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The Parkinson’s and Movement Disorder 

Foundation (PMDF) is pleased to an-

nounce its grant award winners for 2013, 

with research to be conducted in 2014. 

Due to your generous donations and at-

tendance at our 2013 fundraiser, we were 

able to award $30,000 in research funds. 

Each of three individuals received 

$10,000 for research into some aspect of 

movement disorders. 

 

One of our 

awardees is Dr. 

Julie Miller, an  

Assistant Professor 

at the University  

of Arizona. Dr. 

Miller is studying 

how loss of the 

neurotransmitter 

dopamine, which 

occurs in Parkin-

son’s disease, con-

tributes to speech deficits. Speaking prob-

lems plague almost everyone who has 

Parkinson’s disease, which may be evi-

dent as a quiet or breathy voice, reduced 

ability to articulate, or speech that is too 

fast or slow. Although we know that do-

pamine loss in the brain contributes to 

vocal problems in Parkinson’s disease, we 

don’t know exactly how this occurs. Dr. 

Miller is attempting to bridge this gap by 

studying the effects of dopamine loss in 

songbirds as a model to understand what 

happens in humans. The brain areas in-

volved in these birds’ song production are 

similar to those involved in human speech 

and are also part of the system that degen-

erates in Parkinson’s disease. Understand-

ing the links between vocal problems and 

nerve cell death may lead to better treat-

ments for the speech problems and other 

symptoms of Parkinson’s disease. We 

look forward to hearing about Dr. 

Miller’s findings as her studies progress. 

 

Another of 

our grant re-

cipients is Mr. 

Kyle Denton, 

a third-year 

graduate stu-

dent at the 

University of 

Connecticut 

Health Sci-

ence Center. 

Mr. Denton is working with Dr. Xue-Jun 

(June) Li on research related to hereditary 

spastic paraplegias. Hereditary spastic 

paraplegias are inherited conditions in 

which nerve cells die, causing muscle 

spasticity—a type of uncontrollable 

movement. Mr. Denton is studying a spe-

cific type of spastic paraplegia known as 

SPG15, in which patients suffer from 

muscle spasticity, tremor, problems initi-

ating movement, and other movement dif-

ficulties. Although we know that indi-

viduals with SPG15 are unable to make a 

protein known as spastizin, we don’t 

know how the lack of spastizin causes 

nerve cells to die and why only certain 

nerve cells are affected. Mr. Denton 

hopes to help answer these questions us-

ing cells derived from individuals with 

SPG15. The cell 
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Dear Friends of PMDF, 

 

In the lead article of this newsletter, Mary Ann Chapman, Ph.D., our science advi-

sor, tells about the three research projects we are sponsoring this year. These are 

three very different projects. Each examines a different aspect of a different move-

ment disorder, using different tools and techniques, so that in addition to the 

knowledge gained about movement disorders we are gaining knowledge about how 

to study movement disorders. 

 

I am impressed with the scope and quality of the research PMDF has funded.* One of the things that I ap-

preciate about PMDF is that we can see precisely what our donations are paying for. Your contributions 

really do make a difference! 

 

The bulk of our research funds comes from our annual fall fundraiser. This year’s fundraiser will be on 

Sunday, October 26, on the Queen Mary in Long Beach. We’re still working out the details, but we prom-

ise a beautiful and interesting location, great food, and fine entertainment. Mark your calendars! 

We have had some recent changes in our Board of Directors. Jon Cicchetti, a member of the board for 

many years and a generous financial supporter, has stepped down. Karen Zent is also leaving the board. 

Karen was the Board Secretary and has served on the fundraising committee several times. Thank you, 

Jon and Karen, for your valuable efforts on behalf of PMDF. 

 

With Karen’s departure we have a new Secretary, Sami Nasrawi, and we have a new Director, Peter 

Perry. Peter is a lawyer and construction engineer, now retired. We are glad to add his expertise to our 

Board. Welcome, Peter! 

 

In June, we will have some new features on our web site. There will be a search capability to make it eas-

ier to find articles of interest to you from past newsletters. There will be a Resources page listing support 

groups and other services for those with movement disorders and their families. And more features are on 

the way. Check it out at http://pmdf.org, and if you have any suggestions, requests, or other thoughts 

about the web site, send a note to webmaster@pmdf.org. (And if you have any suggestions, requests, or 

other thoughts about the newsletter, you can send them to editor@pmdf.org.) 

