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Sincerely,

Catherine Rice
Executive Director, IETF

Thoughts from the Executive Director
We hear from hundreds of people each month; they come to us with a variety of 
questions and suggestions. In this issue, we attempted to address some of the more 
common things that you, our members, want to know.

Many people ask us for help using their computer. In this issue you will find a great 
article about a smartphone app that measures tremor and information about a large-
key keyboard. We even included information on how to change your computer 
settings to make keying easier.

Many parents got in touch wanting more information about ET in children. Drs. 
Dure and Row answered the request from these worried parents by providing 

a wonderful article all about essential tremor in children. In addition, our cover story highlights the struggles and 
accomplishments of Allison Dyke, a beautiful and inspiring 16-year-old. 

In order to answer the call for more education, the IETF is excited to debut and host its first all-day ET Expo in Phoenix, 
AZ, on February 21. There is no other ET-focused event like this in the U.S., and it is definitely something you shouldn’t 
miss. However, while we encourage participation, registration is required. While we rented the largest venue we could, 
seating is still limited for this free event so get your reservations in early. We anticipate a full house! You can learn all about 
the program and featured speakers on page 11. In preparation for this big event, you can read about the IETF funded 
research being conducted at Banner Sun Health Research Institute in Arizona. It is fascinating work that your donations 
have funded.

Finally, National Essential Tremor Month is just around the corner. Now is the time to start getting ready! We are often 
asked what people can do to get involved. The IETF has developed two helpful guides for you, to help you raise awareness 
and do a little fundraising in your community. There is a brief synopsis of the guides in this issue, but you can find the 
full unedited guides on the IETF website at www.essentialtremor.org/et-awareness.  There is so much that a person can do 
during this very important month. Please take a look at all the options you have available, then choose two or three things 
you can do that will help increase awareness during the month of March. Will you host or participate in an awareness 
walk? Will you pass out educational information to local schools or doctors’ offices? Will you make a donation? We need 
everyone to commit to doing something to increase awareness because together we can do so much more!

We hope you had a wonderful holiday season and enjoyed the company of friends, colleagues, and family. We wish 
you good health, happiness, and prosperity for this New Year and look forward to remaining your partner in providing 
support, hope, awareness, education and to finding better treatments and a cure. Thank you for all of your support and 
unbelievable generosity. Your kindness and willingness to reach out to do what you can gives all of us the encouragement 
to do so much more.  
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Human Innovations, the developer of the TremWatch™ 
app, initially designed it for those suffering from Multiple 
System Atrophy, a rare but devastating neurological 
condition that causes tremor. The intent was to help 
measure and record hand tremor over time, in order to 
help people better manage their condition and note slight 
changes that may otherwise go unnoticed. And now 
Human Innovations is partnering with the IETF to get 
this technology in the hands of those with essential tremor.

Ever wonder if your new medication is actually working? 
Want to know if certain foods, coffee, or sleep patterns 
really do affect your tremor? This app may help answer 
those questions.

There are several things that make this app different from 
other tremor measuring apps currently on the market:

•	 Measures and records tremor in both hands. Records 
distinguish between the left and right hand, so you 
can track how each hand is changing over time. 

•	 The full range of frequencies are measured, from 0-25 
Hz. Essential tremor measures in the 8-12 Hz range. 
Other apps only measure to 15 Hz, which may miss 
orthostatic tremor since it is in the 18 Hz range. 

•	 There is no need to upload the data to a server first 
to access it, so there is less worry about your personal 
data being compromised. Plus, you can store your 
data as a zip file and easily export it. 

•	 Delete your data completely once you have  
uploaded it.

TremWatch™ features several graphs that will help you 
better understand your results, compare data over time, 
and share the information you’ve gathered with your 
physician.  The TremWatch™ app is currently available 
at Google Play and the iStore for $2.95.  A version for 
Windows 8 phones is currently in development.

Smartphone App Measures Tremor

Tremor measurements are taken in the X, Y, and Z 
axis at 25 Hz (25 times per second). Movements in 
each axis are recorded.

This  device provides a frequency range from 0 to 25 
Hz. Most humans range from 0 Hz to 20 Hz.
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For a person with ET, using a 
standard computer keyboard can be 
a real challenge. Hitting the wrong 
keys and hitting keys multiple times 
causes unneeded frustration and huge 
amounts of editing work. But there is 
help for your keyboarding woes. Here 
are some things you can do to help 
make using your computer’s keyboard 
easier and more productive.

First, there are settings inside your 
computer that you can change to 
make your keyboard more responsive 
to the way you type. If you have a 
tendency to unintentionally repeat 
keystrokes, you can set your computer 
to simply ignore them. 

Here’s how:

1. Open the Windows Control 
Panel by going to the “Start” 
button and selecting Control 
Panel from the menu options. 
(Mac users, go to System 
Preferences)

2. Select the “Ease of Access 
Center” icon by clicking on 
it. This will launch the Ease 
of Access applet (a small 
application that performs  
one specific task within a  
larger program).

3. When the applet opens, 
you will see several different 
options to help you make your 
computer easier to use. Click 
on the “Make the Keyboard 
Easier to Use” option. 

4. Locate the section labeled, 
“Make it easier to type”. Select 
the checkbox next to “Turn on 
Filter Key”, click on the “Set 
up filter keys” and follow the 
instructions.

Once this is completed, if you should 
unintentionally hit a key more times  
that you intended, your system will 
simply ignore it.

If this change to your computer’s 
keyboarding features still doesn’t 
give you the control you are looking 
for, you might try a larger keyboard. 
Many people find that these types 
of keyboards improve their typing 
capabilities with greater comfort  
and control. 

The Chester Creek™ VisionBoard2™ 
offers a big advantage to people who 
find it difficult to use a traditional 
keyboard. The VisionBoard2™ has 
large 1-inch square keys and bold 
black-on-white letters and numbers. 
The VisionBoard2™ also features two 
USB 2.0 side ports and F-keys. It is 
also available with black-on-yellow 
keys and there are even wireless 
models. You can find this product at  
www.ablenetinc.com or other  
assistive device retailers for  
around $60.

When typing on a computer keyboard, rest the heel of  your palms on the surface in 
front of  the keyboard.

Go to the “Ease of  Access Center” to turn on keyboard Sticky Keys. Instead of  
having to press three keys at once (such as when you must press the Ctrl, Alt, and 
Delete keys together to log on to Windows), Sticky Keys allow you to press one key 
and have it remain active until another key is pressed. 

Adjust the settings of  your mouse to slow down the pointer and make it easier 
to maneuver. To do this, open the Control Panel from the “Start” button. Select 
“Mouse” from the Control Panel options. When the dialog box opens, choose the 
“Pointer Options” tab and look for the section labeled “Motion”. Use the slider to 
change the speed of  your pointer. 
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Besides tic disorders, tremor is one of the most commonly 
encountered movement disorders in a child neurology clinic.  
However, despite the fact that up to 5% of individuals with 
essential tremor present in childhood, there are few reports 
of the condition in childhood, and no studies that address 
management or treatment. Some of this is likely due to the 
fact that, when compared to the severity of ET that can be 
seen in adults, childhood ET tends to be a much milder 
and less intrusive disorder, seldom requiring treatment with 
medications. However, there is clearly a lack of information 
regarding ET in this age group, which is a source of concern 
to parents, families, and others who come in contact with 
it. The following is a summary of observations concerning 
childhood ET that is the product of 20 years of diagnosing 
and managing ET in children.

As mentioned above, ET can be present in children, with 
approximately 5% of adults reporting onset before the 
age of 18 years. It is interesting to note that despite the 
frequency of occurrence in childhood, relatively few subjects 
are actually evaluated when young. This may indicate a 
lack of severity or impact of ET during childhood, limited 

resources in terms of finding knowledgeable clinicians 
to diagnose and treat, or both. Nevertheless, the clinical 
appearance of ET is similar in children and adults, with 
the presence of tremor primarily in the hands that occurs 
with action or while maintaining a posture, but not at rest. 
By definition, ET is “monosymptomatic”, in that there are 
no other accompanying neurologic conditions that have 
a known association with tremor, nor is there a history of 
taking medications that have tremor as a side effect. There are 
situations where a child may have another condition, such as 
autism or developmental delay, which also manifests a tremor 
that appears identical to ET. Given current terminology, these 
tremors are classified as “indeterminate”, and among that 
group of children with action tremor, this type is common.  
Whether these indeterminate tremors represent ET in the 
context of another disorder or they are another facet of 
underlying conditions is an area requiring further study.  

