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We are excited 
to announce the 
International 
Essential Tremor 
Foundation (IETF) 
will be hosting our 
first Essential Tremor 
Virtual Education 
Conference on 
Saturday, October 
29. We have some 

exciting speakers and topics scheduled along with 
roundtable discussions on a variety of ET topics. 
Registration will be open soon for this free event and we 
hope you are able to join us. If not, all the sessions will be 
recorded and shared later on our YouTube channel.

We also continue to produce our educational podcasts 
and webinars. Our latest webinar is an update on 
ET Research from Dr. Holly Shill, the chair of the 
IETF Medical Advisory Board. New podcasts include 
information on the Meal Lifter plate, Allevx wrist 
modulation device, and the 100-mile marathon by Peder 
Nelson to raise money for the IETF. 

To access our virtual events, go to our website www.
essentialtremor.org and click on What We Do/
Educational Programs. The IETF would like to thank our 
corporate partners Medtronic, Abbott, Boston Scientific, 
Insightec, Sage Therapeutics, Jazz Pharmaceuticals, Cala 
Health, and Allevion Therapeutics for their support 
of these programs. We have also scheduled our next 
in-person ET Education Forum on July 30 in Lee’s 
Summit, MO. This will be our first in-person event since 
November of 2019.  When we have new events scheduled 
we will share them on our website, social media, in 
Tremor Talk magazine and through mailings.

Our 2021-22 fiscal year ended on March 31, 2022, 
and we are proud to announce the IETF had another 
successful year generating over $1.4 million in income. 
Thank you to all our donors and corporate partners 

whose support allows us to raise awareness and educate 
people about essential tremor.

March was National Essential Tremor Awareness Month 
and we had another successful fundraising appeal 
generating more than $48,000 along with raising 
awareness for essential tremor worldwide. It’s not too late 
to donate and receive your IETF lunch box cooler and/or 
journal. We had such great support this year we ran out 
of the lunch box coolers and are waiting for the second 
order which is scheduled to arrive this summer. If you 
have not received yours yet we will get it out as soon as 
we receive them. 

In June, the IETF awarded fall scholarships and reviewed 
our 2022-23 fiscal year research grants. The medical 
advisory board is currently scoring the research grant 
applications. We will announce the research grant 
recipient(s) as soon as a decision is made along with our 
scholarship award winners.

We hope you enjoy this issue of Tremor Talk which 
includes stories on the genetics of ET, results from the 
clinical trial from our partner Praxis, and a new ET 
treatment option from Allevion, just to name a few.

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. If you have moved recently or your email 
address has changed please let us know so we can update 
our records and stay in touch.
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Sincerely,

Patrick McCartney
Executive Director, IETF
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Confidentiality Statement: The IETF does not sell or 
share any member or non-member personal information, 
including physical addresses, email addresses and 
phone numbers.

This publication is not intended to provide medical advice 
or be a substitute for qualified medical care. Appropriate 
treatment for your condition should be obtained from 
your physician. The content of this publication offers 
information to those with essential tremor. The IETF does 
not endorse any product advertised in this publication 

unless otherwise stated. 

Please send comments, questions, and story ideas 
to: IETF Tremor Talk Editor, PO Box 14005, Lenexa, 
Kansas 66285-4005 USA or call toll free 888-387-3667 
or email tammy@essentialtremor.org.

HAVE YOU MOVED? Email us your new contact 
information, info@essentialtremor.org. Use the subject 
line “Change of Address.”  

On the Cover: 
The IETF is planning its first ET Virtual 
Education Conference in October. 
Registration is open. 
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Service Dog Becomes Life-Changing 
Hero for Teen with Essential Tremor

It was the most meaningful gift Gracie Key has ever 
received. In 2019, her former teacher gave her a Ger-
man Shepherd puppy named Saber. Saber became a 

“Life-Saber” for this Missouri teenager. 

Saber was not an ordinary pet. He was a service dog, 
trained to support individuals with disabilities. Gracie’s 
disability is essential tremor (ET).

She was just a baby when ET began to show itself. Her 
mom, Danea, noticed Gracie was behind in developmen-
tal milestones like sitting up, crawling and feeding herself. 
As she grew, she struggled with her fine motor skills. 

“In kindergarten they had nap time. And Gracie’s teacher 
called to say Gracie was waking up from her nap really 
shaky,” Danea recalled. “It was part of the tremor that her 
teacher didn’t understand.”

Essential tremor impacts people of all ages, and Gracie 
is proof of this. Though it’s more closely associated with 
older adults, an estimated five percent of ET patients 
will present with symptoms before adulthood. ET is also 
highly hereditary. In Gracie’s family, it runs on both her 
mother’s and father’s side. 

Once Gracie received her ET diagnosis, she was prescribed 
medication to help her manage her symptoms. It gave her 
some relief, but also made her tired and sluggish at times. 
As with many people with ET, Gracie struggled with 
everyday tasks like dressing herself and brushing her teeth. 
She was self-conscious and isolated herself from classmates 
because she felt like she didn’t fit in. This led to anxiety 
and depression. 

One day, Gracie’s teacher brought her son’s service dog to 
school. She noticed the immediate connection Gracie made 
with the dog. That’s when she decided to gift her one.  

Studies have found that animals decrease levels of cortisol 
(a stress-related hormone) and lower blood pressure in 
humans, while reducing loneliness and boosting mood. 
A long-term 
study by the 
National 
Institutes of 
Health (NIH) 
in partnership 
with the Mars 
Corporation’s 
Waltham 
Centre for 
Pet Nutrition 
looked at the 
health benefits 
of owning an animal. For children, studies showed im-
proved social functioning and more engagement with their 
peers as a result. 

For Gracie, the impact was increased confidence, and 
independence, according to her mom.

