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Sincerely,

Catherine Rice
Executive Director, IETF

Thoughts from the Executive Director
So much has happened since the last issue of Tremor Talk it’s hard to know where to 
begin! We had a wonderful turnout for National Essential Tremor Awareness month. 
So many people showed their support by doing all kinds of activities that helped to 
raise awareness in communities throughout the U.S.—some people chose to organize 
walks and others participated as walkers, some contacted their government officials 
to have an official proclamation put in place and others contacted friends and family 
to ask for their support, some hung posters and still others handed out information. 
All in all, more than $23,000 was raised and we are so proud and appreciative of 
everyone who took action to help raise funds and awareness.

In this issue, we have some wonderful personal stories to share with you. Andy 
Lamont shared his story with us about what it’s like to be a bodybuilder with ET. Read about his challenges and 
achievements as he moves through life with tremor. You can also read about Jack Peters, a bright young man who was 
featured in Tremor Talk when he was just 13. Find out what he’s been up to in the last five years and what his plans are for 
the future.

Read up on some fascinating research being done right now that may one day offer options for those who don’t respond 
to  current medications. We have included an article that focuses on research being done into Deep Brain Stimulation as 
a treatment option for vocal tremor, and another article that covers what is currently happening with Focused Ultrasound 
research. These surgical options may very well open the door for more effective treatments in the not so distant future. 
More funding for this kind of critical, essential tremor focused research is needed. 

Within these pages, you will learn how the IETF is working to educate healthcare providers and government officials 
about essential tremor, in order to garner more interest in and focus on essential tremor. We are your voice, and we work 
very hard to make sure it is heard loud and clear. 

Be sure to also read about Krista and the Readi Steadi glove. Krista is an Occupational Therapist who has come up with 
an innovative orthotic device for those with ET. It is amazing what one person can do when they have the will to get 
something done! 

Stay in touch this summer. Please visit the website often and download our new app, so you can follow  
along with us as we break new ground and reach new horizons this year. We thank you so much for all your support, 
donations and volunteerism. Without your help, everything that has been accomplished would not have been possible.

PS - We look forward to receiving your comments about this issue and suggestions for upcoming articles.   
        As you know, we are here to help support you and your family. Let us know how we can help.
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ET in DC

Two important pieces of legislation may 
change the lives of everyone affected 
by essential tremor today and for 
generations to come. The 21st Century 
Cures proposal and the Advancing 
Research for Neurological Diseases Act 
of 2015 may have a direct impact on 
ET patients. Our liaison in Washington 
DC, Tom Bruderle, has been making 
the rounds in the Capitol building, 
ensuring the voices of those with ET are 
heard loud and clear.

With the 21st Century Cures proposal, 
Congress will look at all the steps 
involved in bringing a new medication 
or assistive device to market in the 
United States. They will look for ways 
to streamline the process; close the 
gaps between advances in scientific 
knowledge and regulatory policies. 
Over the next several months, members 
of Congress will examine the whole 
process, from discovery to development 
to delivery, to determine what steps can 
be taken to keep scientific innovation 
moving forward at full speed. This 
could potentially open the door to faster 
FDA (Food and Drug Administration) 

approvals for potentially ground-
breaking research. 

Within the 21st Century Cures 
proposal is a provision that would help 
create incentives for pharmaceutical 
companies to pursue medications that 
currently don’t exist. New medications 
are difficult to develop and costly to 
produce, but have the potential to 
improve the lives of millions of people 
living with chronic diseases. Called 
the “dormant therapies” provision, 
it would enable Congress to set a 
predictable length of time before generic 
medications could be brought to 
market. The idea behind the provision is 
that pharmaceutical companies will not 
spend millions of dollars and countless 
years developing unique and targeted 
medications for currently untreatable 
conditions if there is not some way for 
them to recoup some of those research 
and development costs. The provision 
only covers medications that the FDA 
deems to be a current unmet medical 
need. It creates a win-win situation for 
everyone. Pharmaceutical companies 
have an incentive to create new drugs 

for conditions like ET, a condition 
that doesn’t currently have a single 
medication specifically developed for 
treatment, and patients will benefit 
from new treatment options for their 
untreatable conditions.    

The Advancing Research for 
Neurological Diseases Act (H.R. 292), 
introduced by Reps. Michael Burgess 
(R-TX) and Chris Van Hollen (D-
MD), will guide the Centers for Disease 
Control and Prevention (CDC) in 
tracking the occurrence and frequency 
of neurological diseases, including 
essential tremor. The goal of H.R. 292 
is to find ways to better understand 
future healthcare needs, note overall 
changes in health practices, assess disease 
burden, promote education and support 
neurological research. More than half 
of the cosponsors for this bill were 
recruited by Tom, working on behalf of 
the IETF. 

As a member of the American Brain 
Coalition (ABC), the IETF is one of 
85 non-profit and for-profit members 
that represent 50 million Americans 
suffering from neurological disorders. 
Together, the IETF and the other 
members of ABC are asking our 
respective senators to help push brain 
research forward. 

Stand with the IETF and ABC! Contact 
your senator and tell them to support 
the 21st Century Cures proposal 
and the Advancing Research for 
Neurological Diseases Act of 2015.  
You can find contact information for 
your United States senator at  
www.senate.gov.  Use the handy locator 
tool in the top right-hand corner of the 
homepage to select your state.
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Genetic Mutation. A Family Affair.

A study from the Universities of Montreal and McGill 
have found a specific protein mutation to be the cause of 
essential tremor within a large, ET-affected family. Many 
genetic studies have been done on large families where 
ET is a common diagnosis. These studies looked at the 
tendency for variant or mutated genes to be only in the 
affected individuals, thus causing disease. The goal was to 
find and study any variant genes so that a pattern linked to 
ET may be found.  However this classic linkage-based gene-
discovery method has its flaws. 

First, some researchers believe that ET is over-diagnosed, 
and therefore, it is likely that some family members 
included in these linkage studies were misdiagnosed and 
should not be included. Second, because ET is such a 
common movement disorder, there is an increased risk that 
family members do not have the inherited gene that causes 
ET. There is a greater possibility of sporadic (not caused by 
genetic factors) ET which hinders linkage studies.

In the University of Montreal and McGill study, exome 
sequencing was used to help identify rare variations or 
mutations in the genetic code of this particular family, 
rather than the linkage-based method described above. 
Though only comprising a small fraction of the genetic 
code, exomes convey information that instructs genes to do 
certain things and behave in certain ways and are thought 
to cause 85% of the mutations that cause disease. DNA 

samples were collected from four family members who 
had a “definite” diagnosis of essential tremor and whose 
tremor began prior to 40 years old. These DNA samples 
were sequenced and then compared with each other, other 
members of the family, and with a control group (those 
who have no sign of or genetic connection to ET). 

One variant protein was found in all the “definitely” 
affected family members. Fifty-four percent of the family 
members who were noted as “possibly” having ET also had 
this rare mutation. More importantly, this mutation was 
not seen at all in the 450 control individuals nor has it been 
identified in the Exome Sequencing Project database (a 
storehouse of genetic samples available for research). This 
protein mutation is the first to be associated with ET. 

The variant protein found in this family appears to be 
a very rare cause of the hereditary subtype of essential 
tremor and may account for, at most, 1.5% of familial ET. 
Subsequent studies conducted by others have confirmed 
this to be a rare but true cause of ET.

It is important to fully understand the role that variant 
proteins and mutations play in ET. It is only through 
continued scientific research that the elusive gene, with its 
rare ET-causing mutation, will be discovered. 

Summary of “Exome Sequencing Identifies FUS Mutations as a Cause of Essential  
Tremor”. Merner, Nancy D. et al., The American Journal of Human Genetics, Volume 91,  
Issue 2 , 313 - 319.  Reviewed by Guy Rouleau, MD, PhD, FRCP(C), OQ, Director, Montreal 
Neurological Institute and Hospital and Department of Neurology and Neurosurgery,
McGill University, Canada
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A Matter of Weighting

Tonja Baker is a legal assistant in a busy law office in Baton 
Rouge, LA. Her responsibilities range from conducting legal 
research and drafting official documents, to case management 
and general clerical duties. It is a challenging yet rewarding 
profession that requires a lot of organizational skills and a 
sharp mind. It is the kind of fast-paced environment where 
Tonja once thrived.

Her hands used to fly across the keyboard, typing a whopping 
100+ words per minute (wpm). She could complete a client 
letter before her boss could find a stamp for the envelope. 
Especially adept at remembering the details of past cases, 
Tonja was a real asset to the firm. She was at the top of her 
game and enjoying every moment.

But recently, Tonja’s abilities have been hindered by her ET. 
“My tremor has gotten worse in recent years and my typing 
has really suffered” Tonja said. “I got down to only being able 

to type maybe 15 wpm, and that’s on a good day.” She was 
really fearful that she would no longer be able to work at all, 
let alone stay in her current position. Her employer, although 
accommodating, needed her to be able to perform her duties 
as she had in years past. She knew something had to be done. 

She visited with her physician and determined it was time 
to try medications to help ease her tremor and allow her 
to continue working in her chosen profession. After a full 
health assessment and medical review, it was determined 
that Primidone was the best treatment option for Tonja. She 
started the medication right away only to find she began 
having problems with her memory and concentration. “I was 
so foggy because of the medication, I began to wonder if I 
would be able to keep working,” she explained. “At just 47 
years old, I didn’t want to be forced to file for disability.”

