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Get out your calendar…..circle the 
date: October 10, 2010.  That may look 
like a normal Sunday next Fall, but it’s 
not just a normal 
weekend day.  That’s 
the evening of our 
splashy “1950s social 
event” when we’ll feel 
the tingle of Holly-
wood hub-bub, mingle 
with stars and starlets, 
and be witness to    
unexpected love trian-
gles…..and even mur-
der! ! !  You’ll sit 
there and won-
der…..did the pom-
pous movie director 
kill his former wife’s 
current husband or did 
the film legend diva 
do it herself?  This is an evening you 
won’t forget.  A mystery before your 
eyes and a magnificent dinner as you 
solve the murder amongst  a room full 
of red carpet Hollywood types. 

 

This will be an exciting evening with 
actors meeting and mingling with us in 
the audience as they play out the 
“Hollywood Confidential” storyline.  
You’ll not just be enjoying your meal, 
you’ll get involved with the mystery’s 
characters, the film land scene and the 
1950s time period. 

 

It’s going to be another great opportu-
nity to get together, and to have some 
fun in support of the Parkinson’s and 

Movement Disorder 
Foundation.  You know 
how we count upon our 
annual fund raiser to 
provide an essential 
part of the funds for our 
research, education and 
patient support pro-
grams.  Through your 
attendance we will fund 
and fulfill our financial 
commitments. 

 

This year’s Hollywood 
Confidential Mystery 
Dinner will be held at 
the Crowne Plaza Hotel 

in the Orange County Airport area.  
Dinner and entertainment tickets are 
$125 each with Tables of Ten for 
$1,000.  Complete and mail back the 
form with your check in the envelope 
attached to this PMDF Newsletter. 

 

Do it right now…..and remember, this 

is a “whodoneit”! ! !  So, since neither 

Agatha Christie,  Perry Mason, nor 

Sherlock Holmes are going to be 

around…..we need you there to solve 

the crime! ! ! 

Dinner and a Mystery...with the Hollywood 

Crowd 
by Ken Garrison  
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Dear Friends of PMDF, 
 
In mid-April, an eye-opening segment entitled “21st Century Snake 
Oil” aired on CBS’s “60 Minutes.”  If you saw the program, you 
share my concern about the explosion of modern day medical con 
men preying upon victims of Parkinson’s Disease, ALS (Lou     
Gehrig’s disease), MS, autism, cancer and other diseases with 
promises of cures in exchange for large sums of money. 
 
How prevalent are these new scams?  According to the Interna-

tional Society of Stem Cell Research (ISSCR), the growth of bogus stem cell clinics has 
been explosive.  The ISSCR is a non-profit professional stem cell research organization 
with a commitment to ensure the promise of stem cell research is delivered to patients in a 
safe, effective and fair manner.   They have discovered more than 200 clinics that are offer-
ing some version of stem cells for some type of medical condition for which there is really 
no good evidence that the stem cells would be either safe or effective, according to ISSCR 
researcher Doug Sipp. 
 
Medical con men like the ones investigated by “60 Minutes” make outrageous claims that 
they can reverse the incurable.  Many of those who buy their claims have been bilked out 
of their life’s savings.  One particular ALS patient who had been wooed by a La Mesa, 
California con man participated in the CBS undercover story to reveal the promises being 
made.  In order to achieve the “permanent fix” for ALS, the patient would need to remit a 
down payment of $47,000 to start the bogus treatment, with the overall cost totaling 
$125,000. 
 
The bottom line is that if something sounds too good to be true, it probably is untrue.     
Before you consider a commitment financially or otherwise for some “miracle cure,” talk 
to your doctor and your family and access research available from legitimate sources.    
Apropos to the topic of stem cell research, the International Society of Steam Cell          
Research (ISSCR) has excellent materials written for the general public.  Go to 
www.isscr.org and click on “Public” for written materials and videos.  Of special interest is 
the easy to read “Patient Handbook on Stem Cell Therapies.”  General information about 
avoiding scams can also be found on the AARP website at www.aarp.org.  If you’d like to 
view the “60 Minutes” segment, “21st Century Snake Oil,” it’s available at 
www.cbsnews.com. 
 
Sincerely, 

 
 
 
 

 
 
Linda Sonnonstine Spery 
PMDF President 
 

President’s Letter 
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Cervical dystonia, also 
known as spasmodic torticol-
lis, is the most common focal 
dystonia, affecting as much 
as 0.4% of the population. 
Most patients with cervical 
dystonia experience at least 
some disability, and as many 
as 50% experience difficulty 
related to their employment 
because of their symptoms. 
Treatment with botulinum 
toxin is recommended as the 
first line strategy for patients 
with cervical dystonia.  There 
are several different types of 
botulinum toxin. 
 
