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Sincerely,

Patrick McCartney
Executive Director, IETF

Thoughts from the Executive Director
Sitting down to write my first 
message for Tremor Talk has 
been quite challenging. Trying 
to summarize all the exciting 
things going on is hard to do 
in just one page.

First off, I would like to say 
“thank you” to Cathy Rice for 
her passion and dedication to 

raising ET awareness through her role as executive 
director of the IETF for 18 years. Because of her 
work, along with our board of directors and staff, the 
IETF has become the most reliable and up-to-date 
source of information on essential tremor.  

One of Cathy’s passions at the IETF was to 
recognize the achievements of students dealing 
with ET. To honor and help continue Cathy’s work 
with college students for years to come, the IETF 
Board of Directors established the Catherine S. 
Rice Scholarship Fund. If you have a passion for 
education and supporting deserving students with 
ET, please consider a donation to the scholarship 
fund. The more money we raise, the more students 
we can help.

Once again, the scholarship committee has selected 
four worthy recipients of the Catherine S. Rice 
Scholarship for the 2016 spring semester.  You will 
see the profiles of these amazing students in this 
issue of Tremor Talk.

In this issue, you will also find useful information on 
the relationship between ET and anxiety including a 
great profile on Megan Hartley. You will learn about 
surgical options for ET and the relaxation benefits  
of coloring.

We also profile one of our many great support 
group leaders, Helen Moser. Helen’s hard work and 
dedication created a support group starting with 
just 10 members two years ago and now includes 81 
members from all over the state of Connecticut (and 
a couple from New York and Rhode Island, too).  

Support groups offer a place where people can come 
together and learn skills for living with ET and 
share stories with others facing the same challenges. 
The IETF has support groups all around the world. 
Check our website to find one near you. If there isn’t 
one, consider starting a support group of your own. 
The IETF can help you get started, and we have all 
the resources to help you take the first step.

Don’t forget March is National ET Awareness 
Month. You will be seeing much more information 
very soon about how you can help raise ET 
awareness in your community. The staff is very 
excited about the promotional materials we will have 
to share with you for ET awareness.

2016 will be an exciting year. We will continue 
to build on our successes: offering educational 
opportunities for patients and doctors, maintaining 
support groups, and advancing advocacy for ET.

Most importantly, we want to say thank you for 
your donations and continued support of the IETF.  
Without your help the IETF would not be able to 
do 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.

We hope you and your families have a happy New 
Year and look forward to working with you to 
promote ET awareness and the IETF.



essent ia l t remor.org 1

 

Contents
 2   Foundation  Scholarship Award Winners, Working Together - Raising Awareness 

 6   Support Covering Connecticut

11   Health ET and Anxiety, The Wonders of Coloring, A Closer Look:  
                   Surgical Options 

24  Technology Using Motion Capture for ET Management

26  Honoraria and Memorials  

28  Support Groups
                     

Features
  8 Health Wrapping your Mind Around Head Tremor, by Dr. Arif Dalvi 

14 Coping Megan Hartley - Living with Anxiety 

Confidentiality Statement: The IETF does not sell or 
share any member or non-member personal information, 
including physical addresses, email addresses and 
phone numbers.

Please send comments, questions, and story ideas 
to: IETF Tremor Talk Editor, PO Box 14005, Lenexa, 
Kansas 66285-4005 USA or call toll free 888-387-3667 
or email info@essentialtremor.org.

This publication is not intended to provide medical advice 
or be a substitute for qualified medical care. Appropriate 
treatment for your condition should be obtained from 
your physician. The content of this publication offers 
information to those with essential tremor. The IETF does 
not endorse any product advertised in this publication 
unless otherwise stated.