“She has purpose to get up early and she is mastering the 
day full of confidence,” Danea said. 

Gracie began taking her service dog to school with her 
when she was in the 10th grade and now, at age 17, it’s 
normal for her and for her classmates. When Saber needed 
to be retired from his duty as a service dog, Gracie got a 
second service dog, a chocolate Labrador named Amos. 
Amos has taken over the role and is her constant compan-
ion.

In March 2020, Gracie’s parents, Joel and Danea, started 
The Saber Life Foundation to pay it forward for oth-
ers with disabilities. The organization’s goal is to educate 
the public about the importance of service dogs and to 

“She (Gracie) has purpose 
to get up early and she is 
mastering the day full of 
confidence.” 

                           Danea Key
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Visit www.essentialtremor.org/resources/living-with-et/ to 
learn about living with ET or scan the QR code with your smartphone camera.

connect dogs and people, one disability at a time. 

In general, service dog training costs a minimum of 
$18,500. Saber Life Foundation is helping to provide to all 
that are accepted into the project, a trained dog for a frac-
tion of the cost.

“With everything we have learned, one fact is clear – the 
bond is all that matters. From that bond comes the willing-
ness to work for success and the ability to handle difficul-
ties that may arise,” Danea said. 

To help her better manage the physical aspects of her ET, 

Gracie underwent Deep Brain Stimulation (DBS) in 2018. 
With DBS, electrical stimulation is delivered to the brain 
through an electrode implanted in the thalamus part of 
the brain. These electrodes produce electrical impulses that 
regulate abnormal impulses. 

The combination of the DBS and the service dog have 
changed Gracie’s life. 

“It has been a miracle combination,” Danea said. 

For more information on the Saber Life Foundation, visit 
www.saberlifefoundation.org.

17-year-old Gracie Key has gained confidence and independence thanks to her service dog Amos. 
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By Shawn Moaddeb, 
CEO and Chairman, 
Allevion Therapeutics

Background on Allevion 
Therapeutics                
Allevion Therapeutics is a 
medical device company 
formed in late 2017, spun-out 
from Adventus Ventures (tech-
nology incubator and early-stage funding group dedicated 
to wearable, non-invasive neuromodulation therapies). 
The company is developing a patented smart-band device 
utilizing dual-energy fusion stimulation technology for 
a wide range of movement disorders, including essential 
tremor and Parkinson’s disease. It’s called Allevx™.                                                                     

Motivation Behind the Technology
I personally got interested on developing this device when 
I observed a couple of my close family members having 
this life-altering condition. It was very difficult to see them 
struggle with everyday activities. The devasting impact 
of essential tremor often causes depression, anxiety, and 
embarrassment in social settings. 

I took that personally and wanted to help. This was the 
genesis behind the formation of Allevion Therapeutics, and 
the development of Allevx™.  

About Allevx™                 
The smart-band technology behind Allevx™ allows patients 
to regain confidence and significantly improves their qual-
ity of life. The combination of low frequency, ultra-low 
power ultrasound with multi-phasic electrical stimulation 

synchronized with a novel algorithm allows for optimal 
results. Stimulation energy is delivered through multiple 
touch points leading to faster tremor reduction results.                                                                             

Advantages of Allevx™
•	 The single device can be used on both hands. 

It does not require a separate band and a 
separate device for 
each hand.

•	 There is no need to 
pre-calibrate each 
device. Allevx™ 
smart band technol-
ogy works well with 
a wide range of tremor activities.

•	 You can try it in your physician’s office to see 
if it works well for you before buying it.

•	 It’s easy to use and designed for the patient’s 
comfort and ease of use. The band attachment 
and detachment is quick and easy. 

•	 It requires only short therapy sessions (20 
minutes). 

•	 There are low stimulation parameters (making 
it more comfortable for patients).

•	 It offers sustained tremor improvement.

•	 Patients have the ability to use it for multiple 
sessions throughout the day without the need 
for recharging.

•	 The Allevx device will continuously monitor 

New Wrist-Wearable Therapy Device 
for ET Coming in 2023
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tremor related to key tremor tasks and com-
pare before and after stimulation results in an 
easy-to-understand percentage change chart.  
(See Tremor Change chart at right).

•	 The device offers secure cloud-based remote 
monitoring.

•	 It’s more cost effective and affordable than 
other available therapies.

Status of Device Availability
We have completed initial clinical evaluation in 14 
patients and are planning to expand to a multi-center 
study in essential tremor patients in the U.S. in prepara-
tion for FDA submission. 

We anticipate FDA approval and commercial release of 
Allevx™ by the second half of 2023.

Contact Information
For more information on Allevion and 
Allevx™, go to: www.alleviontx.com. Or 
call or email: shawnm@alleviontx.com, 
949-562-3371. 

       Spiral drawing before Allevx therapy Spiral drawing immediately 
following Allevx therapy

Real Time Analytic Display Chart

Look for ET assistive devices online at www.essentialtremor.org/resource/
assistive-devices/ or scan the QR code with your smartphone camera.

Clinical Study Results to Date
The initial Institutional Review Board (IRB) approved clinical study of Allevx™ showed positive results                                                       
for patients with both essential tremor and Parkinson’s disease. No side effects were seen. Below are examples of a 
spiral drawing before using Allevx™ and after a single short therapy session.
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Th ank you for your interest in Tremor Talk.
We hope you enjoyed this free preview. If
you would like to get this magazine in its
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. 

International Essential Tremor Foundation | PO Box 14005 | Lenexa, Kansas 66285-4005 | USA
888.387.3667 (toll free) | 913.341.3880 (local) | EssentialTremor.org

The mission of the International Essential Tremor Foundation 
(IETF) is to provide hope to the essential tremor community 
worldwide through awareness, education, support and 
research.