In any case, while the clinical presentation of ET in children 
parallels that of adults, the degree of intrusion or impairment 
may vary significantly depending on the age of the child.  
For example, a toddler may be noted to have some degree 
of hand tremor when engaged in fine motor activities such 
as playing with toys, but other activities of daily living 
such as buttoning clothes and tying shoelaces are not yet 
developmentally appropriate, and cannot be considered 
part of the clinical reasoning as to whether the tremor is 
pathologic (caused by disease or medical condtion).  Indeed, 
it is sometimes better to observe the very young child over 
a period of months before making a final determination as 
to the presence of ET.  In these cases, examination of the 
parents can be quite helpful, as ET in a parent can furnish a 
compelling case for a pathologic tremor, although even then 
it must be kept in mind that the presence of tremor in early 
childhood is often not a stable finding, and may resolve with 
maturation.  On the other hand, tremor in older children 
and teenagers is much easier to elicit and evaluate.  While 
the clinical examination by an experienced child neurologist 
or movement disorders neurologist is in itself highly reliable 
to demonstrate tremor, additional evidence of impairment 
in daily functioning is also more obvious in the older child.  
However, it is striking how often children engage in adaptive 
strategies to minimize the consequences of tremor, thus 

Essential Tremor in Children
By Leon S. Dure, MD and Jan Rowe, DrOT
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limiting the impact on 
function.  For example, when 
asked to write, children with 
ET will commonly assume a 
posture of the arm and hand 
that minimizes interference 
from tremor, although this 
may still result in handwriting 
that is slow and laborious.  
Families also contribute 
to adaptations, having 
learned through experience 
that offering overfull cups 
or eating soup with a spoon can be problematic, so it is 
valuable to assess how often these strategies are  
being employed.  

This brings us to the question of how much impact ET 
has on children.  With respect to physical activities, the 
spectrum is quite variable and can range from no apparent 
limitations (albeit with some use of adaptive strategies) 
to the complete avoidance of certain tasks or actions.  In 
younger children, the necessity for precise motor action 
is somewhat limited to handwriting, and if there is a 
complaint, it tends to be in this area.  However, in older 
children and teens, while adaptations have typically been 
employed to reasonable effect, unwanted peer attention 
to the tremor can result in significant distress, resulting 
in isolation and stigmatization.  Moreover, since ET and 
other tremors may become more noticeable when under 
emotional stress, social pressures alone can engender 
sufficient anxiety to impair function.  It is for these reasons 
that a thorough functional assessment is necessary before 
considering management options.

Younger children seldom experience any distress as a 
consequence of ET, but this is not true for parents and 
family, who understandably are concerned about their 
child’s future.  It is important that parents recognize the 
actual magnitude of any impairment in function, and that 
they be given the tools to cope with any issues that arise 
with time.  A knowledgeable physician can provide this 
sort of support and anticipatory guidance to families, to the 

extent that it is rare that any specific management strategy 
is required through preadolescence.  Occasionally, children 
will be the subjects of unwanted attention by peers.  
Although commonly equated with teasing or bullying, very 
often this attention is more a sign of a need for information 
rather than signifying negative intentions.  Appropriate 
education of family, teachers, friends, and classmates, such 
as that provided by the International Essential Tremor 
Foundation, can prove invaluable in these situations.  
Another situation that may require attention is that of 
handwriting, which will be discussed.

“It is striking how 
often children 
engage in 
adaptive strategies 
to minimize the 
consequences  
of  tremor.”
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In contrast to the younger 
child, adolescents may warrant 
more aggressive interventions.  
Despite the typical scenario of 
a teenager who has manifested 
tremor for years and engaged 
in sufficient adaptive strategies 
to remain functional in 
school and with activities of 
daily living, many of these 
youngsters will express a 
degree of concern relating 
to the public expression of 
their tremor such that they 
request a medical intervention.  
The desire not to stand out is 
appropriate at this age, and even 
the most resilient patients may 
reach a point at which they want 
treatment to minimize their ET.  
There is a crucial distinction here, 
in that the clinician is responding 
to the wishes of the child rather 
than the parent.  However, as 
with other chronic conditions 
that affect children and that can 
persist into adulthood, enlisting the child 
in the therapeutic relationship is both 
respectful and sound medical practice.

To address these concerns, occupational 
therapy (OT) may be warranted for any 
children who are experiencing limitations 
with performance in occupations 
(education, play/leisure, and activities 
of daily living) and possible social 
embarrassment. Occupational therapists 
are present in school settings and can 
address first-hand the issues a child might 
encounter in the course of a school day.  
In addition, the school OT can provide 
strategies for success in the home and 
community. If the child is not having 
limitations in the school environment or 
does not qualify for services, a medical 

based OT with expertise in pediatric 
neurology would be appropriate.

Common OT interventions for 
consideration are the use of weights, 
stabilization or adaptation, and 
technology. The use of weights can 
include weighted utensils and/or 
weighting a limb. Feeding utensils, 
writing tools and cups can be weighted 
to dampen the tremor.  The use of sport 
cuff weights is unobtrusive, inexpensive 
and these items are easy to procure. 
Preteens and young adolescents are 
more receptive to the idea of weighting 
a limb whereas older adolescents and 
young adults are more inclined to adapt 
or weight a device/activity.  Adaptations 
can be as simple as filling a glass or bowl 
less than full to increase the chance of 

success. Using straws for drinking 
or sports bottles with straws are 
popular and widely accepted 
affording the child the opportunity 
to ‘fit in’ with peers and not bring 
attention to him/herself due  
to accidents.

Stabilization is also a useful 
method with essential tremor.  
Stabilizing the upper body by 
leaning into a surface or holding 
onto something stationary with 
the uninvolved limb are strategies 
children and adolescents often 
come up with on their own.  
Stabilizing a device/utensil can be 
accomplished with non-skid mats, 
suction cups or Velcro.  A child or 
adolescent will likely sift through 
many options before settling on 
one or two preferred techniques.

The most common occupation 
affected by ET is that of writing.  
In order for the child to be 
successful and competitive in the 

academic environment, they will do best 
with technology. Occupational therapists 
in the school environment are equipped 
to obtain devices and train students on 
an array of technology options for best 
performance.  Technology is readily 
available to individuals and should 
be employed sooner rather than later. 
Waiting until a child or adolescent 
is frustrated by the labor involved in 
writing is unnecessary given the plethora 
of technology resources today.  If these 
strategies are unsuccessful or occupational 
therapy in the school environment 
cannot be implemented, a medical based 
occupational therapist with experience 
in pediatric neurology would be the next 
course of action.  

“Technology is 
readily available 
and should be 

employed sooner 
rather than later.”
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When medical intervention is deemed 
appropriate, it is usually in an older child.  
In these instances, medical treatment is 
often the same as in adults.  Primidone 
and propranolol are agents that have been 
effectively used to treat ET in adults, and 
there is wide experience with their use 
in children for other conditions.  The 
only distinction in children may be that 
propranolol is contraindicated in children 
with asthma, so it is important to determine 
the presence or absence of reactive airways 
disease.  Topiramate has been reported 
to be beneficial in ET as well, and can be 
considered, but it is important to note that 
no clinical trials demonstrating efficacy have 
ever been performed in children with any of 
these agents, which is a sign of the need for 
greater understanding in this area.  However, 
response rates seem to be comparable 
to those of adults, with good tolerance.  
Interestingly, some teens who have begun 
medical treatment with an agent will 
subsequently discontinue the drug. They 
come to realize that the perceived benefit 
may not outweigh either the side effects of 
a drug or the responsibility that comes with 
taking a daily medication.  This underscores 
the benefit of treating the older child as a 
partner in the therapeutic relationship.

Leon Dure, MD is a Professor of 
Pediatrics, Neurology, and Neurobiology 
at the University of Alabama School of 
Medicine and The Children’s Hospital 
in Birmingham, AL, and is a member of 
the IETF Medical Advisory Board.  Jan 
Rowe, DrOT, OTR L, FAOTA, is an 
Associate Professor in the Department of 
Occupational Therapy at the School of 
Health Professions at the University of 
Alabama at Birmingham.

Rodger Elble, PhD, was named the 2014 Outstanding Scholar 
at the Southern Illinois University (SIU) School of Medicine. 
Dr. Elble is a member of the IETF’s Medical Advisory Board 
and is a professor of adult neurology and director of the 
neurology residency program at SIU. 

The Outstanding Scholar Award is presented annually to 
individuals who have made outstanding contributions to their 
areas of expertise and whose achievements in research are widely 
recognized by their peers.

Dr. Elble is recognized around the world as an expert in 
movement disorders. He received this award based on his 
exceptional international reputation for his research related to 
tremor. He is extensively published and serves on a variety of 
advisory boards, grant review committees, and editorial boards 
for professional journals.

The IETF would like to congratulate Dr. Elble on this 
remarkable achievement. We are honored to have him as a 
member of our Medical Advisory Board. 

Dr. Rodger Elble 
Named Outstanding 
Scholar
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Our work in essential tremor at Banner Sun Health Research 
Institute in Sun City, AZ began about 10 years ago when 
my team and I first started to recognize that we had a large 
number of people with ET enrolled in our longitudinal 
aging and brain banking study, which was a collaborative 
effort between our group and Mayo Clinic. In this study, 
which began in 1997, we were doing annual assessments of 
people’s mobility, including specific assessments for features of 
Parkinson’s disease and ET in older individuals residing in the 
greater Phoenix metropolitan area. Many of the people had 
long-standing diagnosis of ET, although some were diagnosed 
officially by us as we assessed them during their annual 
visits. The goal of these annual assessments was to accurately 
characterize the clinical findings in each individual and then 
correlate these findings with what was eventually seen  
at autopsy. 

One of the first things we did was conduct a general review 
of all the areas of the brain in 24 deceased people with and 
21 without ET. We found that changes caused by Parkinson’s 
disease were seen in a few individuals who were in both 
groups but was not common in ET. What we did find was 
that there were mild changes in the cerebellum and brainstem 
that seemed more common in ET than those not affected by 
the condition.

