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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 very happy 
New Year and look forward to working with you, 
promoting ET awareness and the IETF together.
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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,” Bradley said.

S
el

en
a

B
ra

d
le

y

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,” Nicholas said.

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 process at  
www.essentialtremor.org/awarenesstools.

Fundraisers around the world are planning DIY 
activities for NETA. There are endless ways for you 
to get involved too. Host a fundraising event, start 
a grassroots fundraising campaign with an e-mail or 
take on a personal challenge of your choice. 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.



essent ia l t remor.org 7

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 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. 
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Other features include an asymmetric elevation of the 
shoulders, excessive eye blinking or blepharospasm, and 
spasms of the facial muscles. Like ET, cervical dystonia 
can spread to one or the other arm, in long-standing 
cases. However, unlike essential tremor the head tremor 
from cervical dystonia may be associated with neck pain 
due to dystonic spasms. 

Patients with cervical dystonia may employ sensory 
tricks to reduce the severity of the tremor. Touching 
the cheek or chin (a geste antagoniste) is a commonly 
employed sensory trick. Head tremor with cervical 
dystonia has a directional component and is usually 
worse when looking in one direction and reduced when 
looking in the opposite direction. It may be possible 
when examining the individual to find a head position 
where the tremor almost disappears. This position is 
referred to as a “null point”. 

In clinical practice, distinguishing head tremor from 
essential tremor versus that from cervical dystonia can 

often present a challenge. Making this distinction is 
important as the treatment for these conditions can be 
quite different. The table above identifies some features 
that can help in making this distinction.

The diagnosis of tremor remains a clinical diagnosis. 
An MRI or CT scan of the brain is usually ordered 
to rule out structural lesions such as stroke, multiple 
sclerosis or a midbrain tumor. In patients where there is 
a question of whether the problem is essential tremor or 
parkinsonism, a DaTscan may be ordered. This scan is 
targeted towards the dopamine transporter (DaT) in the 
brain which is deficient in parkinsonism but normal in 
essential tremor. Blood tests to rule out hyperthyroidism 
and, in younger patients, screening tests for Wilson’s 
disease may also be considered. 

The treatment of tremor is guided by the underlying 
cause. Propranolol and primidone are the mainstay 
of treatment for essential tremor. Other medication 
options that are helpful include gabapentin and 

Table: Essential Tremor vs. Cervical Dystonia

Type of Head Tremor Essential Tremor Cervical Dystonia

Nature of tremor Regular, rhythmic Often irregular

Directional component Usually no change regardless of 
direction of the head

Can be worse when the head is turned 
in a particular direction

There may be a null point which is 
a head position where the tremor 

disappears

Sensory tricks Usually none Touching the side of the face with the 
hands can relieve the tremor

Tremor while lying 
down None Often present

Associated symptoms Hand tremor, Voice tremor
Focal dystonia in the hands

Blepharospasm or facial dystonia
Neck pain

Family history of 
tremor Often present Less common

Family history of 
dystonia None Occasionally present

Response to alcohol Common Less often
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Arif Dalvi is the Director of Comprehensive Movement 
Disorders Program at Palm Beach Neuroscience 
Institute in West Palm Beach, FL.

topiramate. Cervical dystonia may respond to treatment 
with benzodiazepines. Clonazepam, which is a long-acting 
benzodiazepine, may be preferred in comparison to shorter 
acting drugs such as alprazolam or lorazepam. Baclofen can 
reduce dystonia by acting on GABAB receptors. Tizanidine is an 
alternative to baclofen. However, since tizanidine can cause liver 
damage (in rare cases), monitoring of liver enzymes for the first 
six months is recommended.

Botulinum toxins can play a role in the treatment of head 
tremor, particularly in dystonic head tremor. Botulinum toxins 
block the release of neurotransmitters. This results in decreased 
transmission of the signal from nerve ending to the muscle, thus 
reducing the tremor. Repeat injections are required every three 
to four months. 

Deep brain stimulation (DBS) surgery was approved by the 
FDA in 1997 for the treatment of tremor. However, the target 
in the brain varies based on the condition being treated. DBS 
surgery carries an approximately two percent risk of bleeding 
in the brain, hence it is only offered to patients with advanced 
tremor that is disabling and not controlled by medications. 
Head tremor can be more difficult to control than hand tremor 
and may require DBS surgery to be done on both sides of  
the brain.

Non-pharmacological methods to reduce head tremor rarely 
provide sustained benefit. Physical therapy is generally not 
useful, however, relaxation techniques can help reduce tremor 
as anxiety is often an exacerbating factor. There is no specific 
diet that is helpful but reducing caffeine intake can help reduce 
tremor.  

Not every person with ET will be affected by head tremor. 
But if you are, it is important to talk to your physician so you 
understand what it is and what treatment options are best  
for you. 

Comfortable, deep breathing is the 
key to relaxation. All the traditional 
relaxation methods (yoga, meditation, 
hypnosis) place a central emphasis 
on breathing. Here’s a simple exercise 
anyone can do to help restore calm 
and focus.

1. Place one hand just above your belt 
line, and the other on your chest, 
right over the breastbone. You 
can use your hands as a simple 
biofeedback device. Your hands 
will tell you what part of your body, 
and what muscles, you are using to 
breathe.

2. Open your mouth and gently sigh, 
as if someone had just told you 
something really annoying. As 
you do, let your shoulders and the 
muscles of your upper body relax, 
down, with the exhale. The point of 
the sigh is not to completely empty 
your lungs. It’s just to relax the 
muscles of your upper body.

3. Close your mouth and pause for a 
few seconds.

4. Keep your mouth closed and inhale 
slowly through your nose by pushing 
your stomach out. The movement 
of your stomach precedes the 
inhalation for a fraction of a second, 
because it’s this motion which pulls 
in the air. When you’ve inhaled as 
much air as you can comfortably 
(without throwing your upper body 
into it), just stop. You’re finished with 
that inhale.

5. Pause. 
6. Open your mouth. Exhale through 

your mouth by pulling your belly in.
7. Pause.
8. Continue with Steps 4-7.

Belly Breathing 
Exercise
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Anxiety is pretty common; something 
everyone experiences from time to time. 
But for some people, anxiety is more than 

just an occasional jitter or nervous butterflies 
in the stomach. Anxiety can be a very real, very 
debilitating condition if left untreated. 

As with essential tremor (ET), the exact cause of anxiety 
isn’t fully understood. Life experiences appear to trigger 
anxiety disorders in people who are already prone 
to becoming anxious, although inherited traits may 
also be a factor. People affected by a chronic medical 
condition, like ET, often worry about issues related to 
their condition. They worry about the effectiveness of 
their treatment options and what the future will hold 
for them and their families. They worry about how their 
shaking hands, head or voice are perceived when they 
are out in public; if there will be judgmental stares from 
perfect strangers or whispers of detox and addiction. 
Because ET is poorly understood and is unknown to 
most of the general public, those who have it often feel 
like they are singled-out because of their shaking; a 
constant spotlight highlighting their trembling body. All 
these feelings can create a cycle of anxiety. 

