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Upcoming PAACI Events: 
 

Mini-Symposium—Saturday, April 6, 2019 at 11 am 

At MCL (2370 W. 86th St., Indpls., IN  46224) 
Our speakers Courtney B. Johnson, Assistant Professor of Clinical Psychology and Psychiatry 
at IU Medical School and Dr. Mitch VanSameron will be discussing memory loss, dementia,  
cognitive decline, pre-surgical evaluation, the impact of moods and life stress on cognition.   
They will share information on how “Cognitive Behavioral Framework” treatments work.   

$5 per 2019 dues paying PAACI member (Dues are $25 annually) 
$10 per person for non-dues paying PAACI members 

Everyone will pay for their own food and drinks. 
For questions please contact Sheri at 317-255-1993 or sheripaaci@yahoo.com.  Registration 

form is on page 10.  You can also pay online at paaci.org. 

Generational Tea for PD—Saturday, April 27, 2019 at 11 am 

We invite you to come with your mother, daughter, granddaughter, aunts and nieces to a  
traditional tea service at Serenity by Occasions Divine at 135 S. Main St., Zionsville, IN.   
We will enjoy a salad, two sandwiches, a scone, strawberry, four tea treats and one tea.   

$45 for one adult and one child under 10 
$55 for one adult and one child over 10 
$15 per each additional child under 10 

$25 per additional adult or child over 10 

Future 2019 Events—Save the date!!! 

Victory Summit with Davis Phinney—Saturday, July 27, 2019 

Fall Parkinson’s Symposium—Saturday, September 14, 2019 
With Dr. Lawrence Elmer (Director of Parkinson’s Disease and Movement  

Disorders Program at the University of Toledo Medical Center) 

Caregiver Conference—November (To be determined) 

Holiday Party—December 7, 2019 

2019 PAACI Dues are now due! 
Now that we’re into 2019 it’s time to pay your $25 annual PAACI dues.  Your annual PAACI dues help 

keep PAACI working towards our mission of Parkinson’s Awareness, Education, Resources and Support.  
Your dues also offer you a discount to all PAACI sponsored events.  If you’d like to make a larger “Tulip 
Society” donation please remember that your dues are included in that donation.  Tulip Society donations 

offer you larger discounts to events and further help the PAACI mission.  All donations are tax-deductible.   
***See donation form on back cover.*** 
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Helpful Phone Numbers 
 
 

 

 

 

 

 

 

 

American Parkinson’s Disease Assoc.-800-223-2732 

Aqua/Swim classes—317-547-8349 

Caregivers Spt Grp w/Catholic Charities—317-261-3378 

CICOA—317-254-5465 

Chair exercise classes—317-872-4567 

Specialized Yoga Therapy for Neurological Conditions & 

Movement Disorders (Bloomington) 812-331-7423  

Ft. Wayne exercise classes—260-486-4893 

Indiana Parkinson’s Foundation & The Climb—317-550-5648 

Indiana Reading & Information Services—317-715-2004 

Parkinson’s Action Network- 800-850-4726  

Parkinson’s Foundation– 1-800-473-4636 / Parkinson.org 

Rock Steady Boxing—317-205-9198 

Rx for Indiana—1-888-477-2669 

Shelby County PD Exercise & Support—317-398-7614 
(-Currently limited to Shelby County residents and  
Major Health Partners patients) 

-Young Parkinson’s of Indiana (YPI)—317-203-3049 

PAACI Office—317-255-1993 

PAACI Board Members 

President—John Deck 
Treasurer—Jeff Brodzeller 
Co-VP of Programs—Linda Hinkle 

Co-VP of Programs—Terri Weymouth 
Unofficial VP of Silent Auctions— 
   Joann Whorwell 
 
Members at Large—Rebecca Parks, NP;  
Edward Daly, M.D., Ph.D., Kathleen Krueger 
 
PAACI Executive Secretary—   
   Sheri Kauffman 
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Movement Disorder Specialists 

Ruth Ann Baird, M.D.—317-217-3000 
Joanne Wojcieszek, M.D.—317-944-4000 

Liz Zauber, M.D.—317-944-4000 
Christopher James, M.D.—317-948-5450 

Sign up for our Friday E-blast 

Did you know that most time sensitive  
information is sent out through our Friday  

e-mail e-blasts?  If you would like to receive 
messages from us that include information about 

new or updated PD info, local events, or 
webcasts please be sure to share your email with 

us by emailing skauffman@paaci.org and put 
Friday E-blast in the topic line or call Sheri at 

317-255-1993. 

