is then passed onto the cerebral
cortex for interpretation as touch, pain, temperature
or in the case of ET, a need for a movement that will
pick up the cup. This is where things start to go badly
for those with ET. And although it is not completely

6
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understood why or how, the information sent from
the thalamus telling the hand to grab the cup gets
confused and involuntary movements, in the form of
tremor, is added to the mix.
Although many people first notice ET in their hands,
it can affect many different areas of the body, such
as the arms, voice, head, face, legs, and feet. Some
people even note the feeling of an internal tremor,
as if their intestines are having a mini-earthquake.
And because ET is progressive, you may notice your
symptoms increase or even spread to other areas of
the body as you age. However, the rate of progression
is very individualized, even within family groups. So,
unfortunately, there is no way to know if and when
your tremor may progress.
Although the average age of onset is mid-40s, any
one at any age can develop ET, even infants. ET
knows no gender, race, sex, or religion. It is an equal
opportunity effector.

Thank you for your interest in Tremor Talk.
We hope you enjoyed this free preview. If
you would like to get this magazine in it’s
entirety in your mailbox three times a year,
just become an IETF donor.
To become a donor, call the IETF (toll free)
at 888.387.3667 or donate online at
www.essentialtremor.org/donate.