When does anxiety change from normal anxiousness 
to a medical condition? Everyone experiences the 
symptoms of anxiety differently and to different degrees. 
Some people may feel only slightly nervous in certain 
situations, while others may have constant feelings of 
powerlessness, impending danger, panic or doom. Their 
heart rate may increase very quickly, and they may even 
hyperventilate. Some people may feel tired or weak, 
and lose interest in doing things that may cause them 
anxiety. They may have trouble concentrating, able only 
to focus on the present worry. 

When feelings of worry continue for long periods 
of time and begin to interfere with work, personal 
relationships or other important parts of life, it may be 
time to see a doctor. There are many types of anxiety, 
just like there are many types of tremor. A medical 
professional is needed to get an accurate diagnosis and 
to discuss appropriate treatment options. 

Here are some common anxiety types seen in 
conjunction with essential tremor:

•	 Social anxiety disorder (social phobia) involves 
high levels of anxiety, fear, and avoidance of social 
situations due to feelings of embarrassment, self-
consciousness, and concern about being judged 
or viewed negatively by others.

•	 Panic disorder involves repeated episodes of 
sudden feelings of intense anxiety and fear or 
terror that reach a peak within minutes (panic 
attacks). People may have feelings of impending 
doom, shortness of breath, heart palpitations or 
chest pain. These feelings may occur at any time, 
not necessarily during an anxiety-provoking 
situation. It is important to discuss these 
symptoms with your doctor, as they can be very 
similar to signs of a heart attack. 

•	 Agoraphobia is anxiety about, and often 
avoidance of, places or situations where you 
might feel trapped or helpless if you start to feel  
panicky or experience embarrassing symptoms, 
such as losing control.

Essential Tremor & Anxiety

3.3 million American adults are affected by some form  
of clinical anxiety.
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•	 Generalized anxiety disorder includes persistent 
and excessive anxiety and worry about activities 
or events — even ordinary, routine issues. The 
worry is usually out of proportion to the actual 
circumstance, is difficult to control, and interferes 
with the person’s ability to focus. It often occurs 
along with other anxiety disorders or depression.

Anxiety is very common and can be diagnosed by 
most physicians. People who experience anxiety should 
not blame themselves, psychosocial stress, or their 
ET. People with chronic anxiety are known to have 
abnormally active brain pathways that may be the cause 
of their anxiousness. So, telling someone with anxiety  
to “stop worrying so much” is the same as telling 
someone with ET to “hold still”. It is not something 
that can be easily controlled. Like ET, having anxiety is 
nothing to be ashamed of. Thankfully, anxiety is often 
very treatable.

The two main treatments for anxiety disorders are 
psychotherapy and medication. Also known as talk 
therapy or psychological counseling, psychotherapy 
involves working with a trained therapist to reduce 

anxiety symptoms. Cognitive behavioral therapy is one 
of the most effective forms of psychotherapy for anxiety 
disorders. Generally a short-term treatment, cognitive 
behavioral therapy focuses on teaching specific skills to 
gradually return to those activities once avoided because 
of anxiety. 

In addition, general good health habitats can help 
reduce symptoms of both ET and anxiety: 

•	 Exercise is a powerful stress reducer. It may 
improve your mood and help you stay healthy. 

•	 Avoid alcohol and other sedatives. These 
substances can worsen anxiety.

•	 Quit smoking and drinking coffee. Both  
nicotine and caffeine can worsen anxiety and 
exacerbate ET.

•	 Use relaxation techniques. Visualization 
techniques, meditation and yoga are examples of 
relaxation techniques that can ease anxiety.

•	 Get plenty of rest. Do what you can to make 
sure you’re getting enough sleep to feel rested. If 
you aren’t sleeping well, see your doctor.

Anxiety Depression

Uncontrollable feelings and sense of doubt Hopelessness, helplessness and sadness

Overwhelming panic, fear and uncertainty Loss of energy and engagement

Tremor Tremor is not a known feature

Restlessness without irritability Anger and irritability

Hyperventilation, palpitations Weeping, sadness

Restless sleep Insomnia

Table: Anxiety vs. Depression



essent ia l t remor.org 13

•	 Eat healthy. Focus on vegetables, fruits, whole 
grains and fish.

Several types of medications can be used in conjunction 
with psychotherapy to treat anxiety disorders. Low-dose 
antidepressant medications are a common treatment 
option and are often very effective. There are even 
a few options that may help reduce tremor as well. 
Benzodiazepines like clonazepam (Klonopin®), diazepam 
(Valium®), lorazepam (Ativan®), and alprazolam 
(Xanax®) may be useful in the treatment of both anxiety 
and ET. Although care should be taken with these 
medications as they need to be taken exactly as directed 
and may become habit forming. Talk with your doctor 
about benefits, risks and possible side effects.

Although anxiety and depression are often seen together, 
they are very different conditions. The table to the left 
shows the differences between the two conditions.

Anxiety disorders can cause tremor; however, this is a 
different tremor type than ET. Tremor due to anxiety 
presents as a fine, rapid shaking of the hands and may 
also be referred to as enhanced physiologic tremor. This 
tremor does not cause a persistent, disabling tremor and 
is often related to a particular situation . If tremor is  
seen in other parts of the body or if the tremor 
is disabling and persistent, there is most likely an 
underlying cause, either from a neurological disorder or 
tremor-causing medication. 

Approximately 40 million Americans, ages 18 and 
older, or about 18.1 percent of people have an anxiety 
disorder. There have been studies which evaluated the 
prevalence of anxiety disorders among those affected 
with ET. One study showed 32.7 percent of patients 
with ET also suffered from anxiety, a more than 
14 percent increase over the general population. In 
addition, international studies have clearly indicated 
those individuals suffering from ET accompanied by a 
secondary anxiety disorder definitely show a  
higher level of disability than just having ET or anxiety 
disorder alone. 

Depression is also found among those with ET and 
can be found in conjunction with anxiety. Just over 
six percent of the general population suffers from 
depression, while in one study, 21.7 percent of patients 
with ET also suffered the effects of depression. 

It can become a vicious cycle. A person has a tremor, 
and then becomes depressed about the tremor. They 
develop anxiety about their tremor, which causes an 
increase in the tremor, which causes an increase in 
feelings of depression about the tremor and which 
causes an increase in feelings of anxiety about the 
tremor, which causes an increase in tremor … without 
treatment, the cycle could spiral out of control. 

If you feel like you are suffering from chronic anxiety, 
something more than the occasional anxious moments, 
speak to your doctor. There is help. You are not alone.  

Contributions for this article from members  
of the IETF Medical Advisory Board:
Prof. Arif Herekar, MD - Baqai Medical 
University in Karachi, Pakistan; Rodger Elble, 
MD, PhD - Southern IL University School of 
Medicine in Springfield, IL; Kelly Lyons, PhD - 
University of Kansas Medical Center in Kansas 
City, KS and President of the IETF Board  
of Directors.
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AP exams are rigorous, multiple-component 
tests administered at high schools around 
the U.S. each May … where high school 

students can earn college credit, placement, or both for 

qualifying AP exam scores. But for the actual students 
taking AP exams, it feels more like a mind-boggling, 
anxiety-laced, pressure-filled, 60-minute, fill-in-the-
blank and multiple-guess nightmare. Oh, and there are 
essay questions too. Megan Hartley, a lively and bright 
sophomore, had high hopes for her AP exams. By taking 
these classes in high school, she would save both time 
and money when it came time to go to college. The 
classes were very demanding and required a lot of effort.  
And although Megan had some trepidation about the 
final exam, she pushed through it, knowing her efforts 
would be rewarded in the end.  