Thanks to our Newsletter 
Sponsors: 
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  US World Meds 
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Parkinson’s Disease:  We are getting closer to stopping progression 
Presented by Dr. Joanne Wojcieszek at the 2018 Symposium.  Written by Dr. John Deck. 

 Dr. Wojcieszek said she was happy to present at our symposium to share new things that are happening and 
where we have come with our knowledge about Parkinson’s Disease.  We hope for a treatment that will help stop the 
progression of the disease.  The Michael J. Fox Foundation has advanced the treatment of the disease and we are now 
getting closer to stopping the progression.   

PD Milestones 
         In 1960, Dr. Hornykiewcz (in Austria) discovered dopamine deficiency with Parkinson’s disease.  In 1967, the 
first infusion of levodopa was done.  In 1970, L-dopa became available to the world.  In the 1980’s, fetal transplants 
were explored.    There were not good medications for dopamine psychosis until the mid-1990’s when clozapine came 
on the market.  In 1997, the first gene for Parkinson’s was discovered.  In 2002, deep brain stimulation was approved 
for the treatment of PD.  In 2013, the cause of slow progression was found.  This was based upon the prion  
hypothesis: an explanation of how cell deterioration is transmitted from one cell to another.  In 2015/2016 research on 
immune therapy started.   

Where does PD begin? 
 We think it starts in the gut:  the abdomen.  So how does it get from the gut to the brain?  We think it travels 
up the vagus nerve from the gut, progresses from autonomic and olfactory disturbances to sleep and motor symptoms, 
then to emotional and cognitive disturbances.  Dr. Braak (a neuropathologist and early proponent of alpha synuclein 
theory) discovered and staged the progression from when it reaches the bottom of the brain stem, to the midbrain 
(where you first get tremors), to the cortex.  Dr. Braak’s hypothesis states that sporadic PD is caused by a pathogen 
that enters the body via the nasal cavity, and subsequently is swallowed and reaches the gut, initiating Lewy  
pathology (LP) in the nose and the digestive tract.  A staging system describes the spread of LP from the peripheral to 
the central nervous system.  

 On June 27, 1997, there was an article published in the journal “Science,” that has changed Parkinson’s  
disease research forever (Mutation in the alpha-Synuclein Gene Identified in Families with Parkinson’s Disease).  In 
1984-85, Dr. Golbe encountered not one, but two people of American-Italian background with an early-onset form of 
Parkinson’s disease.  While visiting Salerno, Italy, he reconstructed their family tree and the two families were  
cousins.  They were 2 out of 574 descendants of a couple who were married around 1700.    Sixty-one of the recent 
descendants developed PD.  It was concluded that there was probably a single gene that caused this form of PD and 
not additional environmental factors.  These findings, showed markers on chromosome 4, and facilitated the interest 
in further research of the genetics of Parkinson’s.   

 Everybody may have a different form of Parkinson’s.  There is a genetic susceptibility, but we all have alpha-
synuclein genes and bacteria in the gut.  Bacteria trigger the gene that causes the mutation that can cause PD.    

 Lewey bodies are filled with alpha-synuclein which is a variation/mutation of the folding of the protein.  The  
clogging of the cell results in cell death, and when a cell dies the waste spills over and other cells pick it up.  This is 
how the progression works.  The presence of Corynebacterium in the gut of certain alpha-synuclein was associated 
with 100% probability of having PD.  This GG signature (which refers to the makeup of an organism related to it trait 
or traits) at rs356219 is the strongest risk factor for Parkinson’s disease to date.  

The genetics of Parkinson’s disease 

1. Approximately 15% of people with Parkinson’s disease have a family history of the condition. 

2. About 10-20% of Parkinson’s disease cases can be accounted for by genetic variations that infer a higher risk 

of developing this condition. 

3. In people with juvenile onset (diagnosed under the age of 20) or early onset PD (diagnosed under the age of 

40), genetic variations can account for the majority of the cases. 

