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Sincerely,

Patrick McCartney
Executive Director, IETF

Thoughts from the Executive Director
After eight months on the job as executive director of the IETF, I’m starting to feel 
more comfortable in my role and have a much better idea of where we are as an 
organization and where we hope to go in the future. Much of my time has been spent 
learning about ET (a work in progress) and reaching out to supporters of the IETF, 
both individuals and organizations, who support our efforts to promote awareness and 
education for this disorder.

I‘ve had conversations with other non-profits including the American Brain Coalition, 
Tremor Action Network, and the Focus Ultrasound Foundation, to name a few, to 
discuss how we can work together. On the corporate side, I have worked on building 

and/or forming partnerships with several companies including, but not limited to, Medtronic, St. Jude’s 
Medical, Cala Health, Sage Therapeutics, Insightec, Google, and GE Healthcare. These companies and many 
others are working on new treatment options, and we appreciate their interest in partnering with the IETF.

On the advocacy side, I have met with several local representatives here in Kansas; Sen. Jerry Moran, Sen.
Pat Roberts, and Rep. Kevin Yoder, to learn how to get information about essential tremor in front our 
legislators in Washington, D.C. They were all in agreement; input from their constituents is the best way 
to make an impact. So I ask you to contact your senator and representative to encourage them to support 
increased funding for movement disorder research.

I’m also excited to report on two successful education events recently sponsored by the IETF. On March 
3, we hosted our first ET Teleconference discussing diagnosis and treatment options for ET. We received 
more than 500 reservations for the call and had 100+ people call after the deadline wanting to sign up. 
If you weren’t able to join us for the call you can find it on our website under “education programs”. The 
next teleconference is scheduled for June 30 and our speakers will be the co-chairs of our Medical Advisory 
Board, Dr. Mark Hallett and Dr. Holly Shill.

On March 19, we hosted a regional ET Education Forum in Overland Park, KS. The 200 attendees heard 
presentations on the history of the IETF, diagnosis and treatment options for ET, and coping techniques - 
both mental and physical. They also had the opportunity to network with several exhibitors offering a variety 
of services and products related to essential tremor. We are currently working on the date and location of our 
next education forum. Stay tuned for more information.

So as you can see, there is a lot going on at the IETF. But none of this happens without your support. If you 
are a supporter we thank you for your donation. If not, we hope you will consider a gift to help us continue 
our work on research, education, and awareness for ET. 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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Savannah, GA NETA Walk
Support Group leader Nancy Bowden, friends and 
family, joined together in Savannah, GA to host an 
awareness walk at the Oglethorpe Mall. Support group 
members provided water and bananas for walkers and 
shared essential tremor information to general shoppers 
walking by their table.

Chicago, IL NETA Walk 
Members of three Chicagoland support groups rallied 
for awareness for a Shake, Rattle & Walk for Essential 
Tremor, at Rush-Copley Healthplex in Aurora, IL. 
Support Group leader Lynn Bernau and 30+ people of 
all ages, from all walks of life, came together to increase 
awareness and raise funds for essential tremor. Everyone 
had a great time meeting new faces and interacting with 
people living through the same daily challenges. 

Grand Rapids, MN NETA Walk
Allison Dyke, the young beauty pageant contestant 
featured in a past issue of Tremor Talk, and her mother 
Julie, organized their second NETA walk at the local 
YMCA in Grand Rapids, MN. With more than 50 
participants, walkers raised $370, and the event brought 
in $500 from a Spectrum Health sponsorship. During 

registration, a few of the 
YMCA members saw the 
NETA walk sign and decided 
to join the event. One YMCA 
member has been living with 
ET his whole life and enjoyed the 
information provided while he and 
his wife participated in the walk. 

“This year, our walk participants had the 
opportunity to test out assistive devices, products and 
tools that help make life easier for people living with 
ET,” Julie explained. “The Try It Before You Buy It booth 
featured a Liftware spoon, S’up Spoon, Magna Shirt, 
Poppin Pen, and KapTap. Many of the manufacturers 
donated the items on display and were then given away 
to attendees as door prizes”. 

After Allison’s feature article in Tremor Talk, a young girl 
from Pennsylvania living with ET reached out to Allison 
and sparked a new friendship. Deborah McGinnis and 
her mom drove more than six hours to attend the Grand 
Rapids walk and to meet her new friend Allison. “It was 
amazing to see how awareness from IETF has brought 
these young ladies together,” Julie said. 

