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Th e staff  and board 
of the IETF hope 
you and your family 
are staying safe and 
healthy during these 
crazy times. Th e IETF 
staff  has been working 
from home since the 
second week of March 
in an eff ort to social 
distance and stay safe 
during this Corona-

virus pandemic. Th is has not stopped us, however, from 
continuing to raise awareness of essential tremor (ET) and 
providing educational materials and programs to the ET 
community.

Unfortunately, because of the pandemic we cancelled 
two of our ET Education Forums. Th e fi rst event was set 
for Chicago on March 28 and the second was scheduled 
for June 27 in New York City. We have two more events 
tentatively set for September 26 in Cincinnati and 
November 14 in Phoenix. Later this summer we will 
decide if these events will be held.

Th e staff  has been brainstorming some ideas on how 
to conduct some virtual events via Zoom in the future.  
In mid May we recorded a program with Dr. Michael 
Braitsch on how to cope the stress of this pandemic. Th e 
video is posted on our Facebook and YouTube pages. 
We will keep you updated as new virtual events are 
scheduled.

In March we mailed a special edition of Tremor Talk 
to 30,000 non-donors to the IETF. Th ank you to 
Medtronic, Abbott, Insightec, GE Healthcare, Five 
Microns, and Steadi Wear for their support on this 
project. Th e goal of the magazine was to share the 
resources the IETF has available with people who haven’t 
been engaged with the IETF and hopefully generate 
some new donors. To date we have added 110 new 
donors with more than $3,500 in gifts for our mission: to 
provide hope to the ET community through awareness, 
education, support and research.

On April 22, we launched our new website, 
essentialtremor.org. Th e new site is much cleaner and 
easier to navigate. Another new feature of the site is it is 
mobile friendly so you can access any of the information 
on ET awareness, education, support, and research 
anywhere you go.  If you get a chance, check out the new 
site and share your feedback with us. We hope you enjoy 
the new site. Please share it with anyone you know who 
is aff ected by essential tremor, including family members 
and caregivers.

Th e IETF received 16 applications for our fall 2020 
scholarships. All the applications were great but we 
can only pick four to receive the scholarship. Th e 
scholarship committee is currently reviewing and scoring 
the applications and we should have an announcement 
of the winners in June. If you know of any students 
with essential tremor who would be interested in this 
scholarship opportunity please have them contact the 
IETF offi  ce and we will send the guidelines and an 
application. Th e deadline for the spring 2021 semester is 
October 31.

We hope you enjoy this issue of Tremor Talk which 
includes details on the new website, meditation for help 
with tremors, brain tissue donations and a profi le of our 
newest medical advisory board members, plus more.

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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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.

This publication is not intended to provide medical advice 
or be a substitute for qualifi ed medical care. Appropriate 
treatment for your condition should be obtained from 
your physician. The content of this publication off ers 
information to those with essential tremor. The IETF does 
not endorse any product advertised in this publication 
unless otherwise stated.
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By Dr Holly Shill,
Director, 
Muhammad Ali Parkinson Center
Phoenix, AZ

While most of you have probably 
been hunkered down in your house 
for the past few months and not 
thinking about your tremor, worry-
ing instead about COVID-19, we 
thought it would be good to talk 
about stress and essential tremor (ET).

First, we should say that there is 
nothing about ET that makes you 
at higher risk for getting corona 
virus or any other infection. Further, 
you should not be at higher risk of 
developing serious complications of 
COVID because of your ET. It is not 
a “co-morbidity” that should put you 
at higher risk. However, because ET 
is an age-related condition (the risk 
of developing it goes up with age) 
and older individuals do worse with 
COVID, there is some reason to be 
concerned. 

So, what is the impact of all this worry 
on ET? Simply put, stress makes ET 
worse. Chronic stress increases your 
levels of cortisol and adrenalins. Both 
of these things can exacerbate tremor. 
What can be done about it?

Exercise
Regular exercise reduces stress. And, 
weight training in the arms has been 

shown in some studies to actually 
reduce tremor. So, consider it a 2 
for 1. Plan to exercise earlier in the 
day as too close to bedtime may be 
activating and interfere with sleep. 
Exercise should be a combination of 
both some aerobic exercise (walking, 
biking, swimming) and resistance 
training. Target should be at least 150 
minutes of moderate intensity exercise 
per week. 