But things didn’t quite work out the way Megan had 
hoped. “I worked really hard all semester. I was nervous 
but ready. I got all the way through the exam, to the 
end, when I found there were three essay questions,” 
Megan said. “I did my best but I just wasn’t able to 
complete them.” Her hand was shaking so badly she 
could barely control her pencil. “I wanted to write more 
… I had lots to say … but I only finished two of the 

Megan Hartley
LIVING WITH

Children and young people, like Megan, who are 
affected by essential tremor are incredibly resilient. 
They are capable of accomplishing amazing things, 
with a bit of determination and a lot of support.
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three essays. Needless to say, I didn’t pass.” At just 16, 
this was a devastating blow. She knew something was 
wrong. She had always been a bit shaky, ever since she 
was a little girl. But this was something more; something 
more than just being nervous about the exam. 

Thankfully, her mother agreed. Together, Megan and 
her mom started their medical inquiry with their long-
time pediatrician. Their pediatrician then referred them 
to a pediatric neurologist. The neurologist ran several 
tests on Megan to rule out other possible causes of  
her hand tremor. After blood tests, brain scans, a 
physical, and a full work-up, Megan was diagnosed with 
essential tremor.   

The diagnosis was difficult for Megan to hear. The 
thought of having an incurable medical condition was 
hard. But knowing her hands would be shaky for the 
rest of her life and would most likely get worse was 
too much to take. “I’ve always been a bit high-strung,” 
Megan admitted. “But getting this diagnosis pushed me 
over the edge. It really bothered me. I was embarrassed 
by it and I worried about it a lot.”

Her worry began to be more than just an occasional 
passing thought; it began to be a nearly constant weight 

bearing down on her. “I remember one day I was sitting 
in class taking a math test. I’m really good at math, so 
I wasn’t worried about doing well on it or anything. 
But when my hand started to shake a little more than 
normal ... I’m not sure what happened. All of a sudden 
I went completely blank, as if the problems on the 
page were written in a totally different language. I had 
no idea what I was looking at. I found it really hard 
to breathe, as if all the air had been sucked out of the 
room. I couldn’t catch my breath. I remember feeling 
like I needed to get out of there, get away. It was an 
overwhelming feeling of complete fear I had never had 
before. It frightened me.”     

As before, Megan knew something was not right. And 
again, her mother agreed. So they started their inquiry 
into this new medical mystery. Since Megan’s mom 
worked for the school district, she reached out to the 
health professionals in the district for a referral. Soon, 
Megan had an appointment with a psychologist. What 
Megan had experienced in math class was a classic 
example of a panic attack. Megan was diagnosed with 
anxiety disorder.  

It was strange and uncomfortable for Megan to hear she 
had a psychological disorder. As is often the case, she felt 



f e a tu re

TREMOR  TALK  January 201616

alone and broken. But as she continued to work with her 
therapist, she began to come to terms with her disorders. 
“I understand that I need to accept it; accept that ET and 
anxiety are just a part of who I am. They don’t have to 
define me. But it’s hard and often easier said than done.” 
And although she still struggles to come to terms with 
her conditions and is still embarrassed by her shaking, she 
does her best to push through it.

Her therapist offered her several treatment options. For 
her ET, she is taking medication and it reduces her tremor 
to a dull shake. For her anxiety, she decided to take a 
different approach. “I was concerned about the side effects 
of anxiety medication. I’m 19 and in college now, and 
I need to stay focused.” Megan said. So instead, Megan 
meets with her therapist every few weeks and participates 
in talk therapy. He works with her on developing strategies 
to manage her anxiety and keep it in perspective. 

When Megan begins to feel overwhelmed, has obsessive 
thoughts, or gets upset, her therapist suggested a simple 
exercise, which works well for Megan. First, she has to stop 
whatever she is doing and focus on the problem. She has 
to write it down; getting it out of her head and on paper. 

Then she has to write down three valid reasons why it is 
appropriate for her to freak out. If she can’t come up with 
three reasons, then she knows she is making more of the 
situation than is warranted. She’s not allowed to freak out. 
Taking the time to write it down, even if the writing is 
shaky, forces her to remove herself from the heightened 
emotions of the moment and evaluate the situation for 
what it is. And for her, it works.

“I know if I stay calm my tremor is better,” Megan said. 
“Therapy helps me manage. But I must admit it’s harder 
when I’m out with my friends, in social situations, when I 
have to do things on the fly.” And although she still tends 
to hide her hands from time to time, Megan is coming 
to terms with her conditions. She has made plans for her 
future, set goals, and knows where she wants to go.

In the fall she plans on transferring to Florida Southern 
College to obtain a degree in criminology. And with the 
love and support of her friends and family, and the counsel 
of her therapist, she will surely be the next best behaviorist 
at the FBI in no time.        

With lots of hard work, and the love and support 
of her parents (above), Megan graduated from high 
school last year, with honors. The understanding  
and acceptance (and sheer goofiness) of her brother 
and sister (left) help Megan cope with her worries 
and feel more comfortable in her own skin.
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This is not just an ordinary recipe. This recipe comes from a letter to 
the editor of the New York Times from July 6, 2003. The author was 
Heather Henderson, neighbor of the late, great Katharine Hepburn. 

And just about everyone affected by ET recognizes Hepburn as the most 
famous star ever to be affected by the condition. 

The story goes, one day Heather’s father heard Katharine had been in a car 
accident. He stopped by her New York home to bring her a batch of brownies 
and wish her well. Hepburn tasted them and said, in her shaky voice, “Too 
much flour! And don’t overbake them! They should be moist, not cakey!” As 
was her typical style, Katharine was brutally honest. 

Katharine shared three important pieces of advice with Heather during their 
acquaintance that we all could use to remember:

    Never quit.
    Be yourself.
    Don’t put too much flour in your brownies!

Ingredients
½ cup cocoa or 2 squares (2 oz.) unsweetened Baker’s chocolate
1 stick (1/2 cup) unsalted butter
1 cup sugar
2 eggs
1/4 cup flour
1 teaspoon vanilla
Pinch of salt
1 cup roughly chopped walnuts or pecans

Katharine Hepburn is one 
of 800 people featured on 
a U.S. postage stamp.

Katharine Hepburn’s Brownies

Directions
Melt butter with the cocoa or chocolate together 
in a heavy saucepan over medium low, whisking 
constantly till blended. Remove from heat and 
stir in the sugar. Whisk in the eggs and vanilla. 
Stir in flour, salt and walnuts. Mix well. Pour into 
a well buttered 8-inch square baking pan. Bake at 
325 degrees for about 40 minutes till a toothpick 
inserted in the center comes out clean. Cool 
completely and cut into squares. These brownies 
are very fudgy and may be somewhat difficult to 
slice cleanly; use a sharp knife and a spatula to 
help them loosen from the baking dish.
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Do you remember sitting at the kitchen table as 
a child, surrounding yourself with a rainbow of 
crayons and colored pencils? Do you remember 

the big, gray-paged coloring books filled with illustrations 
of fairy tale characters, super heroes, and planes, trains 
and automobiles? The smell of the crayons and the sound 
they make as they move across the page? Hours could be 
spent hunkered over those pages. As a child, the biggest 
decision that had to be made was deciding what color 
the princess’s dress should be, “tickle me pink” or “purple 
mountain majesty”.

