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Thoughts from the Executive Director
last teleconference in October.
If you didn’t get a chance to join
us for one of these calls I would
encourage you to participate in
the next one. We are currently
working on dates and topics for
our next calls. We will also be
offering new webinars in 2017
covering a variety of topics.

A

s we wind down 2016 we
hope you and your families
had a very happy holiday season
and have a wonderful new year!
Let’s look back at the past year
and review some of the many
successes the IETF had in 2016.
We welcomed three new IETF
board members this year. JoDene
Coleman, Heath Steele, and
Paul Rodden all joined the
board and bring a variety of
skills including graphic design,
strategic communications, and
financial planning. All three are
great additions and will help the
IETF continue to move forward
with our mission to provide
global educational information,
services, and support to children
and adults challenged by essential
tremor, to their families and
health care providers, as well as to
promote and fund ET research.
The IETF started a new
teleconference series that was very
successful. We hosted three in
2016 with reservations increasing
for each call with over 700 for our

T REMOR TALK S ept em ber 2016

We also hosted two regional
ET Education Forums in 2016.
The first forum was held in our
backyard in Overland Park,
KS and the second was held in
Denver, CO. We have scheduled
four ET Education Forums
in 2017 starting March 11 in
Boca Raton, FL. The rest of the
schedule includes Detroit, MI
on April 29, Cleveland, OH on
Aug. 26, and Sacramento, CA on
Nov.11. Hopefully, you can join
us at one of these events.
The scholarship committee just
awarded four deserving students
scholarships for the 2017 spring
semester. We are pleased to
announce the Board of Directors
has approved an increase from
$500 to $1,000 per semester
starting with the fall 2017 awards.
March is National Essential
Tremor Awareness Month. We
encourage you to get involved by
promoting ET awareness in your
community whether it be passing
out posters or hosting a DIY
fundraising event. Promotional

materials will be available
Feb. 1 for you to share in
your communities.
As we look forward to 2017
and beyond the IETF is excited
about several new partnerships
we have formed with a variety
of companies working on new
and innovative ET specific
treatment options including
Cala Health, Sage Therapeutics,
St. Jude Medical, Insightec, and
Cavion along with our long time
partnership with Medtronic.
We have also partnered with
other organizations doing great
work promoting awareness for
neurological disorders including
the American Brain Coalition and
Tremor Action Network to name
a few. A list of all our partners can
be found on our website under
the “About the IETF” tab.
As always, there is a lot going
on at the IETF. But none of this
happens without your support.
Your donations are greatly
appreciated and allow us to
continue to build on the work we
do. We love to hear from you so
please feel free to contact us with
any questions, concerns, or ideas
you might have.
Sincerely,

Patrick McCartney
Executive Director, IETF
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Ready. Set. Grow!
E

ach semester, the IETF awards up to four $500 scholarships to qualified post-high school students who have
essential tremor to lessen the burden of higher education. Our scholarships can be used for supplies, books, or
tuition at licensed, accredited institutions of higher education (including trade schools). Scholarships are open to
students of all age, anywhere in the world. We offer our heartfelt congratulations to the following four exceptional
students who have earned IETF scholarships this semester:

Audrey Weber

While the nation’s capital is where Audrey calls home, her collegiate career will take
her all the way to the University of Exeter in England. This former student body
president and yearbook editor-in-chief was diagnosed with tremor when she was
only 2 and has always found a way to rise to the next challenge. “I have been able
to work around my tremor and find methods that allow me to control it,” she said.
“It’s helped me be successful throughout the majority of my academic career.”

Alice Netting

Hailing from Adelaide, Australia, Alice had an impressive—and very creative—high
school career. The future attendee of the University of Adelaide has volunteered for
several organizations and was a peer support leader at her school, leading to her receiving
a service award from her school and being named the 2016 Young Volunteer of the Year
from the Walkerville Council. Her creativity shone through with her work as youth
music coordinator for her church, a member of the Adelaide Youth Orchestra for three
years, and as part of the Adelaide Youth Sinfonia from 2010-2012.

Jack Peters

As an Eagle Scout, member of the theater club, and founder of his high school’s robotics
team, Jack has certainly had an impressive high school career that he’ll continue at the
University of Wisconsin-Stout. Even better, he helped further the IETF’s mission of
educating others about ET. He had a teacher in school who also has ET, so they worked
together on a presentation for the class to inform them of what it is and how it affects
those who have it. “I see having tremors not as an obstacle, but as just part of who I am
and as an opportunity to inform others about the millions of people around the world
who also have ET.” This is Jack’s second scholarship award from the IETF.
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Kelley Cordeiro

While most of our recipients are recent high school graduates, Kelley shows education
never ends. She is currently working on her Doctorate in Education at Molloy College,
in Rockville Centre, NY, after an impressive previous academic career that included
inductions into the Delta Kappa Gamma lnternational Honor Society for Women
Educators, and the Kappa Delta Pi International Education Honor Society. “I hope that
after earning my doctorate I will be an even stronger advocate for my students and also
an example for my own children that commitment and determination can help you
overcome any obstacles.”
Keep an eye out for a follow-up story about Kelly in the next issue of Tremor Talk.
Learn more about the IETF scholarship program requirements at
http://www.essentialtremor.org/about-the-ietf/scholarships

IETF Board Member Joins
AAN Work Group
T

he American Academy of Neurology (AAN)
has invited IETF Board of Directors members
Shari Finsilver and Dr. Dietrich Haubenberger to
join the Essential Tremor Quality Measurement
Work Group. AAN is in the process of developing
quality measures for many neurological diseases (e.g.
Parkinson’s disease, stroke). Several years ago, they had
established measurement tools for essential tremor, but
the time has come to update these measures in order to
maintain accuracy and relevance.
Quality measurements are outstanding tools for
neurologists and other healthcare professionals when
diagnosing a patient. “I am thrilled that AAN has
focused on essential tremor,” Shari said. “As an ET
patient, I want to ensure my physician is asking all
the right questions when I go for my yearly visit. But
more importantly, I want to ensure all doctors who
see ET patients are focused on the latest information
and diagnostics in order to best treat their patients and

gauge their progression.” The information gathered by
this Work Group will help physicians keep up-to-date
on the latest developments on essential tremor, thus
helping them better treat their ET patients.
To ensure physicians have the most complete and
accurate diagnostic tools available, the AAN has
gathered an impressive group of professionals from
the fields of neurology, neurosurgery, nursing, clinical
research, as well as physical, occupational and speech
therapy. “I represented the IETF by bringing the
patient perspective to this process, making sure the
professionals see the process through the patient’s
eyes,” Shari explained. “It was an amazing experience
for me to be an advocate for our cause. And I was
honored and humbled to have been part of it all.”

e s s e n t i a l t r e m o r.o r g
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Groundbreaking Study Seeks Participants

New McGill University Health Centre is part of a large network of teaching and community hospitals.

R

esearchers at the Montreal Neurological Institute
and Hospital of McGill University in Canada and
Kiel University in Germany have led a large international
collaborative study that sheds new light on the genetics
behind essential tremor.
In a paper published in Brain Journal on Oct. 21, 2016,
a group of 2,809 patients were found to have a strong
correlation between essential tremor and a gene known
as STK32B. Researchers also found two other genes that
also appear to be connected, to a lesser extent, with the
condition. With this information in hand, researchers
plan to test even more essential tremor patients to try to
understand how these particular genes may contribute to
the development of essential tremor and to locate other
possible culprit genes.
“We have the first clue now, but we want to expand on
that because we still have much to learn,”said Simon
Girard, now a professor at the Université du Quebec à
Chicoutimi and the paper’s lead author.
Ideally, to follow up with the published study, the team
needs to recruit 10,000 additional essential tremor

patients. These new subjects would be used to identify
new genes that predispose individuals to essential tremor.
Once there is a more complete understanding of the
genetic basis of essential tremor, scientists will be in
a position to better understand the roles these genes
play and to devise better diagnostic tools and
treatment options.
This study is open to anyone who has essential tremor,
even if you have not been officially diagnosed by a
movement disorder neurologist. Participants do need
to be at least 16 years old but can participate from
anywhere in the world. There is no need to travel as the
researchers will send you all the necessary documentation
either by email or postal mail, whichever you prefer. If
selected to participate in the study, you will then be sent
a vial and prescription to have a blood draw at your local
health center. Packaging and postage will be provided so
you can submit your sample for study.
Anyone who would like to participate in this study
should email ET.Genetics.Rouleaulab@gmail.com for
more inclusion/exclusion criteria.

