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This issue of Tremor 
Talk features a 
lot of stories with 
examples of how 
your donations 
help the IETF 
move towards our 
mission to provide 
global educational 
information, 
services, and support 

to children and adults challenged by essential tremor 
(ET), to their families and health care providers, as 
well as to promote and fund ET research.

Our annual research appeal dropped the first week of 
July, and at the time of publication, it has generated over 
$22,000. One hundred percent of all the donations from 
this appeal go to fund IETF research grants. 

The IETF receives 10-15 research grant applications 
each year. Our Medical Advisory Board reviews 
the grants and scores them based on the National 
Institutes of Health’s scoring model to select the 
grants we fund each year. In this issue, we share the 
2017 grants and a recap of our studies from 2016.  
You can always visit our website to see results from 
past IETF funded research grants.

You will also get to meet the four fall scholarship 
award winners. The IETF Board of Directors 
approved increasing each scholarship award from 
$500 to $1,000 this year to help with the rising cost 
of higher education. We received 21 applications for 
the fall semester, and these four outstanding students 
were selected for their achievements in academics, 
community service, and for overcoming the challenges 
of ET they face everyday. If you know a student with 
ET who would be interested in applying for one of 
these scholarships please have them contact the IETF 
for an application.

One of the biggest hurdles we face is the lack of 
awareness. We often hear “why doesn’t the IETF do 
some type of national awareness campaign?” Many of 
these campaigns are incredibly costly, but The IETF 
was presented an opportunity to partner with the 
Informed Series with Rob Lowe to produce a video 
and commercials that will air nationwide this fall on 
public television and a variety of cable channels. You 
can read more details about this project in this issue.

The IETF continues to promote educational and 
research opportunities for the ET community. We 
partner with Cala Health, Sage Therapeutics, and 
Yale University, to name a few, to recruit patients 
for their clinical trials. We are also working with 
Medtronic, Abbott, and Insightec to share educational 
opportunities in hopes of learning more about 
treatment options including Deep Brain Stimulation 
(DBS) and Focused Ultrasound. Feel free to contact 
our office to learn more about these opportunities.

The next installment of our teleconference series will be 
4 p.m. CST on Tuesday, Oct. 10. Dr. Keith Coffman 
will be our speaker and the topic will be “Children and 
Essential Tremor.”  Visit our website to register. The 
IETF will also be hosting an ET Education Forum in 
Sacramento, CA on Saturday, Nov. 4. If you live in the 
area we hope you can join us.

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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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 2016 fiscal year (FY) spans from 
April 1, 2016 through March 31, 2017. 

You can view the full report on our website where 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.

2016: The Year in Review
Number of 

participants attending 
education programs 

across the nation

1,857
Including two education forums, one 

webinar and two teleconferences.

$75,000
Funded to three IETF research projects to 
further better treatment options for ET. 

eIGHT
SCHOLARSHIPS

Awarded to lessen the burden of higher education for students with ET.

1,318
INFORMATION 
PACKETS SENT
To educate and increase awareness for ET and 
the IETF to patients and healthcare providers

48,806
Media deliveries sent 
through press release 
distribution to nearly 6,000 
media contacts.  

In hopes of raising awareness to a potential global audience of 5.3 billion.

rEvEnuE
Contributions   $  368,519 
Investment income        35,213
Grants          50,000
Memorials/Bequests      368,323
Exempt function revenues       13,817
Research         53,899
Special events1         68,503

totAl rEvEnuE      $  958,274

ExPEnsEs
Program                $  470,174    
   Management/General            86,377
Fundraising         36,535

totAl ExPEnsEs                $  593,086

79%
Of expenses goes to 

Research, Education, 
Awareness & Support

38%
Of revenue comes from 

direct contributions 
from donors

Learn more about the annual report at 
www.essentialtremor.org/about-the-ietf

contributions
The IETF receives no federal, state or local government funding. Contributions from those affected 
by ET, mostly in the form of annual donations, sustain the IETF. This fiscal year, the IETF received 
5,083 donations totaling $958,274. These donations were used to fund ET research grants, provide 
free education and materials, offer vital support services, and fund programs that raise awareness in 
communities around the world.
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Supporting the future - Fall 2017
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. Scholarships can be used for supplies, books, or tuition 
at licensed, accredited institutions of higher education (including trade schools). The IETF is pleased to award 
four students who are affected by ET with $1,000 scholarships: Allison Dyke from Grand Rapids, MI; Robert 
Holder from Clyo, GA; Brogan Speraw from Wellston, OH; and Madison Young from Searcy, AR.

Allison Dyke was diagnosed with 
ET at the age of 4. The struggles 
of tying her shoes, zipping her 
coat or even eating were daily 
chores. Then she realized she 
wasn’t like other kids. “Being 
misunderstood makes you an 
easy target for bullies, and this is 
where my true journey began,” 
Dyke said. In an effort to boost 
her confidence, her parents signed 
her up for sports. The activities 
were too challenging for her 
tremor until she found swimming 
where she was able to gain control 
over her movements. 