National Essential Tremor  
Awareness Month 2016
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When someone becomes aware of what essential tremor is and how it affects 
a person’s life, they gain a greater understanding and can be compassionate. 
Raising awareness can help to replace negative words and feelings with 
positive ones; feelings of inclusion, understanding, and hope for a better 
tomorrow. 

This March, people across the nation made a commitment to raise ET 
awareness in their communities for National ET Awareness Month (NETA). 
On behalf of the International Essential Tremor Foundation Board of 
Directors and staff, we want to thank everyone who took part in awareness 
month activities. From hosting awareness walks to teaming up with media for 
local news coverage, our people truly made an impact on communities all over 
the country. 
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This was Jennifer 
Webb’s (left) first 
day on the job at 
WDHN News, ABC 
affiliate in Dothan, 
AL. She learned a 
lot about ET from 
Kevin Moore (right), 
a member of the 
community who 
reached out to his 
local press to help 
raise awareness.

Media Coverage
Kevin Moore reached out to his 

local media in Dothan, AL to bring ET 
awareness to his community through news 

coverage. WDHN News aired a TV spot and posted 
an article online not only explaining the condition, 
but also driving the point that education is the key to 
understanding for NETA. By putting more information 
out there, people may begin to understand what people 
with ET go through on a daily basis. 

When his old high school principle saw the segment 
on TV, she contacted Kevin. She asked him to come 
back to his former elementary and high school, to help 
educate the children about essential tremor, as part of 
their disabilities awareness program. With some fun 
children’s activity books in hand, provided by the IETF, 
Kevin stepped way out of his normal comfort zone in 
order to raise awareness in his community. And he did 
an amazing job. 

State Police Training Academy
Connecticut Support Group Leader, Helen Moser, 
saw a problem in the ET community and took action 
for NETA Month. Several support group members 
expressed frustration when being confronted about their 
shaking by police during routine traffic stops. Many 
officers mistook the normal shake of essential tremor 
for nervousness, making them feel and look guilty 
for no reason. As a result, Helen and her group met 
with the State Police Training Academy to educate law 
enforcement officers about essential tremor. Because of 
Helen’s efforts, ET awareness and sensitivity information 
is now an added bullet point in the curriculum for all 
new recruits, as well as being part of in-service training 
for existing officers. 

The IETF developed a fact sheet specifically for law 
enforcement. This information was sent to officers 
throughout Connecticut as a Training Bulletin, where 
it can easily be accessed for information/verification in 

Allison Dyke (left) 
with her new friend 
Deborah McGinnis 
(right). These two 
young ladies share 
a bond through 
essential tremor. 
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the field. “While there’s no guarantee that ALL officers 
will remember to follow the bulletin or instructions, 
we certainly succeeded in increasing awareness to a 
significant and important segment of Connecticut 
officers,” Helen said. 

Helen also teamed with Gov. Dannel P. Malone to renew 
the NETA proclamation for the state of Connecticut. 
She strives each year to renew the proclamation, to 
continue to bring ET to the forefront of community 
members’ minds. 

DIY Fundraising 
After learning about the IETF in 2014, Judi Pruchnicki 
and her son James, who lives with ET, has hosted a 
NETA Des Moines Sky Walk each year. However, due 
to scheduling conflicts, the family decided to come up 

with a No-Walk Do It Yourself Fundraising idea. Instead 
of hosting a walk, the Pruchnicki family and friends 
reached out to their community members and employers 
to raise funds and matching funds to bring greater 
awareness about NETA. DIY events are a great way to 
put your own personal, creative touch to fundraising and 
awareness activities. 

Although March may be over, with your help, we 
can continue to change the words we use to describe 
ET by raising awareness all year long. Together, we 
can bring hope to the millions affected by this life-
altering condition. To learn more about how you 
can raise awareness every single day of the year, visit 
essentialtremor.org/awarenesstools. 

Order yours today!

front

back

Awareness t-shirts and 
posters are still available.
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When Mindy Scheier’s son, Oliver, told her he wanted to wear jeans to school, 
Mindy didn’t have the heart to tell him the braces he wears on his legs  

due to a rare form of muscular dystrophy, would make wearing “regular” jeans a  
serious challenge.