4. In later onset cases (greater than 40 years of age) the frequency of genetic variations is less prominent.  There 

are definitely regions of DNA in which genetic variations can increase one’s risk of developing PD.  These 

regions are referred to as PARK genes.   



5. We currently know of 23 regions of DNA that contain mutations associated with PD, which have been  
given the name of PARK genes.  The region does not always refer to a particular gene, (for example, alpha 
synuclein, there are two PARK gene regions within the stretch of DNA that encodes alpha –synuclein).  Of 
these, the PARK 1 and PARK 2 are more commonly observed.  PARK 8 and the LRRK2 gene are tested in the 
“23 and Me” report.  LRRK 2 is more often associated with late onset Parkinson’s disease and is more  
common in Jewish people.  If you inherit the LRRK 2 gene the risk of PD increases to 8% at age 50, and 
greater than 55% at 75 years.  Women have shown onset 5 years earlier than men.  It has slower motor  
progression.  LRRK 2 is the most common pathogenetic variant.  Mutations are the most common causes of 
PD and appear closely related to “sporadic PD.”  Sporadic PD is non-familial Parkinson’s disease.  A Kinase 
inhibitor is a targeted treatment, but studies are investigating side-affects. Clinical trials in the future will be 
conducted with patients who have the LRRK 2 mutation.   

      Research with Gaucher disease, a pediatric abdominal childhood disease, has been related to the genetics of 
PD research.  There is a greater incidence of PD in the family members of children who have Gaucher’s disease.   
Glucocerebrosidase mutations (GBA) which causes Gaucher’s disease, has been found to increase the risk of  
dementia in PD and Lewy body dementia by 50%.  Whereas more commonly 30% of PD patients without GBA will 
develop dementia.  

Lysosomal/Autophagy Clinical Trials 
 Researchers are looking for PD patients with GBA mutations for clinical trials.  They are investigating the  
effect of lysosomal function and how cell components can better digest and break down extra proteins (garbage).   
Researchers are testing Tasigna (nilotinib) to determine if it will facilitate the “garbage disposal” of cells.   
A glucosylceramide inhibitor may prevent alpha synuclein clumping.  Impairment of the autophagy-lysomal system 
leads to accumulation of abnormal protein aggregates and dysfunctional mitochondria promoting oxidative stress and 
cell death.  These are shared mechanisms of cell death in neurodegenerative disorders and lysomal storage diseases. 

Nilotinib Study 
 Nilotinib is a drug that increases dopamine metabolism and reduces total alpha-synuclein ratio in Parkinson’s 
disease (Oligomeric).  This study is in phase II trials (phase II clinical trials are when the doctor tests whether a new 
treatment works) and it may increase dopamine levels and metabolism in patients with PD.  Nilotinib, was approved 
for the treatment of certain types of leukemia, and blocks the activity of a protein known to promote cancer develop-
ment.  Findings from this study suggest patients with PD may also experience long-term  
benefits from Nilotinib.  

Approaches to PD therapy in 2018: 

1. Immune targeting. 

a. Two types of immune therapy: 

 i. Give a small amount of the virus and train the immune system to attack it. 

(AFFIRIS is currently developing a vaccine to act as an active immunity against alpha-

synuclein and is PDO1 A safe and well tolerated.  It is given in 2 doses over a 12-month period.  

50% of trial participants showed medication entering the blood stream, spinal fluid and the 

brain.) 

ii. Inject the antibody that attacks a certain cell. 

(Prothena Biosciences, Inc. is testing the PRX002 infusion is a monoclonal antibody that  

attacks the alpha-syuclein.  Monoclonal antibodies are identical immune cells that are clones 

from a parent cell.) 