Learn more about other studies currently recruiting ET participants:
www.essentialtremor.org/research/research-recruitment.
4
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ESSENTIAL
TREMOR
EDUCATION
FORUM

SATURDAY, MARCH 11, 2017
BOCA RATON MARRIOTT AT BOCA CENTER
5150 TOWN CENTER CIRCLE, BOCA RATON, FL 33486
9:00AM - 12:00PM • REGISTRATION OPENS AT 8 AM
Join the IETF for a free educational forum featuring vendor exhibits and
presentations by local ET experts on the diagnostic process, treatment
options, current research, assistive devices, coping tips and more.
Refreshments will be provided. Donations welcome.

COST IS FREE!
REGISTRATION REQUIRED BY MARCH 1, 2017

ESSENTIALTREMOR.ORG/SEMINARS
888.387.3667

MARCH
is
National Essential
Tremor Awareness

MONTH
EssentialTremor.org

Save the date for these upcoming education forums:
Detroit, MI – April 28, Cleveland, OH – Aug. 26, Sacramento, CA – Nov. 11
e s s e n t i a l t r e m o r.o r g
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A Future So

Scientific innovation may change the future of
essential tremor treatment, forever.

P

eople affected by essential tremor often feel like their condition is
overshadowed by other, better-known conditions. They feel left behind
while innovations and advancements in Parkinson’s disease, stroke, and diabetes
splash across the headlines. But although essential tremor may not garner as
much media attention as other life-threatening conditions, there is important
work being done.

“There are an estimated 10 million Americans and countless
millions more worldwide with this condition,” stated IETF
Executive Director Patrick McCartney. “Pharmaceutical
and device companies understand there is both a need for
innovative solutions and a substantial market for new,
helpful products”. Already we have seen innovations in

6
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assistive devices like Liftware, and in the recent FDA
approval of Focused Ultrasound surgery. But people
want even more options, and there is a strong desire by
manufacturers to get new options into the hands of
these patients.

The work being done in the essential tremor field today
is worth getting excited about, even if it doesn’t hit your
newsfeed. It has been some time since any new options
have become available, but now there are several exciting
and interesting advances coming down the line that
might, someday soon, offer hope to those affected by this
life-altering condition.
These are just a few advances that could change the way
essential tremor is treated in the future:

Medical Marijuana

In October 2015, Gallup reported 58 percent of
Americans favored the legalization of marijuana — tying
2013 for the highest acceptance rate recorded in the 46
years the international pollster has conducted marijuana
surveys. That acceptance rate, which was just 12 percent
in 1969 and a little more than 30 percent in 2000,
illustrates a huge swing in public sentiment in
recent years.
Many movement disorder neurologists have heard from
essential tremor patients who believe marijuana use
suppresses their tremor. One physician recalled treating
a woman in her 30s who smoked marijuana regularly,
each evening, and remarked her tremor was subsequently
reduced enough for her to successfully go to work the
next day. Another physician noted essential tremor
symptoms seemed to worsen in volunteers who stopped
their marijuana use due to their participation in a clinical
study, then watched it improve again once they resumed
marijuana after the study had been completed.
Eight states and Washington, D.C. now allow
recreational marijuana use by adults, and 28 states have
approved medical marijuana programs. With this recent
upsurge in access to the drug, could ET be yet another
addition to the list of conditions potentially helped by
cannabis or some derivative thereof?
CBD is one of at least 113 active cannabinoids identified
in marijuana. The cannabinoid most people are familiar

with is called THC. THC directly activates a receptor
in the brain (the cannabinoid type 1 - CB1) which may
cause adverse effects such as mood alteration, impulsivity,
and impaired memory. CBD, however, is a superior
alternative. CBD does not directly activate that receptor
and has not been shown to cause adverse psychological
effects. Thus far, in animal models, CBD has been shown
to be effective for pain, anxiety, depression, and seizures.
The trouble with general observations, even those
made by qualified physicians like those above, is they
are anecdotal. Positive effects of a drug can result from
what is called a “placebo effect”, where the benefits of
treatment are due to the patient’s belief in the treatment
rather than the actual effectiveness of that treatment. The
essential tremor community has been disappointed many
times in the past by treatments that seemed to work well
when given openly, and then failed to work in controlled
trials. At this time, we are just not sure what the clinical
results of CBD, or any other component of marijuana,
will be for ET.
Although CBD has been well-tolerated in recent clinical
trials for certain childhood epilepsies, that does not mean
it is safe or effective for ET. In these trials, the main
side effect at the higher doses was drowsiness. Whether
long-term administration of daily, high-dose CBD is safe
remains unknown. It is important to remember any drug
can cause unpredicted consequences. For example, CBD
is known to activate the “hot pepper” receptor in the
brain. If this receptor is activated too much, it can cause
injury to brain cells.
In addition, the legal risks associated with possession
of marijuana products, including CBD, can be
considerable. Marijuana remains illegal on the federal
level and is labeled as a Schedule I substance in the
eyes of the U.S. Drug Enforcement Administration
(DEA) and other agencies. According to the DEA,
Schedule I drugs, substances, or chemicals are defined
as drugs with no currently accepted medical use and
a high potential for abuse. Examples other Schedule I
Continued next page >>>
e s s e n t i a l t r e m o r.o r g
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and contribute to the development of ET and which
may be areas for further exploration in the development
of therapeutic interventions. One particular area of
research has focused on compounds called neuroactive
steroids. Sage Therapeutics is exploring the potential
for neuroactive steroids in multiple brain disorders,
including ET.

The use of cannabis and CBD cannot be medically
recommended at this time for the treatment of
essential tremor.
<<< Continued from previous
drugs are heroin, lysergic acid diethylamide (LSD), and
4-methylenedioxymethamphetamine (ecstasy).
For these reasons the use of marijuana and CBD for
tremor cannot be medically recommended at this time
for ET. We will first need evidence from controlled
clinical trials that show its use is effective and safe.
However, as cannabis research moves forward (some of
which is being funded by IETF research grants), it will
hopefully provide the essential tremor community with a
safe and effective treatment option in the future.

Sage Therapeutics

There has been little progress in developing new drug
therapies for ET over the past five decades. Part of the
challenge of developing potential therapies for ET is
the understanding of how ET develops and progresses.
Regions in the brain, such as the cerebellum, are critical
for controlling movement. The activity of the nervous
system is controlled by a balance of excitation and
inhibition of brain networks, and disruption of this
balance may lead to the involuntary movements seen in
ET. Researchers are currently examining many different
mechanisms which may alter or disrupt this balance

8
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SAGE-547 Injection is an intravenous investigational
drug previously studied in a small, placebo-controlled
study of ET. As a result of this study, Sage has decided to
further pursue development of another investigational
drug candidate, SAGE-217. SAGE-217, another
neuroactive steroid, is an investigational drug designed
to be taken orally on a daily basis. It has undergone
early studies of safety and dosing in healthy volunteers
and will begin enrolling a small proof-of-concept,
Phase 2a, placebo-controlled, clinical study in patients
with ET in late 2016 (www.clinicaltrials.gov/ct2/show/
NCT02978781; NCT02978781).
We look forward to seeing the clinical result of this upand-coming treatment, as there is not yet a medication
specifically designed for the treatment of essential tremor.

3D and VR Imaging

Recently the field of neurosurgery began experimenting
with advanced imaging technology, offering surgeons
high-resolution, 3D representations of their subjects.
These systems utilize a process by which two images of
the same object are taken at slightly different angles and
are then viewed together, creating an impression of depth
and solidity. Such complex imaging systems use massive
amounts of data to generate these real-time images
from which surgeons can execute certain tasks within
a surgery. Experts and surgeons who have piloted the
technology at Cleveland Clinic say the added comfort
and visual information allow them to operate more
efficiently and effectively. Plus, medical residents have a
clearer picture of what the surgeon is seeing and doing.
You can image this technology being made available
to surgeons preforming DBS or Focused Ultrasound
on an essential tremor patient of the future. Having a

three- dimensional image of an individual’s brain would
make target locations easier to find and reduce the risk of
complications from incorrect lead placement or ablation.
While the technology is still in its infancy, it won’t be
long before hospitals around the world begin bringing
virtual reality into their surgical centers. The future may
be closer than we realize.