It was at that moment Mindy decided children with disabilities should be able to 
wear whatever clothes they want. From that, her nonprofit, Runway of Dreams, 
was born. Mindy told FOX Business, “our mission at Runway of Dreams is to 
make sure there are adaptive versions of mainstream clothing for everyone”.

For those with physical disabilities, whether from ET or MD, zipping zippers 
and buttoning buttons can be difficult, if not impossible. Pulling shirts over 
one’s head can be a challenge as well. Mindy modified closures so they can 
be secured with magnets hidden underneath regular-looking buttons and 
zippers. The clothes keep their original style while providing a much easier 
closure system.

Mindy has now teamed up with Tommy Hilfiger to modify his clothing, 
making them friendly for differently-abled children. Mindy is 
working with other clothing brands and hopes to 
bring her adaptive ideas to market for 
grown-ups as well. But for now, you 
can check out the whole children’s 
collection at tommy.com.

As for Oliver (pictured above, on the 
barrel) ... he can now wear jeans to 
school any day he wants, just like all of 
the other kids.

Photo credit: Richard Corman
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Essential tremor (ET) is the most common movement 
disorder on the planet. It is often inherited, so most 

children who seek medical attention for their ET usually 
have family members affected as well. Interestingly, since 
the expression of ET can be different from one person 
to the next, an affected child may experience a different 
level of impact than other family members. The parent 
may have a low level of impairment, but may have seen 
their own parent or an aunt or uncle or other loved one 
significantly affected by tremor. A parent’s perception 
of the impact of ET on their child may be significantly 
skewed by these personal experiences. 

Treatment options have evolved over the past decades. 
The availability of tremor reducing assistive devices, such 
as specialized writing utensils and tremor-cancelling 
eating utensils, have significantly increased. Such 
adaptive technology for school tasks simply did not exist 
two generations ago and some parents are surprised at 
the number of possibilities there are for their children. In 
addition, special education law has greatly evolved and 
expanded over the last four decades, leading to greater 
access to educational accommodations for children who 
have functional disabilities but do not have intellectual or 
learning disabilities. Many parents of children with ET 
do not know about their child’s rights under the law, so 
it is incumbent on the medical community to help guide 
them through the journey.

It is critical to assess, directly from the child, how much 
he/she feels affected by his/her movement disorder. 
Assessing function at home, school, during desired 
activities, and in social situations ensures that all domains 
of function are adequately addressed. Parents are 
frequently surprised, and at times upset, when their child 
brings to light a domain of function he is experiencing 
a problem with, of which the parent was unaware. 

Parents should understand that their child is the only 
person who experiences his life, and it is these unique 
experiences that shape his perception of impairment. 
Feelings of frustration due to impairments are very 
common and normal. Parents should not feel inadequate 
or distressed because their child experiences these 
feelings. Once the child’s areas of functional impairment 
are identified, treatment options specifically focused on 
these areas can be implemented. 

As the emotional impact of ET can be significant, 
addressing items such as stress, anxiety, purposeful 
withdrawal from desired activities or social interactions, 
and depression is vitally important. It is also imperative 
to get an accurate assessment of sleep, as stress, anxiety, 
and depression can contribute to insomnia and other 
sleep disruptions. If significant emotional stressors are 
identified, an appropriate referral for behavioral health 
services, such as cognitive behavioral therapy, can be 
highly effective. Behavioral therapy is preferred over 
prescription medications. Effective therapy gets to the 
roots of the dysfunctional thought and behavior patterns; 
it teaches the child appropriate responses to situations 
which can help reduce anxiety and/or improve mood. 
Treatment of the emotional side of ET can yield a 
significant positive impact on self-image. If the child 
does not have a positive response to therapy, then it 
may be a question of the child’s comfort level with the 
therapist. Trying a different therapist should be strongly 
considered before proceeding with medication.

From an educational standpoint, the completion of 
assignments which require fine motor movements of 
the hands are typically the most affected by ET. And 
although the most discussed functional impairment is 
that of handwriting, other areas, such as art class and lab-
based science courses can be affected as well. 

Children with Essential Tremor: 
Navigating Education and Life
By Dr. Keith Coffman



 
 
 

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.  