After receiving funding from the IETF research grant 
program, we followed up on the question of whether or not 
there is a Parkinson’s disease risk in individuals with ET. 
We examined the biochemistry in a part of the brain called 
the striatum. It turns out that people who are at risk for 
developing Parkinson’s disease may start to show deficiency in 
dopamine in the brain before they show any outward clinical 

Banking on the Future:  
Brain Bank Research
By Holly Shill, MD

(Front, left) Dr. Holly Shill and her Banner Sun Health research team.
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manifestations. When we examined this chemistry in ET, 
we found that individuals with ET do not show a drop off 
in this chemistry. This suggests that most people with ET 
are not at risk for developing Parkinson’s disease. 

We also looked at it the other way. We had a group of 
deceased individuals who have what is called “Incidental 
Lewy Body Disease (ILBD)” where they have the pathology 
of Parkinson’s but don’t show any typical features of 
Parkinsonism (slow movements) and don’t have dementia. 
This group was no more likely to have any ET-like tremor 
when alive than those without ILBD. 

The next aim of our research was following-up on the 
features of cerebellar pathology in ET mentioned above. 
The cerebellum is an area of the brain which helps to 
control movements. It appears to become overactive in 
ET. It is unclear whether this over-activity is a result of the 
tremor (an effort to control it) or if it is a primary problem. 
If it were a primary problem, perhaps there might be 
systematic loss or changes in this part of the brain in those 
affected by ET. 

We did some preliminary biochemical work in 23 ET 
patients whose tests suggested that there might be change 
in cerebellar synaptic density. This might indicate that 
there are fewer neurons and connecting neurons within 
the cerebellum, suggesting a possible degenerative process. 
However, when we examined Purkinje cell counts within 
the cerebellum, we found no differences when compared to 
the control groups without ET. Purkinje cells are the major 
large neurons of the cerebellum. These studies of cerebellar 
Purkinje cell counts were done in 56 ET subjects who 
had come to autopsy and were compared to 62 controls, 
making it a large and fairly definitive study. This data 
strongly suggested that ET is not a degenerative process 
involving these Purkinje cells. The finding of the reduced 
synaptic density has recently been examined by another 
group and it does seem that there might be some reduction 
in the way these cells reach and “talk” to each other so there 
may be some mechanism at play that causes these Purkinje 
cells to become less “connected”. It is still not clear whether 
this might be a primary problem or secondary. For instance, 
it is possible that long term treatment for ET causes 
these changes or perhaps the tremor impulses constantly 
bombarding this part of the brain cause it to change.

One of the criticisms our group had is that many of the 
subjects in our aging study have never been formally 
diagnosed with ET by their regular clinic doctors. It is 
an interesting phenomenon that there are many older 
individuals who have quite a bit of tremor in the hands 
but never mention it to their doctors. Because we date the 
tremor onset as to when it was first recognized clinically, 
the average duration of tremor in our group is just 10 years, 
rather than close to 30 years in similar studies done by 
other groups.  

However, we consider this a strength of our program as 
it allows us to study very early, mild ET that might not 
be treated and allows us to sort out the “chicken or the 
egg.” For instance, in our study of cerebellar Purkinje 
cell counting, the more advanced ET group had similar 
findings to the recently diagnosed group, suggesting that 
factors other than duration of ET are responsible for the 
findings seen by other groups. With continued funding by 
the IETF, we have added additional subjects with longer 
duration tremor so that we can study the full spectrum of 
the condition.

The last area of research within our aging study was to 
examine some of the other clinical features of people with  
ET. We collected quite a bit of information on these 
individuals each year, which has allowed us to explore many 
different areas:

•	 Sense of smell is not reduced in ET whereas people 
with Parkinson’s do have reduction in their sense  
of smell. 

•	 Acting out ones dreams is a feature of Parkinson’s 
disease and not ET. 

Slices of brain tissue, ready to be analyzed. 
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•	 People with ET do not seem to have greater cognitive 
difficulties at any given time, nor are they more likely to 
progress to dementia.  

Taken together, it still makes us believe that the term 
“essential” tremor is appropriate. “Essential” means that ET is 
likely to be a condition with only one major symptom, that of 
tremor. Some minor difficulties with balance and potentially 
hearing issues are likely related to ET but are not clearly 
understood. This also means that we have not yet defined ET 
as a “disease” where it has specific body or brain pathology 
associated with it in a predictable manner.

Our next phase of research will send us back to the brain 
bank to repeat our survey of potential areas of the brain to 
examine. We have more than tripled the number of brains 
available for study since we first started, so we now are much 
more able to find even subtle differences. We also plan to 
follow-up on some of the biochemical studies we have done 

before as it is conceivable (and maybe even likely) that ET is 
really not associated with pathological findings but rather is 
more “physiological”, meaning a change in activity of one or 
more chemicals or an abnormal pattern of nerve cell firing is 
responsible for the development of ET. 

We thank the members of the IETF for their support of our 
program and strongly believe that answers will come in these 
types of long term studies. For more information about Dr. 
Shill’s research visit www.essentialtremor.org/research/ietf-
funded-research. Also, please consider making a donation to 
the IETF in support of the research grant program. 

Dr. Holly Shill is with Banner Sun Health Research Institute 
and is the Director of the Christopher Center for Parkinson 
Research, and the Cleo Roberts Center for Clinical Research 
in Sun City, AZ. She is also a member of the IETF’s Medical 
Advisory Board. 

Explore the many facets of essential 
tremor at the IETF’s free, first-ever ET 
Expo. On Feb. 21, 2015, ET patients, 
their family, and friends from across 
the nation will join together to get a 
first-hand look at the ins and outs of 
essential tremor. 

To build on the current successful 
educational seminar series, the IETF is 
expanding on these events to include 
a more comprehensive approach to 
education, to meet the needs of patients 
during all aspects of ET in a new, 
dynamic setting. The first pilot for the 
expo format will be tested in Phoenix, 
AZ. If successful, ET expos will be 
strategically planned for different U.S. 
regions throughout the year. 

“This type of event is new and exciting 
for us! We hope it sets a precedent 
for many larger, full-scale events to 
come in the future for our supporters 
throughout the country,” IETF 
Executive Director Catherine Rice said.

The IETF has teamed up with world-
class neurologists, movement disorders 
specialists and experts to host a day 
of discovery and education at this 
interactive expo. The day will feature 
presentations by doctors on the 
diagnostic process, treatment options, 
current research, coping techniques and 
more. Hear from experts during a panel 
Q&A discussion following the formal 
presentations. Interactive exhibits from 
IETF partners will allow participants to  
 

learn more about their condition and 
what resources are currently available.   

“The ET Expo isn’t just your ordinary 
health seminar. This is something 
that’s never been done before in the 
ET community. It’s destined to have 
a profound impact on our members 
while furthering the IETF’s mission,” 
Catherine said.

The ET Expo will take place at the 
Hyatt Regency Phoenix from 8 a.m. 
to 2 p.m. This expo is free, but pre-
registration is required. Lunch will be 
provided and choices can be selected at 
registration. Parking will be validated. 
Donations welcomed. Register by 
calling toll-free 888.387.3667 or visit 
www.essentialtremor.org/seminars.

First-Ever ET Expo Coming to Phoenix



presented by 
THE INTERNATIONAL ESSENTIAL TREMOR FOUNDATION 

SATURDAY, FEBRUARY 21, 2015 
8:30 AM – 2 PM 

Hyatt Regency Phoenix • 122 N. Second Street • Phoenix, AZ 85004

PRESENTERS

Sara Dhanani, MD 
Movement Disorders Neurologist

Banner Sun Health Research Institute
Topic: “What’s in a Name: The History of ET”

Padma Mahant, MD
Neurologist and Movement Disorders Specialist

Director, Movement Disorders Clinic
Good Samaritan Regional Medical Center

Topic: “Diagnostic Process & Medical Treatment of ET”

Alexander Trӧster, PhD
Director, Dept of Clinical Neuropsychology

Barrow Neurological Institute
Topic: “Thought, Emotion, and Quality of Life in ET”

Francisco A Ponce, MD
Director, Barrow Center for Neuromodulation

Barrow Neurosurgical Institute
Topic: “Surgical Options for Essential Tremor”

Charles H Adler, MD, PhD
Professor of Neurology, Movement Disorders Specialist

Mayo Clinic, Scottsdale
Topic: “Research in Essential Tremor”

Holly Shill, MD
Director, Banner Sun Health Research Institute’s 

Thomas H. Christopher Center for Parkinson’s Research
Topic: “Brain Bank at Banner for ET Research”

Tom Scheub, OTR/L
Occupational Therapist

 Muhammad Ali Movement Disorder Clinic
Topic: “Graded Motor Imagery to Control  

Essential Tremor”

EXHIBITORS

Barrow Neurological Institute, Banner Sun Health Research Institute, Banner Good Samaritan  
Medical Center, Mayo Clinic, Medtronic Corporation, Active Forever, GE Healthcare,  

OT & PT device demonstration, and LiftLabs Liftware

THANK YOU TO OUR SPONSORS

C ost is free! Registration required by February 15, 2015
(TOLL FREE) 888.387.3667 OR WWW.ESSENTIALTREMOR.ORG/SEMINARS

GE Healthcare

EXPOET
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At 4 years old, a child should be able 
to catch and throw a ball. She should 
be able to start writing her first ABCs 
and 123s. She should be able to tie 
her shoes and touch her nose. At that 
age, she should be able to put together 
puzzles with ease and manage toys 
with small parts. That’s what a 4-year-
old should do.