A few days later, Tonja’s boss saw a short interview on the 
news about a local occupational therapist who was able to 
help a woman with a Parkinsonian tremor through the use 
of an experimental, weighted glove. Seeing its potential, he 
immediately passed on the information to Tonja.

When Tonja’s physician refused to offer a referral to the 
clinic referenced in the segment, Tonja took it upon herself 
to contact the OT directly, using a link she found on the 
IETF’s Facebook page. That’s how she met Dr. Krista Madere, 
certified hand therapist.

Krista has been an occupational therapist for more than 
18 years and has a strong background in neurology and 
orthopedics. Originally, Krista invented the “Readi Steadi” 
glove to accommodate a very active and determined patient 
who was affected by Parkinson’s disease. This particular 
patient had an atypical kinetic tremor (tremor that activates 
when the affected body part is in motion), similar to that 
of ET. “We started with AA batteries strapped to the back 
of her hand, to try to dampen the tremor. Then we tried 
heavy fishing lures. But those were bulky, not to mention 
unsightly. Finally, I discovered small, low-profile, non-toxic 
weights, fabricated at a local machine shop, that could 
be easily attached to a custom, plastic brace,” Krista said. 
The brace inside the glove is molded to fit the individual’s 
wrist precisely. That is where she attaches the weights. The 
individual weights are strategically placed on different areas 

Krista (left) shows Tonja (right) how the weights attach to the 
orthotic so she can make adjustments to the device as needed.
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of the hand to achieve different levels 
of tremor reduction. A nude or black 
colored orthotic liner covers the whole 
device, making it less noticeable and 
less obtrusive.

Krista agreed to see Tonja because 
she was in such a difficult situation at 
work, and she believed her glove could 
offer some assistance where common 
medications had failed. “Her therapy 
goals were very high, and she was a 
good candidate for the glove,” Krista 
continued. “With her help, I was able 
to make some ET-friendly adjustments 
to the glove.  I added an attachment 
for the forearm to address the rotation 
tremor seen in ET.” So far, Krista has 
fitted six essential tremor patients with 
the Readi Steadi glove and has noted a 
65% improvement in overall function. 

“It is amazing how being able to do 
the littlest things makes such a huge 
difference in my life,” Tonja said. “I 

haven’t worn eyeliner in probably five 
years, but now I can do it without 
poking my eye out!” The Readi 
Steadi glove seems to be making a 
big difference not only in her ability 
to use her hands, but has also had 
a significant positive impact on her 
emotional and psychological well-
being. “I can go out to lunch with my 
friends or colleagues from work, and I 
don’t have to worry about what might 
happen when I pick up my water glass 
or how I’m going to manage the salad 
course. I know with the glove on I can 
just enjoy the moment.” 

The Readi Steadi glove is not 
available to the general public yet, as 
Krista is still perfecting the design. 
Although the custom orthotic itself is 
washable, the liner is not waterproof 
or very breathable. “That is my only 
complaint about it,” Tonja mentioned. 
“In Louisiana, where the humidity 
can reach 100% at 8 a.m., it gets a 

bit sticky. But that’s it. I’m so thrilled 
with the results … I love that I can 
continue to be productive and work in 
a field that I love.”   

Krista hopes to perfect her design and 
get it out to OTs around the country. 
“Since it is covered by most insurance 
companies, Readi Steadi could be 
an affordable, alternative treatment 
option for those with essential tremor,” 
Krista continues. “It is so rewarding 
to know that something I came up 
with is actually helping people live 
and function better. That’s why I got 
into this field in the first place, to 
help people. Now I feel like I’m really 
making a difference.”
  
If you would like more information 
about this orthotic, you can contact 
Krista at kmadere@readi-steadi.com or 
504.559.2073.

The Readi Steadi glove is custom designed for each individual patient, so that it offers flexibility and a comfortable fit.
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Learning about your device’s accessibility options can only help make 
communicating in today’s technology world easier.  

For more information, visit www.apple.com/accessibility  
or www.microsoft.com/enable.
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Technology is revolutionizing the way we communicate 
with one another. Whether through email, text messages, 
social media or good old-fashioned phone calls, our daily 
lives require the use of electronic devices to communicate. 
However, maneuvering these computers, tablets and cell 
phones can be tricky with tremor. Below are ways to 
personalize your devices’ accessibility options to make 
communicating easier. 

Speech Recognition/Dictation  
Interact with your computer without using a mouse or 
keyboard. With a microphone, you can speak commands the 
computer will understand and respond to, as well as dictate 
texts. This option is available under Speech Recognition in your 
Control Panel for Windows 8.

For Mac, choose System Preferences, then from the View menu, 
choose Dictation & Speech. Navigate to any text field, activate 
Dictation, and then say what you want to write. Dictation 
converts your words into text. You can also turn on Dictation 
and tell your Mac to bold a paragraph, delete a sentence, or 
replace a word. 

Magnifier  
Enlarge portions of your screen to make it easier to view and 
navigate text and images. For Windows 8, you can set the 
magnification level up to 16 times the original size and choose 
to track what you magnify by movement of your mouse, 
the keyboard, or text editing. For Windows 8, click the Start 
button, Control Panel, Ease of Access Center and select Make the 
computer easier to see. 

For Mac, you can enlarge your screen up to 20 times. You can 
use it full screen or picture-in-picture, allowing you to see the 
zoomed area in a separate window while keeping the rest of 

the screen at its native size. Choose System Preferences, click 
Accessibility, and then click Zoom.

Mouse Accessibility  
Change the size, speed and sensitivity of your mouse to make 
navigating your computer stress-free.  For Windows 8, click 
the Start button, Control Panel, Ease of Access Center and then 
Make the mouse easier to use.

•	 Change the color and size of mouse pointers. You 
can use these options to make the mouse pointer 
larger, or change the color to make it easier to 
see. You can also change the motion speed of 
the mouse for enhanced pointer precision, or 
select Snap To which will automatically move the 
pointer to the default button in a dialog box.

•	 Turn on Mouse Keys. You can use this option to 
control the movement of the mouse pointer by 
using the numeric keypad.

•	 Activate a window by hovering over it with the 
mouse. This option makes it easier to select and 
activate a window by pointing at it with the 
mouse rather than by clicking it.

For Mac, open System Preferences. Choose View, Mouse, or 
click the Mouse icon. 

•	 To control how fast the pointer moves across 
your screen when you move the mouse, 
click Point & Click and use the Tracking slider 
to adjust speed. Slowing down your mouse’s 
sensitivity may give you better control.

Many of these features are also available on smart phones and 
can be accessed in the settings section for Android  
and iPhones. 

Making Technology Accessible
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A bequest is a gift that can transform the IETF and 
is a meaningful expression of support. The IETF 
recently received a thoughtful gift of a bequest 
through a donor’s trust. But we were saddened 
because we didn’t know the donation was coming 
and we didn’t get a chance to say “thank you”.  
We missed our opportunity to share all the  
amazing things the gift would provide for the  
entire ET community. 

Please let us know if you have set aside funds for 
the IETF, so we can properly thank you for your 
thoughtfulness. Or, let us know if you would like 
information about how to name the IETF in your 
will or living trust. Your thoughtfulness today 
ensures your name and contribution will live on and 
have a meaningful impact for years to come.

“The IETF is the focal point for research and support for those 
of us who have essential tremor. My bequest is my legacy to my 

children and others who may develop this life-altering and disabling 
condition. It is vital that persons are made aware of this condition. 
Doctors and scientists must be supported in their research to find 

the cause of essential tremor. We need help to deal with daily living 
until a cure is discovered for this condition that affects such a large 

portion of the population. This is the mission of the IETF.”

Lillian Courtheoux 
IETF Member since 2004, 
Member of the IETF Living Legacy Society

Leaving a 
Legacy

Get more information about leaving behind a legacy 
by calling the IETF at (toll free) 888.387.3667 or 

visit our Planned Giving section online at  
www.legacy.vg/essentialtremor.
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Driven, Daring anD intensely focuseD.  
confiDent, bolD anD self-assureD. 
conDitioneD, DevelopeD anD mentally clear.

These are all adjectives describing a specific type of person; the type of person 
who makes the choice every day to take one step forward in order to get what 
they really want out of this life. It is such a simple idea, but it takes a special kind 
of person to make the choice each day and live it. It’s definitely not easy.

At a solid 275 lbs., Australian native Andy Lamont has never had to worry about 
being bullied or picked on because of his tremor. And when we say “solid”, we 
mean solid. Reminiscent of the Greek hero Hercules, Andy’s body is a lean and 
sculpted masterpiece. It is his intense passion that drives him and pushes him 
forward each day. Each day he chooses to live a very hard and disciplined life in 
pursuit of the sport he loves.

Andy has been bodybuilding since he was 19 years old. He had always been 
interested in physically-demanding, competitive athletics. As a member of his 
high school rugby team, he knew he had to be mentally strong and physically 
fit to survive and excel in this very aggressive and popular sport. Without the 
protective helmets and pads of American football, a rugby scrum or tackle could 
be pretty brutal.    

“One season I injured my leg in a game and had to sit out,” Andy said. “I didn’t 
like sitting around, not doing anything.” Even as a teen, sitting on the sideline 
was not in his nature. “I put more time and emphasis on weight training while 
my leg healed.” That’s when he met a few local bodybuilders at the gym, and his 
interest in the sport of bodybuilding began to develop. 