Botulinum toxin type A has 
been the most studied type 
for neurological disorders, 
including cervical dystonia. 
In addition to relaxing       
affected muscles and reduc-
ing the force of the muscle 
contraction, treatment with 
botulinum toxin has been  
reported to decrease pain and 
to improve range of motion 
and resting posture. 
 
The effectiveness of 
botulinum toxin is time-
limited, and the symptoms 
eventually return and require 
additional injections. Given 
that patients with cervical 
dystonia will need repeated 
injections of botulinum toxin 
over time, it is important to 

understand its long-term 
safety and efficacy.  I and 
other physicians from 
around the world con-
ducted a study to address 
this question with 
Dysport®, one specific 
formulation of botulinum 
toxin type A.  The results 
were recently published in 
the journal Parkinsonism 
and Related Disorders. 

 
The study had two parts. The 
first part was a 12-week 
study to test the safety and 
efficacy of Dysport® for 
treatment of cervical dysto-
nia.  Here the patients were 
assigned to different treat-
ment groups randomly – like 
the flip of a coin.  Some     
patients got injections with 
Dysport® (500 U) and others 
got injections of placebo, an 
inactive substance. 
 
In the second part of the 
study, all patients were 
treated with Dysport®.  
There were 116 patients in 
the first phase of the study, 
55 in the Dysport® group, 
and 61 in the placebo group. 
Of those, 108 started the open 
label phase. Some patients 
got all 4 injections during this 
phase, whereas others got 3, 
2, or 1, depending on their 
medical need. 

The results of the first part   
of the study showed that 
Dysport ® improved symp-
toms of cervical dystonia at 
Week 4 of treatment.  The  
improvement of symptoms 
was still apparent at Week 12 
of treatment.  Treatment with 
Dysport® also significantly 
reduced pain and disability. 
 
During the second part of the 
study, subsequent treatments 
with Dysport® continued to 
produce improved symptoms. 
Although the greatest        
improvement was observed 
after the first open-label treat-
ment, all treatments improved 
symptoms.  These results 
show that Dysport® is effec-
tive even after long-term 
treatment. 
 
Dysport® was also safe and 
well tolerated after long-term 
treatment. The most common 
side effect in both parts of the 
study 

Dysport® in the Long Term  

Treatment of Cervical Dystonia 
 

by Daniel Truong, M.D. 
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Depression is a common  
nonmotor symptom of mild to 
moderate Parkinson’s disease, 
and is believed to occur in up 
to half of patients.  Depres-
sion in these  patients is actu-
ally part of the Parkinson’s 
disease process itself, and not 
just a reaction to a difficult 
diagnosis.  There has been 
very little research done on 
depression in patients with 
Parkinson’s disease, although 
we do know that the types of 
symptoms they experience 
differ from those of patients 
without Parkinson’s disease.  
In addition, Parkinson’s     
patients with depression have 
been shown to be more likely 
to have difficulties with     
activities of daily living, to 
have lower quality of life, and 
to start taking Antiparkin-
son’s drugs earlier than those 
without depression.  Depres-
sion in patients with Parkin-
son’s disease can be treated 
with some of the same antide-
pressant medications used for 
other patients.  However, 
there is very little information 
on which medications work 
best for depressed patients 
with Parkinson’s disease. 
 
New research shows that 
pramipexole, a dopamine 
agonist medication, has been 
shown to reduce major      
depression in patients without 
Parkinson’s disease.  Dopa-

mine agonists  including 
pramipexole are used to treat-
ment the motor symptoms of 
Parkinson’s, but it was not 
known whether pramipexole 
would also reduce depression 
in these patients. 
 
To address this question, Dr. 
Paolo Barone and colleagues 
from the University of Naples 
in Italy conducted a study of 
the safety and efficacy of 
pramipexole for reducing  
depression in patients with 
mild to moderate Parkinson’s 
disease.  The study was    
published in this month’s  
issue of the journal, Lancet 
Neurology. 

 
Dr. Barone studied 296      
patients with Parkinson’s  
disease, recruited from 76 
different hospitals or clinics 
in 12 different countries.   
Patients were assigned      
randomly – like the flip of a 
coin – to receive 12 weeks of 
treatment with either 
pramipexole or placebo, a 
sugar pill that looks like 
pramipexole but has no     
effect.  Ratings of depression, 
ability to perform activities of 
daily living, and motor symp-
toms were collected before 
and after treatment with 
pramipexole or placebo. 
 
The results of the study 
showed that pramipexole   

improved depressive symp-
toms to a significantly greater 
extent than did placebo. 
Pramipexole was also better 
than placebo in reducing   
motor symptoms and improv-
ing activities of daily living. 
A closer look at the data 
showed that patients were not 
less depressed because of 
their motor improvements; 
pramipexole actually affected 
their mood. 
 