Mindfulness
Constant watching of the news and 
some of its sensationalistic reporting 
can lead to increased anxiety. It makes 
sense this would be the case as you 
are hearing about things that are both 
worrying and beyond your control. 
Instead, consider how best you might 
get the news in a way that does not 
make you more stressed. You might 

block 15 minutes of your day to 
review the headlines from a reputable 
source and then stop there. If there is 
a friend or co-worker whose constant 
discussion of the pandemic and its 
repercussions adds to your stress, 
consider how you might limit your 
exposure to that person or redirect 
your conversations to topics more 
positive. Th en, plan to set aside ad-
ditional time for purposeful mindful-
ness. Mindfulness is the practice of 
being more aware of the present and 
those things you can control, accept-
ing yourself and your feelings. Some 
people practice mindfulness when 
they exercise, focusing on listening to 
the birds while they walk or enjoying 
the new green of summer. Others like 
to listen to classical music and pick 
out the sound of each instrument as it 
plays, thinking about how that music 
brings them joy. Mindfulness may also 
directly help tremor control. Taking 
deep breaths and purposefully relaxing 
each muscle prior to doing a task may 
drop the anxiety of performance and 
lead to less tremor. 

Th ere are a variety of mindfulness 
applications that can be used on your 
smartphone or tablet. 

• Insight Timer, Smiling Mind, 
Calm, Headspace, Buddify 
(Meditation)

• Happify, 10% Happier (im-
prove emotional health and 
well-being)

Is the Stress of COVID-19 Making Your Tremor 
Worse? Here are Some Th ings You Can Do
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For more information on coping with ET, visit 
www.essentialtremor.org/resources/living-with-et/coping-with-et/

• Th inkUp (positive affi  rma-
tion and motivation daily)

• Personal Zen (stress reduc-
tion)

• Plasticity (work-specifi c 
happiness)

• Breathe2Relax (mindful 
breathing) 

Good Sleep
It goes without saying that sleeping 
at night has a direct infl uence on 
how we manage the following day. 
However, if we are more stressed, 
our sleep might suff er as we lie 
awake worrying rather than get-
ting needed shut-eye. Good sleep 
hygiene should be practiced by 
all. Some strategies for good sleep 
hygiene include:
• Get rid of false beliefs. You may 

not need a full eight hours as 
long as the quality of sleep is 
good and you feel rested the 
next day. It is normal to have 
a bad night once in a while, so 
don’t get too worked up about 
it. Th is just makes sleep that 
much worse. 

• Avoid caff eine or nicotine later 
in the day. Don’t go right to bed 
after a heavy meal. Don’t use 
alcohol as a sleep aid, it only 
acts short term and has diuretic 
eff ects which may keep you up 
going to the bathroom at night. 

• If you wish to nap, keep it short 
and earlier in the day. If you 
aren’t sleepy at bedtime, elimi-
nate the nap. 

• Go to sleep and wake at the 
same time.

• Keep the room dark and cool. 

No bright alarm clocks. Safety 
lights to the bathroom are fi ne 
as long as they are low inten-
sity and close to the ground to 
provide the most help without 
interfering. A fan or other white 
noise will drown outside sounds. 
Use the bed just for sleep and 
intimacy (no TVs). Make sure 
your bed is comfortable. 

• Avoid too much stimulation 
right before bed (no scary mov-
ies, evening news). Deal with 
worrisome issues before getting 
into bed. 

• Once up in the morning, let 
the light in to keep your inter-
nal clock in sync. 

• Avoid over the counter sleep 
       aids unless approved by your
       doctor. 
(Continued on next page)
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(Continued from previous page)
Avoid Alcohol Dependence
Many people have started drinking 
more heavily during the pandemic. 
Part of this may be to relieve stress 
but part may be simply due to lack of 
other things to occupy time. While 
alcohol can reduce tremor in the 
short term, there is often a rebound 
effect where the tremor worsens after 
the alcohol wears off.  People with ET 
who have evening cocktails often re-
port that their tremor is substantially 
worse the following morning. 

Help Others
There is nothing like helping others 
deal with their problems to make 
you forget about your own. Consider 
checking on your neighbors or friends 
who you haven’t seen in awhile. 
Chances are they are going through 
much of the same things and it would 
be helpful for both to have a talk 
about it. If you are going for groceries 
or take-out, ask an elderly neighbor if 
you can get them something. If you 
are tech savvy, help someone set up 
video conferencing so they can reach 
their family out of state. Even helping 
your immediate family with chores 
you don’t normally do can give you 
purpose and a feeling of wellbeing. 
As Freud said, Happiness = Love + 
Work. Helping others takes care of 
both these things. 

Counseling
Many behavioral health specialists 
have seen an increase in their busi-
ness during the pandemic due to the 
increase in stress. Counselors can 
be quite helpful in managing stress. 

These can be a variety of differing 
specialists including psychologists and 
clinical social workers. Counselors use 
a variety of techniques to address our 
response to stress including cogni-
tive behavioral therapy, mindfulness, 
hypnosis, bio and neurofeedback. 
Some of these techniques can have 
immediate impact on tremor. Many 
therapists have already been offering 
telehealth and there are even more 
doing this since the pandemic started. 
A good website to find one is https://
www.psychologytoday.com/us.