“I had never even considered bodybuilding before,” Andy continued, “I thought 
I was too small to compete.” But with the encouragement of his training 
partners, Andy began to sculpt his physique through resistance weight training, 
a specialized high-protein, high-carbohydrate diet, and adequate periods of rest 
between workouts. “I just fell in love with it. I knew that the results I got were 
because of my own hard work and dedication. And I am very, very dedicated.”  

But all the while, through all the strenuous physical training, there was the tremor. “I have always had a tremor in my hands,” 
Andy explained. “I saw a general practitioner about it when I was a teen. He told me that some people just  
shake and it was nothing to worry about.” Knowing it wasn’t anything really serious, Andy didn’t even bother mentioning the 
diagnosis to his parents, assuming there was nothing to be done and the slight tremor he was experiencing was perfectly normal.

Andy was in the real world after high school; looking for a good job and trying to make his own way. He had a clear vision of 
where he wanted to go, but kept running into obstacles along the way. He landed an interview with a nutritional supplement 
company and was excited about the prospect. “I was pretty nervous about the interview, as most people are. But unlike other 

builDing a champion

Bodybuilding not only takes intense 
physical strength, but extreme mental 

focus and drive. With the support of his 
wife, Jocelyn, Andy takes on his greatest 

challenge and strives to battle his 
essential tremor to sculpt and control 

the perfect form.
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people, I could feel my head and hands shaking a lot,” 
Andy said. And although he felt confident on the inside, 
his tremor told a different story. “It seemed like the man 
interviewing me spent the whole time staring at my 
trembling hands. I tried to just go through the interview 
like nothing was wrong, but I don’t think I did a very good 
job of looking as calm, cool and collected as I felt.” 

Like many people with essential tremor, the more Andy 
noticed the interviewer watching his hands, the more 
self-conscious he became. And the more self-conscious 
he became, the more his hands shook. “It wasn’t just 
embarrassing, it was a big distraction,” recalled Andy 
… and a missed opportunity. Although the interviewer 
never said a word about Andy’s shaking, it was clear that 
assumptions were made.  It would have been a great 
opportunity to educate the interviewer about essential 
tremor, as it was quite obvious that Andy’s shaking hands 
and head were noticed. But Andy chose, in this instance, 
not to bring it up. “I’m not sure if it would have made a 
difference, but it would have made me feel better about the 
whole situation if I had just said something about it. But, at 
the time, I didn’t.”

“It is all the assumptions that people make when they 
see someone shaking that really bothers me. I don’t want 
people to think I am detoxing or have some kind of drug 
abuse problem just because I have tremor,” Andy said. But 
without offering a lesson in essential tremor the interviewer 
was left with nothing but his own assumptions. Needless to 
say, Andy didn’t get the job.

Thankfully, Andy was not navigating the world completely 
on his own. Although he has no known family history of 
essential tremor, he has received a great deal of comfort  
and support from his family and doting wife and life-
partner, Jocelyn.

“Before we got married, Jocelyn was a little concerned 
about the tremor,” Andy said. She had noticed that when 
Andy trained at the gym, especially when he strained 
against the heavier weights, his whole body would tremble. 
But it wasn’t until Andy was recovering from a spinal injury 
in his neck (unrelated to ET) that she finally convinced him 
to see a movement disorders neurologist. 

Andy also suffers from degenerative disc disease, a genetic 
condition that causes the breakdown of the tissue (cartilage) 
that protects and cushions joints in the spine. Andy’s 
tremor had been slight until his mid-30s when he began 
having problems with the discs in his neck. At that point 
he had won Mr. New South Wales (state title), came in first 
place at the Junior Mr. Australia competition, placed sixth 
in the Junior Mr. World, and finished second in the Open 
Men’s Class of Mr. Australia. He was on the cusp of turning 
a bodybuilding hobby into a professional career when he 
began having problems with several discs in his neck that 
required surgery.

In February 2012, Andy underwent artificial disc 
replacement surgery. “My head and hands were shaking a 
lot more than they had before. It was pretty noticeable,” 
Andy recalled. “Jocelyn and I just thought the increased 
shaking was due to the problems with my neck. But  
when the shaking continued after surgery, we grew  
more concerned.” 

Later that year, at 36 years old, Andy received his official 
diagnosis from a movement disorders neurologist. Like 

Andy with his beautiful bride, Jocelyn, and  
their three adorable children.
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many people, Andy had never 
heard of essential tremor 
before and was surprised that 
shaking wasn’t just something 
that some people do, as he was 
told previously.

What he heard this time stuck 
with him. He heard things 
like “no cure”, “uncontrollable 
shaking”, and “no known 
cause”. “It was daunting 
knowing that I would have this for the 
rest of my life, not knowing how severe 
the tremor could become,” Andy said. “I 
found it really hard to deal with at first; 
knowing that the tremor was not only 
never going away, but it could continue 
to get worse.” It was clear to Andy that 
no amount of positive thinking, training 
or mental focus was going to change 
the diagnosis. And this big, strong, rock 
of a man momentarily succumbed to 
the sorrow felt when diagnosed with a 
chronic, incurable condition. 

This set Jocelyn into action. As a lawyer, 
she was adept at researching information 
and finding resources. But she is much 
more than a savvy fact-finder for 
Andy; she was the strong one during 
this difficult time; the rock that held 
him up, that kept him going. “Having 
this makes me feel really frustrated. 
Truthfully,” Andy continued, “I have 
had more than a few moments where 
I have been pretty depressed about it. 
But she is always there to help lift me 
up and put things into perspective. She’s 
definitely a keeper.”          

Andy hasn’t competed in a 
bodybuilding competition since his 

spinal surgery, but has been training 
diligently for a comeback in 2016. 
“I still have pain and have lost a fair 
percentage of strength. Weights that I 
used to use to warm up with, now seem 
heavy,” he explained. He’s not sure how 
he will fair in competition in the future. 
Bodybuilding is a very subjective sport 
based on the amount of musculature 
an individual has, the symmetrical 
distributions and proportions of the 
muscle, and how well the individual 
is able to showcase their physique on 
stage. Every movement is expected to 
be planned and controlled, showcasing 
the best attributes of the musculature. 
“I do worry,” Andy continued. “Any 
movement on stage will be exaggerated 
with all the stage lights. I am hopeful 
my tremor won’t be noticeable.”

Andy is currently taking a beta-blocker 
to help reduce his tremor, although, 
for a bodybuilder and professional 
personal trainer, beta-blockers can be 
problematic. When he first started 
trying medications, he started on the 
most common medication used to treat 
ET, Propranolol. He found he began 
to put on weight rapidly and felt very 
lethargic. His physician switched him 
to another beta-blocker that was not 

as effective at controlling the tremor, 
but it allows him to keep the lean and 
sculpted form he desires, with some 
amount of tremor reduction.

Andy still struggles with bouts of 
frustration and depression. He still feels 
self-conscious when other people notice 
his hands or head shaking. He still 
fears that people will think he’s a junkie 
rather than ask him about his tremor. 
But he has no intention of letting any 
of that stop him or slow him down. 
He has come to accept his diagnosis 
and strives to educate others about the 
condition. And he fully intends to train 
harder than ever, with his family, his 
three children and his wife all by his 
side, cheering him on. 

Andy is working every day to regain his 
strength and perfect his form. He has 
set his goals and visualizes his successes, 
confident that his comeback in 2016 
will put him back in the running for 
a professional bodybuilding career. 
“Having essential tremor is not a 
guarantee of failure. It’s just something 
I have.” Andy said. And he is so right. 
Andy is living proof that if you truly 
desire something and are willing to put 
your heart and soul into it every single 
day, anything is possible. 

Andy with his youngest son, Flynn.



Another awareness month has come and gone. On behalf of the International 
Essential Tremor Foundation Board of Directors and staff, we want to thank  
everyone who took part in awareness month activities. Whether you hung up 
awareness month posters at your local library or made a donation on behalf of a 
walker, we appreciate every effort that helped the general public learn more about  
this life-altering condition.

Mackenzie, affected by ET

Julie Radman and Lynn Bernau, 
Chicago, IL

Richard and Deb Plowe,  
Grand Rapids, MI
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And that’s what it is all about—
funding programs that help people 
become more aware of essential 
tremor, so they will be more 
understanding and compassionate 
when confronted with someone who 
is affected—that is the goal. Reaching 
this goal, however, isn’t always fast 
and easy. It takes everyone working 
together; doctors, nurses, patients, 
friends and families—getting 
involved and getting the word out. 

ET Awareness Walks
Walks are a popular and fun way 
to get people engaged in a cause 
and raise much needed funds. 
However, because the IETF is a small 
organization and our supporters 
are spread out all over the world, 
hosting a major walk is just not 
feasible, yet. This year we asked our 
own supporters to take the lead 
and organize awareness walks in 
communities around the country. 
Several people volunteered to take on 
the challenge, and we could not be 
more grateful for their dedication.  

Redding, CA
Rhonna Stacher volunteered 
again this year to organize a walk 
in her community. Not only did 
Rhonna organize a walk, but she 
also had some fun activities for the 
participants, like a face painting 
station for the kids and a raffle 
with cool prizes donated by local 
businesses. Rhonna was able to get 
some live on-air time with her local 
radio station to promote her walk 
and tell the listening audience more 
about the condition. “I learned that 
there are more people in the area than 

I expected that are affected,” Rhonna 
said. Her group of 60 or so raised 
almost $650 for awareness month 
and she definitely plans on doing it 
again next year.  