Cover Photo: Megan Hartley 

IETF Board of Directors

Kelly E. Lyons, PhD 
President

Peter LeWitt, MD 
Vice President

Russ Rosen, MSW 
Secretary Treasurer

Shari Finsilver 
Past President

Edward M. Block, PhD

Mitch Fiser, CPA, CFP

Patrick M. Reidy

Editorial Board

Rodger Elble, MD, PhD 
Joseph Jankovic, MD, PhD 
Kelly E. Lyons, PhD

Medical Advisory Board

Mark Hallett, MD - Chair
Kelvin Chou, MD
Arif Dalvi, MD 
Leon S. Dure, IV, MD
Rodger Elble, MD, PhD
W. Jeffrey Elias, MD
Leslie J. Findley, TD, MD, FRCP
Cole Giller, MD
Adrian Handforth, MD
Dietrich Haubenberger, MD
Peter Hedera, MD
Arif Dawood Herekar, MD
Joseph Jankovic, MD
Michael M. Johns III, MD
Anthony E. Lang, MD, FRCP(C)
Peter LeWitt, MD
Elan D. Louis, MD
Fatta Nahab, MD
William Ondo, MD
Jill L. Ostrem, MD
Alexander Rajput, MD, FRCP(C)
Sara Salles, DO
Ludy Shih, MD
Holly Shill, MD
Mark Stacy, MD
Claudia Testa, MD, PhD
Jay Van Gerpen, MD

Staff

Patrick McCartney 
Executive Director

Carol Rucker 
Membership Coordinator

Rebecca Dye 
Communications & Volunteers 

Tara Duerr 
Marketing & PR

Tremor Talk is published three 
times a year by the International 
Essential Tremor Foundation.

IETF © 2016  
All rights reserved.

Megan’s journey  
with ET and anxiety 14

January  2016Issue  19



TREMOR  TALK  January 20162

f ounda t i on

Selena Ramic – Paris, France

Born in Serbia, Selena never knew why she was 
different until she came to the U.S. This small town 
girl grew up in a community where everyone thought 
her achievements were handed to her because of her 
disability. But Selena strived for years to prove to her 
teachers and mother she didn’t need to hide behind 
her ET. “I am who I am because of my disability, as 
well as the enormous love and care I received from 
my parents…they treated me as if I was the same as 
everyone else,” Selena said. 

Today, everything is different. Selena excelled at the 
University of Minnesota where she graduated with 
a Bachelor of Arts degree in Political Science with a 
French Studies minor. She volunteered for President 
Obama’s presidential campaign while helping the 
United Nations Association of Minnesota organize a 
model UN for students. All of her efforts led her to 
Sciences Po, a prestigious French school for political 
science where she is currently working on her master’s 
degree in Human Rights and an internship at 
UNESCO (The United Nations Educational, Scientific 
and Cultural Organization), a specialized agency of the 
United Nations. 

“My parents do not even notice my successes anymore. 
But I am glad they got used to having an ambitious 
child, full of life, whose difference only made her dream 
bigger and achieve more than if she was just an ordinary 
girl,” Selena said. 

Bradley Shields – Little Rock, AR

Bradley thought his dream of becoming a hands-
on physician was over when he was diagnosed with 
essential tremor. His doctor was quick to reassure him. 
He explained how many people who have ET cope 
with it and thrive. Deeply encouraged by his doctor’s 
message, Bradley attended college at Harding University 
where he occasionally had to explain why an outgoing 
person like himself had shaky hands, like someone 
who was nervous or shy. “I realized my tremor is just 
something other people noticed, not something that 
stopped me from doing what I wished,” Bradley said. 
“When my tremor would get in the way of what I was 
doing, I simply saw it as a challenge to find a new way 
to do it.”

Bradley’s ET had never been more challenging until he 
entered medical school at the University of Arkansas in 
the fall of 2013. “Medical school is filled with caffeine, 
limited sleep, and stress, all of which make essential 
tremor worse,” Bradley said. Despite both the social and 
physical challenges, like carefully measuring volumes 
as small as one microliter, Bradley realizes his most 
valuable contribution is thinking crucially and creatively 
about a complete problem. Since adopting this attitude, 
he worries much less. 

“My advice to others with essential tremor is to reach 
out to others with tremor. Encouraging someone else 
has a counter-intuitive way of bouncing back and 
helping you”.
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Spring 2016 Scholarship Winners
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Each semester, the IETF awards up to four $500 scholarships to qualified post-high school students of 
all ages, to lessen the burden of a higher education. The scholarship can be used for supplies, books or 
tuition at licensed, accredited institutions of higher education (including trade schools). Please join us 
in congratulating this semester’s IETF scholarship award winners.