An innovative Deep Brain Stimulation System

In the coming years, therapy advancements for patients
battling movement disorders such as essential tremor
will remain critical to fighting these complex and costly
conditions. Essential tremor can be highly debilitating
for some people. While there are currently no proven
cures for essential tremor, deep brain stimulation (DBS)
is a surgical option which can help control symptoms
and improve quality of life.
St. Jude Medical, a global medical device company, has
long been committed to innovation within the field of
neuromodulation and has recently unveiled its Infinity™
DBS System with directional lead technology. The
system, which received FDA approval earlier this year,
is designed to help patients with Parkinson’s disease or
essential tremor gain better control over their symptoms.

St. Jude Medical also focused on advancements
improving the actual delivery of DBS therapy. Their
Infinity™ system introduces the first lead with directional
technology in the US, representing the new direction
in DBS innovation. The directional lead is designed to
precisely steer current towards desired treatment areas in
the brain, to maximize symptom control and reduce
side effects.
These are just a few of the innovative products and
treatments that make the future of ET science so bright.
There are a lot of other advances happening, but not
every company is ready to go public. We know there are
tremor dampening devices in the works and additional
DBS advances by Medtronic and other manufacturers.
And it is important to remember not all innovations
which show promise make it to market. But it is
equally important to remember, even though it may
not feel like it and you may not hear about it, there are
several companies out there working hard to move our
understanding of ET forward and offer options to those
affected. Products and devices like those listed here may,
in the near future, help those with ET live life without
limitations; life without tremor. The future for ET
research is bright indeed. And we can’t wait to see what
innovations might happen next.

The Infinity™ system offers new, distinct patient
advantages, such as being the world’s first and only DBS
system operating on a wireless iOS™ software platform.
This means people can control their DBS device
remotely, with an iPod touch™. This enables a discreet,
personalized experience for essential tremor patients
without the need for multiple trips to the hospital for
“tune-up” visits. In addition, this new system also offers
a maintenance-free, long-lasting battery that requires no
recharging for the life of the device.

To learn more about the treatment options available to you today including medications, surgical
options, and assistive devices visit www.essentialtremor.org/treatments.

e s s e n t i a l tr e m o r.o r g
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A Modest Career
IETF: Did you always know you wanted to be in the
movement disorder field?
Dr. Lyons: No, actually. My PhD is in Experimental/
Cognitive Psychology, and I did my dissertation on the
memory impairments seen in Alzheimer’s disease.
Experimental psychologists employ human participants
and animal subjects to study a great many topics,
including (among others) sensation & perception,
memory, cognition, learning, motivation, emotion;
developmental processes, social psychology, and the
neural substrates of all of these.

IETF: After starting your work in Alzheimer’s disease,
why would you change to essential tremor and other
movement disorders?
Dr. Kelly Lyons speaking at the IETF’s Spirit of Hope
Award presentation in 2011.

W

hen you ask Dr. Kelly Lyons about her work in
the field of essential tremor, she will insist there
isn’t much to talk about. She will immediately note her
esteemed colleagues accomplishments and accolades
and compliment their research with genuine respect.
When pressed, she might reluctantly recall a paper she
was part of or a particular patient she felt she helped
but would insist there are so many others with more
interesting stories to tell.
Don’t allow her humble nature to fool you. Dr. Lyons
has much to be proud of when it comes to her efforts
to help better the lives of people with essential tremor.
She has spent 20 years researching movement disorders
and has a special interest in essential tremor. Not
only is she a Research Professor of Neurology and the
Director of Research and Education at the Parkinson’s
Disease and Movement Disorder Center at University
of Kansas Medical Center in Kansas City, KS, but she
is also the President of the IETF Board of Directors.

10
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Dr. Lyons: When I completed my degree, I knew
I wanted to work in a medical center and with
patients who had neurological disease, but I wasn’t
sure that Alzheimer’s disease was the best fit for me.
When I started my fellowship at the University of
Kansas Medical Center, I met with the chairman, Dr.
Koller, who asked me how I felt about working with
movement disorders in general and essential tremor
specifically. I was intrigued. Here was an area of
study where there were so many unknowns yet there
wasn’t much being done. Dr. Koller showed me there
was a great need to better understand ET and other
movement disorders and help those affected. I knew
this was an area of neurology in which I could help.
Dr. William Koller was Dr. Lyons’ mentor and
founded the IETF in 1987 while serving as Professor
and Chairman of Neurology at the University of
Kansas City Medical Center (KUMC) in Kansas
City, KS. He developed the first Parkinson’s disease
Center of Excellence at KUMC and was instrumental
in helping obtain FDA approval of the deep brain
stimulation device used in essential tremor today. Dr.

Koller died unexpectedly in October 2005.
He was 60 years old.

IETF: What research projects are you most
proud of?
Dr. Lyons: I have written a few papers

and co-authored some too. The brain is a really
fascinating area of study. As technology advances
so does our understanding of the brain and its
networks and connections. I haven’t done anything
as interesting as starting a brain bank or working at
the world’s foremost medical research center like some
of the other specialists on our medical advisory board,
but we are all part of a system of research looking for
answers in order to help our patients have a better
quality of life.
When most people reference “a few” it is assumed to
mean an amount between two and five: “I was just a
few minutes late” or “I may have had a few too
many cocktails”. However, Dr. Lyons’ idea of
authoring “a few” papers is far greater than most.
Her name appears on 184 peer reviewed publications,
163 scientific abstracts, and 57 study group
publications. She was invited to write a section or
chapter in 51 different publications, not to mention
she co-authored seven books on movement disorders
and edited five others.

Dr. Lyons: My research is clinical, focusing on
better understanding and defining ET, testing new
treatment options and improving the quality of life of
those living with ET. I was the lead investigator on
the development of a quality of life scale specifically
for ET, the QUEST. Prior to the development of
this assessment, scales for other disorders such as
Parkinson’s disease or general, non-disease specific
scales were being used, which didn’t always address the
specific issues relevant to those with ET.

Dr. Kelly Lyons, Chicago Bears placekicker Robbie Gould, and
former IETF Executive Director Catherine Rice at the Goulden
Touch fundraiser in 2008.
Several clinical rating scales had been developed to
measure tremor; however, there was nothing designed
specifically for ET. The WHIGET scale was developed
for action tremor, but it only provided assessment
of upper extremity tremor. The Fahn-Tolosa-Marín
scale provided a more comprehensive assessment
of rest and action tremors, but it was designed for
Parkinson’s disease. The “Quality of Life in Essential
Tremor Questionnaire” (QUEST) was designed to
be a patient-centered ET measurement tool to assess
quality of life, and was immediately applicable in
clinical and research settings and is still used today. It
has since been validated and translated into Spanish
and German. Dr. Lyons also serves on the Tremor Task
Force of the Movement Disorder Society.

IETF: How did you come to be part of the IETF

Board of Directors?

Dr Lyons: In 1997, Dr. Koller asked me to join
the IETF Board of Directors. In 2000, I was elected
to the position of Secretary. In 2002, I became Vice
President, and in 2008, President. I am just amazed
at how far the organization has come. It has been an
honor to be involved with the IETF the past 20 years
and to have had the opportunity to see first-hand the
impact that the organization has had on the lives of so
many with ET.
Continued next page >>>
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<<< Continued from previous
In the time Dr. Lyons has been part of the IETF,
the Foundation connected with more than 125,000
individuals impacted by essential tremor, hosted
thousands of ET patients, friends and family
members at educational events, mailed nearly 60,000
information packets around the world and produced 56
issues of Tremor Talk for our dedicated donors. She is
actively engaged in the operation of the IETF yet allows
the Executive Director and staff to utilize their own
special talents to help move the Foundation forward.
She is a volunteer, a major donor, and a valued advisor.

IETF: What do you do outside of your work?
Dr. Lyons: I guess I’m pretty boring. But I do have
dogs, which are my focus outside of work. I’ve had
several Great Danes. I just lost one, a couple of months
ago. So I decided to get a puppy. This time I got a
German Shepherd. She’s adorable but lots of work.