San Diego, CA
Support Group Leader, Carolina 
Conway, put together a great walk 
in sunny San Diego and the weather 
was absolutely perfect! Lots of people 
came out to show their support, 
wearing their awareness month 
t-shirts and holding up signs the 
group made, so that people would 
know what the walk was all about. 
“Little Mackenzie (pictured pg. 11) 
also has ET,” Carolina said. “So from 
the moment I met her I knew she 
would be perfect to help promote 
and raise awareness for ET, especially 
in children.” Carolina is also planning 
on organizing another walk in 2016 
and has already started preparations. 

Cocoa, FL
Wendy Thompson wanted to bring 
awareness to her Florida community. 
She hung her personalized walk 
posters all over town, utilized social 
media to help spread the word and 
contacted several neurologists’ office 
to have them post information as 
well. This walk was held at Wendy’s 
church, which just so happened to  
be having a big yard sale that day as 
well. “It was a great opportunity to 
get the word out to people who may 
otherwise never have known about 
it,” Wendy said.

Savannah, GA
Philip and Nancy Bowden have 
been the Support Group Leaders in 

Savannah for many years. They are an 
amazing team with a contagious “can 
do” attitude. Although their walk at 
the Oglethorpe Mall was small, it still 
made a big impact in the community. 
“Our support group is really excited 
to start planning for 2016,” Nancy 
said. “Our members now see the 
importance of raising awareness and 
what awareness can do for us all. 
They are getting involved and taking 
ownership. Phil and I are delighted 
just to be part of it.”

Chicago, IL
Lynn Bernau, Support Group Leader 
of not one but three ET support 
groups in the Chicago area, decided 
to partner with the local hospital, 
since the weather in Chicago in 
March is a bit unpredictable. “Rush-
Copley Healthplex was fantastic 
to our group,” explained Lynn. 
“They allowed us to use their indoor 
walking track as long as we needed, 
and they helped publicize the walk 
to their ET patients. But the most 
unexpected and thoughtful gesture 
came from the maintenance workers 
at the walking track who, after 
learning about what we were doing, 
made a donation to our cause.” 
Lynn’s group raised more than 
$2,000 for awareness month. Look 
for Lynn’s group to walk at the Rush-
Copley Healthplex again next year.

Avon, IN
Angela Hall had her walk at her 
church, in the town of Avon, just 
outside Indianapolis. The weather 
fully cooperated and it was a nice 
turnout. The group walked for about 
an hour around the church and was 

NATIONAL ESSENTIAL TREMOR  
AWARENESS MONTH 2015
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then entertained with a “thank you” 
concert by a local band. When asked 
why she decided to be a walk organizer 
she said, “My husband has ET and he 
has always tried to hide it. But now that 
I’ve coordinated an awareness walk, he 
has been more open to talking about it. 
And that’s the point! So many people 
with ET are ashamed. We need to 
educate people so those who suffer with 
it don’t have to be ashamed or try to 
hide it anymore.”

Grand Rapids, MI
Do you remember our feature story in 
the last issue of Tremor Talk, the one 
with the beauty queen, Allison Dyke, 
on the cover? Allison’s mom, Julie, 
hosted an awareness walk in Grand 
Rapids to help raise awareness about ET 
and support her daughter who struggles 
with ET every day. Julie was even able 
to get her local hospitals to sponsor her 
event. “I wasn’t sure if we could do this, 
but we followed the handbook that 
the IETF had online and it was pretty 
easy to put together,” Julie said. “Plus, 
the staff at the IETF office were very 
helpful.” Friends, family, and her beauty 
queen sisters came out to support 
Allison and to learn more about her 
condition. Together, they raised more 
than $1,000 for ET awareness.  

West Bloomfield, MI
Tom and Sabrina Pilarski hosted a 
walk in the Detroit suburb of West 
Bloomfield. They ran into unexpected 

challenges along the way, but were still 
able to pull off an amazing walk event! 
“We had plans to walk at the local 
outlet mall, but they wanted to charge 
us a $6,000 fee,” said Tom. “There 
was no way we could pay that. And 
just when I thought we would have to 
cancel the whole thing, the local Jewish 
Community Center opened their arms 
and their doors to us, with no fees or 
strings attached.” This kind gesture was 
just one of many positive things that 
came out of Tom and Sabrina’s efforts.

They asked the members of their 
support group to reach out to their 
friends and family and ask for them to 
support the IETF and ET awareness.  
Mark Honeyman and Elissa Kline did 
just that; writing and sending emails 
to their friends and family, telling their 
personal ET stories and asking for 
support. These two individuals raised 
more than $5,200 by themselves, 
simply by asking. They were able to not 
only raise a good deal of money, but this 
gave each of them an opportunity to 
tell those they love why this cause is so 
important to them. 

Look for another walk in the Detroit 
area in 2016. 

Wichita Falls, TX
Amanda Green is new to the Support 
Group Leader volunteer program, but 
felt that organizing a walk was a great 
way to get things off on the right foot. 

Top: Gayle Granat and Elissa Kline show off their official IETF t-shirts 
before the beginning of the West Bloomfield, MI ET awareness walk.

Middle: Taylor Wallers of Redding, CA. Young or old, big or small, 
everyone can get into raising awareness.

Bottom: Allison Dyke’s fellow pageant queens in Grand Rapids, MI, made 
t-shirts in support of their friend. Do you admire someone with ET?
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“What better way to bring people 
together, than to have an ET walk right 
here in Wichita Falls!” said Amanda. 
Although it was a small gathering, it 
was a perfect day to be at the park, and 
Amanda was able to provide several 
passers-by with educational information 
about ET. As her group grows, so 
will her walk. We hope the whole 
community comes out and joins her  
in 2016.

Other Activities
It’s not just about organizing or 
participating in a walk. Walks are not 
for everyone and not an activity that 
everyone gets excited about. But getting 
the word out and raising awareness is 
something that everyone who is affected 
by ET can participate in and get excited 
about. Sometimes, however, it’s hard 
to know where to start … exactly 
how to raise awareness. The IETF 
provides the online guide How to Raise 
Awareness, to make raising awareness 
easy and fun. You can download the 
guide, free awareness posters, and other 
helpful awareness materials at www.
essentialtremor.org/AwarenessTools.

To illustrate all the different ways you 
can raise awareness, just look at what 
people were able to accomplish in the 
following states. And these are but a 
few examples. People from all over the 
world hung awareness month posters, 
sent in letters to the editor of the local 
newspaper, shared information on 
Facebook, and talked to their friends, 
family, neighbors (and sometimes even 
complete strangers) about essential 
tremor, all in the name of raising 
awareness. All it takes is a little time, 
a passion to make a difference and a 

touch of inspiration. After reading 
about what these people were able to 
accomplish, we hope you are inspired to 
raise awareness in your community too, 
all year long. 

Connecticut
Helen Moser is Support Group Leader 
for the whole state of Connecticut. She 
approached the governor of her state, 
Dannel Malloy, about supporting a 
state-wide proclamation for awareness 
month. He agreed and signed the 
proclamation. Well done Helen!

Oregon
Stephen Loaiza, Support Group Leader 
in Portland, approached his state 
Representative about gaining official 
recognition for ET Awareness Month 
on a state level. Not only that, but he 
also visited with his county government 
officials and had the proclamation 
passed for Clackamas County as well. 
Numerous members of his group 
ordered awareness posters from the 
IETF and placed them all over town: 
in medical offices and clinics, grocery 
stores, restaurants, and even three spas. 
The whole group joined together to 
make sure the entire city was covered.

California
Ruth Hieta doesn’t have essential 
tremor. She has dystonia. But the 
support group she attends in Gilroy 
accommodates both conditions, so 
she decided to get involved. She held 
a fundraiser at the Cupertino Curves 
fitness club and brought in $250 to 
support her friends with ET. “Some 
people didn’t know anything about ET 
and where really interested in learning 
more. I was glad to be able to give them 

some great brochures and literature 
to help educate them. I was happy to 
help,” said Ruth. Ruth shows that you 
don’t have to have ET, to help raise 
awareness about it.

Arizona
Joyce Day wanted to make donating 
easy for her friends and family around 
the country, so she decided to select a 
safe and secure fundraising website that 
would allow her to collect Paypal and 
credit card donations. She decided on 
YouCaring.com. She used the handy 
online features provided by YouCaring 
to harness the power of social media to 
raise awareness. Her goal was to raise 
$500. “Either I have low expectations, 
or I have amazing friends because I 
was able to raise $1,200,” Joyce said. 
We think Joyce definitely has some 
amazingly generous friends. 

Pennsylvania
Dr. Barry Platt, of Warminster, had an 
article about essential tremor published 
in his community newspaper. They 
even published a large image of the 
IETF’s Awareness Month poster.  “I 
saw the IETF’s TremorGram email 
about “sharing your story” for awareness 
month and decided to do just that,” 
said Barry. “So I wrote a little article 
and submitted to the publisher of the 
community paper. And they published 
it! The best part is that I got a call after 
the paper came out, from another 
member of my community, thanking 
me for writing it. He has ET too. He 
thought he was alone.”

You Made a Difference
There were so many people, from Maine 
to Mexico, who got involved and helped 
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Thank you to everyone who made a 
donation in support of a friend or loved 

one who walked to raise essential 
tremor awareness in  

their community. 

Those being honored are listed in  
ALL CAPS, and donors are listed in italics.

