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Sincerely,

Patrick McCartney
Executive Director, IETF

Thoughts from the Executive Director
This issue of Tremor Talk focuses on research, one of the most talked about 
topics from the ET community.

The IETF mailed our research appeal in July with a goal of raising $35,000 
by the end of September. One hundred percent of every dollar donated to 
research goes to finding the cause of and hopefully someday a cure for ET.  
Since 2002, the IETF has funded more than $1 million dollars in research 
grants. To learn more about the grants we have funded visit  
www.essentialtremor.org/Research. 

We have currently received a $28,500 in research donations. If you have donated, I thank you for your 
generosity and support. If not, I hope you will consider supporting research.  Donations can be made online 
or if you did not receive your appeal, contact our office, and we will drop one in the mail to you.

Also in this issue, we are excited to feature Academy Award winner Adam McKay. Adam has struggled with 
ET since his early 20’s, but it hasn’t stopped him from becoming one of the most accomplished writers 
and directors in Hollywood. Adam has become a good friend of the IETF, and we are looking forward to 
building our relationship with him and benefiting from his capacity to educate and raise awareness. 

The IETF is pleased to welcome a new addition to our staff. Dawanna Fangohr joined the IETF in July as 
our finance and database manager. Carol Rucker has retired after eight years with the IETF.  Carol was a 
great help to me in my transition as the new executive director and will be missed. Dawanna brings a strong 
background in database management and accounts payable and receivable.  Dawanna will probably be the 
first person you talk to when you call our office. Please welcome her to the IETF.  

In a continuing effort to raise awareness and help educate you about your ET, I encourage you to save the 
date for the next ET teleconference at 4:00 p.m. CT on Thursday, October 13. Our topic will be coping 
techniques for ET, and our speaker will be Kelli Reiling, OT. Kelli received an undergraduate degree and 
post professional doctorate degree in occupational therapy from the University of Kansas. She has practiced 
for 23 years in a variety of settings which include acute hospitalization, inpatient rehabilitation, sub-acute 
hospitalization, outpatient rehabilitation, skilled nursing, and community-based practice.  

As always, there is a lot going on at the IETF. But none of this happens without your support. 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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2015: The Year in Review

80%
Of expenses goes to 

Research, Education, 
Awareness & 

Support

48%
Of revenue comes from 

direct contributions 
from donors

REVENUE &
EXPENSES

The mission of the IETF is to provide global educational 
information, services, and support to children and adults 
challenged by essential tremor, to their families and 
healthcare providers, as well as to promote and fund 
ET research. Each year the Foundation produces an 
annual report to inform donors, volunteers, stakeholders, 
and the general public about the Foundation’s 
accomplishments over the last 12 months and give an 
overview of the financial health of the organization. The 
IETF’s 2015 fiscal year (FY) spans from April 1, 2015 
through March 31, 2016. 

According to Charity Navigator, an independent charity 
watchdog group which evaluates charitable organizations 
in the United States, nonprofit organizations should 
spend no more than 25% of their total expenses on 
administrative overhead and fundraising costs combined. 
In FY2015, overall management and fundraising 
expenses for the IETF were just 20%, down slightly over 
last year. That means $.80 out of every dollar given as 
an annual donation goes directly into the programs and 
services provided by the IETF. Donations designated 
for a specific campaign, such as research, are considered 
“restricted”. One hundred percent of these restricted gifts 
go to the program designated by the donor.   

In addition to a decrease in overall administrative 
expenses, expenses associated with IETF’s programs 

and services also decreased. FY2016 saw a change in 
the IETF’s educational methodology, placing greater 
emphasis on patient accessibility rather than total 
number of seminars hosted. In previous years the IETF 
had hosted up to 25 seminars around the U.S., costing 
tens of thousands of dollars per event. We now host three 
to four regional seminars annually, bringing in exhibit 
sponsors to help offset costs. It’s a win-win for everyone; 
sponsors can present their wares to a very targeted 
audience, attendees can learn about products and services 
which may enhance their quality of life,  
and the Foundation furthers its mission without 
increasing expenses. 

But with the decrease in the number of seminars, it was 
feared too many people would miss out on the quality 
information only the IETF can provide. In order to 
allow more people access to the information they need to 
make good choices for their health, the IETF introduced 
an educational telephone conference series, much to 
the delight of our constituents. With no computer 
access or Internet needed, telephone conferences offer 
people the chance to take part in an educational seminar 
without ever leaving home. This is a great option for 
those who may have mobility problems, limited access 
to transportation, or who live in rural communities 
or communities outside of the United States. At just 
a fraction of the cost of an in person seminar, the 
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teleconference model allows the IETF to increase the 
number of people served, while substantially decreasing 
expenses. Program expenses dropped 20% over last fiscal 
year due in large part to this change.