I don’t remember
puppies being this
much work…
Kelly is very
dedicated to both
her job and her
Kelly with her puppy Rayne.
pets. She still has a
Great Dane, Niko,
who is not so much
a show dog as a sofa dog, and little Rayne, her new
puppy. But even in her personal life, her work is always
present. She would like to train Rayne as a therapy
dog to help people suffering with anxiety or depression.
She believes in the healing power of animals and hopes
Rayne will help people with essential tremor and other
movement disorders find a little joy through the love of
a furry companion. But first, house training.

Learn more about the IETF Board of Directors, our Medical Advisory Board, and
more at www.essentialtremor.org/about-the-ietf.

TIP
Avoid caffeine, nicotine, mahuang, ephedra,
and other over-the-counter medications and
herbs containing ingredients which increase
heart rate. These can temporarily increase
your tremor.
12
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21st Century Cures Act Passed
I

n late November 2016, the U.S. House of
Representatives passed the 21st Century Cures Act
with a vote of 392 to 26. And in a rare show of bipartisan collaboration, just a week later, the Senate
also passed it 94 to 5. On Dec. 13, 2016, two years of
advocacy paid off as President Obama signed the 21st
Century Cures Act into law.
The Act provides $4.8 billion in new funding for the
National Institutes of Health (NIH); of that, $1.8
billion is reserved for the “cancer moonshot” launched
by former Vice President Joe Biden to accelerate cancer
research. Another $1.6 billion is earmarked for brain
diseases, including essential tremor, Alzheimer’s and
Parkinson’s disease. Also included are $500 million in
new funding for the Food and Drug Administration and
$1 billion in grants to help states deal with the current
epidemic of opioid abuse.
“The 21st Century Cures Act invests nearly $3 billion
to build upon the major biomedical research initiatives
we have launched in my administration - known as
the BRAIN and Precision Medicine Initiatives - which
are tackling diseases like Alzheimer’s and creating
new research models to find cures and better target
treatments,” President Obama said during a recent
press conference.
This legislation is designed to help modernize patient
care, encourage scientific innovation, support cuttingedge research, and streamline systems so new treatments
and devices can get into the hands of patients, faster.
With the approval of this legislation, Congress will
examine the whole process of bringing a new medication
or an assistive device to market, from the discovery to
development to delivery. They want to determine what
steps can be taken to keep scientific innovation moving
forward at full speed; opening the door to faster FDA
approvals for potentially ground-breaking research.

The 21st Century Cures Act will help create incentives
for pharmaceutical companies to pursue medications
that currently don’t exist, are difficult to develop, and
costly to produce, but have the potential to improve
the lives of millions of people living with chronic
diseases and disabilities. The idea behind the provision
is pharmaceutical companies will not spend millions
of dollars and countless years developing unique
and targeted medications for currently untreatable
conditions, like ET, if there is not some way for them
to recoup some of those research and development
costs. The provision only covers medications the FDA
deems to be a current unmet medical need. This has
the potential to lead to new drugs for conditions like
ET, a condition that doesn’t have a single medication
specifically designed for treatment.
The American Brain Coalition (ABC) is a non-profit
organization comprised of 85 non-profit and for-profit
members that are many of the United States’ leading
patient advocacy and voluntary health organizations,
as well as professional neurological, psychological,
and psychiatric associations. ABC and its members
represent the 50 million Americans with disabling brain
disorders and are a significant portion of the stakeholder
community in the field of neuroscience. The ABC
was part of a group who advocated for this legislation’s
approval. As an active member of ABC, the International
Essential Tremor Foundation is extremely pleased this
important health-related issue is now law.
“It is absolutely vital we advance our understanding
of the brain. And it is through research the cause of
conditions like ET will finally be revealed. The passage of
this Act is a win for all those suffering with neurological
disease,” said Patrick McCartney, Executive Director
of the IETF. “A sincere thank you goes out to all our
members who wrote letters and sent emails of support to
their congressional representatives. It is because of your
efforts this legislation was passed.”

To learn more about current legislation impacting the ET community
visit www.essentialtremor.org/in-the-news/the-washington-report.
e s s e n t i a l t r e m o r.o r g
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T

here is something about art that’s transformative. You can see how the light
dances across the babbling brook and painted savanna grass and can almost
feel the warmth of the sun on your skin. You can almost taste the dry, dusty air
as the small herd of elephants find a shallow spot to cross. You can almost hear
their low-frequency rubbles as they encourage the calves into the shallows. For
a moment, you are transported halfway around the world to witness a single
moment in time; presented in acrylic on board.

Vickie McMillan has been an artist almost as long as
she could hold a paint brush. And it was obvious right
away she had natural artistic talent. Her parents enrolled
her in a drawing program at the local YMCA. By the
third grade she had already won her first state PTA art
competition in Texas. But since her academic skills were
not as pronounced as her creative talents, she spent most
of her time perfecting her skills in the arts and allowed
her schoolwork to remain secondary.
As a young person, Vickie’s art was very detailed. She
focused on recreating precise representations of her
subjects, noting every fine detail with a simple flick
of the brush. But as she approached high school, she
noticed she was unable to steady her brush enough to
achieve the desired effect. What were at one time easy
tasks, smooth lines as thin as a hair, were no longer
achievable. By the time she was 16, she could no longer
hold a cup with one hand, let alone a paint brush.
Her grandmother and father both had shaky hands, but
it wasn’t until she was 18 she understood her trembling
hands had a name. Everyone was thankful when her
physician ruled out early-onset Parkinson’s disease.
But, unfortunately, he never actually explained what
having essential tremor would mean to Vickie. He never
explained how it could impact her life or her art. That
was something she was left to figure out on her own.
“There was a time, for about eight years, I gave up
painting” Vickie remembered. “I was so busy with life
and kids and my tremor that I just put it all away. It took
me some time to come to terms with my tremor.” She
Love, Life and Community (herd of African
Elephants) 40”x36” acrylic on board

went through a process of acceptance. It was much like
mourning for a lost loved one. She had to take the time
to mourn the loss of the life, the art, she had expected.
It took time to come to accept her limitations. But in
1998 she began to crawl out from the depressive fog and
chose to face her challenges head on with clear vision and
unwavering determination.
Today, at 47, Vickie’s tremor has progressed to both of
her hands, voice, and trunk. But she hasn’t given up her
art. Actually, she has come to embrace her shake and has
found a way to incorporate it into her work. Before her
tremor was pronounced, she had a very photographic,
hyper-realistic style of painting. Now, since her tremor
is an ever present companion, she has developed a
completely different technique.
Vickie opts for subtle hints of light and shadow in a
loose, impressionistic style reminiscent of Monet or
Pissarro. Her paint is applied very thick and heavily
textured. “I use the least amount of brush strokes as
possible,” she explained. “I use other materials like joint
compound and Gorilla Glue to build up the paint and
give me additional texture.” It is her tremor that “forced”
her to paint this way, but it is also what makes her stand
out from other wildlife conservation artists.
She had been on several mission trips to Africa and was
fascinated by the unbridled beauty of its flora and fauna.
She wanted to bring those amazing animals and the raw
beauty of the landscape back to Texas, so she painted
what she saw in the field and brought it all home on
canvas. And she found great success.
Continued next page >>>
e s s e n t i a l t r e m o r.o r g
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Lean on Me, When You’re Not Strong (Damara Zebras, impalas,
and Lilac-breasted roller) 60”x40” acrylic on board

Zoro (White-throated bee-eater)
16”x20” acrylic on board

Not only is she able to make a living doing something
she loves, but she is also able to share her passion with
others. Vickie does numerous speaking engagements
and art shows around the country talking about her
work and her tremor. “There is no point in trying to
hide my tremor anymore because it’s pretty noticeable,”
she said. “I used to try to talk with my hands thinking
it would draw attention away from them shaking. But
now, especially since ET affects my voice as well, I start
off every lecture talking about my essential tremor.
Because I open up right away, I feel like I have an
immediate personal connection with the people in the
room. And when they understand the condition, they
can appreciate the work I am doing even more.”
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Another project close to Vickie’s heart is the work
she does with at-risk youth and the disabled in her
community. Vickie’s art-based global outreach initiatives
equip, encourage, and motivate disadvantaged, disabled,
and impoverished people. Vickie works with kids in
detention centers, adults with disabilities living in
assistive centers, museums, and children’s hospitals,
helping people of all ages, from all walks of life, see the
beauty in life through art. “I want them to know that
whatever their personal challenges, they have a choice.
They can choose to turn inward and be depressed about
their situation, or they can find out what is holding
them back from their dreams and make a change. If
my hands shake so badly and yet I can create these
paintings, imagine what any one of them can do”.
Vickie’s success as a wildlife artist and her concern for
wildlife and their habitat has enabled her to exhibit