 

First Human Study with Passive Immunization 

Passive immunization is when you are given an anti-body that is not your own.  There is currently an ongoing 
double blind passive immunization study with doses of .3 to 30 mg/kg infusion per person.  The study  
included 40 healthy volunteers that received the one-hour infusion and were followed for 12 weeks with no 
reported side effects.  Other companies that also have early stage research programs in immunotherapy  
include:  

1.  Biogen (B11B054) passive immunity study including monoclonal antibodies.  
2.  AC Immune (ACI-870) 
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3.  Proclara (NPt088) 
4.  NeuroPore 9NPT200-11; in collaboration with UCB, NPT200-11 oral molecule that binds    
     with alpha synuclein 
5. BioArctic Neuroscience (BAN0805); in collaboration with AbbVie 
 

The purposes of these studies is to enhance the cells ability to dispose of waste product so the cells do not  
become alpha synuclein cells.  This includes enhancing the protein clearance, knocking out the gene mutation and 
manipulation and interfering with the “prion conformer reaction”.  Prion strains are believed to be encoded in  
distinct conformations of misfolded prion protein aggregates. 

a. Anti-inflammation and anti-microglia.  Micorglial (white blood cells) may be important in the gut  

bacteria interaction with other factors triggering Parkinsonism.   

Other non-specific experimental trials to slow down PD progression: 

1. Steady PD:  phase 3; (phase 3 is when trials are conducted to confirm and expand on safety and  

effectiveness results) ongoing.  Isradipine---calcium channel blocker/HTN medication 

2. Sure-PD:  on going:  no longer recruiting. Inosine; increases uric acid in blood 

3. Caffeine, AFQ056/Mavoglurant for dyskinesia 

What’s New? 
 

-Longer-acting/ more continuous levodopa for Rytary (dissolves more slowly and dose lasts longer) 
-Duopa (liquid form of levodopa, special tube and pump for delivery, minimizes off times, and no pills to  
 swallow. 
-Neuroderm:  levodopa skin patch/pump (long lasting) 
-Inhaled Levodopa (CVT 301 Acorda Therapeutics:  rescue for off periods) 
-Amantadine (longer acting) Gocovri and Osmolex ER 
-Safinamide Xadago 50-100 mg/day: MAO-inhibitor and glutamate modulator.  May not increase dyskinesia,  
       similar to rasagiline and selegline. 
-Zonisamide 25 mg bid to improve motor function 
-Experimental approaches:  dopamine agonist 
-Apomorphine pump; long acting 
-Apomorphome film.  Fast acting and a rescue for off times 
-APL 130277 may provide clinically meaningful benefits for patients with PD experiencing off episodes.  It is  
        a new formulation of apomorphine designed to treat motor fluctuations that occur during off episodes 
       between regular doses of PD therapy.  Clinical data showed superior efficacy versus placebo for treatment  
       of off episodes associated with PD. 
-New COMP inhibitor:  Opicapone may reduce off time in patients with PD.  Demonstrated favorable results.  
-Nuplazid: pimavanserin for PD psychosis.  34 mg tablet 
 
Other treatments include: 

-Repetitive Transcranial magnetic stimulation over the dorsolateral prefrontal cortex improves 
 depression similar to treatment with SSRI’s but has no effect on motor function and 
 cognition.   
-Deep Brain Stimulation:  Neurosurgical procedure, implanted device, in use for more than 20 
 years.  Medtronic:  Activa Deep Brain Stimulation Therapy System, Boston Scientific/ 
 Vercise, and Abbott Infinity system.   
Who should consider DBS? 

1. If you have motor fluctuations. 

2. If you have too much off time or dyskinesia despite medication adjustments 

3. If you have severe tremor:  tremor not responding to medication treatment 

4. When tremor has significant impact on daily function and quality of life. 

Who should not have DBS? 
1. If there is significant depression or anxiety not controlled by medication 

2. If there is dementia 
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3. If there are significant medical problems that increase the risk of surgery 

4. If there is poor response to PD medicines (except tremor) 

5. If there is poor family support 

Questions and Answers 
1.  How important is detoxing and gut cleaning? 

A:  Micro biomedicine will be done more in the future.   

2.  How important is nutrition? 

A:  Bacteria in the gut is the next phase we will be pondering. 

3.  Recent research done suggest a lack of B-12 and glutathione? 

A:  I do not suggest glutathione injections.  B-12 affects so many things and should be considered on a 

case by case basis. 

4.  How is the environmental situation affecting the onset of PD? 

A:  People in southern Italy with the alpha synuclein had a different affect than Americans. We have 

not figured out the mechanism of how environmental factors interact with genetic factors. 