At 4 years old, Allison Dyke was ... 
difficult. Everything was meltdown 
material; from breakfast in the 
morning to brushing teeth at night. It 

seemed that no matter what was asked 
of her, she would adamantly refuse. 
And she would scream.  
And she would cry.  
And no one understood why.

It never occurred to Julie, Allison’s 
mother, that there was anything 
wrong other than having a strong-
willed child. But thankfully Allison’s 
preschool teacher noticed something 
that everyone else had overlooked: 
Allison only had fits when tasked 
with activities that required her to use 

her hands. When it came to manual 
dexterity, something that 4-year-olds 
should be making strides in, Allison 
was falling further and further behind 
her peers. She seemed to be having 
difficulty getting her little hands to 
cooperate. They seemed to shake.

Julie never made the connection until 
they got the diagnosis. Of course there 
were some members of the family who 
would shake, but they were in their 
60s. She thought that’s just something 
old people do, they just shake 

Beautiful 
inside and out

(Left) Allison Dyke with her younger brother. (Center) Allison represents her school at a competitive 
swim meet. (Right) Allison shows off her amazing smile.



essent ia l t remor.org 13

sometimes. But her daughter was only 4. 
“After all the testing Allison went through 
to rule out other conditions, it was a relief 
to finally have a name for it, a reason for 
her struggles,” explained Julie. Allison was 
diagnosed with essential tremor. 

After the initial surprise had passed, that’s 
when Julie began to get scared. “I went 
through all the lists of things I wanted 
for her, ballet classes, riding a bike,” she 
said. “I was so disappointed for her as I 
thought about all the things she wouldn’t 
be able to do, all the things she would 

miss out on.” It was difficult for Julie to 
accept the limitations that had now been 
put on her perfectly healthy 4-year-old 
daughter. It was difficult to explain it to 
friends and family. Like her, they had  
no idea what ET was or that it could 
affect children.

“People were always asking me questions 
about it all the time,” Allison recalls, 
“I think it was hard for them to relate 
or know what to say about it.” But it 
definitely made Allison feel different, and 
not in a positive way. 

As Allison transitioned from preschool to 
elementary school, Julie was able to work 
with the school to get an educational plan 
in place for Allison consisting of physical 
and occupational therapy. Although 
this was a great opportunity for Allison 
to get the extra help she needed to be 
successful, the children in her class saw it 
as something altogether different. In  
their eyes she was going to “Special Ed 
hour” where the “dumb kids” go. One 
little girl, we’ll call her “Stacy”, was 
particularly cruel.
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At 8 years old and in second grade, 
Allison had become withdrawn and 
self-conscious. She felt awkward and 
different, and Stacy fed on those 
insecurities. Nearly every day on the bus 
ride to and from school, Stacy would 
harass Allison. She would say and do 
anything that was hurtful. She teased 
about Allison’s shaking and how she 
couldn’t even tie her own shoes. One 
can only imagine what it was like to sit 
on the bus, surrounded by the hateful 
giggles and cruel words, with nowhere 
to go and no one to turn to for help. 

“Every night she would come home 
from school and just cry,” recalled Julie. 
“For a long time, she wouldn’t tell me 
why, for fear that I would make things 
worse if I got involved. It was so hard 
because I think Allison really believed all 

the things that girl said to her. She 
did struggle to tie her shoes. She was 
different. She just couldn’t do the things 
the other kids could.” At just 8 years 
old, Allison had become a wallflower 
and seemed sad all the time. Julie 
knew that something had to change. 
Something had to be done. 

“I started her in extracurricular activities 
outside the school,” Julie explained. 
“We tried everything we could find 
that was even remotely interesting to 
her.” Some things, like basketball and 
ballet, were not a good fit. But at least 
Allison tried. Julie and her husband 
remained supportive and encouraging, 
knowing that eventually they would 
find something which she excelled in 
and enjoyed. 

She finally found that joy at the local 
pool. Not only did Allison swim like a 
fish, she loved it. It was a small thing ... 
finding an activity she was good at ... 
but it was her first small step forward in 
her journey. 

Being part of the swim team had given 
Allison a touch of confidence. So when 
she saw a sign-up sheet for a weekend-
long training for a small, local pageant, 
she was eager to go for it. What 8-year-
old girl doesn’t want to dress up in a ball 
gown and be a princess for a day? It was 
a natural pageant, meaning no make-up 
or short dresses, so Julie agreed to let 
Allison give it a try. 

However, when the big weekend 
approached Julie started to doubt her 
decision. Allison began to fret about 
how perfect and popular the other girls 
would be, and how she was not. She 
was so afraid this would turn out to 
be the same horrible and humiliating 
experience she had every day on the 
school bus. “At the beginning of the 
pageant weekend her tremor was really 
showing, and I wondered if putting 
her in a situation where she would be 
judged on being graceful was such a 
good idea,” Julie recalled.   

But as Allison and Julie entered the 
ballroom with all the other girls, Allison 
was immediately greeted with friendly 
smiles and a warm welcome. No harsh 
words. No funny looks. No mean 
spirits—just a bunch of pretty, pretty 
princesses of all shapes and sizes, with 
all kinds of differences and challenges of 
their own. And no one cared. “What we 
thought would be a disaster turned out 
to be an amazing experience,” Julie said. 

The pageant system helped Allison not only set positive goals for herself, but also 
helped her learn the joys of giving back to her community through volunteering.
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Over that one weekend Allison 
learned more than she ever dreamed. 
Not only did she learn how to stand 
“like a lady” and how to speak clearly 
in front of a crowd, she found a 
bit of herself that had been lost—a 
shining part that had been hidden 
away by that bully’s cruel words. At 
the end of the weekend, when she 
had to cross the stage to give her 45 
second introduction in front of 200 
strangers, she did it with such poise 
and confidence, even her parents were 
amazed. She was transformed. She had 
made new friends, got to wear a pretty 
gown, and no one teased her or made 
her feel uncomfortable. Allison didn’t 
win the crown that weekend or even 
place, but she really didn’t care. What 
she gained was worth so much more.

As Allison continued to compete, 
in pageants and swimming, her self-
confidence began to build. She began 
to realize that she was more than what 
that bully, Stacy, made her feel. And 
she found she could do more than 
she thought; it took a little longer 
and required a little extra effort, but it 
could be done. 

“Her whole attitude began to change,” 
her mom explained. “It was like one 
day she just decided to make a change. 
Enough was enough.” She had found 
something hidden within her own 
heart that sparked a drive to succeed. 

The very first thing she set her sights 
on was her shoes. If she accomplished 
nothing else, she was determined to tie 
her shoes, on her own, without help. 
She practiced and practiced, until 
her little, shaky hands were sore. And 
although it was frustrating and took 

a lot of time, she did it. She did it on 
her own.

Next, she practiced walking in heels. 
Then she practiced her movement on 
stage. She practiced how to hold her 
hands as she spoke. She practiced her 
speech. She practiced and practiced, 
and then practiced some more. 

She began to put her full effort 
into her therapy sessions at school, 
knowing that if she mastered her goals, 
she wouldn’t have to go to “Special 
Ed hour” anymore. Even her teachers 
noticed a positive change in class. 
She began to move away from being 
the wallflower she was and started 
socializing more with her classmates; 
raising her hand in class whether it 
shook or not. 

“I began to talk more about what 
I was having problems with to my 
friends and my parents. That helped,” 
Allison said. “I started talking about 
things that bothered me, instead of 
acting like everything was okay all 
the time.” She found that the more 
she talked through her struggles and 
found ways around the roadblocks, 
the more confident she became. “I 
even started talking about my tremor 
during the interview part of the 
pageants. That is my platform now; 
overcoming personal adversity and 
essential tremor.” 

This new confidence also helped take 
the wind out of the bully’s sails. By 
holding her head high and refusing to 
allow Stacy’s words to affect her, the 
mean words and hateful banter started 
to decrease. “I realized that she was 
just using words to hurt me,” Allison 

recalled, “And once I knew in my 
heart that what she was saying to me 
and about me was not true, that I was 
more than that, it stopped bothering 
me. And, eventually, she stopped 
bothering me.” 

Now at the ripe, old age of 16, 
Allison has grown into a true beauty, 
inside and out. Between competitive 
swimming, Irish step dancing, Girl 
Scouts, maintaining a 3.8 GPA and 
volunteering at the local library and 
Ronald McDonald House, she has 
also won herself the title of Miss 
Great Lakes State Jr. Teen, and Miss 
Michigan Jr. Teen. Not bad for a 
former wallflower with shaky hands. 

“I think in a lot of ways, [Stacy] 
helped me,” Allison said. “She had 
her own problems. That’s why she put 
other kids down. It was to make her 
feel better about her own situation.” 
And where do things stand with Stacy 
now? Believe it or not, they’re friends. 
“She started to respect me. Maybe it 
was because I started to carry myself 
differently or because I wasn’t upset 
by her anymore. I don’t know. But at 
an end-of-the-year school party a few 
years ago, she gave me a hug. Now 
we’re friends.”