ALL WALKERS: Beverly Ann Hill, Helen Moser, Pam 
Weber, Kathleen Wood; LYNN BERNAU: Michael 
Bloom, Shelley DePuy, Harlene Friedman, Carol Goff, 
Debby Hackbarth, Holly Hendee, Joey Lee, Kathy 
Maras, Shirley Pasowicz, Alice Rohrbach, Dayna 
Sethness, Robert Tarragano, Sherry Via, and Carol 
Wilford; CRYSTAL COOMBS: Kevin Coombs and 
Vaughn Coombs; ALLISON DYKE: Mary Brennan; 
JULIE DYKE: Trinity Health; AMANDA GREEN: Keli 
Fields, Goldcreations, Sandia Neurology Group, 
PA; BONNIE HERDMAN: JoeAnn Harlow; MARK 
HONEYMAN: Robert Amore, Joseph Amore, Shaan 
Baig, David Balog, Jacquelyn Bell, Ann Bieneman, 
Alan Blatnikoff, Shawn Broida, Douglas Brouhard, 
Julie Brown, Neena Crimmins, Brady Crimmins, Neena 
Crimmins, Dina Dickow, Gary Doyle, Rob Durecka, 
Kenny Eaton, Edward Eichenhorn, Jennifer Epstein, 
Suzanne Fellows, Natalie Finerty, Trudy Fink, Amy and 
David Fink, Lauren Fink, Joel Gertner, Andy Gignac, 
Joan Glass, Robyn Gold, Jordan Huyser, Barb Kaufman, 
Scott Klimecki, Steve Krivitsky, Josh Lefkowitz, Linda 
Masica, Denise Moll, Lisa Neuman, Elena Ofiara, 
Holly Painter, Christiane Parker, Chip Raches, Josh 
Reinicke, Fallon Shaya, Meggin Silverman Rosner, 
The Simoni Family, Jill Sloan, Andreas Spaeth, Laurie 
Toth, Jennifer Valbuena, Laura VanGemert, Janice Von 
Itter, Lisa & Alan Wittenberg, Stacey Wittenberg, Gina 
Wymore, Sarah Yang, Catherine Young, and Staci 
Zimmerman; ELAINE HOOVEN: Sharon Bachmann, 
Diane Berley, Mary Jo Blough, Susan Bonnevier, 
Anne C. Chilstrom, Carolyn Collins, Patricia De Leon, 
A. Wayne Gieseman, Barbara Goggin, Augusta Hart, 
Joanne Hill, Marian Leininger, Marian Lynch, Betty 
Lundy, Richard Marsho, Mary Jo Mulcahy, Rosemary 
Naseef, Cynthia Nissen, Chris Schroeder, Karen 
Souders, and Anne Valentin; ELISSA KLINE: Deborah 
Balkin, Leslie Belenson, Abra Berkson, Carol Cohen, 
Phyllis Fane, Dorene Finer, Eleanor Fradis, Lisa Freed, 
Gerald Freed, Ari Freed, Sol Friedman, Andrea Gold, 
Gayle Granat, Ronna Heller, Eileen Isenberg, Sherelyn 
Kahn, Sue Kaufman, Ellen Kaye, Judi Kaye, Barry 
Kelman, Monica Kline, Gary Kline, Karen Kline, Wendy 
Kohlenberg, Michael Kovacs, Jess Kraft, Ken Kronick, 
Sharon Lampear, Stuart Leff, Dana Letvin, Lori Marx-
Rubliner, Ann Meehan, Jerome Moss, Linda Nack, 
Natalie Newman, Judy Ojala, Carole Parker, Susie 
Parker, Dianne Rote, Gordon Shlom, Denise Shuster, 
Ruthellen Singer, Gary Snyder, Ronald Sonenthal, 
Sanford Szirtes, Howard Tenebaum, David Tisdale, 
Clarence Wayne, Barbara Weberman, Mark Weiss, 
Bill Winshall, Beverley Wolgin, and Ralph Zerbonia; 
TERRY PALMER: Mary Corel, Russell Gray, and Lori 
Park; TOM & SABRINA PILARSKI: Suzette Brinkman, 
Dolly Niles, Marinda Mattus, and Diane McCandless; 
RHONNA STACHER: Dan Poff, and Rhonna Porch; 
CARY WEITZMAN: Darryl Ephraim; JOSEPH WOLF: 
Judith Willour; CAROL WYLIE: Colleen Michaelis

make their communities more aware 
of essential tremor. So to all those who 
made a donation, shared a post, left a 
poster, had a conversation, or took to 
the streets … thank you. You made a 
difference!

Awareness is a slow process, but it 
is working. The IETF gets calls and 
emails and private messages from 
people all over the world, wanting to 
learn more about ET. People who have 
ET themselves, friends and family 
members of people who have ET, and 
a variety of healthcare providers all 
called to learn more. They called the 
IETF because they learned about ET 
from you. You made someone aware. 
And that is a powerful thing.

March may be over for this year, 
but that definitely doesn’t mean the 
time for raising awareness has passed! 
Awareness can and should take place 
all year long. So take some time 
this summer and make a pledge to 
do something to raise awareness. If 
everyone committed to just doing one 
thing that helps someone else better 
understand essential tremor, think 
how far that could take us. Think of 
how much we could accomplish by 
next year ... 

   

 Top: Stephen Loaiza, Support Group 
Leader in Portland, OR, with State 
Representative Brent Barton.

Middle: Helen Moser proudly holds the 
CT state proclamation. 

Bottom: No matter who or what you 
are, you can sport a free spiral pin,  
like Potato here, and help raise  
ET awareness. Get yours at  
www.essentialtremor.org/Shop.
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“We had known since Jack was very young that he 
shook,” recalled Lisa Peters, Jack’s mother. “Until his 
diagnosis at 6 years old, we just thought he was an 
excitable, uncoordinated little boy with lots of excess 
energy.” Although Jack’s great-grandmother had  
severe essential tremor later in life, the Peters had not 
made the connection between her shaking and their 
young son. 

It was the school nurse who had suggested to Lisa that 
Jack’s shaking should be investigated by a specialist. 
“Ms. Mauel, the school nurse, not only brought Jack’s 
physical struggles to my attention but she also became 
Jack’s advocate,” Lisa explained. “She learned all she 
could about essential tremor in order to help Jack be 
successful. I truly believe that her extra efforts ensured 
Jack’s needs were addressed at school. She made school 
comfortable and safe; a place where Jack could just 
be himself, shakes and all. And he definitely excelled 
because of it.”

When we first met Jack, he was a typical 13-year-old. 
He enjoyed playing video games, building things, and 
riding his bike. Fast forward to 2015. Although he’s 
traded in his dirt bike for a driver’s license, not much 
has changed. “I still play video games and stuff. But 
now I have a lot of other things going on too,” Jack 
said. We caught up with the busy teen and his mom 
one evening after rehearsals for an upcoming school 
play. “It’s funny how when I’m on stage reciting my 
lines for the play, I am not nervous at all. I really don’t 
shake that bad,” Jack said. “But if I have to give a 
speech in front of the class, forget it … I’m all over the 
place.” Jack is still as honest and good-hearted as he 
was five years ago. His positive nature is infectious and 
when you talk with him, you can feel his excitement 
for just living life.

“I am really lucky. I’ve never really had any problems 
with the other kids at school,” said Jack. “They ask 
about my shaking or say something about it, and I just 
tell them about it. Then it’s no big deal.” As far as Jack 
is concerned, his tremor has always just been part of 
him—part of what makes him Jack. And he feels no 
shame in that. He even wears a medical alert bracelet to 

Where are they now?

We first met Jack in 2010. 
Back then he was a wide-eyed 
kid with big dreams and high 
aspirations. Five years later,  
not much has changed.

Jack Peters

Here is Jack gracing the cover of Tremor Talk  
in the Fall/Winter issue of 2010.
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help healthcare workers know that he has a special medical 
condition. “People ask me if I have diabetes or something. 
And that gives me a chance to let them know about 
essential tremor.”

Although his peers accepted him and his diagnosis without 
judgment, the same cannot be said about all his educators. 
“There have been a few teachers over the years who didn’t 
understand Jack’s diagnosis,” explained Lisa. “One in 
particular used to tell him that she knew he could control 
his tremor, like kids with Tourette’s syndrome can control 
their tics if they choose to, and he just wasn’t trying hard 
enough.” When faced with that type of challenge, Lisa 
simply provided the teacher with an education in essential 
tremor. “I gave the teacher all the information I could, like 
the IETF’s Children with ET: A Guide for Parents and Other 
Caring Adults flyer. I made sure she had the facts about his 
condition AND that she understood exactly how it affected 
Jack. And again, Ms. Mauel, the angel of a school nurse, 
stepped in to ensure Jack got all the assistance he needed.” 

Jack still takes medication to help control his tremor, but 
he has also found a few assistive products that have proved 
to be very useful. “I can’t live without my Dr. Grip® pen,” 
Jack said. Made by Pilot®, the  Dr. Grip® pen offers smooth 
writing with a wide, double-layer grip. It is weighted and 
balanced to help reduce writing stress and Jack calls it  
a “life-saver”.

Jack also uses Dragon Speech Recognition Software. 
Dragon allows Jack to simply talk, and his computer types 
exactly what he says. He is able to update his status on 
Facebook, do research on the web, and create reports for 
school without ever touching a keyboard. “It takes some 
time to train the system, especially if your voice is shaky like 
mine,” Jack explained. “But it is definitely worth the time 
and saying ‘a-e-i-o-u’ over and over and over again, so it can 
learn the way you talk. It makes homework and papers so 
much easier.”