Nicholas Wintersteiger - Charlottesville, VA

Nicholas is the type of person that just won’t allow 
something like having ET stop him from doing 
anything. This past summer he worked as an EMT on 
the rescue squad in Charlottesville. And although the 
job is extremely high stress, Nicholas doesn’t let it affect 
his work. “ET is something that is with me all the time,” 
Nicholas explained, “but it’s not something I think about 
all the time.”

Nicholas has learned he can still do whatever he wants, 
but occasionally he has to do it in a different way. He 
practices strategies, tests options, and notes outcomes. 
Having a mother who’s an occupational therapist doesn’t 
hurt, either. She taught him early on that the drive and 
persistence needed to make the trial and error method 
work could also go a long way in helping him achieve his 
personal and educational goals. 

Nicholas is majoring in Cellular and Molecular Biology 
and hopes to be able to help others overcome their own 
medical challenges, by training as a physician’s assistant. 
“[ET] makes me more determined to reach my goals. 
I know the traits I developed because of my ET will 
support my plans for the future”.

Samantha Trussoni – Lacrosse, WI

Samantha, the once bright, cheerful girl from 
Lacrosse, WI, plummeted into complete isolation and 
despair after learning her diagnosis of essential tremor 
just weeks before her 20th birthday. Her world had 
been turned upside down. As a result, Samantha 
decided to adopt Koda, a therapy dog to provide 
a new, positive inspiration. “He kept me busy so I 
didn’t focus on my diagnosis and soon became the 
only support I looked to,” Samantha said.

With the help of Koda, Samantha began to change 
her attitude about her ET. She used her diagnosis as 
an opportunity to raise awareness and educate the 
people around her about how essential tremor affects 
her life. She now actively voices her experience and 
diagnosis to students and professors, co-workers and 
bosses, and friends and community members she 
meets through volunteer programs. Samantha plans 
to continue her social work program at Winona  
State University in hopes of gaining a better 
understanding for children and adults diagnosed with 
neurological disease. 

“After this long journey I have endured, my goal has 
changed. I now want to spend my career advocating 
for people with essential tremor; to perhaps find 
funding for research, services, education and most  
of all, the quality of life for these individuals,” 
Samantha said. 
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It’s easy to say raising awareness of essential 
tremor is important. But what exactly does that 
mean? How does a person “raise awareness”? 

And how do you raise funds at the same time? 
Often the idea of being a fundraiser, all by yourself, 
seems too big. Many people think you need an army 
of experts to make something happen. But really, 
all you need is an idea, a few people to support you, 
and passion to make a big impact.

This March, to celebrate National Essential Tremor 
Awareness Month (NETA), the IETF will launch 
a new Do It Yourself Fundraising program. Do It 
Yourself (DIY) Fundraising is an opportunity for 
those with a deep commitment to the essential 
tremor cause to raise awareness and funds for the 
International Essential Tremor Foundation’s mission 
in new, personalized, and creative ways. The IETF 
has a fully developed DIY toolkit featuring several 
ideas on activities you can do, with easy steps to 
help you along the way.

DIY Fundraising can be as simple as committing 
your office to hosting a “Jeans Day” each Friday 
with proceeds benefitting the IETF, or having a 
garage sale to inform people about ET while raising 
funds. The possibilities are endless. Below are some 
simple examples of how you can start your very 
own DIY event in your community just in time for 
National Essential Tremor Month.

•	 Sell your skills. Provide lessons on cooking, 
sewing, golf, jewelry making, or any other 
fun activity. Set a donation price and people 
will be happy to save some money and learn 
something new while supporting a  
great cause.

•	 Host a party. Collect donations and  
entertain at the same time. Create a theme 
and have fun!

•	 Ask for a birthday gift pledge. Have your 
friends and family write you a birthday check 
and then you can donate the amount to your 
pledge total.