See a Tremor Specialist
Being proactive about your health 
during the pandemic can make you 
feel more in control and therefore, 
less stressed. While we have more 
time at home during the pandemic, 
you might consider doing some oc-
cupational therapy for your tremor. 
Occupational therapists are those 
providers who specialize in helping 
people complete “activities of daily 
living” and can give advice on better 
ways to deal with your tremor while 
eating, drinking, writing or perform-
ing your job. While OTs may have 
changed or reduced their practices 
to accommodate increased safety 
measures, most are still working to 
improve the quality of lives of their 
patients. Some offer virtual visits af-
ter an initial in-person consultation.

Movement disorder specialists are 
neurologists who have additional 
training in the diagnosis and man-
agement of essential tremor. During 
the pandemic, many have added 
telemedicine to their clinics so get-
ting an appointment with one of 

these experts might be easier, even if 
you live remotely. If you have never 
seen one, now might be a good time 
to do that. 

Medication
Medication should mostly be a last 
resort to dealing with stress. How-
ever, if the constant worry is not 
getting better with the above and you 
find you are making decisions that 
are irrational, such as avoiding taking 
care of your basic health needs or 
withdrawing from friends and family, 
then it may be appropriate. Seeking 
advice from your doctor is critical. 
Many anti-depressant and anti-anx-
iety medications may make tremor 
worse so it is important to discuss 
this fully with your doctor. Some 
anxiety medication may actually 
make tremor better so this is worth 
discussing as well. 

*   *   *   *
Dr. Shill was named director of the 
Muhammad Ali Parkinson Center 
in 2015. She is also a Research As-
sociate Professor in the Department 
of Neurology, University of Arizona 
College of Medicine in Phoenix. Her 
research studies include risk factors 
for the development and progression 
of Parkinson’s disease and innova-
tive treatments for Parkinson’s. She 
also studies pathogenesis of essential 
tremor. She serves as chair of the 
IETF Medical Advisory Board. 
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By Tish Hevel,
CEO
Th e Brain Donor Project

If you’re interested in advancing the science of neurologic 
diseases and disorders, including essential tremor, 
here’s something you may want to consider: making 
arrangements now to donate your brain when you die. 
Th ere is currently an urgent need for brain donation 
for a variety of neurological disorders. Breakthroughs in 
neuroscience require this precious resource, for which there 
simply is no substitute. 

Th e Brain Donor Project is an innovative not-for-profi t 
that was developed to support the National Institutes 
of Health (NIH) in making available high quality, well 
characterized brain tissue for neurologic researchers. Our 
focus is on raising awareness of the critical need for this 
precious tissue and on simplifying the process of brain 
donation upon death. We support the brain banks of the 
NIH, called the NeuroBioBank, by making this tissue 
widely available to qualifi ed researchers studying specifi c 
disorders. Even though more has been learned about the 
human brain in the last 20 years than in all of recorded 
history, there is so much yet to discover, especially when it 
comes to highly perplexing disorders. Your help is needed. 
You may not be aware that… 

• Signing up to be an organ donor does not mean 
your brain is included. Separate arrangements 
need to be made for brain donation.

• Donating your body for anatomical study does 

not mean your brain will be used for neurological 
research. Again, separate arrangements are needed. 

• People who have not been diagnosed with a 
neurological disorder can help, too. Control brains 
are just as valuable. 

• Brain donation is not disfi guring – an open casket 
is still an option. 

• Th ere’s no additional cost to the family for brain 
donation.

Starting the process is easy – go to www.braindonorproject.
org to get answers to your questions about brain donation. 
When you’re ready to sign up, click on the “Sign Up” 
button at the top right, and complete the online form. 
You’ll be asked mainly for contact information and if 
you’ve been diagnosed with a neurologic condition. Know 
that your medical records will later be used to verify. 

Once you submit the form, you’ll hear from one of 
the brain banks within the NeuroBioBank of the NIH 
within 10 business days. Consent and release forms will 
be delivered to you, along with instructions for your 
family or whoever will be tasked with carrying out your 
wishes when you die. When that time comes, your body 
will be transported to a medical or mortuary location 
(at no cost to your family) for the brain to be retrieved 
and shipped. Time is of the essence at this point, so 
making arrangements to register in advance helps ensure 
all this coordination can be accomplished as quickly as 
possible and the body is then released for whatever funeral 
arrangements will take place. 

Brain Donations Make Research Possible

Visit braindonorproject.org



Thank 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. 
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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.
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