One of the most interesting (and concerning) trends we 
see in the financial reports is the decline in the actual 
number of donations made. For reference, in FY2013 
the IETF received 5,718 individual donations. In 
FY2014, that number dropped to 5,527. In FY2015, the 
total number of gifts dropped again to 4,772. This is a 
17% decrease over three years. However, we also noted 
the average gift amount was increasing. So although the 
total number of donations is going down, the amounts 
of those donations are going up. This tells us we need to 
put greater emphasis on finding new people and donors 
to add to our community, while continuing to offer 
superior service and support to those who have been 
with us for years.

In order to find new people and new donors to help 
sustain us in the future, the IETF utilizes numerous 
tools and technology to reach people around the world. 
One of the best tools in our arsenal is the IETF website, 
essentialtremor.org. Website traffic was up 29% over last 
year and more than 77% of that traffic was from new 
visitors. New information is posted all the time, keeping 

pace with the ever changing world of ET research, news, 
and technology. 

Social media is another way the Foundation reaches  
new audiences. Utilizing Facebook, Twitter, Google+, 
and YouTube, the IETF brings people together through 
a variety of communication avenues. People can choose 
how they prefer to interact with us; whether it’s a tweet, 
post, a phone call, or snail-mail letter, the IETF will be 
there to facilitate stimulating conversations and offer 
accurate and timely information. As each of our  
social networks grow, so does our reach. Today, we are  
in a very good position to reach the next generation of 
ET patients. 

Please visit the Annual Report section of our website at 
www.essentialtremor.org/about-the-ietf, to read the full 
report and review past reports. You will learn exactly 
how the IETF brings hope to those affected by essential 
tremor; through programs and services which promote 
awareness, patient and healthcare provider education, 
the funding of critical research, and offering quality 
support to everyone who needs it. You will learn how the 
financial support of caring and compassionate people 
like you will help move the IETF forward into the future 
and beyond.    
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Supporting the future - Fall 2016

This is not our first time meeting Jack Peters. He is an old friend of the IETF, having 
been featured in the IETF’s Fall/Winter 2010 issue of Tremor Talk magazine at 

the ripe old age of 12. We’ve been privileged to watch Jack grow up, as his 
mom always kept the Foundation up-to-date on how Jack was doing up in 

Redgranite, WI.

Jack has always been open about his tremor with friends and family, and he 
looks for opportunities to raise awareness about the condition. “One of my 
teachers, who also has ET, suggested we put an informational presentation 
together for the class,” Jack said.  “It was very well received.” His classmates 
and theater friends all know about his ET and are very accepting of both his 

abilities and his limitations.

And even though moving away in the fall to attend the University of Wisconsin-
Stout (Wisconsin’s Polytechnic University) will mean starting over, Jack doesn’t see 
it as a problem. “I see my tremor as an opportunity,” he said, “an opportunity to 
inform other people about me and the millions of other people around the world 
who also have ET.”

Austin Siekkinen is a scholar-athlete who ranked in the top quarter of his high 
school class in Hobbing, MN. He participated in several varsity level sports 
throughout high school and was a member of a variety of academic clubs. 
He volunteered during the summer, helping local kids develop a love for 
sports and sportsmanship. He even managed to hold down a part-time 
job.  “This shows how he is able to juggle many responsibilities and still 
be successful at them all,” noted Laurie Allison, Austin’s high school 
English teacher.

Austin doesn’t allow his ET to hold him back. Although he might 
struggle to keep the cereal on his spoon before a hockey game or hit the 
correct app icon on his iPad, his determination and positive attitude will 
carry him far.

The IETF is pleased to offer Austin an academic scholarship to North Dakota 
University where he will continue his education in engineering.

Jack Peters

Each semester, the IETF awards scholarships to qualified post-high school students of all ages, anywhere 
in the world, to lessen the burden of higher education. Scholarship can be used for supplies, books, or 
tuition at licensed, accredited institutions of higher education (including trade schools).

Austin Siekkinen
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Katie Merrill is passionate about art and ET awareness. Having essential tremor has forced 
Katie to think creatively, to develop innovative solutions to her own artistic problems. As 

a digital arts student at Kansas Wesleyan University in Salina, KS, Katie had to figure 
out how to film and photograph her subjects, despite her shaky hands. She uses 

plastic shopping bags to hold her camera, using its own weight to steady the lens. 
“You hold the handles of the bag and the weight of the camera helps steady it,” 
Katie explains, “I call it the Dillon’s-Bag Steady Cam”.