5.  Would you comment on freezing of gait? 

A: We cannot guarantee we have any good treatments for freezing of gait.  It is not necessarily related 

to dopamine. DBS may or may not help.  The U-step walker with a laser beam helps some.   

6. Does CBD oil help? 

A:  It is being studied. 

7.  Is PD an autoimmune disease? 

A:  It is associated with other autoimmune diseases but not considered one itself. 

8. What about uric acid trials?  Would I benefit from increasing uric acid? 

A.  Increasing uric acid may give you kidney stones and gout. 

9. What are they doing with stem cell trials in Australia? 

A: There are two types of treatment:  stopping the progression and replacing the cells.  I do not  

recommend you consider these unless you are participating in this procedure as part of a clinical trial.  

 

 

 

Medical Disclaimer. The information in this Newsletter  is not intended or  implied to be a substitute for  
professional medical advice, diagnosis or treatment. All content and information contained herein are for  
general information purposes only.  

Most Current Research, Treatments and Events 
 

For the most current and up to date information about Parkinson’s research, treatments and 
events please sign up for the PAACI E-blasts.  The E-blasts go out every Friday morning and 

are delivered to your inbox.  To get signed up please contact Sheri at 317-255-1993 or  
sheripaaci@yahoo.com. 
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Tai Chi 
Presented by Victoria Wesseler, Tai Chi Everyday, LLC and her clients Jerry & Cathy Fuelling at the 2018 

Indianapolis Parkinson’s Symposium. 
Written by Dr. John Deck. 

What is it? 
Tai Chi is an exercise characterized by slow continuous movement done while in a relaxed state.  Harvard 
Medical School, the Mayo Clinic, and the NIH (National Institute of recommend it be done to improve health, 
balance and vitality.  Harvard Medical School has done research with Tai Chi, and Peter Wayne, M.D., is an 
expert in Tai Chi with PD.   

Why do Tai Chi? 
Tai Chi promotes a conscious awareness of your movements and actions.  It increases body alignment and  
posture. It doesn’t happen overnight.  You need to practice over time, about twice weekly for 6 months, and it 
can reduce your risk of falling. It helps with flexibility and coordination.  It affords a greater sense of well-
being, confidence and relaxation.  It builds healthy bones and develops a strong core.  Classes are fun and 
build a sense of community.  It is a wonderful activity to do with others.   

She demonstrated the importance of breathing and explained how breathing increases the respiratory rate and 
calms the body.  You can sit or stand and do Tai Chi.  Victoria shared some of the language of Tai Chi, while 
demonstrating weight shifting, Waving Hands and Clouds, showing how Tai Chi promotes flexibility,  
coordination and core strength.   

If you would like to borrow the DVD that demonstrates these concepts, please contact Sheri at the PAACI  
office.   

Q & A   
            Q: Is there Tai Chi for children? 
            A:  yes, and you can contact Victoria at 317-753-3871 or vmwesseler@gmail.com if you wish to find 
an instructor. 

Comment:  The couple who helped with the presentation, Jer ry and Cathy Fuelling stated that it is a 
great thing to do as a couple, and at any age over 40 we need to facilitate our balance.   

 

Why Tai Chi is Recommended by the National Parkinson’s Foundation 
(Handout information) 

 
In a checklist by the National Parkinson’s Foundation, the benefits of Tai Chi for those with Parkinson’s dis-
ease are the following: 
 

 Promotes conscious awareness of movement and actions  

 Increases awareness of proper body alignment/posture 

 Improves balance and significantly reduces fall risk  

 Enhances flexibility 

 Affords a greater sense of well-being 

 Offers relaxation  

 Improves breath support and control 

 Helps to build healthy bones through weight-bearing activities  

 Increases strength, especially in core muscles (abdominals, hips and back) 



 Parkinson’s Disease & Dentistry 
By: Pamela J. Linder, DMD-Director of Hospital & Special Needs Dentistry 