Obviously, Jack is still undaunted. He returned from 
a Spanish Club trip to Peru just in time to start play 
rehearsals. On the heels of that, he’ll be working on his 
computer science final, designing an interactive video game. 
“Who has time to slow down,” said Jack. “I’m having too 
much fun!”

Five years from now, when Jack is graduating from college 
with his computer science degree and is heading off into 
the wide world, we have little doubt he will still be as 
enthusiastic and passionate about life as he has been for 
the last five years. With his own openness to discuss his 
condition, and with the love and support of his parents and 
the other caring adults around him, he is destined for great 
success. We look forward to continuing to watch him grow.   

Jack has just returned from a Spanish Club trip to Peru. As you can see, Jack has grown up a lot since we first met 
him, but he is still the same thoughtful and caring young man we met five years ago.
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Essential tremor is a neurological disorder that 
presents with trembling of the voice as well as 
other body parts. When a patient shows signs 
of essential tremor along with tremulous voice, 
a feature of many movement disorders, the 
condition is known as Essential Vocal Tremor 
(EVT). It has been estimated that up to 40% of 
individuals diagnosed with essential tremor also 
present with EVT. 

In EVT, there are alterations in the pitch and 
loudness of the individual’s voice because 
muscles in the larynx, pharynx, and the palate 
are fluctuating at a 4-8 Hz frequency. The 
manifestations of these fluctuations are most 
noticeable during sustained enunciation of 
vowels. Unfortunately, this causes patients to 
experience marked effort with their speech that 
worsens with stress and anxiety. This makes living 
with EVT difficult and sometimes embarrassing, 
and patients may find themselves avoiding school, work, 
and other social situations other people take for granted. 
Moreover, basic activities including writing, eating, and 
drinking can become difficult, significantly impacting an 
individual’s quality of life.   

Management of EVT is difficult with current treatment 
options, as many patients do not experience substantial 
improvement. Deep Brain Stimulation (DBS) has been 
utilized for decades in the treatment of movement disorders 
like Parkinson’s disease and essential tremor, and has been 
proposed as a potential remedy for EVT. However, very few 
neurosurgeons have employed this technique specifically for 
the treatment of EVT. (Figure 1)

However, the physicians and researchers at Stanford 
University School of Medicine in California have been 
applying DBS in the treatment of patients with severe voice 
tremor, and for the first time are performing comprehensive 
vocal tremor evaluations, to maximize its effects.

Assessment and Treatment 
EVT is currently assessed through the combined efforts of 

an otolaryngologist (ear, nose, and throat doctor) specializing 
in assessment and treatment of voice disorders, and a speech 
language pathologist, who helps the patient develop their 
phonation, intonation, fluency, pitch, and voice. 

Currently, EVT is identified, quantified, and characterized 
by either transnasal or oral endoscopy. Endoscopy involves 
inserting a camera into the patient’s throat to visualize the 
vocal cords, and having them sustain a vowel sound, in order 
to observe any abnormal movements. Transnasal endoscopy, 
or endoscopy through the nose, is the preferred method, 
since the vocal cords are in a more natural position with this 
technique. A diagnosis of laryngeal tremor is made if the vocal 
cords exhibit rhythmic movements, present both during quiet 
breathing and during the pronunciation of a vowel. Patients 
typically also exhibit contractions of the mouth and throat 
muscles in an up-and-down direction. 

In addition to endoscopic techniques, a voice evaluation is 
also performed with the aid of a speech language pathologist, 
which involves quantification of the abnormal rhythmic 
movements. (Figure 2) In particular, the rate and magnitude 
of these movements are used as benchmarks. 

Deep Brain Stimulation for Vocal Tremor
By Vinod Ravikumar, BS; Allen L. Ho, MD; Chih Kwang Sung, MD, MS; Elizabeth E. DiRenzo, PhD; 
and Casey H. Halpern, MD

Figure 1. Front and side views of Deep Brain Stimulation (DBS) 
leads placed in the ventrointermediate nucleus (Vim) of a patient 

specifically for the treatment of essential vocal tremor (EVT).
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Treatment of EVT is initially managed with medications 
such as Propranolol and Primidone. If necessary, 
Botulinum toxin injections, also known as Botox™, are 
administered into the vocal cord muscles. However, this 
method will only be successful if the tremor is caused 
by the muscle that has been injected, and involvement 
of other untreated muscles will allow the condition 
to persist. Further treatment with the aid of a speech 
language pathologist has provided beneficial results for 
some patients, as they learn to adapt to their condition and 
master control over their vocal cords. 

Deep Brain Stimulation for EVT
Unfortunately, the current treatments and interventions 
available for treating vocal tremors are limited and often 
not effective. Deep Brain Stimulation (DBS) has been 
hypothesized for many years to have potential to treat vocal 
tremor, but there have been few studies that demonstrate 
its effectiveness in a comprehensive and directed fashion. 
There are a handful of studies that demonstrate elimination 
or decrease in vocal tremor using DBS in the treatment of 
patients with essential hand tremor, Parkinson’s associated 
tremor, and dystonia. These studies indicated that vocal 
tremor did not improve as much as tremor in other parts of 
the body. 

At Stanford, neurosurgeons work with the otolaryngologist 
and speech pathology team, using DBS to target a specific 
region of the thalamus known to be involved with vocal 
control. To the researcher’s knowledge, this marked the first 
time that a tailored approach was utilized in administering 
DBS treatment for vocal tremor. They determined 
stimulator placement during the operation, after careful 
evaluation with voice assessments in the operating room 
with a speech language pathologist.  

Target for DBS
The specific region of the thalamus that was targeted for 
the DBS procedure is known as the ventralintermediate 
nucleus (Vim). The typical target for implantation of the 
DBS electrode for essential tremor is within the kinesthetic 
fields corresponding to the hand. The area of the Vim 
involved in head and neck movement, including the vocal 
cords lies more in the middle. Targeting this specific region 
is challenging, as it is very small and requires mapping 

with advanced imaging technology and intraoperative 
physiologic neuromonitoring for accurate placement. 
Keeping patients awake for the procedure allows for this 
neuromonitoring to confirm the reduction in tremor 
frequency and intensity with test stimulations. The desired 
effect in terms of reduction in vocal tremor is assessed 
by a speech language pathologist in the operating room 
to optimize and confirm the best position for final DBS 
electrode placement. (Figure 3)

Conclusion
Stanford University School of Medicine’s treatment of EVT 
utilizing awake, frameless DBS, guided by voice analysis 
has been successful. Patients’ vocal tremor were well-
controlled, without any apparent negative effects. Further 
study is needed in the future to address tremor that occurs 
in multiple muscles, as they may require stimulation in 
additional sites in the brain. Larger clinical trials are also 
needed to establish this treatment as a standard of care. 
Finally, a multidisciplinary approach with rigorous pre-
operative, intra-operative, and post-operative voice testing 
can be expanded to other voice disorders, including those 
related to Parkinson’s disease and dystonia. 

Figure 2. Voice frequency data readout from voice 
analysis performed by a speech language pathologist to 
diagnosis vocal tremor and document improvement in 

tremor following DBS.  
Frequency - Blue. Intensity - Yellow.
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Deep Brain Stimulation is a treatment 
option that has been underutilized for 
treating patients with EVT. Few studies 
have examined the results of DBS on 
vocal tremors, and none have tailored 
their interventions to target vocal 
tremors specifically. Stanford’s approach 

to specifically target the centrally-located 
Vim for EVT has yielded encouraging 
results. These findings will have 
tremendous value for these people, and 
will hopefully usher a new era of DBS-
based treatments for people afflicted 
with vocal tremor. 

For a complete reference list for this 
article, please contact the IETF office at 
888.387.3667 or email  
info@essentialtremor.org.

Essential tremor, the most common movement disorder, has a 
profound impact on people’s quality of life in both their home 
and workplace. Prescription medications, such as Propranolol 
and Primidone, can effectively treat tremor in some, however, 
up to 40% of people with essential tremor cannot tolerate or 
do not respond well to these options. 

If medications fail to reduce tremor, there are surgical options 
available. However, not every individual who has ET is a good 
candidate for surgery. Research indicates that MRI guided 
high-intensity focused ultrasound (MRgFUS) may be used to 

treat patients with essential tremor who do not respond to the 
typical medications and who do not qualify for Deep Brain 
Stimulation or Thalamotomy. Although more research needs 
to be done, focused ultrasound will hopefully provide an 
alternative treatment option for people with essential tremor 
in the future.

MRgFUS may become an appealing surgical alternative 
because it is less invasive than other interventions, as no 
incision is required. In the case of essential tremor, the ventral 
intermediate nucleus of the thalamus (Figure 1) on one side 

By Catherine G. Kernie, MD; Pejman Ghanouni, MD; and Casey H. Halpern, MD

Tomorrow’s Surgical Options 
May be here sooner than we thought

Figure 3. This section of the brain shows the 
location of motor receptors of the leg (open 
triangle), arm (open square), and face (open 
circle). The final placement of the DBS lead is 
represented by the thin blue line. Notice how the 
lead touches both the hand receptors and those of 
the face, thus effecting both hand and  
vocal tremor.
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of the brain is targeted by focused 
ultrasound, resulting in the heating 
and destruction of the tissue in that 
area of the brain. In the Phase 1 studies 
done at the University of Virginia, the 
Sunnybrook Health Sciences Center 
at the University of Toronto, and 
Yonsei University Medical Center in 
Seoul, Korea, a total of 31 individuals 
underwent MRgFUS treatment. 
During the procedure, a frame was 
attached to the head of the patient 
using a local anesthetic. Researchers 
then used this frame to locate the small 
target area inside the brain that is the 
cause of the individual’s tremor. Focused 
ultrasound was used in these studies 
to precisely administer energy that 
produced temperatures between 55 and 
60° C (131° - 140° F) in the targeted 
tissue. This allowed the affected tissue 
responsible for essential tremor to be 
destroyed without having to cut into the 
brain or head. After the procedure was 
finished, patients spent one night in the 
neurologic observation unit and were 
discharged the next day.