Waterbuck 36”x48” acrylic on board

her paintings in such art museums as: Leigh Yawkey
Woodson Art Museum; Arizona-Sonora Desert
Museum; The Wildling Museum; Hastings-on-Hudson
New York; Gilcrease Museum; The Bennington
Center for the Arts; Museum of East Texas; Gulf Coast
Art Museum; Artists for Conservation Exhibition,
Vancouver Canada, The Great Plains Art Museum,
The St. Augustine Art Ass.; The Briscoe Western Art
Museum, Night of the Artists; The Hunting Art Prize
finalist; Artist of the Year for Safari Club International
Houston and Houston Safari. She was on the front cover
of the 2016 Artists for Conservation calendar; published
in The Artist’s Magazine; Southwest Art Magazine
Artistic Excellence award, PleinAir Magazine - won best
overall Acrylic Award, North Light Books’, Best
of AcrylicWorks 4: Captivating Color, Magazine
National Oil & Acrylic Painter, and Fine Art
Connoisseur Magazine.

“If I didn’t have essential tremor I don’t think I would
have had the success I have been blessed with. It is
because of my tremor that I paint the way I do, and it is
because of the way I paint that I have found success. So,
in a way, I guess I am thankful for my tremor. It sounds
strange to say, but, yes ... I am thankful for my tremor. It
has helped shape me into who I am today.”
It hasn’t been an easy road for Vickie, and it continues to
be a constant struggle to get the details right. But with
some deep breaths and some give and take, she has been
able to make a successful career out of raw talent and
a passion for art. She is a testament to determination,
acceptance, and giving back.

See more of Vickie’s paintings and learn more about her work at
www.Vickieemcmillan.com.
e s s e n t i a l t r e m or.o r g
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A Tale of Two Surgeries
E

ssential tremor is the most common movement disorder, impacting the lives of an estimated 10 million
Americans and millions more worldwide. At this time, there is no cure for ET and only about 60% of patients
receive a benefit from the current available medications. For patients with disabling tremor that interferes with daily
activities and is not controlled by medications, surgical treatment may be an option. Advances in our understanding
of brain anatomy, cutting-edge imaging methods, and improved surgical techniques allow for greater surgical
accuracy with fewer complications. The most common surgical procedure for ET is thalamic deep brain stimulation
(DBS). And now, with the recent FDA approval of focused ultrasound thalamotomy (FUS), there is a second surgical
option for people to consider.
Making the decision to undergo brain surgery is a difficult one. How each individual comes to their decision is a
personal journey. But when medications fail and tremor severely impacts an individual’s ability to do simple everyday
tasks, surgical options are often considered. Christopher Govekar, U.S. Army Officer, decided to undergo DBS to
control his hand tremor. Alexandra Lebenthal, President and CEO of the financial services firm Lebenthal & Co.,
opted for FUS. These are their stories:
medications for him to try, they were of little benefit. “I
can’t even remember how many different medications
I tried,” Chris recalled. “I tried Propranolol. Was on
Gabapentin for five years. There were others too. They
helped a little, for a time, but my tremor continued to
get worse.”
By the time he graduated from college, both his hands
shook. Chris had found ways to work around his
shaking. He learned some tasks just couldn’t be done
if he was tired or worn out. He had to be patient with
himself and take the time he needed to accomplish tasks.
He was determined not to allow his shaking hands to
determine his path.

Christopher Govekar

C

hris first noticed his right hand trembling at the
age of 19. At the time he didn’t think much of
it, assuming he was just over-tired. However, the little
tremble continued as he moved through college. He
found writing assignments and typing to be increasingly
difficult. Although his doctor prescribed several
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Once he graduated from college, he went into active
duty for the U.S. Army 4th Infantry Division. Although
his shooting scores could have been better, he never once
failed a test. He served proudly and never allowed his
tremor to hamper his enthusiasm for duty or his service.
But as the years passed and his tremor progressed, he
found it more and more difficult to “push through”
the difficult times. The challenges his tremor presented
became more and more burdensome. “When I returned
from a tour in Kuwait, all I wanted to do was send a text
to my daughter,” he remembered. “It seems like such a

simple thing, a text. But I couldn’t. I just couldn’t get my
fingers to move the way I wanted them to. For me, that
was the last straw.”
For years he had put on a brave face and managed his
essential tremor pretty well. But as he looked ahead to
retirement, he realized he had come to the end of his
patience with the condition. He was tired of constantly
having to put things off until his tremor “calmed”. He
noticed, as he aged, the “calming time” was growing
shorter and shorter until eventually his tremor was a
constant, embarrassing companion.
Chris’s wife was working in a neurosurgeon’s office at
the time and mentioned deep brain stimulation surgery
could be used to treat essential tremor. She asked if he
would like to talk with her boss about it. “He worked
me in, and we had a good conversation,” Chris said. “He
explained everything, the risks and the benefits. And for
me, it was an easy decision after that. I decided that day I
would have DBS.” And within 30 days, he did.
“I didn’t go into it blind. I asked lots of questions,
watched videos, and talked to people about the
procedure,” he said. “But the most important thing for
me, the thing that made it a lot less frightening, was the
fact that I really trusted my surgeon.” Chris came out of
surgery with just a few slight speech issues which were
addressed and resolved with some adjustments to his
stimulation. Today, Chris is doing well with his DBS and
able to do the things he loves without embarrassment or
frustration.

DBS Outcomes
The majority of studies have reported
improvements in tremor in 90% of patients on
the side opposite of the side of surgery. Long-term
studies have shown the improvement in tremor
is maintained in the majority of patients up to
seven years after the surgery. Multiple studies
have demonstrated the immediate and longterm benefits of DBS in controlling tremor with
improvements in hand tremor of approximately
90%, and improvements in functional ability
and performance of activities of daily living of
approximately 85%. Although all of the large
studies have targeted patients with disabling
hand tremor, in these studies head and voice
tremor have had some improvement. The greatest
improvements in head and voice tremor were seen
with bilateral procedures.

about, and it’s not right for everyone, but it might help. I
felt like it was worth the risk. And, for me, it paid off.”

Alexandra Lebenthal

Like Chris, Alexandra first noticed her hand tremble as
a child; although she was just 3. There were many days
in elementary and middle school she would come home
sobbing because she was teased about her tremor or
because it didn’t allow her to do the things she wanted to
do. “When I was young, I didn’t have the courage to talk
about my tremor,” Alexandra said. “I spent a lot of time
worried about it but never felt comfortable discussing it.”
It wasn’t until later in life that she found her voice.

“I can text my kids. I can use an ATM machine. I can
even cross-stitch again,” Chris said with a chuckle. “I
don’t drop a stich, and threading a needle is nothing.
Hey … real men cross-stitch.” His voice was lively
and happy. His surgical results are better than research
averages predict, and he is delighted with his results.

In 1995, at just 31 years old, Alexandra became the
President and CEO of the financial firm co-founded
by her grandmother and made famous by her father.
She told Haute Living in 2012, “My dad never thought
twice about putting me front and center in the company.
Being that I was put in a prominent position at a
young age, I felt like I had sort of an obligation to be
outspoken for women.” But it was harder for her to be
taken seriously in the male-dominated boardrooms of
Wall Street with shaking hands. To the outside world she
looked nervous and ill-prepared.