As an adult, our life choices get a bit more complicated 
and a lot more stressful. But now you can bring back 
those days of relaxing, carefree coloring, as an adult. It’s 
the latest trend, and it’s catching on quick.

In the early 20th century, Carl Jüng was one of the first 
Western psychologists to use coloring as a relaxation 
technique. He had his patients color and draw mandalas: 

circular, concentric shapes with a single center-point; 
a symbolic representation of the universe in Indian 

religion. And although there are no modern 
studies that look at the therapeutic nature of 

coloring specifically, a recent report from 
Mayo Clinic states patients who pursue 

some form of art-making receive both 
physical and mental health benefits 

from the exercise. 

Right now, six of the top 20 
best-sellers on Amazon are 

adult coloring books. Adults 
have a multitude of daily 

stresses, between work and 
family, expectations and 
obligations. Grown-ups 
are looking for healthy 
outlets that allow 
them to de-stress 

The Wonders of 
Coloring
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and refocus their energy on the things that are 
really important. And grown-ups with ET are  
no different. 

Stress exacerbates tremor. So anything you can 
do to reduce stress will be helpful for your ET. 
“It’s the process [of coloring] that’s important, 
much more so than the final product” said 
Cathy Moritz, IETF supporter and Facebook 
group member. “Give yourself permission to go 
outside the lines ... it doesn’t have to be suitable 
for framing. The purpose is to help you shut out 
your day to day thoughts for a little bit.” When 
coloring, your brain focuses on the task at hand, 
not your worries, therefore you are able to relax, 
de-stress, and bring yourself back to center.

Like Cathy, Alyssa Tilley also has ET. “I love 
coloring when I’m stressed. It’s very meditative 
and helps me clear my mind. Plus, my trees  
have the BEST bark and leaf textures thanks to 
my shaking.” 

You can find lots of coloring options at your 
local bookstore and online. From the beautiful 
flora and fauna illustrations of Scottish illustrator 
Jahanna Basford, to the amazing collection of 
contemporary illustrations found in Outside the 
Lines. There are funny ones, meditative ones, and 
even ones with adult content. Whatever your 
interest, you can probably find a coloring book 
that’s just right for you.  

So feel free to surround yourself, once again, 
with a rainbow of crayons and start coloring. 
Your inner child will thank you.  

Coloring images from LOST OCEAN: An Inky 
Adventure and Coloring Book by Johanna Basford, 
published on October 27, 2015 by Penguin Books, an 
imprint of Penguin Publishing Group, a division of 
Penguin Random House LLC. Copyright by Johanna 
Basford, 2015.

You can learn more about Johanna Basford’s illustrations 
and coloring books at www.johannabasford.com.
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When it comes to treatment, people with 
essential tremor don’t have many options. 
There are a few medications out there 

that help reduce tremor, but they are only beneficial 
for about 50 percent of people, with an average of 
30 percent reduction in tremor. For those who don’t 
respond to propranolol, primidone, or other common 
ET medications and whose tremor has become 
debilitating, there are surgical options to consider. 

Advances in our understanding of brain anatomy, 
the availability of detailed imaging technology, and 
improved surgical techniques now allow for greater 
accuracy with fewer complications than when these 
surgical treatments were first introduced. Current 
surgical options for ET include Deep Brain Stimulation 
(DBS) and Gamma Knife Thalamotomy.  

Deep Brain Stimulation (DBS)

Currently, the preferred surgical treatment for ET is 
Deep Brain Stimulation (DBS). DBS is reserved for 
those who do not respond to the common medications 
used to treat ET and whose tremor has a severe impact 
on the person’s quality of life and ability to accomplish 
everyday tasks. With DBS, electrical stimulation is 
delivered to the brain through an electrode inserted 
into the brain. It is most effective for treating hand and 
arm tremor, but in some cases it may also be helpful in 
controlling head, voice, and leg tremor.  DBS can be 
done on either one (lateral) or both sides (unilateral) of 
the brain. The implanted electrodes in the brain control 
the symptoms on the opposite side of the body. So if 
tremor symptoms are seen in both hands, both sides 
of the brain may need treatment. Although, DBS can 
significantly reduce tremor, it is not a cure  
for ET. 

DBS was approved by the FDA in 1997 as a treatment 
for essential tremor and parkinsonian tremor. With 
DBS for tremor, a small, pacemaker-like device sends 
electronic signals to the brain through a lead wire 
implanted in the thalamus, the part of the brain 

responsible for movement. DBS is the only surgical 
treatment that is reversible. It can also be adjusted  
if complications should arise or tremor control  
becomes inadequate.  

A specially trained 
neurosurgeon uses state-
of-the-art equipment to 
take several images of the 
brain, in order to pinpoint 
the correct location for the 
lead wire placement.  A 
stereotactic frame (a halo-
type device) is attached to 
the individual’s head, to 
hold it still during surgery.  
The frame is attached with 
four small screws. Local 
anesthesia is used to numb 
the area where the screws 
are placed. Some surgical 
centers have adopted a 
frameless procedure which 
does not require the use of the head frame. Instead, 
markers, which are small screws, are placed on the head 
and are used to assist in determining the exact area to 
target for surgery.

After the frame or frameless markers are attached, the 
patient undergoes a brain scan such as a CT or MRI 
which provides detailed pictures of the brain. This is 
how the neurosurgeon determines the exact location 
of the VIM nucleus, the target location within the 
thalamus. Finally, a small area on the top of the head is 
cleaned and shaved. 

Most patients go through lead placement while fully 
awake. The brain itself does not contain nerve endings, 
so there is no pain. Actually, you don’t feel anything at 
all. And although it is not required you be awake for 
the surgery, it is helpful if you are so the surgical team is 
able to see the effects of the stimulation on your tremor. 

A Closer Look: Surgical Options

This is an example of a 
stereotactic frame used to 
immobilize the head for 
surgery. Image courtesy of Elekta.
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They will often have the individual do a task, such as 
draw a spiral or hold a cup against gravity, to measure 
the effectiveness of the placement. They know when 
they find the correct spot when the tremor is suddenly 
and significantly reduced.

Once the neurosurgeon is satisfied with the placement 
of the lead wire, the lead implantation is complete. 
Either on the same day or about a week later, the 
pacemaker-like battery device is placed in the chest 
and connected to the lead wire by an extension wire, 
tunneled from the chest to the brain through the side  
 

A: The pacemaker-like battery device that provides  
     energy to the system.

B: Lead wires deliver electronic stimulation.

Image courtesy of Medtronic, Inc. 

A

of the neck. Neither the lead wires nor the battery  
are visible. 

Although it can vary at different centers, a few weeks 
after the surgery is completed, the physician or nurse 
programmer will turn the device on and program the 
settings to optimally control tremor. Getting the initial 
settings right may take several programming sessions. 
But not to worry, programming is done wirelessly. 
Most people don’t feel the stimulation, although some 
may feel a brief tingling when the stimulation is first 
turned on.  After surgery, when the stimulation settings 
are optimal, upper extremity tremor can be reduced by 
up to 90 percent.