Patients who received the focused 
ultrasound treatment showed significant 
improvements in their hand tremor. 
In the University of Virginia study, 
which followed patients for 12 months, 
patients’ tremor decreased by an average 
of 56%. While that study focused 
primarily on improvement in hand 
tremor, some of the individuals’ vocal 
tremor also improved. Patients also 
reported that their general quality of 
life was improved dramatically after 
the procedure. This is particularly 
important to note since essential tremor 
can profoundly affect day-to-day living 
and can often prevent people from 
living their lives as they want. In some 
cases, people can develop social phobias 
and depression as a result of their 
tremor. Obviously, movement disorders 
neurologists and researchers want to 
prevent this and enable individuals with 
essential tremor to have the best quality 
of life possible. From the information 
provided by individuals who have 
undergone MRgFUS treatment, it can 
be concluded that this treatment can 
have a positive impact on the lives of 
those with essential tremor.

Although these studies are very exciting 
in terms of the information they provide 
about essential tremor treatment, 
further clinical studies must be done 
to fully understand how focused 
ultrasound may be applied to a wider 
range of patients with essential tremor. 
The University of Virginia study did 
not include a control group, nor did it 
compare focused ultrasound treatment 
with other, currently available therapies 
for essential tremor. 

The scope of focused ultrasound 
treatment for essential tremor is 
currently narrow, but Stanford 
University Medical Center, in Stanford, 
CA, is part of a multi-center clinical 
trial testing the potential application of 
focused ultrasound. This clinical trial 
is a randomized, double-blind study, 
meaning that it is the type of scientific 
experiment where the people being 
studied are randomly allocated one or 
other of the different treatments under 
study and they do not know if they are 
receiving the real treatment or a placebo. 
Three months after the procedure, all 
participants will be told if they received 
the actual procedure or just the placebo. 
Those in the placebo treatment  
group will then have the opportunity  
to undergo the actual treatment, if  
they choose.

In addition to studying the effectiveness 
of focused ultrasound as a treatment 
for essential tremor, this study aims 
to identify any potential negative 
side-effects associated with the 
procedure and, using this information 
to determine how to avoid such 
problems in the future. This trial closed 
enrollment after 72 patients were 
enrolled, and its estimated completion 
date is September 2015. 

A follow-up study providing 
continued access to this technology 
for the treatment of essential 
tremor is now enrolling at 
Stanford. Please contact Dr.  
Casey Halpern at chalpern@
stanford.edu or 650.723.5574  
for further information.

Figure 1. The thalamus is highlighted 
in red while the ventral intermediate 
nucleus (Vin) is highlighted in green.
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Ask the Doctors

I recently had surgery for something non-ET-related, and as I was coming out of anesthesia 
my normally mild tremor turned into a full upper body and head tremor. Is it normal for my 
essential tremor to get so much worse when coming out of anesthesia?

Kim P. 

Actually, yes. This type of reaction is common in people with essential tremor. But not to worry, 
your tremor will return to its normal state within hours of surgery. 

Rodger Elble, MD, PhD
Professor and Chair of Neurology
Department of Neurology
Southern IL University School of Medicine
Springfield, IL

A while back there was a news story about a woman in the UK who died when her pacemaker 
was effected by an airport scanner. Although those who have had Deep Brain Stimulation 
(DBS) surgery need not fear such an extreme reaction, I wonder if it is safe to go through 
airport security scanners if you have had DBS?

Sharon P.

This issue has not been studied in great detail, but according to Medtronic, makers of the 
DBS implant, “theft detectors and security screening devices may cause stimulation to switch 
ON or OFF, and may cause some patients to experience a momentary increase in perceived 
stimulation.”  While getting a DBS device turned OFF when ON is not as dangerous as having 
a pacemaker turned off, we always recommend to our patients that they avoid airport scanners 
and request to have a physical search instead.

Kelvin L. Chou, MD
Thomas H. and Susan C. Brown Professor, Department of Neurology
Co-Director, STIM (Surgical Therapies Improving Movement) Program
University of Michigan Medical School
Ann Arbor, MI

Q.
A.
Q.
A.

Do you have a question about essential tremor? Send your 
question to info@essentialtremor.org or call us (toll free) at 
888.387.3667. Your question may be answered in the next 
issue of Tremor Talk.
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Coping Tips

Be Brave with Bravelets™

The IETF has partnered with Bravelets™ to provide a symbol of hope, strength and courage for those affected by essential 
tremor. The Bravelets™ symbol is that of a triangle, the strongest geometric shape. Bravelets™ bracelets are worn to help remind 
you to be strong and brave when you are faced with tough situations. Whether it is having to explain your shaking for the 
100th time to a perfect stranger or attempting to drink water from a tiny paper cup, the plain and simple Bravelets design 
reminds you to have the strength to move forward. Be strong enough to talk about your tremor. Be strong enough to ask for a 
better cup. You can be strong. You are brave.

Bravelets™ is not a non-profit organization. They are a for-profit company with giving at its core. They have partnered with the 
IETF so that $10 of every purchase will be donated to the International Essential Tremor Foundation. Visit their website and 
see what beautiful items they have to offer, www.bravelets.com/bravepage/essential-tremor-foundation.

Maintain a positive, upbeat attitude and put a smile on your face. It will reduce 
tension and lighten your mood.

Stress exacerbates tremor. Use deep breathing exercises or meditation to help 
reduce stress levels and remain calm.

Avoid caffeine, mahuang, ephedra, and other over-the-counter medications 
and herbs containing ingredients that increase heart rate. They can cause
a temporary increase in tremor.

Carry straws with you. You can find sturdy, thick, plastic or stainless steel 
straws in the housewares section of many stores, if the thin, standard plastic 
straws are too flimsy for you.

Each piece is just $35!
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EXPOET

Tara, Communications and Public Relations for the 
IETF, was happy to meet everyone and answer all their 
questions about the Foundation. 

On Saturday, February 21, the IETF 
hosted its first Essential Tremor Expo 
in Phoenix, AZ. The purpose of the 
interactive Expo was to spend a whole 
day focused on essential tremor. The 
best movement disorder neurologists 
and neurosurgeons in the area presented 
on the many different aspects of ET, 
giving attendees a well-rounded view of 
their condition.  

Sara Dhanani, MD, Movement 
Disorders Neurologist with Banner 
Sun Health Research Institute started 
the program off by discussing the 
history of ET. She was followed by 
Padma Mahant, MD, Neurologist 
& Movement Disorders Specialist 
at Banner Good Samaritan Medical 
Center. Dr. Mahant explained how ET 
is diagnosed and the treatment options 
that are currently available. As the 
Director of Clinical Neuropsychology 
at Barrow Neurological Institute, 
Alexander Troster, PhD, then discussed 
how our own thoughts and emotions 

can impact our quality of life. He 
offered suggestions and insight on 
how people can regain control and 
move forward. From there, Francisco 
A. Ponce, MD, the Director for 
Barrow Center for Neuromodulation 
explained more about surgical options. 
Charles Adler, MD, PhD, Professor of 
Neurology and Movement Disorders 
Specialist at the Mayo Clinic in 
Scottsdale, AZ, talked about the 
similarities and difference between 
ET and Parkinson’s disease. Holly 
Shill, MD then followed to discuss 
her IETF-funded research at the Brain 
Bank at Sun Health Research Institute. 
Finally, Dr. Sarah Somers of Banner 
Thunderbird Medical Outpaitient 
Rehab Center discussed the benefits of 
physical and occupational therapy.

And the presentations were just part 
of the Expo. Event sponsors from 
Barrow Neurological Institute, Banner 
Sun Health Research Institute, Active 
Forever, Banner Good Samaritan 

Medical Center, 
Medtronic Corporation, 
and GE Healthcare 
joined other exhibitors, 
to make sure attendees 
had an opportunity to 
get more information 

about local ET resources and try out 
new assistive technologies.

The people who came to the event 
were glad they did. Marcia L. said, “I 
got a lot of information from all of the 
doctors. I thought the Expo was done 
perfectly and was very well planned!” A 
lot of planning and preparation did go 
into the Expo, and to know that all the 
hard work enabled even just one of the 
attendees to understand their condition 
better, makes it all worthwhile.  

Although the overall attendance at the 
event was much lower than anticipated, 
it seemed that everyone left feeling 
better informed about their condition 
and even a bit uplifted. “I sat around 
five new friends from Prescott at the 
Expo,” Steve A. said after the event.  
“With all those people there, it’s the first 
time I did not feel alone by having ET.” 
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Other IETF 2015  
Seminar Locations

Modesto, CA  
June 20

Lexington, KY
July 25

Memphis, TN
September 19

Call (toll free) 888.387.3667  
or go online at  

www.essentialtremor.org/seminars 
to register.

