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Sincerely,

Patrick McCartney
Executive Director, IETF

Thoughts from the Executive Director

As 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. JoDene 
Coleman, Heath Steele, and 
Paul Rodden all joined the 
board bringing a variety of 
skills including graphic design, 
strategic communications, and 
financial planning. They are great 
additions and will help the IETF 
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 registrations increasing 
for each call, with more than 

700 for our 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 
will also be offering new webinars 
in 2017 covering a variety of 
different topics.

We 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 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 IETF was proud to receive 
two Philly awards from Non 
Profit Connect, a regional 
association serving individuals 
in the management of nonprofit 
organizations. We received a 
first place award in the Print/
Electronic Magazine category 
for Tremor Talk and an Award of 
Distinction for being in the  
top 10% of scoring for all the 
award categories. 

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” page.

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.
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Each 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:

Ready. Set. Grow!

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.

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 ET 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.”
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Learn more about the IETF scholarship program requirements at  
www.essentialtremor.org/about-the-ietf/scholarships

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.

The American Academy of Neurology (AAN) has 
invited IETF Board of Directors member Shari 

Finsilver and Medical Advisory Board member 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.” 

IETF Board Members Join  
AAN Work Group
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Researchers 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. 

Groundbreaking Study Seeks Participants

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

Learn more about other studies currently recruiting ET participants: 
www.essentialtremor.org/research/research-recruitment.
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BOCA RATON MARRIOTT AT BOCA CENTER 
5150 TOWN CENTER CIRCLE, BOCA RATON, FL 33486 

9:00AM - 12:00PM • REGISTRATION OPENS AT 8 AM 

SATURDAY, MARCH 11, 2017

ESSENTIAL 
TREMOR 
EDUCATION 
FORUM

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 EssentialTremor.org

MARCH
MONTH
is National Essential

Tremor Awareness

Save the date for these upcoming education forums: 
Detroit, MI – April 29, Cleveland, OH – Aug. 26, Sacramento, CA – Nov. 11
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A Future So

People 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 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 

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.

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



 
 
 

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