 

Sincerely, 

 

 

 

 

Mark Wadsworth 

PMDF President 

 

 
* A summary of past projects, with links to resulting published papers, is on our web site http://pmdf.org under 

the Articles & Newsletters tab.  
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model being developed by Mr. Denton and 

Dr. Li represents a unique approach and we 

are pleased to support this cutting-edge re-

search. 

Our third grant recipient is Professor Gregor 

Wenning, M.D., Ph.D., Head of the Depart-

ment of Neurobiology at Innsbruck Medical 

University in Austria. Dr. Wenning and his 

colleagues Drs. Stefanova and Kuzdas-Wood 

are studying a neurodegenerative disorder 

known as multiple system atrophy. Multiple 

system atrophy, or MSA, is characterized by 

symptoms related to movement (slow move-

ments, rigidity) and automatic body functions 

(blood pressure, heart rate, bladder function, 

digestion). Specifically, these investigators are 

studying a highly-relevant mouse model of 

MSA that shows many similarities to the hu-

man condition. The question that Dr. Wenning 

and his colleagues are examining is whether 

the MSA mice show problems in blood pres-

sure during the daily sleep-wake cycle that are 

similar to those of humans with MSA. These 

researchers are also attempting to determine 

which nerve cells and brain areas are responsi-

ble for the blood pressure disturbances. This 

research may provide the basis for better 

medications to treat the blood pressure prob-

lems and possibly other symptoms of MSA. 

 

The PMDF is proud to sponsor the work of 

the three recipients of this year’s awards. One 

of the fundamental aspects of our mission at 

PMDF is to support basic and clinical re-

search into the causes, treatments, and cures 

for movement disorders. The work of these 

investigators will contribute to the body of 

scientific and medical work that will eventu-

ally lead to better lives for individuals diag-

nosed with movement disorders. These grants 

are only possible because of your generous 

contributions to the PMDF and attendance at 

the 2013 fundraiser. We sincerely thank you 

for your participation and contributions! 

 

grant awards 
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From left to right: A. Prof.  Nadia Stefanova M.D., 

Ph.D., Daniela Kuzdas-Wood Ph.D., 

Prof. Gregor K. Wenning M.D., Ph.D., MSc 

What’s Essential to Know About Essential Tremor 
 

by Lydia Dobbs 

Description: Essential tremor is the most common movement disorder among adults. Primarily 

affecting people over the age of 40, essential tremor is a neurological disorder that causes rhyth-

mic shaking or trembling, most frequently of the hands (one or both), but it may affect any part 

of the body (especially the head, voice, arms or legs). The well-known actress Katherine Hep-

burn had this condition. In her later years, it affected her voice, head and movement. 

 

Cause: Sometimes confused with Parkinson’s Disease, essential tremor is not related to or 

caused by other diseases. Approximately half of essential tremor cases appear to result from a 

genetic mutation. This type is referred to as familial tremor. The cause of essential tremor in 

people without this genetic mutation remains undetermined, though research indicates that 

changes in specific areas of the brain may be the culprit.   

 

Symptoms: Usually beginning gradually, symptoms worsen with movement. In the hands, 

trembling becomes apparent during daily activities such as attempting to Continued on page 6 



page 4 

Dystonia is a movement disorder character-

ized by involuntary muscle contractions lead-

ing to abnormal head or limb position and 

posture, which impact voluntary movement 

and quality of life. For decades, the focus of 

research and treatment for dystonia has been 

on managing these motor symptoms such as 

forced turning of the head in patient with tor-

ticollis or spasm in the voice in patient with 

spasmodic dysphonia. Within the last few 

years, however, doctors and researchers have 

noted that many patients with dystonia also 

experience other symptoms, which are non-

motor in nature and can also have a negative 

impact on quality of life. As in other move-

ment disorders such as Parkinson’s disease, 

these non-motor symptoms may appear before 

the primary motor abnormalities that lead to 

diagnosis.  

 

Patients with cervical dystonia may have im-

paired sensory input and processing. One ex-

ample is that many patients with cervical 

dystonia experience mild neck discomfort 

months before they develop the typical motor 

symptoms; patients with other types of dysto-

nia may experience sensory symptoms in the 

period prior to their primary diagnosis as well 

(e.g., throat pain in a patient who develops 

spasmodic dysphonia). Research has shown 

that individuals with dystonia also may be 

more sensitive to certain types of pain than 

those without, and may also show other sen-

sory abnormalities on laboratory tests. There 

is also evidence from sensory testing, brain 

mapping and imaging studies with laboratory 

animals confirming that relevant sensory ar-

eas of the brain are affected differently in 

those with dystonia. The presence and nature 

of these sensory abnormalities may be related 

to particular dystonia gene mutations, but it is 

too early to 

tell for sure. 