And through her art, she strives to create awareness. She has already 
completed one project that offered viewers a photographic representation of 
how ET impacts daily activities and wrote an editorial article for the school 

newspaper during National ET Awareness Month. Earlier this year, she even 
gave a humorous yet informative speech on ET and was awarded first place at 

the National Pi Kappa Delta Speech and Debate Finals in Kentucky.

Essential tremor can cause a fair amount of frustration for anyone, but Katie refuses 
to let it get the best of her. “I run into an array of problems,” she said, “but there is no 
problem that has been thrown at me that I haven’t been able to solve yet”. This is Katie’s 
second IETF scholarship. With her can-do attitude and creative thinking skills, she will 
definitely go far.

One winter day when school was called off due to poor weather conditions in 
Cincinnati, OH, Jackson Burton decided to learn how to play Pink Floyd’s “Wish 
You Were Here”, including the intricate and complex guitar solo. He spent hours 
focusing on hitting the right cords with the right inflection. His trembling 
hands made this already difficult task even more challenging. In the song, 
Roger Waters expresses feelings of alienation and mistrust of those around 
him. This was something to which Jackson could definitely relate.

Jackson used to get terribly embarrassed when he was called to the 
whiteboard to write out the solution to a math problem, or when he was 
instructed to point out a specific location on the big wall map. It took a 
lot of introspection for Jackson to come to terms with his shaky hands. “I 
had to be humble,” remembered Jackson, “I had to realize that my friends 
and classmates were not there to persecute me, but to support me.” He made 
the choice to respond to their inquiries about his shaking hand in a more positive 
way; using humor as an ice breaker and a way to make new friends.

As he enters his freshman year at the University of Cincinnati, he will build on 
the determination and self-confidence he used to learn new songs and make new 
friends. The IETF is delighted to assist him on his journey.

Katie Merrill

Jackson Burton
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Double-blind, Placebo-control, Cross-over Trial 
of Cannabidiol for Essential Tremor
Principal Investigator: Dr. Fatta Nahab, University of 
California, San Diego

A critical need exists to identify possible treatment 
options that produce less negative side effects and can 
be brought to market quickly. Dr. Nahab has found 
a significant number of his patients experiment with 
alternative therapies, due to their dissatisfaction with 
the current medications available. However, over-the-
counter options and those perceived as “natural”, have 
little or no data to support their safety or efficacy.

In this study, Dr. Nahab will investigate a specific 
cannabinoid (CBD), one of the many chemicals in 
marijuana. The central hypothesis is CBD will reduce 
tremor amplitude while being well tolerated and safe for 
patients. Dr. Nahab’s hypothesis has been formulated 
on the basis of his team’s own preliminary data and in 
consultation with Dr. Adrian Handforth’s group, which 

is actively studying cannabinoids in the Harmaline 
model of ET. Dr. Handforth’s research was funded by an 
IETF research grant in 2015. Results obtained from this 
study will provide the critical knowledge needed  
in order to request additional funding from the  
National Institutes of Health (NIH) for a drug 
development program of CBD for ET and develop 
more targeted medications.

Application of Smartphones/Smartwatches 
in Diagnosis and Treatment Monitoring of 
Essential Tremor
Principal Investigator: Prof. Gregor Kuhlenbäumer, 

Kiel University, Germany

The analysis and quantification of tremor 
is achieved by using a tremor measuring 

IETF Funds Three New  
Research Studies
Each year researchers with an interest in studying the various aspects of essential tremor are encouraged to submit 
scientific proposals for grant funding from the IETF. Below are the three studies funded by the IETF in July 2016. 
The IETF only seeks proposals addressing the nosology, etiology, pathogenesis, or treatment of essential tremor, or 
other relevant topics. To date, your donations have provided more than $1 million in ET research funding.

Your research donation could make the difference between critical research being funded, or being turned away. 
Every donation, no matter the size, counts. It’s not too late to help us keep research moving forward, please make 
your research donation today! 



device called an accelerometer. However, accelerometry 
is not widely available, and only a few centers have them. 
Modern smartphones usually contain three sensors 
which might be suitable to analyze tremor: (1) an 
accelerometer, (2) a gyroscope, and (3) a magnetometer.  
The data from these sensors can be used to aid in the 
diagnosis of tremor disorders and to monitor  
tremor treatment.

The aim of this proposal is to test a variety of 
smartphones, to see if they can accurately measure 
tremor in ET patients and assist in their treatment. 
Smartphones are available to most people and could 
provide short-term tremor measurements. It is well 
known tremor intensity fluctuates from day to day and 
during the day. Therefore, accurate self-monitoring of 
tremor might be helpful to physicians assessing treatment 
options and effects.