DBS is brain surgery and there is downtime 
immediately after the procedure. During this time, 
patients are asked to take it easy. A few weeks after 
the procedure, you can go back to your normal daily 
activities. Always following your doctor’s instructions, 
but usually you can gradually try activities that had 
become difficult for you, because of your ET.

Because DBS does involve physically going into the 
brain and implanting foreign objects, there are risks of 
complications. The most serious risks include coma, 
bleeding inside the brain, seizures, and infection, but 
these occur in less than five percent of people. Some of 
these complications are very serious and may rarely be 
fatal. Although it is fairly uncommon, once implanted, 
the system may become infected, parts may wear 
through the skin, or the device may malfunction. Any 
of these situations may require additional surgery or 
cause your ET symptoms to return. When implanted 
on both side of the brain, DBS may also cause speech 
and balance impairments. In addition, the system 
battery will need to be replaced every 3-7 years 
depending on the stimulation settings used. Battery 
replacement is an outpatient procedure.  

DBS is used to treat a number of neurological 
conditions, such as Parkinson’s disease, dystonia, 

B
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epilepsy, Tourette’s syndrome, and obsessive compulsive 
disorder. It is also being studied as a treatment option 
for severe depression, stroke, addiction, and dementia.

Gamma Knife Thalamotomy  

Despite its name, Gamma Knife isn’t a special, hi-tech, 
laser-beam surgical knife; it’s a complex machine that 
delivers finely focused beams of radiation to a single 
point deep within the brain. Alone, each beam has very 
little effect on the tissue it passes through. However, a 
strong dose of radiation is delivered when individual 
beams are focused to a single point, destroying the target 
tissue. The destruction of the target interrupts the signal 
the brain is sending out telling the muscles to move. 
Gamma Knife acts as a signal roadblock, but it is a 
roadblock that can never be moved.

The technique allowing Gamma Knife to precisely 
target the correct area within the brain is called 
stereotaxy. Several imaging techniques are used together 
with special computers and instruments, to provide 
3-D views of the target area and surrounding brain 
tissue. Like in DBS, computerized tomography (CT) 
scanning takes X-ray images from different angles, to 
produce cross-section images of the brain. This allows 
the neurosurgeon to see inside the patient’s brain 
without ever picking up a scalpel. Magnetic resonance 
imaging (MRI) uses a powerful magnetic field and 
radio frequency pulses to produce detailed pictures of 
organs, soft tissues, bone and virtually all other internal 
body structures. Angiography is also used, to ensure 
the neurosurgeon can even see inside blood vessels and 
other vital organs. By studying all these images together, 
a team of specialists can accurately locate the problem 

area within the brain, and focus the radiation beams on 
just that area.

Gamma Knife is not painful. There are no cuts into the 
scalp or through the skull.  However, the neurosurgeon 
will use local anesthesia to numb four spots on your 
scalp and forehead before attaching a stereotactic frame. 
This frame is similar to the one used in DBS, and is 
meant to keep your head immobile, and in the correct 
position during the procedure.

Two-hundred-one highly focused beams of ionizing 
radiation are generated by activated cobalt. The cobalt 
beams are directed to converge at the targeted location 
in the thalamus. The spot where the beams converge 
is where the tissue destruction occurs. This procedure 
takes approximately one hour. 

Gamma Knife is an outpatient procedure, so after 
the procedure the frame will be removed and you will 
generally be released. Early complications or side effects 
are usually temporary and may include:

•	 Fatigue. Tiredness and fatigue may occur for the 
first few weeks after Gamma Knife.

•	 Swelling. Swelling in the brain at or near the 
treatment site can cause symptoms such as 
headache, nausea and vomiting. Your doctor 
may prescribe anti-inflammatory medications to 
prevent such problems or to treat symptoms if 
they appear.

•	 Scalp and hair problems. Your scalp may be 
red, irritated or sensitive at sites where a device 
is attached to your head during the treatment. 

In Gamma Knife, the individual’s head is immobilized 
using a slightly different type of stereotactic frame.

Image courtesy of Elekta.
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Some people temporarily lose a small amount  
of hair.

People may also experience late side effects, such as other 
brain or neurological problems, months after Gamma 
Knife. In addition, the full benefits of this procedure are 
often not fully realized until months after the procedure.

Gamma Knife is most commonly used to treat brain 
tumors, arteriovenous malformations (AVM) and 
Trigeminal neuralgia.

DBS has largely replaced Gamma Knife. The advantages of 
DBS compared to Gamma Knife include the reversibility 
of the procedure, ability to adjust stimulation parameters 
to improve efficacy or reduce adverse effects, and the fact 
there is no permanent destruction of brain tissue. If the 
DBS device is not effective or if a new treatment option 
becomes available in the future, the device can be removed 
without having damaged the brain. In addition, bilateral 
procedures can be performed with fewer side effects than 
with Gamma Knife. For patients in which the cost of DBS 
is prohibitive or for those unable to periodically return to a 
surgical center for programming, thalamotomy may  
be considered.

The decision to have any surgical procedure is a difficult 
one; the decision to have brain surgery, even more so. If 
your medications don’t work to control your tremor and it 
affects your ability to do the things you want to do, then 
you might want to consider a surgical option. Have a frank 
and honest conversation with your movement disorder 
neurologist to learn if surgery might be an option for you.  

Please note: Individuals who have significant memory 
problems and those with unstable medical conditions that 
would increase surgical risk are not good candidates for 
surgery. Persons with other medical conditions requiring 
repeated MRI using a full body-scan may also not be 
candidates for DBS.

Learn more about surgical options  
and what questions to ask your doctor at  
www.essentialtremor.org/treatments/ 
surgical-treatments. 

Considering 
Surgery?
Here are some important 
questions to ask your 
neurosurgeon:

Am I a candidate for surgery? 
Why or  why not?

How many procedures for ET 
have you done? Have they 
been successful?

I understand surgery is not a 
cure, but how much tremor 
control should I expect?

What if you can’t get 
satisfactory tremor control?

I have tremor in both hands—
can both hands be treated? 
Can treatment be done on 
both sides of the brain at the 
same time, or does each side 
require a separate procedure?

What are the possible  
side effects? 

What are the risks?

Are there limitations to MRI  
or CT scans of which I need to 
be aware?

Will my insurance cover the 
procedure? 
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Not much is known about the way essential 
tremor progresses or what struggles people live 
with on a daily basis because of it. To try to 

understand these things better, Vykon Technologies has 
developed the first-ever at home monitoring device for 
those who live with ET and other movement disorders. 
The monitoring device is called DextraSense, and it 
was born out of research being done by Dr. Steven 
Charles and his Neuromechanics Lab at Brigham Young 
University (BYU) in Provo, Utah. 

Dr. Charles is an Assistant Professor of Mechanical 
Engineering and a faculty member in BYU’s 
Neuroscience Center. As a biomedical engineer, 
Dr. Charles investigates how humans control their 
movements, what goes wrong in movement disorders, 
and how to use technology to help people who are 
affected by movement disorders. 

DextraSense is a personal use tremor-monitoring 
device. Its main function is to work as a sophisticated, 
electronic journal that allows a person with ET (and 
their doctor) better understand how their tremor 
behaves on a daily basis and how it progresses over time. 
DextraSense is designed to provide people with useful 
information about the state of their tremor. 