His advice to those living with essential tremor, suffering
in silence: “Talk to your doctor. Surgery is a lot to think

“I learned ways to minimize my tremor, make it not
so noticeable,” she explained. “I would try to get to
Continued next page >>>
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ultrasound. “I was able to meet with the surgeon and
learn about the surgery,” she said. “The only thing that
gave me pause was knowing I would have to shave my
head. But I felt it was worth it.” She was comforted in
the fact there would not be any cutting into the skull
involved in this procedure. She admits, however, the
surgery itself was long and grulling, since she had to
be completely still for the ultrasound beams to hit and
destroy the intended target deep inside her brain. But
Alexandra feels it was well worth it.
“I can now ask for a cup of coffee at the bakery without
even thinking about it. I can eat soup at events without
batting an eye. That’s a big deal for me.” For Alexandra,
FUS gave her back her dignity and allowed her true self
to shine through. And if the FDA should approve FUS
to be done bi-lateral (both sides of the brain), Alexandra
says she would definitely have her other side done
as well.

Alexandra Lebenthal
<<< Continued from previous
meetings early so I didn’t feel rushed. I never talked with
my hands. And never drink anything during meetings.
But if my shaking was still noticed, I would just explain
it away. But I didn’t want to talk about it”. In the highpowered boardroom, Alexandra was always in control.
But in private, she felt her essential tremor was taking
over her life.
Like most people who consider surgical intervention,
Alexandra had tried all the medications. She had
negative side effects with some of the medications and
others just didn’t work at all. She even consulted two
different physicians about DBS. “There was something
about having a battery pack inside my body that
bothered me,” Alexandra recalled. “It seemed extreme to
me, and I wasn’t ready for something like that.”
She then learned about a procedure approved by the
FDA for the treatment of ET only weeks before, focused
20
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FUS Outcomes
Even though the procedure is transcranial and involves
no incision or drilling, it does create a thalamic
lesion, which can result in permanent neurologic
deficits. In the most recent study published by The
New England Journal of Medicine, of the 76 essential
tremor patients who received the treatment, 74
neurologic adverse events were reported in 56 of the
people treated. The most common side effect was an
alteration in sensation, which was reported by 38% of
the patients and persisted at 12 months in 14%. Gait
disturbance occurred in 36% of patients and persisted
at 12 months in 9%. The incidence of cerebellar
deficits such as dysmetria (undershoot or overshoot of
intended position), ataxia (loss of full control of bodily
movements), and unsteadiness of gait approached 5%
each at 12 months.
As this is a new procedure, there are no statistics on
the long-term effectiveness (beyond 12 months)
of this treatment. Patients who participated in this
original study, however, will continue to be followed
by researchers for five years.

Seven Questions to Ask Before
Neurosurgery
I

f you are considering surgery as a treatment option
for your essential tremor, there are some things you
will want to consider before scheduling your surgical
appointment. It is vital you fully understand the possible
risks and benefits of the procedure. False expectations
and inaccurate information can lead to negative
outcomes, so it is best to do your homework in advance.
One way to make sure your expectations are reasonable
and you understand exactly what is involved is to have
a frank discussion with your neurosurgeon. Having a
thorough conversation well ahead of time ensures you
are comfortable with your surgeon’s treatment plan, you
understand what outcomes to expect and what recovery
entails for you.
Involve your family members and loved ones and
invite them to come with you to your consultation
appointments. It is often best to have a second set of
ears listening to the information, as it can be a lot to
take in all at once. A friend or loved one might also take
notes for you and help ask questions you may not have
considered. Plus sometimes, it’s nice just to have an
encouraging hand to hold.
Here are some questions to ask your surgeon, to help get
your conversation started:
1. What is your experience with the procedure;
what is your success rate, and what is your
complication rate?
These are probably the most important questions
you can ask your surgeon. With something as
delicate as brain surgery, you want to ensure your
surgeon has the experience and skill to offer you the
best chance of a positive outcome. A good surgeon
will give you the opportunity to speak with other
patients who have had the procedure and discuss
what could go wrong. If your doctor doesn’t answer

these kinds of questions, it may be a good indication
you should seek another opinion.
2. Am I a candidate for deep brain stimulation,
focused ultrasound, or Gamma Knife? Why or
why not?
There are three different options for the surgical
treatment of ET. Understanding why a procedure is
or is not a good fit for you is an important part of
the decision-making process.
3. How much tremor control should I expect from
my chosen option?
No surgical procedure will “cure” essential tremor,
and each procedure has different amounts of tremor
control expected. It is also good to know if the
surgery you are considering can impact other areas
of your body impacted by tremor, such as voice
or head tremor. You also should find out if the
procedure can be done on both sides of the brain
(bilateral) and if both sides can be operated on at the
same time.
4. What are the risks, benefits, and possible
complications of this surgery?
Surgical procedures will not remove your tremor
completely, forever. Being able to compare the risk
factors against the possible benefits helps manage
expectations and prepare you if your outcome
should be less than perfect. You should ask about
pain, chances of infection, physical limitations, etc.
5. Walk me through the procedure, including the
steps I need to take to get prepared for surgery.
Will you have to shave all or a portion of your hair?
Do you have to stop taking your medication? Can
you drive yourself home or should someone drive
you? Can you eat the day before the procedure? Are
there any tests or pre-op procedures you will need
Continued next page >>>
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to do before the actual surgery? These are all
things to ask before you arrive for your surgery.
Making sure you have everything done and
ready on your end will help the process move
efficiently. Part of being a good patient is
being prepared.
6. How long will I need to be in the hospital?
Some procedures require an overnight stay
in the hospital; some may be done on an
outpatient basis. It is a good idea to find out
exactly how long you will need to be in the
hospital, what types of follow-up services you
might require, and how long it will be before
you can return to your regular activities such
as driving or returning to work. It’s important
to follow your physician’s recovery instructions
so you can return to you regular routine as
quickly as possible.
7. How much does this surgery cost?
You should check with your insurance
company in advance to ensure your physician,
the facility, and the procedure is covered by
your plan. If you are responsible for all or part
of the costs of the procedure, be sure to find
out when payment is expected. Some facilities
require all payments in advance, while others
will bill you for the amount not covered by
your insurance.
The decision to have brain surgery is not something
to be taken lightly. It is, after all, brain surgery. But
for those whose symptoms are not controlled by
medication(s) and whose tremor negatively impacts
activities daily living such as eating, drinking,
writing, grooming, etc., surgery may be the best
option for tremor reduction. Developing a strong
relationship with your neurosurgeon and asking
some important questions is key to a
positive outcome.
Learn more about all your treatment options at
www.essentialtremor.org/treatments.
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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 member,
call the IETF Executive Director (toll free) at 888.387.3667.
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Leading by Example
C

hris Beer joined the IETF support group leader
program because she is passionate about raising
awareness in her community and motived by her desire
to create positive change. She wanted to create a place
where people affected by ET could come together to
discuss their concerns and share their achievements in
a safe and friendly environment; a place she never had.
She didn’t want people to feel alone in their struggles,
lost and depressed like she had been for so long. And
she knew she had to find a way to make the medical
professionals in her community understand this
condition and how it impacts people’s lives in a very real
way; so no one else would have to suffer in silence like
she did. So she mustered her courage and decided to
start a support group, the first of its kind in Australia.
Today, Chris seems to have it all together. As she stands
before professional and civic groups throughout her
community, giving presentations about essential tremor,
she is a groundbreaker in the fight to gain awareness for
her condition. She has confidence and personality to
spare. However, it wasn’t always this way. The self-assured
woman we see today is a far cry from the delicate flower
she was in her past. Chris has come a long way to get to
where she is today.
She first noticed her tremor when she was 16. She was
living away from home, attending boarding school,
when she noticed her hands trembling during a timed
typing test. Being so far away from her home and family,
made her feel alone and isolated. She didn’t know why
her hands shook, but she did know she had finally felt
like she was actually good at something, typing, only to
go and mess it up. Her self-esteem suffered greatly as she
internalized her “defeats”.
At the time, no one else in her family had shaking
problems, so her parents took her to a Melbourne
hospital to have her checked out. After a few tests,
drawing circles and walking up and down the
hall, the doctor gave a name to her shaking hands.
“Congratulations!” he exclaimed. “You have benign

Chris Beer is passionate about helping others
with essential tremor and raising awareness in
her own community.
essential tremor, an old person’s disease.” And to make
matters worse, the doctor told her parents she was
perfectly fine and to treat her exactly the same as her
siblings. Normally, this would be sound advice, as one
never wants a child to feel singled out or incapable.
However, there are ways to make a differently-abled
child feel included without expecting them to perform
at levels that are beyond their physical abilities. One can’t
expect a teen with essential tremor to have beautiful,
flowing penmanship any more than one would expect
a blind person to run an obstacle course without some
kind of guidance. They may try their very best, but the
expectation is so high they are doomed to fail.
Most the time, Chris was made to feel embarrassed
and ashamed by her own family. She was told to just
ignore her tremor, as if it was a switch that could be
easily turned on and off. She wanted so badly to keep
up with her brothers and sisters, but she just couldn’t.
She was always a little slower, a little messier, a little “notas-good”, and because her parents treated her perfectly
equal, they were regularly disappointed in her results.
She was teased mercilessly and called many names;
these behaviors were so hurtful to Chris even today it is
Continued next page >>>
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with Disabilities. Through this program she built up her
leadership and advocacy skills, not to mention her selfesteem. She was partnered with a civic-minded mentor
who had lots of contacts in the community and some
great ideas on how Chris could pursue her passions. Her
mentor offered her the encouragement she needed to
leave her damaged self-esteem behind once and for all,
and begin building a new and empowered Chris.