Allison is an inspiration to her 
parents, her family and her friends.  
She will continue with the pageant 
competitions, since the winners are 
awarded with educational scholarships. 
She plans on attending the University 
of Michigan once she completes high 
school, and would like to get her 
Masters in Library Science. She would 
also love to represent her home state 
of Michigan in the Miss America 
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Pageant, so she can educate the world about overcoming adversity 
and essential tremor. 
 
In the United States, pageants don’t necessarily bring to mind 
the wholesome spirit the industry would prefer to portray. 
Reality shows like “Toddlers & Tiaras” and “Here Comes Honey 
Boo Boo” have painted a not-so-pretty picture of what it’s like 
to be a child beauty queen; raising questions concerning the 
objectification of young girls and the marketing of children for 
profit. But the Dykes would argue that what we see on TV is not 
reality. “All of the programs that Allison is involved in focus on 

integrity and service to the community,” said 
Julie. “The attitudes and theatrics you see 
on TV are not accurate portrayals of the real 
pageant experience.”

So Allison will keep swimming, volunteering, 
getting good grades, and doing all the typical 
things that young ladies do. And although she 
may struggle with the curling iron, mascara 
wand, and an occasional 3-inch heel, she 
knows the real competition is already won. 
Every time she steps out on to the stage, she 
wins. She may not win a crown, but she is 
living her dream, and that’s a win—every 
single time.

“She has an amazing, positive spirit that is 
simply contagious and such willingness to do 
whatever it takes to overcome challenges. We 
had forgotten about some of the struggles she 
had endured and all the tears that were shed,” 
Julie said. “It seems like so long ago. She has 
grown so much since then. I can’t wait to see 
where she goes from here.”

Allison as she was crowned Miss Great Lakes Jr. Teen
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A quick and easy way to give, 
        so you can leave behind a legacy.

There are many different ways to support the IETF. But with just one simple sentence 
added to your estate or financial plans, you will help the IETF continue to fund 
research, increase awareness, and provide educational materials, tools, and support 
to healthcare providers, the public, and those affected by ET for years to come. Act 
now to partner with us for the future. You can leave a bequest, or donate real estate  
or life insurance. Please contact the IETF’s Executive Director by phone (toll free)  
at 888.387.3667 or email info@essentialtremor.org to get more information and  
learn more.
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When an individual suffers from severe 
essential tremor, it cannot only cause 
physical hardships, but significant 
financial stress as well. If it’s an adult, 
the inability to work can result in 
bills that spiral out of control. If it is 
a child, the need for a parent 
to either leave the workplace 
or hire qualified care for the 
child while at work can be a 
financial burden. Luckily, the 
Social Security Administration 
offers Social Security Disability 
benefits that are intended to 
help in situations just like these. 
These benefits can provide the 
extra monthly income one 
needs to offset the financial 
strain caused by a disability, 
along with much-needed 
medical insurance. 

The Social Security  
Disability Programs
The Social Security 
Administration (SSA) offers 
two disability programs, 
including Social Security 
Disability Insurance (SSDI) and 
Supplemental Security income 
(SSI). Both programs require that an 
individual meet the SSA’s disability 
criteria and that certain financial 
requirements are met. Both programs 
also offer medical insurance along with 
a monthly disability payment. (www.
disability-benefits-help.org/content/
social-security-programs) 

To qualify for SSDI benefits, you 
must have earned enough work credits 
through prior work history. Taxpaying 
workers earn up to four work credits per 
year. At age 62, you must have a total 

of 40 work credits, 20 of which must 
have been earned in the last 10 years, to 
qualify for benefits. If you are younger 
than 62 years of age, you can qualify for 
SSDI benefits with fewer credits.

The SSI program, on the other hand, 
is a needs-based program. Instead of 
needing work credits to qualify, you 
must meet the SSA’s financial criteria. 
As of 2014, this means you cannot have 
a household income exceed $721 per 
month as an individual or $1,082 per 
month as a couple. You must also not 
have household assets exceeding $2,000 
as an individual or $3,000 as a couple. 

If a child is applying for benefits, the 
entire household income does not count 
toward the SSI income limits. Instead, 
the child’s application goes through 
what is called a deeming process, in 

which only a portion of the income is 
deemed toward the child. Therefore, 
even if the total household income 
exceeds the guidelines, the child may 
still qualify.

Meeting the SSA’s Blue Book 
Criteria
When an applicant applies 
for disability benefits, the 
SSA compares the applicant’s 
condition to a listing of 
conditions known as the Blue 
Book. The Blue Book contains 
a listing of all of the conditions 
that could potentially qualify 
an individual for disability 
benefits. Unfortunately, there 
is no listing for essential 
tremor contained within 
this publication. That does 
not mean, however, that 
you cannot obtain disability 
benefits if your condition is 
severe enough. (www.disability-
benefits-help.org/glossary/
social-security-blue-book) 

Instead, you can be approved through 
a medical vocational allowance if you 
can prove that you cannot perform any 
type of work due to the limitations that 
the condition puts on you, or if you can 
prove that a child’s development and 
functioning is severely limited by his or 
her condition.

As the impact of essential tremor may 
vary, you must be able to prove to 
the SSA that you cannot work due 
to your limitations. You can do this 
by providing your medical records, 
your doctor’s notes, and the results 
of laboratory or clinical tests that 

Essential Tremor &  
Social Security Disability

“A large number 
of applicants are 
denied during the 
initial application 
stage and must 

pursue an appeal 
to obtain the 

benefits” 

By Lisa Giorgetti



determine how much functional ability you have 
remaining. 

Applying for Disability Benefits
When you apply for disability benefits you will be asked 
to provide medical documentation of your illness and 
you will be asked to fill out a number of forms. It’s 
essential that you provide as much medical evidence 
as possible, including written statements from treating 
physicians, and that you answer the questions on the 
forms with as much detail as possible. This helps the 
SSA understand how your condition prevents you from 
working. Since essential tremor is not included in the 
Blue Book, you will need to be diligent in supporting 
your claim for benefits.

You may be asked to attend a consultative exam during 
the disability application process. The purpose of this 
exam is to determine the extent of your disability 
and whether or not it interferes with your daily living 
activities. It is important that you attend any exam that 
is scheduled for you by the SSA.

You will receive a decision from the SSA within two 
to four months of the date of your initial application. 
If you are approved for benefits, the notice you receive 
will detail what benefits you have been approved for, 
how much you will be receiving each month, and when 
benefits will begin. If you are denied benefits, you have 
60 days from the date of the notice to appeal the SSA’s 
decision.

Appealing a Denial of Benefits
If you are denied disability benefits, don’t let it 
discourage you. A large number of applicants are denied 
during the initial application stage and must pursue an 
appeal to obtain the benefits to which they are entitled. 

If you do need to pursue a disability appeal, it’s a good 
idea to retain the services of a disability attorney. A 
disability attorney may cost you no money up front, will 
only be paid if you win your case, and can improve your 
chances of a successful disability appeal.

Ms. Giorgetti is a Community Liaison for Social 
Security Disability Help. For more information, visit 
them at www.disability-benefits-help.org.

President’s Club
Although every donation matters, regardless of size, 
those gifts of $1,000 or more annually go a long 
way to further our mission. The IETF recognizes 
and thanks all those who donate at this level by 
including them in our President’s Club. For more 
information about becoming a President’s Club 
donor, call IETF Executive Director Catherine Rice 
(toll free) at 888.387.3667.
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March is National Essential Tremor Awareness Month. 
It’s easy to say that raising awareness of essential tremor is 
important. But what exactly does that mean? How does a 
person “raise awareness”? Well, the IETF has the answer in 
the new guidebook, How to Raise Awareness. In this free, 
downloadable guide you will be given numerous ideas and 
suggestions on things you can do to help get the word out 
about ET in your community (you can also call us to have a 
copy of the guide mailed to you). Some of the activities listed 
take some planning, while others just require a little cutting 
and pasting on your computer. Chose two or three things you 
can do and then ask your friends and family to do the same. 

Asking friends and family to get involved and help is key. 
With everyone working together, sending letters, writing 
posts, displaying posters, sending press releases and handing 
out information, we can educate a lot of people about ET. 
Together we can make a difference.

Ideas for Raising Awareness
Host an open house. Reserve a room at your local library, 
community center, or public meeting space. Post flyers, 
send emails, and invite the public to learn more. You can 
order educational materials, at no charge, from the IETF or 
download and print what you need from the IETF website 
(www.essentialtremor.org/free-downloads). Share with others 
about your life with ET; the challenges and realities of living 
with a movement disorder. Educate them and encourage their 
support. 

Distribute posters. Find places in your neighborhood 
where you can display the IETF’s National Essential Tremor 
Awareness Month posters. These posters provide a brief 
introduction to ET for those who know little or nothing 
about it. You can get these colorful and eye-catching posters 
for free from the IETF. Put them on every bulletin board 
that you can think of; at your local grocery store, library, 
community or senior center, doctor’s office, your workplace 
and at school. Order posters at www.essentialtremor.org/
AwarenessTools.