•	 Create an “Extra Change in My Pocket” 
box. At the end of the day, ask friends and 
family to drop their spare change in a little 
box. Over time, small change can create big 
changes for people with ET.

•	 Hold an auction. Approach local businesses 
to donate goods or services and hold an 
auction. Items can include gift certificates, 
gym memberships, sporting goods, concert 
tickets, wine, and so much more.

•	 Organize a walk. Hosting an ET Walk/
Run in your community gives you wonderful 
opportunities to raise money while spreading 
the word about ET. There’s even a handy 
guide to help you along the way at  
www.essentialtremor.org/awarenesstools.

Fundraisers around the world are planning DIY 
activities for NETA. There’s a way for you  
to find your niche in fundraising for ET no  
matter what your interests or passions may be, 
and the IETF staff is always available to help and 
support you. 

DIY Fundraising is the perfect opportunity to raise 
awareness in your community and in communities 
all around the world. So get ready to take action 
and make a real difference. For more information 
about creating your own DIY event, visit  
www.essentialtremor.org/diy. 

Working Together - Raising Awareness
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This poster and other great 
awareness materials and tools will 
be available to order for free on the 
IETF website beginning February 
2016. So start looking for places 
in your community where you can 
display posters to help educate your 
neighbors about ET. 
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I remember the moment well. It was a winter evening 
in 2012. I picked up the TV remote to change the 
channel, and my hand suddenly started to shake 

uncontrollably. That was the beginning of my journey. 

I soon learned I needed to see a neurologist about my 
trembling hand, so I searched online for someone 
affiliated with Yale New Haven Hospital since it’s close 
to home. The term “movement disorder specialist” 
popped out like a flashing neon sign. Who knew such a 
specialty existed? By the time I was able to schedule my 
first appointment, both hands were shaking...and I was 
about to discover my chin also tremored.

The first time I heard the term “essential tremor” was 
during that first exam. I was tested for everything from 
Lyme disease and several autoimmune diseases, to heavy 
metal toxicity. My ET is not typical, so there was some 
question whether I might have Parkinson’s. In the spring 
of 2013, with the help of DaTscan (a diagnostic test that 
can diagnosis Parkinson’s disease), my diagnosis of ET 
was confirmed. 

Fortunately, my neurologist was very familiar with the 
condition and handed me a “Patient Handbook” and a 
variety of other IETF brochures and information. I was 
impressed by the wealth of information and support 
available from the Foundation, but I was disappointed 

By Helen Moser, IETF Support Group Leader
Covering ConneCtiCut

Above: Hartford, CT is one of several locations around the state 
where Helen Moser holds her IETF support group meetings. 

Left: Helen holds one of the ET awareness proclamations she 
acquired from her governor.
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to learn – although many support groups were in  
place throughout the world – not a single one was 
available in Connecticut. I began to toy with the idea  
of starting one.

Physically, the closest group to me was in Rhode Island. 
I called and asked the leader about his experience. I 
knew I could run a group; I met all the criteria. Yet I 
was apprehensive about having my contact information 
available online and published in a magazine. However, 
after listening to him and attending one of his support 
group meetings, I decided to take the plunge for two 
reasons: 

1. I’m a firm believer you always get much more out 
of volunteering than you put into it. 

2. Knowing my children and grandchildren might 
inherit ET, I wanted to pay it forward.

My next step was to ask my neurologist for his support 
if medical questions were raised or when I needed 
suggestions for speakers. Dr. Duarte Machado, Assistant 
Professor of Neurology, Yale University School of 
Medicine, and Lead Neurologist, Yale Health Center, 
did better than that. He offered to be the medical 
director for my group, and he graciously attends  
every meeting. 

I held our first meeting in December 2013. Six people 
with ET from five different towns attended, together 
with four spouses. In less than two years, our group 
grew from the initial 10 to 81 people affected by ET, 
from 38 towns throughout Connecticut – plus we even 
have a member who travels from Westchester County, 
NY, and a couple from Bristol, RI.  It still amazes me 
what one person can accomplish.