Although it is difficult, Chris gets out in front of as many
people as she can, to help educate the general public about ET.
<<< Continued from previous
difficult for her to discuss, having buried much of the
details deep in her psyche. The decades of harassment
took a definite toll on her esteem, leaving her with very
little self-confidence and even less self-worth.
It wasn’t until she was in her 40s she began to accept the
fact she does, indeed, have limitations because of her
essential tremor AND it was okay. Having limitations
doesn’t prevent a person from doing things, it just means
they may have to do them differently or it may take a
little more time to accomplish. Chris began to see her
limitations not as negative things holding her back, but
as opportunities to learn something new. She adopted
the “if you don’t try, you will definitely fail” attitude. It
was a struggle, but she was determined to make
a change.
In May 2015, Chris attended a class that helped her
complete the last part of her personal journey. She
attended Enabling Women, a personal development
program facilitated by the Victoria chapter of Women

Today, when you look at Chris lead her support group,
you would think she’d been doing it for a lifetime.
Discussing everything from coping techniques to
personal development, Chris is more than a group
leader; she’s a role model for her group members. She
not only leads the group each month, but also goes out
into the community to talk about ET and raise some
much needed awareness. She started by sponsoring
an education table at the Goulburn Valley Disability
Expo to help educate the public about ET. She has also
made presentations for the Echuca Probus Club, an
Echuca Retired Nurse’s luncheon, a group of fourth year
medical students, the Mooroopna Kiwanis Club, and
a group of doctors, nurses, occupational therapists and
physiotherapists from the Goulburn Valley hospital. She
tells them the gritty truth about what it is like to live
with essential tremor and gives examples of how each of
these groups can support people affected by
this condition.
Chris’s passion is infectious. Her vision and drive has
inspired members of her support group to also get out
in the community and help to raise awareness. One
gentleman travels four hours by train(to and from)
each month to attend Chris’s meetings and has begun
speaking to groups in his own community of Frankston
about essential tremor. As a whole, the group plans
to set up informational tables at local markets, host a
trivia night fundraiser, and even dreams of organizing
an educational conference with local healthcare
professionals. With Chris leading the way, she just might
pull it all off, and then some.

To learn more about how you can be a support group leader
in your community, go to www.essentialtremor.org/volunteer.
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Assistive Products for
Daily Living
Assistive technology is an umbrella term that includes assistive, adaptive, and rehabilitative devices for people with
disabilities. The IETF hopes you find the assistive devices and technologies listed enable you to perform daily tasks
with greater ease.

W

eighted cups, bowls and eating utensils are a common,
inexpensive way to make eating and drinking easier for
those with with hand shaking or tremors. The weight of the
cup or utensil lessens the intensity of the shaking or tremors.
The Weighted Insulated Cup has a steel weight added
internally to the base of the cup to increase the weight. The cup
is also insulated to keep hot liquids hot and cold drinks cold
and at the same time insulating your hand from either the heat
or the cold.
The cup comes with a spout lid which helps prevent spills.
The cup is manufactured from a durable plastic and is available
in blue.
The weighted cup holds eight ounces of liquid. Dishwasher safe
on the top shelf only. $19.95 at www.elderstore.net.

C

lip this attachable strainer directly onto any pot or pan
and seamlessly transfer out any liquid.

Instead of juggling a separate colander, Snap’n Strain clasps
on extra securely—so you can tilt confidently.
Made from durable BPA-free silicone and rust-proof steel,
Snap’n Strain resists the high temperatures of hot liquids
and dishwashers alike. The soft silicone conforms to
different sized pots and its built-in spout gives you control
as your pour.
And when you need to store it, this clip-on colander has a
far lower profile than traditional ones. Keep it handy in a
cupboard or drawer. $12.95 at www.thegrommet.com.
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Honoraria and Memorials

Thank you to everyone who established memorials and contributed funds to honor loved ones on behalf of
the IETF from August 16, 2016 to December 15, 2016. If your donation was processed after December 15,
2016, it will be listed in the next issue of Tremor Talk. (Honoraria or Memorials are listed in UPPERCASE,
donors are listed in italics.)

H onorariums
ALL THOSE AFFECTED BY ET
Mr. Jerry Voors
GERRY BARNETT
Ms. Gail Sterling
JERRY BLASINGAME
Ms. Katy Blasingame
			
LILLIAN COURTHEOUX
Mr. Richard Courtheoux
OBED CRAMER		
Charles & Mary Jo Arndt
PHIL DELAND
Ms. Linda Van Pelt
JOYCE DIPALMA
Mr. & Mrs. J. Robert Booth
JOE DRISCOLL
Col. & Mrs. Barry Pencek
			
SHARI FINSILVER
Mr. & Mrs. Robert Hakim
AMY GRIFFIN
Mr. & Mrs. J. Robert Booth
KYLE GRIFFIN
Mr. & Mrs. J. Robert Booth
SUSAN ISRAEL
Mr. Arthur Williams
Mr. Michael Wahlder
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M emorials
IETF STAFF AND THE ET
COMMUNITY
Conneticut Support Group
LEWIS KAGAN
Mrs. Amy Cosares and Family
PONTIAC, MI SUPPORT GROUP
Thomas and Sabrina Pilarski
		
SHARON RITT
Ms. Phyllis Werbel
RABBI ARNOLD S. TASK
Mrs. Vicky Bergman
Campo Agency, LLC
Mr. Dan Cohn
Mr. & Mrs. Arthur Fass
Ms. Rebecca Feldman
Ms. Nancy Fields
Ms. Judy Ginsburgh
Ms. Barbara Karz-Wagman
Ms. Rita A. Klock
Ms. Jeannette A. Lessels
Mrs. Joseph Lipsey
Louis Wellan Community Fund
Ms. Nat Marks
Ms. Gin Taylor McLure
Mr. Franklin Mikell
Orphaned Gifts
Mr. William Shrago
Mr. Ben Weil
Mr. Louis Wellan
LILLIAN WECHSLER
Mrs. Elaine Cohen
Ms. Ruth Katz

CARL L. ANGERMAN
Mr. Wayne Rickman
Ms. Sandra Jameson
Ms. Sherry Hajec
EDGAR BARNETT
Ms. Gail Sterling
JACOB BERGER
Ms. Georgine Spisak
Ms. Mariangela Dipietri
ELAINE BESSIER
Ms. Joan Olsen
Ms. Jacqueline Lehatto
Ms. Lynne Ruhl
DAVID FORREST CHAPMAN
Ms. Iris Chapman
ERVIN DIERKER
Mrs. Roseann Dierker
FRANK ELLIOTT
Mrs. Laurie Smith
KATHLEEN ELY
Mr. & Mrs. Jim Hudson
ALLEN ENGELHARDT
Ms. Brenda Gokey
			
JAN ERICKSON
Mr. & Mrs. Don Shallberger
ANNA FABRELLO
Mr. Anthony Fabrello
			

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 essentialtremor.org/ways-to-give or by calling the
IETF office (toll free) at 888.387.3667.