Utilize social media. The IETF has all kinds of graphics 
you can use to brighten up your social media pages and 
show everyone that you are an ET awareness supporter. Get 
Awareness Month wallpaper, cover images, and graphics to 
post on your Facebook, Twitter and G+ pages. You can also 
post your own pictures and messages that tell your personal 
story. Tell your friends what National Essential Tremor 
Awareness Month means to you and how they can help get 
more people involved. Challenge them to donate, share and 
spread the word.  

Getting Ready to Raise Awareness

Joy Schaff, at just 8 years old, wrote a book about essential 
tremor to help children understand it better. Every year she 
shares it with her classmates to help educate them about her  
essential tremor. Photo credit: Linda Moody
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Have a sale. Spring is the perfect time to clean out the old 
to make way for the new. Clean out the children’s closets, go 
through the garage, and sort through the boxes of stuff that’s 
clogging up your basement. Gather all the children’s clothing 
that are too small, the holiday gifts you forgot to give, the 
tools you have no idea how to use, and anything else that 
could have a new life in someone else’s home. Ask you friends 
and neighbors to get their stuff together too and have a huge 
sale. Make sure to have lots of educational materials available 
and explain to those who stop why you are hosting the sale. 
Donate the proceeds to the IETF in support of awareness 
month activities.  

Make it official. Want to do something 
that’s free? See if your local government 

officials will issue a proclamation 
designating March as Essential 

Tremor Awareness Month. Call 
or email your local mayor or 

governor’s office to determine 
how proclamations are issued. 

Contact information 
can usually be found 

on your city or state’s 
website. The official 
proclamation language 
can be found on the 
IETF website at www.
essentialtremor.org/
AwarenessTools. 

Write all about it. 
Take some time to 
write your own essential 
tremor story and put 
it up on your website. 
Don’t have a website? 
Consider submitting it to 
health-related websites, 
newsletters, newspapers, 
radio programs or blogs. 
Share with others what 
it’s like to live with this 
condition, and how 

it makes you feel. Share your challenges as well as your 
achievements. Help the public understand why you want 
more people to know about ET.

Make it a party! There is nothing that says raising awareness 
has to be boring or dull. Consider hosting an ET awareness 
dinner party, dessert bar, or wine tasting. Or make it more 
intimate by inviting a select few family and friends to join you 
for dinner. Provide them with education materials and ask 
them to support your awareness efforts. 

Be a teacher. Download or request copies of the flyer Essential 
Tremor: A Guide for Parents and Other Caring Adults, and 
share it with elementary, middle and high schools in your 
area. Many people don’t realize that essential tremor can affect 
children, too. 

Get the gear. Order your very own awareness bracelets, 
bookmarks, buttons and t-shirts. Get one for you and another 
for someone you know. And since all the money raised during 
awareness month will help with awareness activities next year, 
you know your support is going to a worthy cause. Become a 
walking, talking advertisement for essential tremor awareness 
all year long. 

The face of ET. A lot of people think it takes a celebrity 
spokesperson to spur people to action, but that’s not the 
case. Really what it takes is a powerful, moving story and 
a platform in which to get the story out there. This is your 
moment to take the spotlight, to be one of the millions of  
special people affected by ET. Don’t be afraid to tell your 
story. If someone asks you if you’re cold, nervous, or upset, 
look at it as an opportunity to tell your ET story. Explain 
briefly what ET is and how it affects you. 

Organize a fundraiser. There are lots of ways to give people 
the opportunity to participate in raising awareness and 
fundraising during awareness month. See if your employer 
will offer a dress down day for employees who donate, have 
a bake sale, get the kids in the neighborhood together for a 
car wash, or whatever else you can think of to help get more 
people involved.

If none of the options listed above work for you, consider 
participating in an awareness walk. At this time, there is not 
enough funding available for the IETF to host a national 
ET walk, so as an alternative, we are asking those affected by 
essential tremor to plan a small walk of your own. Take to the 
streets and raise awareness. 

Don’t worry if you are not sure how to plan a walk, we have a 

Joy Schaff, at just 8 years old, wrote a book about essential 
tremor to help children understand it better. Every year she 
shares it with her classmates to help educate them about her  
essential tremor. Photo credit: Linda Moody

Lynda Dome, volunteer Support 
Group Leader in Gilroy, CA, 
petitioned three local governments 
to issue proclamations in support of 
awareness month. All three passed!
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guide for that too! Download your free copy of How to 
Organize an ET Walk at www.essentialtremor.org/WalkTools. 
Here are some highlights from the guide to help get  
you started.  

Planning an Awareness Walk
Hosting an ET Walk in your community gives you wonderful 
opportunities to raise money while spreading awareness about 
ET. Big results are entirely possible with careful planning  
and execution. 

Assemble your leadership team. Once you decide you want 
to plan an ET Walk in your community, it’s time to rally for 

volunteers. Successful events hinge on the recruitment and 
action of a strong leadership team. The first step to creating 
a great event is to recruit help. Ideally your team should be 
comprised of individuals with diverse skills and talents who 
share a common interest in raising awareness for ET. 

Choose a route. Before organizing route logistics, it’s 
important to brainstorm the type of walk you’d like to have. 
Is it a short walk around the park? Will it be long hike up 
a mountain? Or will it be a few laps around the local mall? 
Consider your options and be as inclusive as possible. Try 
to include people of all ages and physical abilities so that 
everyone can help raise awareness. That said, when choosing 
your route it is a good idea to not only look at a map, but 
to actually walk the route yourself. When surveying the 
course, keep in mind elevation, traffic, road conditions, 
safety, accommodations, construction, etc. Another factor to 
remember is visibility. Will the general public see your walk? 
The goal is to raise as much awareness as possible; the better 
the visibility, the more awareness we raise.

Keep it fun. People like to have fun. It’s that simple. Make 
your walk fun and memorable and it can potentially draw 
loyal participants year after year. Plus, it’s an opportunity to 
channel your creative side. Plan an event YOU would want to 
attend. People will come for the cause, but will stay for  
the fun.

Get the word out. Now that you picked an event location 
and have all of the necessary approvals and permits, it’s time 
to start spreading the word! Traditional marketing consists of 
mail, TV, radio, newspaper advertisements and signs posted 
up about town.  These methods can be effective, reach large 
audiences, and should be looked into, but they can come at 
a high cost. Don’t let that get you down though. The IETF 
provides many templates available for you to download for 
free at www.essentialtremor.org to make marketing your event 
easier. Templates available include: 

•	  Letter to the Editor

•	  Press Release

•	  Sponsorship Proposal

•	  Digital Downloads – Facebook/Twitter cover photo, 
email signature and a desktop wallpaper

Post these informative ET awareness posters at your 
local grocery stores and supermarkets, libraries, 
doctor’s offices, schools, etc.  
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Get people involved. When it comes to recruiting 
participants and volunteers, nothing will be more 
important than your existing network. Ask everyone you 
know to participate. Then have them ask their friends and 
family members to reach out to their networks to register 
for your walk. The word will eventually spread making your 
network even bigger. 

Think about people who are serving in leadership 
capacities that are well established in the community. 
The relationships these people have in your community 
are not only important for recruiting sponsors, but 
also for recruiting participants. Often, companies value 
opportunities to engage their workforce in community 
activities, which are known to boost employee morale and 
team attitude. Therefore, it’s important to ask companies 
not only for sponsorship, but also for their participation.  

Organizing an ET walk can seem daunting at first, but 
the rewards are well worth it. And you’re not alone. The 
International Essential Tremor Foundation will be with you 
every step of the way. If you have any questions during your 
planning process do not hesitate to reach out to the IETF 
staff for guidence and advice

Below are a few basics to keep in mind:

•	  Every participant must register at  
www.essentialtremor.org (or send in paper registration 
sheets that are available for download on the website).

•	  ET Walk t-shirts are available at registration with a $25 
minimum donation. Participants may opt out of the 
t-shirt and just make the $25 donation.

•	  Waiver and liability releases are available for download at 
www. essentialtremor.org/WalkTools. 

•	  Keep the IETF updated with your walk details including 
date, time, location, etc. The IETF staff can help 
promote your event if you keep them in the know. 

•	  Take photos of your walk to document the event. The 
IETF will share them on the website, Tremor Talk and 
social media networks.

•	  HAVE FUN!

For more information and to download the full guides, 
How to Raise Awareness or How to Plan an Awareness Walk, 
please visit the IETF website at www.essentialtremor.org/et-
awareness. Or if you do not have internet access, feel free to 
call the IETF office (toll free) at 888.387.3667 to have either 
guide mailed to you. 

Raising awareness is the first step to gaining more support, 
better treatments, and ultimately, finding a cure for this life-
altering condition. Let the planning (and the fun) begin!