 Indiana University School of Dentistry, (317)-724-8300 
 

The diagnosis of Parkinson’s Disease can have many ramifications for the patient throughout their course of 
life and with the progression of symptoms. Although perhaps not initially problematic, maintaining oral health can be 
a challenge due to direct motor impairment, spasticity of muscle movement and overall physical change. Those diffi-
culties can be compounded by side effects of medications used to treat some of the more  
substantial symptoms confronted by the patient going about everyday life activities.   
 Common oral issues in this disease state can oscillate - from dry mouth issues to times with excessive saliva; 
between alterations in taste to oral sensations without a stimulus; or even variations from lack of consistent control of 
jaw movements to periods of intense, unintentional grinding. A dentist, working closely with the primary care  
provider treating the overarching Parkinson’s Disease diagnosis is an essential part of the dental-medicine  
relationship. An open line of communication between the two can especially help prevent or attempt to lessen some of 
the more common drug related side oral effects.  
 Dry mouth from multiple medications is commonly found in medicine in general, and has been well  
documented in Parkinson’s Disease.  Saliva is an important factor in preventing tooth decay, by bathing the oral  
environment in a lubrication that is nutrient rich and helps promote self-cleansing of natural surfaces. When that is 
altered, and saliva volume is low, the risk for dental decay climbs astronomically. If alternative medication choices are 
available to the patient, the physician may be able to change or adjust the prescription causing this side effect and 
thereby lessening the risk of tooth decay.  
 Alternatively, common medications such as Carbidoa/Levadopa can contribute to a state of excess saliva and 
drooling, which can be frustrating to the patient as well. Therefore, an open dialogue with the managing doctor can 
help the patient understand the available medication choices, while understanding the risks and side effects involved 
in each. Unfortunately, there is no perfect combination that does not impact the oral environment in some way, so 
managing the side effects and knowing how to be more vigilant about oral hygiene is essential.  
 Altered taste and burning sensations can also be related to some Parkinson’s Disease medications. However, 
for patients who have more progressed disease related symptoms, inability to eat enough vitamin and mineral rich 
foods can result in nutritional deficiencies. These deficits include various anemias, that can intensify or bring about 
burning sensations or changes in taste.  Working with a nutritionist to figure out the best approach to high value foods 
that are easy to consume, especially taking into consideration a patient’s physical limitation, is essential. Balancing 
this knowledge with oral hygiene instruction, can concomitantly help manage the risks for tooth decay.  
 From the dental perspective, the one constant in the Parkinson’s Disease population is the need for consistent 
oral hygiene, due to the risks from dry mouth and poor nutrition. However, since the patient’s experience with oral 
care is not constant throughout disease progression, the biggest suggestion on the part of the dentist is education of the 
population on the use of adaptive tools, frequent care and counseling by an oral health care team, including an open 
dialogue with the team leader- the dentist.   
 Taking something as simple as brushing twice daily with a conventional toothbrush and toothpaste can become 
challenging for Parkinson’s Disease patients. Adapting these every-day items, such as using a larger handled electric 
toothbrush with a toothpaste made for a dry oral environment, can help the patient continue to be compliant with daily 
care.  If finances are a limitation, using the same principle and applying it to a manual toothbrush with a tennis ball 
attached to the handle, can accomplish the same goal in providing additional dexterity to a patient experiencing  
limitations. Dentists can even suggest prescription strength fluorides or antimicrobial rinses that can help a patient 
maintain oral health. These are suggestions that a dental team can adapt to each individual in their course of disease 
progression.  
 Parkinson’s disease is not a ticket to dentures, and conversely, maintaining the teeth is more beneficial to a  
patient in the long run. With nutrition and oral health goals in mind, great strides can be made not only in helping a 
patient understand how Parkinson’s disease is effecting their oral health, but also how the individual and their family 
can be proactive in keeping additional issues of tooth pain, infection, cavities or gum disease at a minimum.  
 People with Parkinson disease have unique issues with their medication and other non-motor symptoms. When 
going to a dentist please check before-hand that they have experience with Parkinson Disease and understand the 
many complex issues. 
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Dermatology and Parkinson’s Disease 

By Lawrence A. Mark, MD, PhD, Associate Professor of Clinical Dermatology 
Indiana University Health Dermatology, (317) 944-7744 

 
 Parkinson disease has many manifestations beyond just the motor component.  Although the tremors and  
motor delays can be the most debilitating side of this disease, other important health issues should not be  
overlooked.  There is a concept that the skin is a mirror to Parkinson disease activity, and skin disorders are  
considered a common non-motor symptom.  Sometimes, a visit to the dermatologist is needed to best help manage 
these skin findings. 