Some studies 

have demon-

strated par-

ticular sensory 

symptoms in 

first degree 

relatives of 

patients with 

dystonia. 

 

Individuals with dystonia have also been ob-

served to have high rates of depression and 

anxiety. In one study of 89 patients with some 

form of focal dystonia, more than twice as 

many patients with dystonia as healthy sub-

jects had a psychiatric disorder (57.3% vs. 

24.1%). Interestingly, in the patients with 

dystonia, the psychiatric symptoms began an 

average of 18 years before the motor symp-

toms. The fact that the psychiatric symptoms 

started so long before the motor symptoms 

suggests that they were part of the primary 

disease; that is, people were not depressed 

because they had dystonia, but rather before 

they even knew they had it. Findings from 

other studies of patients with dystonia as well 

as other chronic illnesses suggest that the de-

pression was not just related to the presence 

of chronic disease. That is not to say that de-

pression cannot occur as a result of dystonia 

as well; in fact some studies have shown that 

when motor symptoms and pain are treated 

and improved, mood may improve as well. As 

was the case with sensory impairment, mood 

symptoms or psychiatric disorders may be 

more common in patients with certain types 

of genetic mutations in genes related to dysto-

nia. The fact that patients with certain types of 

dystonia have a higher rate of family history 

Non-motor Symptoms in  

Dystonia Patients 
 

by Daniel Truong, M.D. 



of depression than healthy patients also sug-

gests that genes may be involved.  

 

The picture is less clear with anxiety, particu-

larly with regard to the involvement of gene 

mutations, although patients with dystonia do 

have a higher-than-average rate of anxiety 

disorders. 

 

A number of studies have shown that patients 

with various types of dystonia have reduced 

sleep quality compared to healthy controls. 

However, the specific relationship between 

dystonia and sleep is still not clear. For exam-

ple, studies have shown that the severity of 

the sleep disturbance does not correlate with 

the severity of dystonia symptoms, although it 

does seem to correlate with ratings of depres-

sion. Furthermore, sleep disturbances have 

not been shown to get better when dystonia 

severity is reduced with treatment. So while it 

is clear that patients with dystonia have higher 

rates of sleep disturbance than healthy con-

trols, it is not yet clear whether the sleep dis-

turbance is a primary part of dystonia or 

whether it is related more to the presence of 

depression in these patients. More studies will 

be required to fully explain this relationship. 

Regardless of the reason, it is important for 

both patients and doctors to be aware that 

sleep problems are common in dystonia and 

may need to be addressed. 

 

Doctors and patients already know that the 

motor symptoms of dystonia can have a nega-

tive impact on one’s quality of life. What new 

studies are revealing is that the non-motor 

symptoms also affect quality of life, and that 

the impact may differ depending on the type 

of dystonia. For example, studies have shown 

that patients with cervical dystonia experience 

more impairment from pain and depression 

than patients with other types of dystonia like 

writer’s cramp. In at least one study, impaired 

quality of life was correlated with mood 

symptoms but not with motor symptoms.  

 

More research needs to be done to truly un-

derstand how non-motor symptoms impact 

quality of life. Regardless of their specific 

contribution, however, these types of symp-

toms are important to consider when studying 

new treatments. This type of research is espe-

cially important because it is already known 

than some medications used for treating de-

pression may worsen motor symptoms of 

dystonia. Other types of medications, deep 

brain stimulation and new drug development 

may play important roles in managing non-

motor symptoms of dystonia. 

 

Dystonia may therefore not only affect move-

ment but non-motor symptoms as well. There 

may be other non-motor symptoms still to be 

documented. Doctors may need to treat this 

aspect in dystonia patients as well. 

 

As more research is done, the presence of 

some of the symptoms, along with other clini-

cal observations, may help doctors to diag-

nose dystonia sooner and to better understand 

the brain mechanisms that underlie non-motor 

symptoms.  
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hold a glass steady while drinking, tying shoe 

laces, shaving, brushing teeth, applying make-

up, and eating. When it affects the head, it 

may result in a "yes-yes" or "no-no" motion. 

Stress, fatigue, caffeine or extreme tempera-

tures can exacerbate symptoms. 

 

Progression: Usually mild and gradual in na-

ture, essential tremor does progress and can 

become more severe. 