She began excelling at swimming and decided to compete 
in pageants. She served as state representative at Miss Great 

Lakes State and competed in National American Miss 
Awards, winning her top awards. With her growing self 
assurance, she began to make her mark in her community. 
Dyke was a swim instructor at her community pool and 
volunteered at Mel Trotter Ministries where she provided 
childcare for families in need. 

She has been vital to the IETF by organizing two ET 
awareness walks and raising over $2,500. She partnered 
with Spectrum Health to create an ET Support Group 
for West Michigan and worked with the University of 
Michigan School of Dentistry to create a prototype to 
make oral care easier for those with movement disorders. 
She was featured in the January 2015 issue of Tremor Talk. 

As an incoming freshman at Kuyper College, she plans to 
major in communications to spread the word about ET. 
“ET does not define me. It’s part of what drives me to 
advocate for others and break stereotypes,” Dyke said.

Allison Dyke

Brogan Speraw

Ever since he was a child, Brogan Speraw has 
known everyone else’s normal everyday tasks are 
anything but easy for him. All throughout school, he 
struggled to develop fine motor skills because of his 
ET. Through the help of his parents and teachers, a 
504 plan was developed for him so he could receive 
accommodations to ensure his academic success and 
access to his learning environment. “I admit my 
laptop is now my best friend, but I continue to beat 
the odds,” he said. 

Speraw earned several varsity letters in his 
participation on his football, bowling, and Quiz Bowl 
teams. He was a member of the National Honor 
Society, the Regional Scholars Leadership Conference, 
and was awarded the Wendy’s High School Heisman 
Award. He also excelled in his community by 
volunteering at his youth group at church, the 
American Red Cross, and the Black Diamond Lodge. 

Speraw confronts his ET as a 
challenge he’s willing to accept—
like engineering. Despite his 
shaky hands, he strives to major 
in engineering while minoring 
in business at Ohio University 
as an incoming freshman. After 
graduation, he plans to obtain a 
job close to home where he can 
use his mechanical engineering 
skills to make his community a 
better place. 

“I have been blessed with the 
determination to keep fighting the 
challenges that have been put in front of 
me, therefore being able to complete whatever I put 
my mind to,” Speraw said. 

Madison Young

Madison Young is the type of person who won’t 
allow something like having ET stop her from doing 
anything. During high school, Young was captain 
of her dance team, president of French Club, and a 
member of Beta Club, National Honor Society, and 
a new club called Partners that works to unify special 
education kids with the rest of the students, all while 
maintaining a 4.375 GPA. 

Outside the classroom, Young volunteered at Habitat 
Restore, taught Sunday school at her church and gave 
swim lessons in the summer. Her passion for helping 
others radiates through her participation in church-
supported mission trips. She’s been on five mission 
teams since the age of 13, traveling to Haiti to help 
orphanages, Mongolia to help former victims of sex 
trafficking, and Honduras to help dig wells to obtain 
clean water for the community.  She also just traveled 
to Rwanda this summer for the first time without a 
mission team to volunteer at a small children’s home 
before heading off to college. 

Being diagnosed at the age of 14 
with ET, she’s learned to adapt 
to her daily challenges in ways 
to help her achieve her goals. “I 
know (my ET) will get worse, 
but I try to focus on the good 
things in my life. I have been 
truly blessed already in the things 
I have been able to see and do in 
my 18 years,” Young said. “For 
now, I take it day by day and 
enjoy the life I was given.”

As an incoming freshman at 
Arkansas Tech University, Young 
will major in pre-physical therapy 
with hopes of attending a physical therapy school 
after graduation and then to work with disabled 
children and adults in Africa. “My tremor is a part of 
my life, but it doesn’t define who I am or what I can 
become,” Young said. 

As an incoming freshman to 
Georgia Southern University, 
Robert Holder is ready to tackle 
the challenges of living with his 
ET while majoring in health 
and human sciences in hopes of 
obtaining a degree in exercise 
science, athletic training, or 
sports medicine. 

During high school, Holder 
excelled in and outside the 
classroom. He shined on 
the field as captain of the 
football team, encouraging his 
teammates with his positive 

attitude. He was a member of the National Honor 
Society, Beta Club, FFA, and Student Council. Within 
his community, he volunteered at the local retirement 
home, sponsored blood drives for the American Red Cross 
and developed the Little Pantry, a food pantry to help 
those in need obtain food and household items without 
the social stigma of being homeless. 