As expected with any medi-
cation, there were more side 
effects in the patients treated 
with pramipexole (73%) than 
in those treated with placebo 
(67%).  The most common 
side effects of pramipexole 
were nausea, headache, dizzi-
ness, and drowsiness. 
 
The results of this study    
suggest that in patients with 
Parkinson’s disease who also 
experience depression, 
pramipexole may be an     
appropriate choice for treat-
ing both motor and mood 
symptoms.  If further research 
supports this finding, patients 
with Parkinson’s disease and 
depression may be able to 
take one medication to help 
both types of symptoms 
rather that one therapy for 
motor symptoms and one for 
depression. This may be    
desirable considering the 
number 

Pramipexole is Effective in Treating Depression in  

Parkinson's Patients  
 

by Daniel Truong, M.D. 
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Sense of Smell in Parkinson’s Disease 
 

by Mary Ann Chapman, Ph.D. 
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A reduced sense of smell is 
often one of the earliest indi-
cators of Parkinson’s disease. 
People with Parkinson’s    
disease are generally less able 
to identify odors or tell differ-
ent odors apart, as well as 
being less sensitive to smells 
in general. 
 
These symptoms may be   
related to a loss of nerve cells 
in olfactory or “smell”       
regions of the brain.  Smell-
related areas of the brain are 
one of the first places to show 
a clustering of protein known 
as alpha-synuclein inside 
nerve cells.  Eventually, 
nearly all nerve cells that die 
in Parkinson’s disease show 
this clustering.  However,  
scientists do not know for 
sure whether this protein 
clustering causes the nerve 
cells to die or whether it   
protects against damage that 
eventually overwhelms the 
cells. 
 
Some investigators have even 
proposed that Parkinson’s 
disease is caused by some-
thing that we inhale through 
our noses – probably a virus. 
They contend that this would 
explain why smell-related 

nerve cells are affected so 
early in the disease.  The   
theory of a virus that enters 
the body through the nose 
does not yet have much    
support.  No one has yet iden-
tified a virus that causes 
Parkinson’s disease.  How-
ever, involvement of the 
sense of smell has clearly 
stimulated a lot of thinking 
and research. 
 
An interesting thing about the 
smell-related nerve cells that 
die in Parkinson’s disease is 
that they do not contain a 
chemical called dopamine. 
Scientists used to think that 
the only types of cells that 
died in Parkinson’s disease 
were those that contained  
dopamine.  The loss dopa-
mine-containing nerve cells is 
responsible for the shaking 
that occurs in Parkinson’s 
disease, as well as the diffi-
culty beginning and maintain-
ing movements.  Scientists 
now know that dopamine-
containing cells are not the 
only cells that die in Parkin-
son’s disease.  The smell-
related cells are an example 
of this. Instead of dopamine, 
these cells contain a chemical 
known as acetylcholine. 

Although a reduced sense of 
smell is not disabling for   
patients, it is still a crucial 
symptom to study.  Scientists 
may be able to determine  
important clues about the  
disease by comparing its   
effects on smell-related nerve 
cells with its effects on other 
types of cells.  Greater prob-
lems with the sense of smell 
may tell us something about 
the progress of Parkinson’s 
disease.  An evaluation of 
smell may even be helpful in 
making the diagnosis of Park-
inson’s disease, particularly 
in earlier stages of the disease 
where motor problems are not 
as prominent. 
 
Clearly, there is much to be 
learned about the sense of 
smell in Parkinson’s disease 
and the nerve damage that 
this many represent.  It seems 
likely that future treatments 
for Parkinson’s disease will 
be able to help prevent its 
progression.  Testing for a 
reduced sense of smell may 
be useful in diagnosing and 
treating the disease before it 
can cause movement prob-
lems.   ■ 

of medications that many       
patients with Parkinson’s  
disease must take each day. 

Pramipexole may or may not 
be the right treatment for you. 
And it is not the only option 
for managing depression.  So 
far, studies have not        
compared pramipexole to 
available antidepressants to 

determine which are more 
effective at reducing symp-
toms in patients with Parkin-
son’s disease.  Talk to your 
neurologist or movement   
disorders specialist before 
taking any medication.   ■ 

Pramipexole 
Continued from page 4 
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Some individuals with       
advanced Parkinson’s        
disease, who can no longer 
walk, are nevertheless able to 
ride a bicycle.  This observa-
tion was recently reported in 
an article by two Dutch neu-
rologists in the April 1, 2010 
issue of the New England 
Journal of Medicine.  