Order these colorful posters to help let your 
friends and neighbors know that you are having a 
local ET awareness walk. 
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Thank you to everyone who established memorials and contributed funds to honor loved ones on behalf 
of the IETF from July 15, 2014 to December 14, 2014. If your donation was processed after December 14, 
2014, it will be listed in the next issue of Tremor Talk. (Honoraria or Memorials are listed in UPPERCASE, 
donors are listed in italics.)

and MemorialsHonoraria

MR. & MRS. CHAS AVERBOOK
     Shari & Stan Finsilver

ERIC & ANGELA BROWN
    Mr. William Brown

JOYCE DIPALMA
     Mr. & Mrs. J. Robert Booth

SHARI FINSILVER
     Mr. & Mrs. Robert Hakim

MARY GIBBONS
     Mr. & Mrs. Thomas Coyne

AMY & KYLE GRIFFIN
     Mr. & Mrs. J. Robert Booth

LEWIS KAGAN
     Eric Cosares

DANIELLE MALLORY
     Laura Strauss

ROBIN MALLORY
     Laura Strauss

DR. DEBRA PLINER
     Laura Strauss

LYNDA HANSEN ROBINSON
     Joseph & Susan Robinson

GAYLE SCHENDZIELOS
     P.E.O. Chapter GI

HENRY & ELIZABETH 
SCHLENSKER
     Mr. & Mrs. Quentin Stahl

CAROL ST. CHARLES
     Jay Munro

LYNDA ST. JAMES
     Mr. & Mrs. Skip Fumia

JACK ALLEN
     Dr. & Mrs. Howard McQuillen

ETA BRIDGEMAN BECHTEL
     Charles Damsel & Family

MADELINE BEENY
     Sharon Berger

DR. THOMAS BOWLUS
     Ruth Shelley

DOROTHY BUDZEK
     Washing Systems, LLC

REV. ORVILLE CRUEA
     Trudy Clark & Ruth Dean
     Beth Davenport
     Mr. & Mrs. Michael Ginaven
     Arthur Hall
     Randy Hart
     Sallie Johnson
     Mr. & Mrs. Keith Justus
     Suzana Mueller
     Donna Shiltz
     Mr. & Mrs. Michael Slominski
     Mary Vulic
     Diana Walker
     Jennifer Walton
     Mr. & Mrs. Fred Williams
     Kathryn Wine
     Mr. & Mrs. Bill Zielenbach

VIRGINIA CULVER
     Community School Association
     Karen Kalish
     Mr. & Mrs. Elliott O’Reilly

     Mr. & Mrs. Thomas Purcell
     Parkside Financial Bank & Trust
     Eleanor Withers
     Wolff & Grossman, P.C.

CURTIS CUTTING
     Mary Smith

EVELYN DIAMOND
     Mr. & Mrs. Mark Benjamin
     Mr. & Mrs. Alan Berns
     Katherine Gaines
     Jerry Leaness

ANNE DISTEFANO
     Anthony Alimenti
     ECHN Medical Staff
     Mr. & Mrs. David Neuhaus

MARIANNE ERICKSON
     Leroy Erickson

JACK ESTES
     Joan Zapin

ANNE C. FAHRNER
     Huachuca Mountain Stamp Club

ROBERT FENDELL
     Mr. & Mrs. Steven Andelman  
 & Family
     Lauren Roy

GLORIA GOLDEN
     Lakeside Cheer Fund
     Alice Luftig
     Mr. & Mrs. Francis Nordone
     Bertha Person
     Maxanne Resnick

GUSTAVVE GOLDMAN
     Carolyn Rosof

MeMorials

HonorariuMs
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ROSE GOODMAN
     Mark Goodman

DR. KENNETH GOULD
     Mr. & Mrs. Shelly Kopel

MARY GRABOSKI
     Byron Scott

PAUL HIRSCHMAN
     Mr. & Mrs. Jim Van Becelaere
     Mr. & Mrs. Ralph Bondon
     Mr. & Mrs. Lyle Catron
     Mr. & Mrs. Russ Erwin
     Betty Flader
     Mr. & Mrs. Gordon Grieshaber
     Mr. & Mrs. Jack Lathrop
     Nevada/Vernon County  
 Courthouse Friends
     Mr. & Mrs. David Zimmerman

JAMES H. HYLER
     Abington High School Class  
 of 1961

DALE ILNI
     Harold Kort

ERWIN & MOLLY ISAACSON
     Sharon Ritt

MARTIN KERN
     Joyce Davidoff
     Barbara Ettinger
     Hal Ettinger
     Richare Renner & Laura  
 Yeomans

ROBERT KLEIN
     Kathleen Lehman

IMELDA LEBLANC
     Leone, McDonnell & Roberts,  
 P.A.
     Quirk Auto Dealerships
     Dennis Tourville

DONALD LEMIRE
     Mr. & Mrs. Steve Oliva

MAX LOFTIN
     Lynn Loftin Cedarholm
     April Moss
     Mr. & Mrs. Al Sikes

BETTY MALMGREN
     Chicago Women’s District Golf
     Glen Oak Country Club Ladies  
 Auxiliary
     Mr. & Mrs. John Hogge
     Christine Malmgren
     Matthew Wangard

ELI NELSON
     Mr. & Mrs. Ronald Brooks
      Follett
     Mr. & Mrs. Lloyd Kern
     Phyllis Miller
     Helen Necowitz
     Sara Potter

WILDA POST
     Kirk Hall
     Kimberlee Maull
     Maureen Perlette

RUTH RIFKIND
     Clinical Bridges
     Knowledge Point 360
     Marianne Koch

NESSA ROSEN
     Jeanne Kaskey

ROBERT R. RUSNOCK, SR.
     Mr. & Mrs Jack Besio
     Brian Gallagher
     Nancy Rusnock Juvinall
     Joanne M. Korol
     Sandra Krushin
     National Life Group Charitable  
 Foundation, Inc.
     Sandra L. Pavelco
     Mr. & Mrs. John Probert

MARION SAUER
     Gloria Birkholz & Robin Gaupp

MARTHA SOROKA
     Frank Soroka

ANN STURGIS
     Janet Keena
     Betty Long
     Alice Reining
     Fran Zimmerman

RUDOLFO VIGIL
     Barbara Morris
     Joan Zapin

DOUGLAS WARD
     Shari & Stan Finsilver
     Glen Ellen Support Group

Celebrate birthdays, anniversaries or special 
occasions with a gift “in honor of” family and 
friends. Or remember loved ones who have 
passed on with a gift in their memory. Making 
an honorarium or memorial donation is a 
great way to recognize those close to you, while 
supporting the mission of the IETF. 

You can make your donation online at www.
essentialtremor.org/ways-to-give or by calling 
the IETF office (toll free) at 888.387.3667.
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Deep brain stimulation (DBS) surgery is an FDA-approved therapy that has been 
proven to significantly reduce the tremor associated with ET. In DBS surgery, a 
wire (electrode or lead) is placed in the ventral intermediate nucleus (VIM) of the 
thalamus, a movement center located deep in the brain. The wire connects under the 
skin to a pacemaker-like device in the chest that provides mild electrical currents to 
help control tremor. In ET, DBS is the most commonly used surgical option.

During the traditional procedure, a heavy, ridged head ring (frame) is secured to the 
individual’s head to limit mobility as scans are taken for the procedure. The thought 
of being held down by your head to an operating table for hours is a frightening 
prospect for almost anyone and can cause a great deal of anxiety and discomfort. 
However, there is an alternative. A frameless DBS option is now available at many 
centers throughout the United States.   

The frameless DBS procedure is identical to traditional or framed DBS except in 
the way the head is immobilized and scanned.  Frameless DBS allows the surgeon 
to complete the operation with the same level of accuracy as framed DBS while 
decreasing the amount of time needed in the operating room. 

In the frameless procedure, small bone screws are attached to the head the day before 
the surgery. On the day of surgery, the frameless platform (pictured above) is put in 
place using the bone screws that were placed the day before. The surgeon then makes 
a quarter-sized opening in the skull through which lead wires are inserted into the 
brain. Instead of spending an entire day in the hospital with a heavy frame bolted to 

the head in preparation for the procedure, frameless DBS patients need only come in a few hours before lead wire placement. 
This, in addition to the increased level of mobility and comfort, makes it an excellent option for anyone considering   
DBS surgery. 

DBS is reserved for those individuals who do not respond 
to medications and whose tremor severely impacts 
everyday living. In addition, people who have significant 
memory problems and those who have unstable medical 
conditions that would increase surgical risk may not 
be candidates for surgery. Also, persons with medical 
conditions that require repeated full body MRI scans may 
not be candidates for DBS.

For more information about your surgical treatment 
options and to learn if frameless DBS is available in your 
area, consult your movement disorders neurologist.

Mr. Womack is a Senior Product Manager with 
Medtronic, Inc.

Frameless DBS

“DBS is reserved 
for those individuals 
who do not respond 
to medications 
and whose tremor 
severely impacts 
everyday living.”

By Matthew Womack
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Ask the Doctors

Q.
A.

“Every once in a while I get the feeling like my insides are shaking. Is this internal shaking 
related to essential tremor or anxiety?”

Lynn J. - IETF Supporter

The feeling of internal shaking is common in all types of tremor disorders including 
ET. Many patients will complain of this internal shaking in the absence of overt tremor 
although it would be uncommon for patients with ET to complain only of internal tremor 
and no tremor whatsoever when they use their hands for various activities. This complaint 
is probably more common when tremor also occurs at rest as in Parkinson’s disease. The 
complaint of internal shaking is not therefore an indication of anxiety. On the other hand, 
anxiety can accentuate all types of tremor and may therefore precipitate the sense of internal 
shaking in patients with tremor disorders. Finally, anxiety in its own right may be the cause 
of the symptoms distinct from ET.