DextraSense is a web application combined with a 
depth-sensing, motion capture camera that provides 
biofeedback measurements to the user. This allows 
people to monitor different aspects of their upper  
limb or head tremor, so they can gain a more  
complete understanding of how their tremor is 
changing over time.

Dr. Charles is spearheading this research initiative and 
originally came up with the idea for DextraSense. His 
lab at BYU is a different type of research lab. It is one 

of the few in the nation where ET research is taking 
place on a regular basis. Members of the lab focus on 
a holistic approach to tremor management. Several 
graduate and undergraduate students diligently work 
to better understand essential tremor by studying its 
physical manifestations. With a better understanding of 
the raw mechanics of tremor, improved assistive devices 
and better treatment options can be found in a much 
shorter time frame.

When you ask any of the students why they are 
working in the ET lab, the response is always the 
same. “Medication and brain surgery do not work for 
everyone, so we need to find another way to help people 
manage their tremor.” While the students realize the 
necessity of pharmaceutical and surgical intervention 
to help those who suffer from severe tremor, they are 
very aware not everyone who has ET will qualify for 
or want to try these options. Thus, the lab’s overall 
goal is to study the mechanical underpinnings of body 
movements to find innovative ways to help people deal 
with ET; ways that don’t require medication or surgery. 

The first step in the process was to develop the 
DextraSense platform. DextraSense acts as a hybrid 
research/consumer tool for people who live with tremor. 
This device works by performing common neurological 
tests anyone with ET or other movement disorders 
would have done at their neurologist’s office, in order to 
assess the severity of the disorder. With DextraSense you 
can do these tests in the privacy of your own home and 
build a personal database of your tremor. The insight 
and information gained from using DextraSense aims to 
shed light on nuances of your tremor while helping you 
and your doctor better understand the things that might 
make it worse or better. Special features of the device, 
such as the Biofeedback option, offer additional tools to 
better understand and manage ET. 

Using Motion Capture for  
ET Management
By Nathan Stanford, Co-Inventor & Co-Founder of DextraSense
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President’s Club
Although every donation matters, regardless of size, those gifts of 
$1,000 or more annually go a long way to further the mission. The IETF 
recognizes and thanks all those who donate at this level by including 
them in the President’s Club. You are a hero to everyone affected by this 
life-altering condition. Thank you. 

For more information about becoming a President’s Club donor, call the 
IETF Executive Director (toll free) at 888.387.3667.

Mr. & Mrs. Joseph Atkinson
Mr. & Mrs. David Berryhill
Mr. Peter Biasella
Ms. Marilyn Black
Mr. Edward Block 
Mr. Paul Broyhill
Mr. & Mrs. John Cakebread
Ms. Lillian Courtheoux
Ms. Patricia Dupree
Mr. Carmen Eanni
Ms. Helen Ensign
Shari & Stan Finsilver
Mr. & Mrs. Richard Frinier
Mr. & Mrs. William Froelich
Mrs. Bonnie Goldberg
Ms. Margaret Gorman
Mr. Benjamin Hampton
Mr. Frank Hanna
Mr. Robert Harms
Mrs. Agnes Heersink
Mr. & Mrs. Martin Holford
Iglewski Family Foundation
InFaith Community Foundation
Mr. & Mrs. Norman Johnson

Mr. Andrew Jones
Ms. Susan Kahn
Ms. Margaret Klein
Ms. Sally Knight
Mr. & Mrs. Thomas C Koehler
Mrs. Michele Leber
Mr. Terry Lee
The Steve and Sandy  
     Lescher Fund 
Mr. Michael Libman
Ms. Bonita Lowry
Dr. Kelly Lyons
Mr. Michael Mahoney
Mr. John Marth
Ms. Laura McCool
Mr. Paul McGrady
Mrs. Stephanie Mendel
Mrs. Beverly Myers
Mrs. Rosemary Nothwanger
Mr. Robert Oster
Mr. Walter Palmer
Mr. Loren Parks
Mr. Anupam Pathak
Mr. & Mrs. Randal Peterson

Mr. & Mrs. Roland  Pohlman
Mr. Robert L Richmond
Mr. & Mrs. Larry Roberts
Mr. & Mrs. Joseph Robinson
Mr. Jack Robinson
Mr. Byron Scott
Mrs. Marsha Morgan Sitterley
Ms. Florence Slater
Mr. & Mrs. Jerry Slater
Mr. John Smith
Mr. & Mrs. Lee Smith
Mr. Frank Soroka
Mr. & Mrs. Walter Stearns
Mr. & Mrs. Gerald Swanson
Mr. Rick Taylor
The Alvin and Fern  
     Davis Foundation
Ms. Nancy Uppal
Mr. John Watterson
Dr. Elmer Werner
Mr. & Mrs. John Williams
Mr. & Mrs. Leo Wilz
Mr. Fred Young

While there is no magic pill to cure 
essential tremor, there is more we 
can do to better understand it. Dr. 
Charles and his team are working 
on innovative solutions. Ultimately, 
Vykon Technologies would like to 
develop a smart sleeve device for 
people affected by essential tremor; 
a new device would be sleek enough 
people would feel comfortable wearing 
it and still provide enough beneficial 
stabilization to reduce tremor.  

The ET community can help move 
this research forward. If you are 
interested in participating in the 
research being conducted at BYU’s 
Neuromechanics Lab, you can call 
them at 801.422.7369 or email 
skcharles@byu.edu. Learn what you 
can do to make a difference in the 
struggle to manage and to better 
understand ET. 

If you are interested in pre-ordering 
the DextraSense home version for 
$139 or $10 per month, you can 
do so at www.dextrasense.com or 
801.859.4751.
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Thank you to everyone who established memorials and contributed funds to honor loved ones on behalf of 
the IETF from August 7 to December 17, 2015. If your donation was processed after December 17, 2015, it 
will be listed in the next issue of Tremor Talk. (Honoraria or Memorials are listed in UPPERCASE, donors 
are listed in italics.)

and MemorialsHonoraria

METRO DETROIT ET  
SUPPORT GROUP
     Anonymous

REESE BENEZRA
    Mr. & Mrs. Jerry Rubin

RICHARD & PERRI 
COURTHEOUX
    Ms. Lillian Courtheoux

JOE DRISCOLL
    Col. & Mrs. Barry D. Pencek

SUSAN ISRAEL
    Mr. & Mrs. Arnold Task

PATRICK MCCARTNEY
    Shari & Stan Finsilver

BRAD SMITH
    Mr. & Mrs. Leo Wilz

JERSEY WICKER
    Mrs. Stacy Chakur

LEO WILZ
    Mr. & Mrs. Leo Wilz

BROTHER, ALLAN
    Ms. Joan Feldman

FAY BECK
    Mrs. Betty Wilson

WILLIAM BOYER
    Mr. & Mrs. Robert Wagner

BETTY CARPER
    Mr. Greg Curtis

DAVID FORREST CHAPMAN
    Ms. Iris Chapman

SARA COX
    Ms. Marcie Anderson
    Ms. Arbedella Rhodes

SOL DAVIS
    Ms. Lorraine Bernstein

GEORGE EICHELMAN
    Mrs. Doris Benit
    Mrs. Eleanor Gager
    Mr. & Mrs. Tim Hickerson
    Mr. & Mrs. Walter Iffert
    Mr. & Mrs. Scott Johnson
    Mr. & Mrs. Gary Kukowski
    Ms. Maria Graci Rizzuti
    Southington Lions Club
    Dave & Jane Spargo
    Mr. & Mrs. David Stein