Holder’s family first noticed signs of his tremor at 
age 2; however, as he grows and his tremor becomes 
more prominent, he won’t let it hold him back. “(ET) 
will always be a part of my life and something that I 
will have to deal with daily. I have chosen not to let 
this disorder define who I am, but I will continue to 
succeed and accomplish my goals,” Holder said. “It 
may be a little more difficult, but I can do it.” Robert Holder

To learn more about scholarships and how you can make an impact, 
visit www.essentialtremor.org/about-the-ietf/scholarships.
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Genome Wide Copy Number 
Variations and ET 
Principal Investigator: Guy 
Rouleau, M.D., Ph.D., FRCPC
Montreal Neurological Institute 
and Hospital
Like many other common human 
diseases and traits, ET is known 
to cluster in families, and it is 
believed to be influenced by several 
genetic and environmental factors. 
Overall genetic variants associated, 
or the cause, of ET have been 
sought for over a decade, but the 
involvement of an emerging class 
of genetic variant collectively 
referred to as “Copy Number 
Variants” (CNVs) has not yet been 
properly examined in familial ET.

CNVs are a class of structural 
variations defining alterations in 
the number of copies of specific 
regions of DNA, which can either 
be deleted or duplicated. Recent 
studies have indicated CNVs are 
both widespread in the human 
genome and a major contribution 
to the genome variability among 
individuals. These alterations may 
have no visible effect, account 
for population diversity, or can 
contribute to susceptibility to 
certain diseases. CNVs have 
recently been implicated in 
predisposition to complex 
neurological diseases such 
as schizophrenia, autism, and 
Alzheimer’s disease.

Given the highly heritable nature 
of ET, we hypothesize individually 
rare and inherited CNVs might 
contribute to disease risk in ET. 

In order to test this, the team of 
Dr. Rouleau proposes to use a 
high-density SNPs genotyping 
array to test for the disease 
segregation of rare inherited CNVs 
in a cohort of 13 well-defined ET 
families. Overall, understanding 
genetic basis may contribute to 
better prevention, diagnosis, and 
treatment of ET.

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. To date, your research donations 
have provided more than $750,000 to 
fund numerous promising studies. This 
year, the IETF has selected two exciting, 
new studies to fund. It is our greatest hope 
this critical research will shed light on the 
mysteries of essential tremor and lead to 
better treatment options and a cure for 
this life-altering condition.
ential Tremor?
Elucidating the roles of the Ca2+-activated ion 
channels in essential tremor
Principal Investigator: Huanghe Yang, 
Duke University School of Medicine
Essential tremor is a complex and progressive 
neurological disorder that affects more than 1% in 
the general population and 5% in the population 
over 65 years. After many years’ efforts, we are only 
beginning to develop some limited understandings on 
the manner of development of ET. Based on extensive 
animal and human patient studies, we now know 
abnormal oscillatory activity of an interconnected 
brain network, called the cortico-olivo-cerebello-
thalamic circuit, is a common feature of ET. 

The oscillatory activity is controlled by internal 
clocks, which send out timing signals and orchestrate 
the cortico-olivo-cerebello-thalamic circuit to work 
synergistically to control our body movement. The 
internal clocks in the brain are analogous to the 
systemic clock in a computer’s mother board, which 
constantly generates timing signals to precisely 
coordinate other electrical components to perform 

various computational tasks. When the clock goes 
awry, the computer will malfunction. Within the 
cortico-olivo-cerebello-thalamic circuit, the inferior 
olivary nucleus is believed to serve as a major internal 
clock, which generates powerful and rhythmic 
timing signals to the cerebellum, one of the essential 
movement control centers in the brain. To further 
understand the development of ET, Dr. Huanghe 
Yang’s laboratory at Duke University School of 
Medicine is working on studying how inferior olive 
neurons convert their rhythmic electrical activities 
into timing signals and how the rhythmic electrical 
activities are disrupted during tremor using a 
combination of mouse models, molecular, cellular, 
electrophysiological and imaging tools. 

Generating and propagating electrical impulses is a 
basic property of a neuron. This is owing to neurons, 
as “excitable cells”, possessing various types of proteins 
called ion channels, which catalyzes inorganic ions, 
such as calcium, potassium, sodium, and chloride, to 
flux through cell membranes to generate electricity. 
What’s unique about inferior olivary neurons is these 
neurons express a unique set of ion channels that can 
mutually interact with each other, thereby forming a 
network where these ion channels sequentially open 
and close to generate precise and rhythmic electrical 
impulses. The rhythmicity serves as timing signals 
to instruct the downstream cerebellar neurons to 
produce accurate and smooth movement. 

Discovering a new chloride channel called 
TMEM16B in inferior olivary neurons recently, Dr. 
Yang’s team is working on systematically examining 
how TMEM16B and other ion channels form the ion 
channel network to control the rhythmicity of inferior 
olivary neurons. Their study will not only shine new 
insights on ET development and mechanisms, but 
will potentially provide new therapeutics to be used 
to alleviate tremor symptoms and lessen functional 
disability associated with essential tremor. 

IETF Funds two New Research 
Studies

To learn more about ET research and IETF-funded research, visit
www.essentialtremor.org/research.