 

Treatment: If essential tremor is severe 

enough to interfere with one’s work or daily 

activities, treatment may be necessary. Adap-

tive techniques and tools such as using heav-

ier glasses and utensils, wrist weights and 

wide grip pens may be sufficient in control-

ling mild symptoms. Physical or occupational 

therapy may be recommended to improve 

muscle strength, control and coordination. A 

treatment for high blood pressure, beta block-

ers, can help relieve tremors for some people, 

but may not be an option for those with 

asthma and certain heart problems. Anti-

seizure medications may also be effective for 

people who don’t respond to or can’t take beta

-blockers. For those whose symptoms worsen 

with anxiety, tranquilizers may be prescribed. 

Primarily used for head and voice tremors, 

injections of botulinum toxins may help for 

up to 3 months at a time. For those with se-

vere, disabling symptoms that don’t improve 

with therapy or medication, a surgical proce-

dure, deep brain stimulation (DBS) has been 

found to be very effective. With DBS, a thin 

electrode is inserted into the thalamus, the 

portion of the brain responsible for the trem-

ors, and a pacemaker-like device 

(neurostimulator) is implanted in the chest.  

Under the skin, a wire connects the probe 

with the device. The device transmits painless 

electrical pulses that interrupt the signals from 

the thalamus.  

  Essential tremor Parkinson's disease 

Parts of body affected 
  

Hands, head, voice Hands, legs, chin and other body 

parts 
  

Occurrence of hand 

tremor 
  

With movement /active 

use of hands 

Most frequently occurs when hands 

are at rest at one’s sides or on one’s 

lap 

Other symptoms 
  

Occasional development 

of other neurological 

signs and symptoms, such 

as an unsteady gait 

(ataxia) 

Also associated with a stooped 

posture, slow movement, shuffling 

gait, and non-motor symptoms 

essential tremor 
Continued from page 3 

Comparison of Essential Tremor and Parkinson’s Disease 

References:  
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If you are anything like me, getting organized 

is a challenge. Staying organized is even a 

bigger challenge. Recently, I find myself knee 

deep in things that really should be better or-

ganized or thrown out. I walk by the same 

mess every day with desires to clean up the 

kitchen or hopes of reorganizing the closet, 

yet I keep on procrastinating on this task. Per-

haps it’s the fear of letting go of something 

from the past. I decided to take on this chal-

lenge to organize my home, my car, and my 

workplace. I wanted to share with you some 

tips that have made a huge difference for me: 

 

Entryway organizer 

Purchase a mail organizer from Pottery Barn, 

one that has compartments for mail and key 

hangers. Mount this near the entryway. You 

can drop mail and your keys right when you 

walk through the door. This gets all the junk 

mail off your kitchen counter. Best yet, for 

your keys, you will know exactly where you 

left them. 

 

Kitchen sink organizer 

I could never find the dishwashing liquid un-

der the sink since there are 10 other bottles 

down there as well. Purchase see-through 

plastic containers and create compartments 

under your sink. You’ll be able to find things 

quicker and it holds the bottles in place so 

they won’t topple over. 

 

Closet 

Go through your closet and tag the clothes 

you have worn by putting a piece of blue 

masking tape on the hanger. Over the course 

of a year, you will see which clothes do not 

have the blue tape which means they will be 

great to donate. 

 

 

Car 

Keep a trash bag in your car. I tend to have 

gum wrappers, dry cleaning receipts, bottles 

of water all over my car. Use a small plastic 

bag to throw all your trash while you are in 

your car. 

 

Office desk 

Things that are not used every day should be 

tucked away in the desk drawers. Everything 

used less frequently will be a clutter on your 

desk. If desk and drawer space are limited, 

consider using vertical space. There are many 

letter trays that can stack as high as you need. 

Or consider mounting a cork board near your 

desk to get some of the papers organized. 

What about those stacks of paper you can’t 

seem to get rid of? Invest in a quality scanner 

to scan your documents and throw out the 

original if possible. 

 

Challenge yourself to organize your home and 

workplace. Maybe you’ll want to start with 

one room and go from there. Although a 

daunting task at first, it may be therapeutic to 

finally rid yourself of the things that are clut-

tering your life.  

Tips on Getting Organized 
 

by Kellie Binder, R.N., M.S.N., A.C.N.P 



OUR MISSION 

 
To support basic and clinical research into the causes, treatments and cures for Parkinson’s disease and other 

movement disorders such as dystonia, myoclonus, spasticity, and tremor. 

 

The Parkinson’s and Movement Disorder Foundation is committed to working with other organizations that 

have similar philosophies in an effort to bring together expertise from both basic and clinical science per-

spectives. 

 

We are dedicated to enhancing the quality of life for those who suffer from movement disorders and their 

families, through research, education, and community outreach. 

 

 