It is still unclear if the IETF will host 
another event as large and in-depth as the 
ET Expo in the future, but it is guaranteed 
that the Foundation will continue to find 
new and innovative ways to bring the latest 
ET information to our supporters for years 
to come. 

If you were unable to join us in Phoenix, you 
can still participate. Each presentation was 
recorded and is currently available on the 
IETF website at www.essentialtremor.org/
AboutET, under the Webcast section. 

EVENT SPONSORS

Healthcare



dona t i on s

Thank you to everyone who established memorials and contributed funds to honor loved ones on behalf of 
the IETF from December 15, 2014 to April 14, 2015. If your donation was processed after April 14, 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

CYNTHIA BORBY
    Mr. & Mrs. Mark Lyman

RICHARD COURTHEOUX
    Ms. Lillian Courtheoux

JOE DRISCOLL
    Col. & Mrs. Barry Pencek

MARGARET EBERLE
    Mrs. Elizabeth Payette

SHARI FINSILVER
    Mr. & Mrs. Gerson Cooper
    Mr. & Mrs. Robert Hakim
    Julie & Jason Levy

LYNDA ST. JAMES
    Mr. & Mrs. Skip Fumia

HELEN ZIMMERMAN
    Mrs. Michele Barker

MOTHER AND SISTER
    Ms. Joyce Hearn

JIM ALTHAUS
    Mr. Charles Damsel

BETTY JEANNE CARPER
    Mr. Terry Massey

BERNICE COHEN
    Mrs. Joan Zapin

ORVILLE CRUEA
    Ms. Amy Pickenpaugh

EVELYN DIAMOND
    Ms. Ellen Greenberger

JOSEPH DIMONTI
    Mr. & Mrs. Richard Boffi
    Mr. & Mrs. Robert Crapulli
    Mr. & Mrs. Bob Diiorio
    Ms. Anne Dimonti
    Ms. Judith Doherty
    Ms. Jill Gonsalves
    Mr. & Mrs. Paul Henry
    Mr. & Mrs. Anthony Lupino
    Mrs. Evelyn Palombo
    Mr. & Mrs. Arthur Schattle
    Ms. Nancy Tyboroski
    Mr. & Mrs. Phillip Wildenhain

FRANK LEVI EATON
    Mr. Charles Damsel

SHARON EVANS
    Mr. Robert Schoenleber

ROBERT FENDELL
    Ms. Susan Fendell

GLORIA GOLDEN
    Ms. Estelle Bloom
    Mr. & Mrs. Terry Leaness

ADOLF JACOBSEN
    Mr. Christopher Jacobsen

HERSCHEL JOHNSON
    Mr. & Mrs. Charles Cook
    Mrs. Gail Cook
    Mr. & Mrs. Charles Edwards
    Mrs. Laura Ferguson
    Mr. Adrien Freeman
    Ms. Nina Jagers
    Mr. & Mrs. Jeff Lakshas
    Mr. & Mrs. Marvin McDaniel

    Mt. Bethel UMC
    Ms. Karen Murphy
    Mrs. Carolyn Smith
    Mr. Luther Walden
    Mrs. Sandy Weber
    Ms. Lucille Wilcox

RICHARD JOHNSON
    Mrs. Betty Johnson

ROSS LIMBAUGH
    Mrs. Jane Limbaugh

CELIA “JUNE” NEUBAUER
    Mr. Charles Damsel

SUZANNE RIEDESEL
    Ms. Velvet Withers

RUTH RIFKIND
    Ms. Rita Lipsenthal

WADE V. ROE
    Mrs. Mary Jane Roe

MILDRED SCHMIDT
    Ms. Mary Schmidt

JANET SCOTT
    Mrs. LaVerne Kay Brauer
    Mr. & Mrs. Verle Coleman
    Mr. Peter Hedges
    Mr. Ellis Heilman
    Ms. Madeline Wall

JANET WILSON SCOTT
    Mr. & Mrs. John Williams

DORIS STINE
    Mr. C.H. Carter

 

MeMorials

HonorariuMs
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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 our mission. The IETF recognizes 
and thanks all those who donate at this level by 
including them in our President’s Club. For more 
information about becoming a President’s Club 
donor, call IETF Executive Director Catherine Rice 
(toll free) at 888.387.3667.

Mr. & Mrs. Joseph Atkinson
Mr. & Mrs. David  Berryhill, Jr.
Peter Biasella
Marilyn Black
Paul Broyhill
Mr. & Mrs. John Cakebread
Lillian Courtheoux
Mary  E. Couzens
Patricia Dupree
Carmen A. Eanni
Helen Ensign
Shari & Stan Finsilver
Mr. & Mrs. Richard Frinier
Mr. & Mrs. William Froelich
Bonnie Goldberg
Margaret Gorman
Benjamin Hampton
Mr. & Mrs. Martin Holford
Iglewski Family Foundation
Mr. & Mrs. Norman Johnson
Andrew Jones
Susan Kahn
Margaret Klein
Mr. & Mrs. Thomas Koehler
Michele Leber
Terry Lee
Stephen Lescher
Michael Libman
Bonita Lowry
Dr. Kelly Lyons
Michael Mahoney
John Marth

Laura McCool
Paul McGrady
Stephaine Mendel
Beverly Myers
Rosemary Nothwanger
Robert M. Oster
Loren Parks
Anupam Pathak
Mr. & Mrs. Randal Peterson
Mr. & Mrs. Roland Pohlman
Dr. & Mrs. David Rabinowitz
Robert Richmond
Mr. & Mrs. Larry Roberts
Jack Robinson
Mr. & Mrs. Joseph G. Robinson
Bryon Scott
Marsha Morgan Sitterley
Florence A. Slater
Mr. & Mrs. Jerry Slater
John W. Smith
Mr. & Mrs. Lee Smith
Mr. & Mrs. Walter Stearns
Mr. & Mrs. Gerald Swanson
Rick Taylor
The Alvin and Fern Davis 
Foundation
Nancy Uppal
John S. Watterson III
Dr. Elmer Werner
Mr. & Mrs. Leo Wilz
Fred M. Young, Jr.

ANN STURGIS
    Ms. Deborah Eck
    Mr. & Mrs. Lawrence Gribble
    Ms. Ivory Lewis
    Ms. Virginia McDonald
    Mr. Henry Pugh
    Ms. Lynn Schwartz

WILLIAM TEWLES
    Shari & Stan Finsilver

JAMES T. “JAY” WADSWORTH, JR.
    Mr. Charles Damsel

ERIC YOUNG
    Mr. Larry Young

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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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

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

Sun City West, AZ
Paul Leitch  
623.975.9638  
cpleitch@earthlink.net

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/East Bay, CA 
Sharon Alexander  
925.487.5706 
eastbayet@comcast.net

San Diego, CA
Carolina Conway
714.865.3377
caroway16@yahoo.com

CT, rotates throughout the 
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

Atlanta, GA
Lauren Dixon
678.358.9700
laurenjo.dixon@gmail.com

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

Boise, ID
Karla Leatherman  
208.297.7828 
kartom@cableone.net

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

Winfield, IL
Lynn Bernau   
630.497.2142 
lbb1219@yahoo.com

Granite City, IL
Priscilla Johann  
618.219.2055
pridenjoy@yahoo.com

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

Springfield, MA
Karen Villanueva  
413.589.1127 
bonneville_karen@yahoo.com

Silver Spring, MD
Dan Miller  
301.384.1139 
danmiller100@comcast.net

Scarborough, ME
Ted Ellis   
207.510.1402 
ted_metremorsupgroup@
yahoo.com

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

Lee’s Summit, MO 
Anita Otis 
816.373.4303  
anitafo@comcast.net

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

Newton, NC
Jill Taylor 
828.449.6457 
princessbluebird@yahoo.
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   
505.255.4419 
kwhiton@msn.com

Hauppauge, NY
Harvey Glasser   
631.493.9203 
hglas34832@aol.com

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

Hilliard, OH
David Williamson  
614.921.8711 
docwmson@sbcglobal.net

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



Eugene, OR
Nick Richmond  
541.689.3323 
nmrichmond@aol.com

Portland, OR
Stephen Loaiza
503.260.1577  
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

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

Nashville, TN
Jim Crowley 
615.509.2386 
bflo1937jim@yahoo.com

Dallas, TX
Kathryn MacDonell 
214.345.4224 
kathrynmacdonell@texashealth.org 

Houston, TX
Betty Schwarz 
281.347.2194 
schwarzrb@comcast.net

Tyler, TX
Elizabeth Guthrie 
East Texas Medical Center 
Neurological Institute  
903.316.9700 
elizabeth@elizabethguthrie.com

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

Clearfield, UT
Trudy Hutchinson  
801.391.3430
utahshakes@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

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

Brantford, ON, 
Canada
Deborah Jackson
519.770.4502
debdougjackson@yahoo.com 

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

Toronto, ON, 
Canada
Cecilia Ronderos  
416.922.8464
ietf.canada@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

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

Auckland, New Zealand
New Zealand Essential 
Tremor Support Group Inc.
0508.873.667
nzetsg@gmail.com

Essex, United Kingdom
Long-Term Conditions Center
44.01708.386399 
National Tremor Foundation 
tremorfoundation@aol.com

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  
913.341.1296 fax

New, free IETF mobile app now 
available for iPhone & Android

Search for “essential tremor” in the iPhone App Store or Google Play