Norepinephrine’s Effects on the Cerebellum and 
Role in Tremor
Principal Investigator: Dr. Esther Krook-Magnuson, 
University of Minnesota, Minneapolis

Propranolol is a beta-blocker and is the most widely 
used medication for the treatment of essential tremor. 
Dr. Krook-Magnuson’s hypothesis is propranolol’s 
actions are centrally located, working on a region of 
the brain known as the cerebellum, and slowing the 
amount of norepinephrine released.  Norepinephrine is 
a neurotransmitter. Think of it as a city bus that moves 
information from the brain to various locations/stops 

in the body.  Propranolol slows the bus down during 
its travels, helping keep your hands more steady. But 
Dr. Krook-Magnuson proposes if we can influence our 
norepinephrine bus where it is built, in the nuclei of the 
brain known as the locus coeruleus, rather than when it’s 
cruising through the body, it will reduce tremor.

Further, she proposes the effects of norepinephrine on 
tremor depend on the dose — specifically, she believes it 
will have bidirectional effects. In other words, the levels 
of norepinephrine introduced at the factory could cause 
our norepinephrine bus to come flying out of the gate 
like a bullet train or slowly head out at more of a Model 
T pace. Either way, the findings from this proposal 
would resolve the controversy surrounding propranolol’s 
location of action in the brain and provide new options 
to help reduce tremor.

Visit www.essentialtremor.org/research/ietf-funded-
research for more information on past IETF  
funded studies. 

Dr. Esther Krook-Magnuson
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The Human Motor 
Control Section 
(HMCS) is my research 
unit in the Intramural 
Program of National 
Institute of Neurological 
Disorders and Stroke 
(NINDS). The 
Intramural Program of 
a National Institutes 
of Health (NIH) is the 
part of the institute 
which conducts 
research in Bethesda, 
MD. Our main goal 
is to understand the 
pathophysiology 

(changes associated with 
or resulting from disease) 

of different movement disorders and, if appropriate, 
to translate findings to therapies. ET research has been 
one of the major activities of the HMCS. Some of our 
current projects are described here. 

One confusing issue is exactly how ET is defined. 
While there are clinical and research definitions 
available, everyone agrees they have problems. In 
order to understand anything about a disorder, the 
patients studied must all have the same condition. 
If the definition is not sufficiently refined and the 
subjects really have different disorders, the chances of 
finding answers are much less. This is particularly true 
in the field of genetics. While ET often looks like it is 
transmitted by a powerful autosomal dominant gene, 
where about 50% of an ET patient’s descendants may 
develop ET themselves, it has been very difficult to find 
any gene mutations. We have been studying families for 
some years trying to find causative genes. Like everyone 
else, we have largely failed. 

In relation to genetics, the methodology is also 
advancing. In the past we have used a technique called 
linkage analysis. Linkage is the tendency for genes 
and other genetic markers to be inherited together 
because their location is near one another on the 
same chromosome. However, this analysis is limiting 
and the results can be misleading. We are currently 
using a method called “next generation sequencing”, 
to determine the genetic basis of ET. Whole genome 
sequencing (the process of determining a complete DNA 
sequence) and whole exome sequencing (technique for 
categorizing all the information created in a genome) will 
help us better understand how genes play a role in the 
development of essential tremor. Utilizing this strategy, 
we hope to finally see more success in finding the  
culprit gene(s). 

We know one ET look-alike is exaggerated physiological 
tremor; that is, normal tremor worsened by factors 
such as caffeine use or anxiety. There are clinical 
neurophysiology tests that can usually distinguish 
between ET and exaggerated physiological tremor. We 
now utilize these in our studies so we exclude subjects 
with exaggerated physiological tremor.

Another confusing issue is dystonic tremor. Dystonia is 
a condition involving involuntary muscle contractions, 
which lead to abnormal postures of body parts. Patients 
who have dystonia may also have tremor, and this tremor 
often looks like ET. Moreover, families of patients who 
have ET often have family members who also have 
dystonia. So there is some relationship there but certainly 
some differences. We are now engaged in a relatively 
broad study to try to identify similarities and differences 
between dystonic tremor and ET. We are studying 
patients who clearly have one or the other. Studies 
include tremor characteristics, voluntary movements, 
response to brain stimulation, sensory function, and 
neuroimaging. In these studies, we will likely learn more 

Determined to Define  
Essential Tremor
By Mark Hallett, MD

Dr. Mark Hallett



 
 
 

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.  