 

Drs. Bastiaan R. Bloem and 
Anke H. Snijders described a 
58-year-old man with a 10-
year history of Parkinson’s 
disease who came into their 
office barely able to walk. 
When the man told Dr. 
Bloem that he could ride a 
bike, the neurologist          
expressed great surprise,   
according to an article by 
Gina Kolata in the New York 
Times.  In fact, the patient 
indicated that he routinely 
rode his bicycle for several 
miles a day. 
 
To demonstrate his abilities, 
the patient went out to the 
parking lot, was helped onto 
a bicycle, and rode around 
the parking lot by himself – 
even making a U-turn.        
As soon as the patient             
dismounted the bicycle, he 
again showed the small, shuf-
fling steps characteristic of 
Parkinson’s disease. The 
video of the patient riding his 
bicycle is freely available on 
the internet at: http://

content.nejm.org/cgi/content/
full/362/13/e46.  This video 
clearly shows that there is 
nothing wrong with this 
man’s muscles – a fact that 
has long been known in Park-
inson’s disease. Instead, the 
problem in Parkinson’s     
disease is that the brain loses 
control of walking and other 
movements, leading to      
increased activity in some 
muscles (such as tremor of 
the hands) and a gradual loss 
of the ability to move other 
muscles voluntarily and 
smoothly. 
 
The neurologists offered two 
possible explanations for the 
remarkable bicycling ability 
in a patient who is otherwise 
severely disabled by his    
disease.  First, individuals 
with Parkinson’s disease are 
sometimes able to walk if 
they are given a physical cue 
– essentially, something to 
aim for.  This is shown in the 
New England Journal of 

Medicine video of the patient 
before he rides his bike: the 
nurse places her foot at a  
specific location on the floor 
and the man is able to step 
there.  Drs. Bloem and       
Snijders suggest that the    
bicycle’s rotating pedals may 
act like the nurse’s foot,   
providing cue after cue for 
the patient to use in moving 
his legs.  Another possible 

explanation offered by the 
neurologists is that the brain 
mechanisms that control   
bicycling could be less      
affected by Parkinson’s     
disease than those that      
control walking. 
 
Although it is not known 
whether all individuals with 
advanced Parkinson’s disease 
are able to ride a bicycle as 
easily and fluidly as the man 
in this article, he is appar-
ently not the only one with 
this ability.  More than 20 
others with advanced Parkin-
son’s disease told Dr. Bloem 
that they could ride bicycles, 
according to the New York 
Times. Dr. Bloem believes 
that bicycling may be useful 
as a therapy for Parkinson’s 
disease, allowing people to 
move freely from one place 
to another and providing a 
good source of exercise.  For 
more information, see the 
New York Times article at: 
http://
www.nytimes.com/2010/04/0
1/health/01parkinsons.html. 

Sense of Smell in Parkinson’s Disease 
 

by Mary Ann Chapman, Ph.D. 
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was difficulty swallowing.  
Most side effects were mild 
or moderate. 
 
Cervical dystonia is a life-
long condition for which 
there is no cure.  At the     
present time, the recom-
mended first-line treatment  

is botulinum toxin.  Because 
there is the potential for    
patients to require botulinum 
toxin for many years, it was 
important to demonstrate that 
it is effective and safe over 
long term use.  Although this 
study only explored the     
effects of at most five doses 
(one in the first part of the 
study and up to four in the 
second part), patients were in 

the study for an average of 
one year because there was 
an average of 15-17 weeks 
between doses. Longer stud-
ies will be needed, as will 
studies with other formula-
tions of botulinum toxin type 
A as well as other toxin 
types.  However, this study 
was the longest of its kind 
and the results are very     
encouraging.   ■ 

Auction Contribution Agreement 
 

______________________________________ hereby agrees to donate the item(s) or service
(s) described below to PMDF’s Fundraiser Auction. 
 
____________________________________________________________________ 
 
____________________________________________________________________ 
 
Estimated Value: $________________  Date: _____________________ 
 
Name: ______________________________________________________________ 
 
Address: ____________________________________________________________ 
 
City: _______________________________ State:____ Zip:____________________ 
 
Telephone:______________________ E-mail: _________________________ 

Auction Items Needed 
 

In order to make this fundraiser a huge success, we are requesting your help!  We have a 
great need for auction items.  The silent auction has always helped to bring in thousands of 
dollars for research.  If you are in a position to donate an item, please contact us. If you own 
or work for a company that can provide a product or service that can be auctioned off, please 
let us know. You can contact Vi Tran at: 714-369-7426 or email: vtranpmdf@yahoo.com 
 
Your generosity will help further research for Parkinson’s Disease and other movement    
disorders. Your donation is tax-deductible and will be acknowledged in the fundraiser      
program booklet and the PMDF website. Please fill out the auction contribution agreement 
and send it in with your donated item(s). 

Dysport® 
Continued from page 3 



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. 

 

 