BARBARA GARRAHAN
    Mr. Dave Dobel
    Ms. Lisa Foster
    Mrs. Tammy Goodrich
    Mr. Edwin Johnson
    Ms. Jane McInerney
    Ms. Elizabeth McKenna
    Ms. Katharine Olimpi
    Ms. Donna Pickett
    Ms. Jane Price
    Ms. Theresa Ryal
    Mrs. Jody Schorr
    Ms. Reka Shinkle
    Mr. & Mrs. Joseph Stivaletti
    Ms. Charlotte Teklitz
    The Kaiser Family
    Ms. Elizabeth Van Story
    Ms. Gail Walls
    Ms. Anne Warhola
    Mr. & Mrs. Jerry Watkins

MARY GRABOSKI
    Mr. Byron Scott

LORRAINE HAAS
    Mr. Dean Haas

BARBARA HARLIB
    Mrs. Joan Zapin

AUDREY HIGLEY
    Eastern Airlines Pilots’  
         Wives Club

ALLEN HOFFMAN
    Ms. Kathleen Baukin

ERWIN ISAACSON
    Ms. Phyllis Werbel

JACK JAYNE
    Mr. Thomas Jayne
    Ms. Jane Scollay

HERSCHEL JOHNSON
    Mr. & Mrs. Fred Adair

DOLLY KALLSEN
    Ms. Linda Klein

ALAN KAPLAN
    Mrs. Joan Zapin

ROBERT KIBORN
    Mr. & Mrs. Joseph Robinson

SYLVIA KRAMER
    Adelaide Sugarman &  
         Marshall Greenberg
    Ms. Sandra Bakalar
    Ms. Lois Baker-Ernst
    Mr. & Mrs. Arthur Cahn
    Mr. Peter Cahn
    Ms. Barbara Cantor
    Mr. & Mrs. David Cohen

Honorariums
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memorials



Celebrate birthdays, anniversaries or special occasions 
with a gift “in honor of” family and friends. Or 
remember loved ones who have passed on with a gift 
in their memory. Making an honorarium or memorial 
donation is a great way to recognize those close to you, 
while supporting the mission of the IETF. 

You can make your donation online at  
www.essentialtremor.org/ways-to-give or by calling the 
IETF office (toll free) at 888.387.3667.
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    Ms. Amy Fay
    Mr. & Mrs. Frederick Gardner
    Mr. & Mrs. Bozi Goldman
    Ms. Carolyn Goldman
    Hertel & Konish Wealth  
         Mgmt. Group
    Ms. Shirley Himmelfarb
    Mr. & Mrs. Art Hitchcock
    Mr. & Mrs. Louis Holzman
    Mr. & Mrs. Matthew Kaufman
    Mr. & Mrs. Arnold Kline
    Mr. & Mrs. Ron Nevins
    Perico P.C.
    Drs. Gary & Sylvia Reiser
    Ms. Karen Rivers
    Mrs. Lisa Rosenthal
    Mr. & Mrs. Arthur Schwartz
    Ms. Miriam Shutzer
    Ms. Edith Sontz
    Mr. & Mrs. Matthew Stiglitz
    Mr. & Mrs. Paul Sugarman
    Ms. Hope Zabar

MARJORIE KRELL
    Mr. & Mrs. George Aylesworth
    Ms. Amy Krell
    Mr. Robert Nelson
    Ms. Pat Redems

WILLIAM KRISMAN
    Mrs. Kathleen Nuyen

PHYLLIS LEMPERT
    Ms. Hilary Goldberg
    Ms. Virginia Kochan
    Ms. Wendy Lertola

BARBRA LIVINGSTON
    Mrs. Beverly Wemette

KENNETH LUCKEY
    Ms. Evelyn Hicks
    Ms. Muriel Hicks

HAZEL MAIER
    Mr. & Mrs. O. E. Atchley
    Ms. Edna Jackson
    Mr. Robert Maier
    Ms. Bettie Olson
    Orphaned gifts

JACK MCGUIRE
    Ms. Barbara Morris
    Mrs. Joan Zapin

SHIRLEY MCINTIRE
    Proud Ground

SHIRLEY MCINTYRE
    Ms. Melanie Berrier
    Ms. Resa Boxell

WILLIAM MOREHOUSE
    Mr. & Mrs. Tom Girz
    The Brown Family
    Mr. & Mrs. Mike Van Buskirk
    Mr. Harold Winters

PHYLLIS ROBINSON
    Dyersburg Disciples

GARY SEBENS
    Mr. & Mrs. Denny Bartison
    Mr. & Mrs. Michael Bays
    Mr. & Mrs. Michael Bruce
    Ms. Patricia Chesser
    Ms. Sheila Christie
    Mr. & Mrs. Eric Devore
    Mr. & Mrs. Harvey Hamilton
    Mr. & Mrs. Lorn Handley
    Mr. & Mrs. Johnson
    Mr. & Mrs. Robert King
    Mr. & Mrs. Donald Klinker
    Ms. Mary McGowan
    Mr. David Miller
    Mr. John Molloy
    Mrs. Vivian Sebens
     