Anthony E. Lang, MD, FRCPC
Director for the Division of Neurology and Jack Clark Chair for Parkinson’s Disease 
Research at the University of Toronto
Director for the Movement Disorder Research Centre atToronto Western Hospital in 
Toronto, Ontario, Canada
Member of the IETF Medical Advisory Board

Q. “I have noticed that when it is really cold my tremor gets worse. Is this is a normal part of ET?”

Sharon Q. - IETF Facebook friend

A.
People with essential tremor and Parkinson’s disease often experience increased tremor when 
they are cold. This could be due to an interaction between tremor and normal shivering, 
but this has not been studied.

Rodger Elble, MD, PhD
Professor and Chair of Neurology at the Department of Neurology at Southern IL 
University School of Medicine in Springfield, IL USA
Member of the IETF Medical Advisory Board

Do you have a question about essential tremor? We invite you to send in your ET questions 
to info@essentialtremor.org or call us (toll free) at 888.387.3667. Your questions may be 
featured in the next issue of Tremor Talk “Ask the Doctors”.
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United StateS

Juneau, AK
William Diebels  
907.321.7586 
bdiebelssr@gmail.com

Madison, AL
Elise Hickman  
256.230.2594 
oxford108@charter.net

Gardendale, AL
Suzanne Frazier
205.602.4332 
sfrazier1031@charter.net

Harvest, AL
Carla Holder
256.837.1713
angelharpny@yahoo.com

Little Rock, AR
Eric Twombly  
501.773.5528 
et_ark@yahoo.com

Sun City West, AZ
Paul Leitch  
623.975.9638  
cpleitch@earthlink.net

Sun Lakes, AZ
Jane Limbaugh  
480.883.1766 
jlimbaugh888@msn.com

Belmont, CA
Deanne Bohne  
650.591.9362  
peninsulaET@gmail.com

Gilroy, CA
Lynda D.  
408.847.8649
siliconvalleydet@gmail.com

Novato, CA
Satoko Miller
415.883.8494
northbay4et@gmail.com

Palm Desert, CA
Janine Judy  
760.285.0411 
desertcharm55@aol.com

Roseville, CA 
Paula Lavin  
916.771.4866
rosevilleet@yahoo.com

San Ramon/East Bay, CA 
Sharon Alexander  
925.487.5706 
eastbayet@comcast.net

San Diego, CA
Carolina Conway
714.865.3377
caroway16@yahoo.com

Rotates throughout the 
state, CT
Helen Moser  
203.922.2521
hbmoser@optimum.net

Lady Lake, FL
Ken Taylor  
352.787.3866 
kstaylor62@usa2net.net

Port Orange, FL
Lloyd Dunham  
386.761.6509  
dunham@cfl.rr.com 

Atlanta, GA
Lauren Dixon
678.358.9700
laurenjo.dixon@gmail.com

Savannah, GA
Phil & Nancy Bowden  
912.352.7921 
savnanbo@bellsouth.net

Des Moines, IA
Suzanne Jackson  
515.246.9815 
sjrj1704@gmail.com 

Boise, ID
Karla Leatherman  
208.297.7828 
kartom@cableone.net

Aurora, IL
Donna Sperlakis 
630.499.6619
donna.sperlakis@rushcopley.com

Winfield, IL
Lynn Bernau   
630.497.2142 
lbb1219@yahoo.com

Granite City, IL
Priscilla Johann  
618.219.2055
pridenjoy@yahoo.com

Schaumburg, IL
Carol Bove   
847.895.1060 
cbove01@att.net

Anderson, IN
Lora Hoppes 
765.617.4904 
hoppesl@yahoo.com

Wichita, KS
Rita Sevart  
316.796.0769 
rsevart@watc.edu

Louisville, KY 
Erika Ganong 
502.291.3676 
Erika.ganong@gmail.com

East Falmouth, MA
Robert Reddy  
508.457.9025 
bobreddy@comcast.net

Springfield, MA
Karen Villanueva  
413.589.1127 
bonneville_karen@yahoo.com

Silver Spring, MD
Dan Miller  
301.384.1139 
danmiller100@comcast.net

Scarborough, ME
Ted Ellis   
207.510.1402 
ted_metremorsupgroup@
yahoo.com

Clarkston, MI
Tom & Sabrina Pilarski 
248.672.8448
tomsabrina@me.com

Midland, MI
Carol Jerome   
989.799.5413 
crjerome@aol.com

Lee’s Summit, MO 
Anita Otis 
816.373.4303  
anitafo@comcast.net

Perkinston, MS
Katelyn Swackhamer
601.928.1505 
kswackha@bulldogs.mgccc.edu

Asheville, NC
Rita Lyda   
828.298.4085 
rita@lyda.us

Newton, NC
Jill Taylor 
828.449.6457 
princessbluebird@yahoo.
com

Sylva, NC
Ted Kubit
828.631.5543 
tkubit@frontier.com 

Concord, NH
Eileen Keim 
603.224.7829
travlr1776@gmail.com

Freehold, NJ
Morton Meiskin
732.462.8304 
mmmeiskin@optonline.net

Albuquerque, NM
Ken Whiton   
505.255.4419 
kwhiton@msn.com

Carson City, NV
Dena McCormick 
775.230.6004 
dena5224@yahoo.com 

ET Support Groups



Hauppauge, NY
Harvey Glasser   
631.493.9203 
hglas34832@aol.com

New York, NY 
Margaret Mackey
212.673.8207
peggymackey@nyc.rr.com

Syracuse, NY
Jessica Ryan
315.382.8554 
jessica@theengineeringchick.com

Hilliard, OH
David Williamson  
614.921.8711 
docwmson@sbcglobal.net

Eugene, OR
Nick Richmond  
541.689.3323 
nmrichmond@aol.com

Portland, OR
Stephen Loaiza
503.260.1577  
smloaiza@comcast.net

Marcus Hook, PA
Alana Shafer
484.477.8258
ashafer320@gmail.com

Mineral Point, PA 
Margaret Johnson 
814.241.6500 
maggie.johnson@gmail.com

New Holland, PA 
Judy Shaffer
717.355.6259
jshaffer@gardenspotvillage.org

North East, PA
Jeff Castle  
814.460.0177 
castlerolfing@live.com 

Pittsburgh, PA
Darla Yesko   
412.351.4564 
dfyesko@gmail.com

Mayaguez, PR
Maria Rivera Ramos
787.201.7748
cristy12958@yahoo.com

Dallas, TX
Kathryn MacDonell 
214.345.4224 
kathrynmacdonell@texashealth.org 

Houston, TX
Betty Schwarz 
281.347.2194 
schwarzrb@comcast.net

Round Rock, TX
Cheryl Wickham 
512.508.2907 
cwick0020@aol.com

Tyler, TX
Elizabeth Guthrie 
East Texas Medical Center 
Neurological Institute  
903.316.9700 
elizabeth@elizabethguthrie.com

Wichita Falls, TX
Amanda Green 
940.781.4427 
amandalhouck@gmail.com

Clearfield, UT
Trudy Hutchinson  
801.391.3430
utahshakes@gmail.com

Charlottesville, VA
John Watterson  
434.973.2510 
johnwatterson@comcast.net

Richmond, VA
Diana Campbell  
804.556.2345 
et.richmondva@yahoo.com

Roanoke, VA
Mike Hopkins   
540.685.2677 
mhop856@aol.com 

Kirkland, WA
Robert Delf  
206.601.9217 
bobdelf0523@gmail.com

Middleton, WI
Kathy Muirhead 
608.824.9130 
madmidet@charter.net

Milwaukee, WI
Vicki Conte 
Parkinson’s and Movement 
Disorders Program 
vconte@mcw.edu

international

Calgary, AL, Canada
Lola Denise Johnson
403.547.9289 
dnisej@telus.net

Brantford, ON, 
Canada
Deborah Jackson
519.770.4502
debdougjackson@yahoo.com 

Toronto, ON, 
Canada
Cecilia Ronderos  
416.922.8464
ietf.canada@gmail.com

Dorval, QB, Canada
Bryan Comeau
514.831.9961
bryanj@videotron.ca

Longueuil, QB, Canada
Solange Martin
450.616.2326
solange.martin@videotron.ca

Bonn/Cologne, Germany
Albert Brancato
Selbsthilfegruppe Essentieller 
Tremor
+49-228-327153
albert.brancato@yahoo.de

Auckland, New Zealand
New Zealand Essential 
Tremor Support Group Inc.
0508.873.667
nzetsg@gmail.com

Essex, United Kingdom
Long-Term Conditions Center
44.01708.386399 
National Tremor Foundation 
tremorfoundation@aol.com

Are you looking for a support 
group but don’t see one 
listed in your area? Consider 
volunteering as an IETF 
Support Group Leader. Learn 
how to start a support group 
and keep it going for years to 
come at www.essentialtremor.
org/volunteer. 
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International Essential Tremor Foundation
P.O. Box 14005 Lenexa, KS 66285-4005 U.S.A.
888.387.3667  toll-free  913.341.3880  local  
913.341.1296 fax

March 2015
Sign up your walking team at  

www.essentialtremor.org/et-awareness