CAROLYN FITZSIMMONS
Ms. Marjorie Wulff
Mr. & Mrs. James LaForest
Mr. & Mrs. William Bristol
Mr. & Mrs. Harold Wells
Dr. Jacqueline Callender
Mr. & Mrs. Roland Voisine
Ms. Zada Johnson
Mr. & Mrs. Edward C. Fitzsimmons
Dr. Joy Wilson
Ms. Joan Lee
Ms. Margie Masoner
Mr. Milton Stockmyer
Mrs. Marcee Oehlkers

DONALD LOCKSTEDT
Ms. Deanna Lockstedt

Mr. & Mrs. Gail Burdick
Ms. Martha Inskip

PATRICK MCCARTNEY’S
SISTER, PATTY
Shari & Stan Finsilver

GRACE E VAN SICKLE
Ms. Karen Duncan

MARY GRABOSKI
Mr. Byron Scott

CACH NGUYEN			
Flexcon

JUDITH GRAY
Ms. Christine Stoneman
Mr. Michael Mule

MARK O’CONNOR
Ms. Megan Brown

MAUDE HILLER
Mrs. Karen Quinn
ERWIN ISAACSON
Ms. Phyllis Werbel

DONN MCCASHLAND
Mrs. Delores Pittman
Vince and Kay Hoefler
Ms. Barbara Howat
Ms. Peggy Tvrdy
JAMES MCGRATH
Ms. Audrey Asher

EARL OTT
Ms. Barbara Peck
VIRGINIA PECK
Ms. Diane Ofner

MARTHA SOROKA
Mr. Frank Soroka
ELIZABETH STANLEY
Ms. Kathryn Foss
MARGARET PENNY SWANSON
Mr. Rick Cardiff
BENJIE WALDMAN
Mrs. Joan Zapin
		
WILLIAM I WALSH
Mr. Kenneth Williams
Dr. & Mrs Frank Navratil
Mrs. Mary Starr
Mrs. Myrna Brown
Ms. Mary Claire Phelan
Mr. William Walsh
Mrs. Linda Catanzaro

JOHN A. PITTNER
Mr. & Mrs. Michael Delluva
Mr. & Mrs. David Sell

MARGARET WATKINS
Mr. & Mrs. Keith Martines
Ms. Susie Moore
Jeff and Suellyn Johnson

GWERALDINE “GERRY” M.
KOERPERICH
Ms. Nancy Thomas

PATRICIA SALERNO
Mr. & Mrs. Todd Schnuck

EDYTHE WEISS
Ms. Barbara Shulman

BONNIE JEAN FEUERSTEIN KOGER
Mr. & Mrs. Paul Grill

JAMES SHIMWELL			
WNY Woodturners 1
Mrs. Pearl White & Family

LEW KAGAN
Mr. Eric Cosares
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ET Support Groups
United States
Gardendale, AL
Suzanne Frazier
205.602.4332
sfrazier1031@charter.net
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		
623.428.6954
ofs40@yahoo.com
Gilroy, CA
Shirley Place		
831.634.0859
shirleyblue2@att.net
Los Angeles, CA
Roxanne Holt
310.994.2522
richroxycaleb@yahoo.com
Marina, CA
Susan Cheuvront
831.224.6677
sioux0707@yahoo.com
Palm Desert, CA
Janine Judy		
760.285.0411
desertcharm55@aol.com

Grand Junction, CO
Shelly Amendola
970.462.8300
samendola46@gmail.com

Andale, KS
Rita Sevart
316.796.0769
sevartd@hotmail.com

Sylva, NC
Ted Kubit
828.631.5543
tkubit@frontier.com

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

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

Wilmington, NC
Carol Anderson
910.232.3568
seaynotes@aol.com

Clinton, MA
Carole Blum
978.365.5286
lillystream@comcast.net

Concord, NH
Eileen Keim
603.224.7829
travlr1776@gmail.com

Springfield, MA
Karen Villanueva		
207.432.4334
bonneville_karen@yahoo.com

Freehold, NJ
Morton Meiskin
732.462.8304
mmmeiskin@optonline.net

Silver Spring, MD
Walter Ebmeyer
301.328.7035
ebmeyerwalter8@gmail.com

Albuquerque, NM
Ken Whiton			
505.453.1732
kwhiton43@icloud.com

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

Hauppauge, NY
Harvey Glasser			
631.493.9203
hglas34832@aol.com

Grand Rapids, MI
Julie Dyke
616.322.1973
robjulie0895@att.net

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

Lansing, MI
Tim Johnides
517.648.0149
tjides@gmail.com

Mogadore, OH
Brenda Libbey
330.980.4155
brendafaye01@hotmail.com

Lansing, MI
Tim Johnides
517.648.0149
tjides@gmail.com

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

St. Paul, MN
Sandra Varpness
651.335.4852
sandra.c.varpness@
healthpartners.com

Portland, OR
Stephen Loaiza
503.653.0006
smloaiza@comcast.net

Daytona Beach, FL
Janet Hirst		
386.801.3906
janethirst@gmail.com
Lady Lake, FL
Ken Taylor		
352.787.3866
kstaylor62@usa2net.net
Savannah, GA
Phil & Nancy Bowden		
912.352.7921
savnanbo@bellsouth.net
Council Bluffs, IA
Annette Kruse
712.325.9069
annettemkruse@juno.com
Pocatello, ID
John Sullivan
208.705.1550
jsullyirish@hotmail.com
Aurora, IL
Donna Sperlakis
630.499.6619
donna.sperlakis@rushcopley.
com

Roseville, CA
Paula Lavin
916.771.4866
rosevilleet@yahoo.com

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

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

Schaumburg & Winfield, IL
Lynn Bernau			
630.497.2142
lbb1219@yahoo.com
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Pittsburgh, PA
Darla Yesko
412.351.4564
dfyesko@gmail.com

Charlottesville, VA
John Watterson		
434.973.2510
johnwatterson@comcast.net

Turboville, PA
Marianne Yeagley
570.850.6223
smyeagley@verizon.net

Chesapeake, VA
Sharon Powell		
757.482.3221
make-a-note@att.net

Yardley, PA
Linda Oberkofler
215.431.7749
yomrso@gmail.com

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

Moore, SC
John Remley
864.216.8113
jremley47@gmail.com

Roanoke , VA
Dee Janis
540.266.7893
dianejanis@gmail.com

Nashville, TN
Jim Crowley
615.509.2386
bflo1937jim@yahoo.com

Calais, VT
William Duke
802.661.8999
jameslisted@gmail.com

Abilene, TX
Jayme Howell
325.370.7597
jaymehowell@yahoo.com

Kirkland, WA
Robert Delf		
206.601.9217
bobdelf0523@gmail.com

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

Middleton, WI
Kathy Muirhead
608.824.9130
madmidet@charter.net

Wichita Falls, TX
Amanda Green
940.781.4427
amandalhouck@gmail.com
Clearfield, UT
Trudy Hutchinson		
801.391.3430
utahshakes@gmail.com
Centreville, VA
Shani Alcorn
702.502.0645
shaniva2014@gmail.com

International
Shepparton, Victoria
Australia
Christine Beer
614 27 331 104
thinchris@gmail.com
Coniston, New South Wales
Australia
Joanne Pearce
614.229.5367
essentialtremorsgnsw@
outlook.com

Brantford, ON,
Canada
Deborah Jackson
519.770.4502
brantford.
essentialtremorcanada
@gmail.com
Hamilton, ON,
Canada
Tim Stevens		
289.639.9134
tron37@gmail.com
Toronto, ON,
Canada
Laura Labonte-Smith		
416.429.2496
laura_ls@pathcom.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.

Windsor, ON,
Canada
Heather Nash		
519.990.6900
windsor.essentialtremorcanada@
gmail.com
Bonn/Cologne, Germany
Albert Brancato
Selbsthilfegruppe
Essentieller Tremor
+49-228-327153
albert.brancato@yahoo.de
Greater Noida, Uttar
Pradesh, India
Ajit Singh
+919910230936
ajitsingh140354@gmail.com
New Delhi, India
Mr. Divya Bhatia
+8860866399
divybhatia_16@yahoo.in
Moruga, Princes Town
Trinidad & Tobago
Rebeca Noel
868.291.9599
jrhamilton143@yahoo.com

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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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

Kansas City, MO
2935
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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.