Because Connecticut is a small state geographically, 
we alternate meeting locations. Members take turns 
being close to home or driving further. The hardest part 
of starting the group was obtaining meeting rooms, 
especially since we meet in different communities. 

Initially, I found libraries to host us. Once our 
attendance outgrew them, I contacted every hospital in 
the state and now have a list of several large conference 
rooms available. Problem solved.

There’s nothing more heartwarming than to see my 
efforts rewarded when people walk through the meeting 
room door. People who were recently strangers now 
carpool to meetings, hug each other when they arrive, 
bring in food to share, and encourage each other. It’s 
gratifying to hear members say they’ve replaced their 
feeling of embarrassment with self-confidence just 
from the experience of sitting in a room full of so many 
others in the same circumstance. 

My goals are to keep our group dynamic and available 
to all Connecticut residents living with ET. I strive 
to keep members informed about the latest research 
and treatment options. (In addition to our speaker or 
discussion program, 15-20 minutes of each meeting are 
devoted to Dr. Machado translating a relevant medical 
journal article into language we can easily understand.) 

Increasing awareness is extremely important to me 
too. For the past two years, I’ve secured proclamations 
from our governor declaring March as Essential Tremor 
Month in Connecticut. I also organize a booth each 
year at the annual Health & Wellness Festival held in 
our state capitol, sponsored by the CT NBC affiliate, 
the festival has an average attendance of 20,000. My 
support group members always step-up to help and it 
is a great way to raise awareness and help educate my 
community.

It’s a true honor and privilege to be affiliated with 
IETF, and I encourage you to get involved. Do what 
I did: contact the closest support group leader to you 
and ask about their volunteer experiences. Talk to your 
neurologist, your family and your friends. Go online to 
the IETF website (www.essentialtremor.org/volunteer) 
and learn what help they can provide. I promise, you’ll 
be very glad you did!
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The term tremor refers to an involuntary shaking 
of any part of the body. While tremor in the 
hands is most common, head tremor can also 

occur. In patients with essential tremor, head tremor can 
be an isolated symptom or may occur in combination 
with hand tremor. Essential tremor is by far the most 
common cause of head tremor. Another cause is cervical 
dystonia, also known as spasmodic torticollis. Head 
tremor may also occur in patients with Parkinson’s 
disease. Stroke, head injury, and multiple sclerosis are 
other causes of tremor but are less likely to cause  
head tremor. 

Hyperexcitability and rhythmic activity in the circuits of 
the brain are believed to be the underlying mechanism 
for tremor. One such circuit includes three areas deep 
in the brain called the red nucleus, the inferior olivary 
nucleus (ION), and the dentate nucleus. This circuit 
is responsible for fine-tuning voluntary movements. 
Proper function prevents any undershoot or overshoot 
of movements. An abnormal response in this circuit, 
especially within the ION, can lead to tremor. 

Approximately 95 percent of patients with essential 
tremor present with hand tremor. However, about 35 
percent of patients have head tremor either by itself 
or in conjunction with hand tremor. Some patients 
also have voice tremor. Hand tremor occurs mostly 
with posture, such as when holding an object away 
from the body and against gravity. This contrasts with 
hand tremor in Parkinson’s disease that occurs when 
the hands are at rest. Muscle rigidity, slowness of 
movement, change in posture and gait also occur with 
Parkinson’s disease but are uncommon with essential 
tremor. A lip or chin tremor may also be seen in patients 
with Parkinson’s disease.

Cervical dystonia can be another cause of head 
tremor. Dystonia refers to a state of abnormal muscle 
tone leading to painful muscle spasms and abnormal 
posturing of a part of the body. When the muscle 
spasms and abnormal posture affect the neck, it is 
referred to as cervical dystonia. Sustained abnormal 
posturing of the head is a hallmark of cervical dystonia. 
An enlargement of the neck muscles may be observed 
in cervical dystonia but is unusual in essential tremor. 

Wrapping Your Mind Around
HEAD TREMOR
By Arif Dalvi MD, MBA

In essential tremor of the head, the motion is usually either an up and down 
“yes-yes” or a side to side “no-no” movement. 



 
 
 

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.  