    Ms. Cindy Staudenmaier
    Mr. & Mrs. Gerald Weseloh

EVELYN SHAW
    Mr. James Shaw

MINNA SNYDER
    Ms. Gail Snyder

MARTHA SOROKA
    Mr. Frank Soroka

ALTA SPRINGER
    Mr. & Mrs. Jeff Beech

PEARL STOCKSTILL
    Friends in the Division

WILLIAM TEWLES
    Shari & Stan Finsilver
    Mrs. Jill Pelisek

SHIRLEY CYRIACKS THORELL
    Ms. Joyce Luster
    Ms. Linda Miller

LINDA TOWNE
    Mr. John Towne

DOROTHY M. WAGNER
    Mr. Charles Damsel

HAZEL WEST
    Mr. & Mrs. Leo Wilz

LEE WOODS
    Mr. & Mrs. Robert Wagner



s uppo r t

TREMOR  TALK  January 201628

United StateS

Juneau, AK
William Diebels  
907.321.7586 
bdiebelssr@gmail.com

Gardendale, AL
Suzanne Frazier
205.602.4332 
sfrazier1031@charter.net

Madison, AL
Carla Holder
256.837.1713
angelharpny@yahoo.com

Hot Springs Village, AR
Janice Morrison
501.922.6656
jmhb@suddenlink.net

Little Rock, AR
Eric Twombly  
501.773.5528 
et_ark@yahoo.com

Sun City West, AZ
Ross Stapleton  
509.710.5804  
ofs40@yahoo.com

Yuma, AZ
Dan Dawson  
928.248.5579
yumaessentialtremor@gmail.com

Belmont, CA
Deanne Bohne  
650.591.9362  
peninsulaET@gmail.com

Gilroy, CA
Lynda D.  
408.847.8649
siliconvalleydet@gmail.com

Novato, CA
Satoko Miller
415.883.8494
northbay4et@gmail.com

Palm Desert, CA
Janine Judy  
760.285.0411 
desertcharm55@aol.com

Roseville, CA 
Paula Lavin  
916.771.4866
rosevilleet@yahoo.com

San Ramon, CA 
Sharon Alexander  
925.487.5706 
eastbayet@comcast.net

San Diego, CA
Carolina Conway
714.865.3377
sdessentialtremor@gmail.com

CT, rotates throughout state
Helen Moser  
203.922.2521
hbmoser@optimum.net

Daytona Beach, FL
Janet Hirst  
386.801.3906 
janethirst@gmail.com 

Lady Lake, FL
Ken Taylor  
352.787.3866 
kstaylor62@usa2net.net

Leesburg, GA
Rebecca Long
229.942.8599
rebeccalong22@yahoo.com

Savannah, GA
Phil & Nancy Bowden  
912.352.7921
savnanbo@bellsouth.net

Aurora, IL
Donna Sperlakis 
630.499.6619
donna.sperlakis@rushcopley.com

Granite City, IL
Priscilla Johann 
618.451.1977
pridenjoy30@yahoo.com

Schaumburg & Winfield, IL
Lynn Bernau   
630.497.2142 
lbb1219@yahoo.com

Louisville, KY 
Erika Ganong 
502.291.3676 
Erika.ganong@gmail.com

Springfield, MA
Karen Villanueva  
207.432.4334
bonneville_karen@yahoo.com

Scarborough, ME
Katrina Randall   
207.432.4334
akatrinacare@gmail.com

Clarkston, MI
Tom & Sabrina Pilarski 
248.672.8448
tomsabrina@me.com

Lee’s Summit, MO 
Anita Otis 
816.373.4303  
anitafo58@gmail.com

St. Louis, MO 
Michael LaRue 
314.809.4408  
flashlarue@gmail.com

Perkinston, MS
Katelyn Swackhamer
601.928.1505 
kswackha@bulldogs.mgccc.edu

Asheville, NC
Rita Lyda   
828.298.4085 
rita@lyda.us

Carolina Beach, NC
Carol Anderson 
910.232.3568 
seaynotes@aol.com

Sylva, NC
Ted Kubit
828.631.5543 
tkubit@frontier.com 

Concord, NH
Eileen Keim 
603.224.7829
travlr1776@gmail.com

Freehold, NJ
Morton Meiskin
732.462.8304 
mmmeiskin@optonline.net

Albuquerque, NM
Ken Whiton   
505.453.1732 
kwhiton43@icloud.com

Hauppauge, NY
Harvey Glasser   
631.493.9203 
hglas34832@aol.com

New York, NY 
Margaret Mackey
212.673.8207
peggymackey@nyc.rr.com

Mogadore, OH
Brenda Libbey 
330.980.4155 
brendafaye01@hotmail.com

Seven Hills, OH
Eric Hendrickson
216.369.9169 
ehendrickson@essntltremor-cle.org

ET Support Groups

Support groups are not intended to provide medical advice or be a substitute for qualified medical care. The 
International Essential Tremor Foundation does not assume any liability resulting from participation in a support 
group. The opinions held by the support group leaders, attendees or presenters are not necessarily those of the IETF.
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Eugene, OR
Nick Richmond  
541.689.3323 
nmrichmond@aol.com

Portland, OR
Stephen Loaiza
503.653.0006 
smloaiza@comcast.net

Bryn Mawr, PA
Walter Ebmeyer
610.491.9549
ebmeyerwalter8@gmail.com

Macungie, PA
Susan Klofach
610.966.1695
susan.klofach@rcn.com

Mineral Point, PA 
Margaret Johnson 
814.241.6500 
maggie.johnson@gmail.com

Pittsburgh, PA 
Darla Yesko 
412.351.4564 
dfyesko@gmail.com

Turboville, PA 
Marianne Yeagley 
570.850.6223 
smyeagley@verizon.net

Mayaguez, PR
Maria Rivera Ramos
787.201.7748
cristy12958@yahoo.com

Moore, SC
John Remley
864.216.8113
jremley47@gmail.com

Nashville, TN
Jim Crowley 
615.509.2386 
bflo1937jim@yahoo.com

Abilene, TX
Jayme Howell 
325.370.7597
jaymehowell@yahoo.com

Dallas, TX
Kathryn MacDonell 
214.345.4224 
kathrynmacdonell@texashealth.org 

Houston, TX
Betty Schwarz 
832.598.2235 
schwarzrb@comcast.net

Tyler, TX
Elizabeth Guthrie 
East Texas Medical Center 
Neurological Institute  
903.316.9700
guthrie.e.f@gmail.com

Wichita Falls, TX
Amanda Green 
940.781.4427 
amandalhouck@gmail.com

Clearfield, UT
Trudy Hutchinson  
801.391.3430
utahshakes@gmail.com

Alexandria, VA
Louise VanDiepen 
703.786.9130
louisevandiepen@gmail.com

Charlottesville, VA
John Watterson  
434.973.2510 
johnwatterson@comcast.net

Falls Church, VA
Angela Barton  
703.717.8728 
angela.c.barton@gmail.com 

Richmond, VA
Diana Campbell  
804.556.2345 
et.richmondva@yahoo.com

Roanoke, VA
Mike Hopkins   
540.685.2677 
mhop856@aol.com 

Kirkland, WA
Robert Delf  
206.601.9217 
bobdelf0523@gmail.com

Middleton, WI
Kathy Muirhead 
608.824.9130 
madmidet@charter.net

Milwaukee, WI
Vicki Conte 
Parkinson’s and Movement 
Disorders Program 
vconte@mcw.edu

international

Shepparton, Victoria
Australia
Mrs. Christine Beer
+614 27 331 104
thinchris@gmail.com 

Calgary, AB
Canada
Lola Denise Johnson
403.547.9289 
dnisej@telus.net

Brantford, ON, 
Canada
Deborah Jackson
519.770.4502
brantford.
essentialtremorcanada
@gmail.com 

Hamilton, ON, 
Canada
Tim Stevens  
289.639.9134
tron37@gmail.com

Windsor, ON, 
Canada
Heather Nash  
519.990.6900
windsor.essentialtremorcanada@
gmail.com

Dorval, QB, Canada
Bryan Comeau
514.831.9961
bryanj@videotron.ca

Greater Noida, Uttar 
Pradesh, India
Ajit Singh
+919910230936
ajitsingh140354@gmail.com

New Delhi, India 
Mr. Divya Bhatia
+8860866399
divybhatia_16@yahoo.in 

Bonn/Cologne, Germany
Albert Brancato
Selbsthilfegruppe Essentieller 
Tremor
+49-228-327153
albert.brancato@yahoo.de

Are you looking for a support group but don’t see one listed in your area? Consider volunteering as an IETF Support 
Group Leader, and help bring greater support and awareness to your community. Learn how to start a support group and 
keep it going for years to come at www.essentialtremor.org/volunteer. 
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Kansas City, MO

International Essential Tremor Foundation
P.O. Box 14005 Lenexa, KS 66285-4005 U.S.A.
888.387.3667 (toll free)  913.341.3880  (local)  
EssentialTremor.org

The Catherine S. Rice Scholarship Fund

The IETF offers scholarships to students of all ages who are affected by essential 
tremor, to help fund a portion of their college education. Please help us make college 
dreams come true by making a donation to the Catherine S. Rice Scholarship Fund. 
Call us or visit www.essentialtremor.org/scholarships to learn more. 