 The most commonly seen skin manifestation of Parkinson disease is seborrheic dermatitis (commonly known 
as dandruff) but may be more severe and resistant to therapy than the general population.  It presents as redness and 
greasy, white or yellow scale and flaking to the oily folds and hair bearing portions of the head and neck. This  
includes around the nose, behind the ears and in the eyebrows.  It may even affect the hairy, oil-producing area of the 
mid chest.  Treatment is usually manageable with over the counter antidandruff shampoos and antifungal creams.  
These might include selenium sulfide shampoo and clotrimazole creams.  
 However, for some people, it may be quite severe and require topical steroids and anti-seborrhea medications 
only available by prescription. 

 Parkinson disease may also cause facial flushing indistinguishable from rosacea.  Rosacea is a skin disorder 
marked by easy flushing, persistent fine red engorged blood vessels of the face (telangiectasia), and red bumps or  
pus-filled pimples. The flushing of Parkinson disease may sometimes require treatment with prescription strength  
anti-flushing topical solutions such as used in rosacea. 

 Debilitating dermatitis around the mouth can also occur because the saliva from chronic or uncontrolled  
drooling in severe Parkinson disease acts as an irritant. This might even include cracking at the corners of the mouth.  
Chronically applying a dab of petroleum jelly around the corners of the mouth or over the counter clotrimazole cream 
might do the trick. However, these symptoms might also require prescription strength topical steroids, antifungal 
creams and sometimes anticholinergic pills to reduce saliva production. 

 Dopaminergic therapy such as levodopa can sometimes cause excessive sweating, or it can occur during the 
“wearing off” period after a dose.  Taking cooler showers, wearing light cotton or other breathable clothing, and  
maintaining good hydration can help combat the effects of excessive sweating.  Sometimes prescription strength  
topical aluminum chloride antiperspirant and anticholinergic pills are required. 

 An association between Parkinson disease and low vitamin D has been established, but any causal relationship 
has not been proven. More sun exposure to produce vitamin D however is not recommended, as those with Parkinson 
disease are at about 2 times the risk of the general population to develop melanoma in their lifetime.  This is on order 
with the elevated risk of melanoma for tanning bed users - not huge, but clearly measurable. Of note, no clear  
evidence suggests that medications used to treat Parkinson disease are a cause of increased melanoma, as the FDA has 
been very vigilant to investigate this.  Our advice is to increase dietary fish intake or supplement with oral vitamin D 
for proper maintenance of vitamin D levels.  Avoid excess sun exposures, use sunscreen, seek shade between 10 am 
and 2 pm, and be vigilant for abnormal red or colored new and changing skin growths.  If a concerning skin lesion is 
noted, seek attention from your primary care physician or a dermatologist. 

 In summary, if you are experiencing one of the skin effects of Parkinson disease described above, there may be 
things you can do to alleviate them with common sense and over the counter remedies. But if it is severely impacting 
your quality of life, or something concerning such as an odd mole has arisen, seek medical attention as there are things 
that can be done to improve your life quality and to live healthier with this incurable neurological disorder. 
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Genetic Testing 
Presented by Brook Walls, M.D. at the 2018 Indianapolis Parkinson’s Symposium. 

Written by Dr. John Deck. 

 Genetic testing can be done through a health care professional, or directly by the consumer (through something 
like 23 and Me).   If done through a professional, they can request specific genes being tested versus a specific panel.  
If done through a professional, it is part of your medical record.  The cost of this can vary significantly.  

“About 23 and Me.” 
23 and Me was founded in 2006 to help people access, understand and benefit from the human genome project.  Since 
2013, the FDA requires a review process for health-related reports.  In 2017, the FDA first authorized companies like 
23 and Me to make “direct-to-to consumer Genetic Health Risk reports” available to the consumer.   Google  
co-founder, Sergev Brin, has found a gene mutation that increases the likelihood of contracting PD.   

What does it test for? 
Currently the 23 and Me health ancestry and premium service test for the LRRK2 and GBA mutation.   

LRRK2 accounts for 1% of sporadic and 5-6 % of familial PD.  It is autosomal dominant with reduced penetrance.   
Onset is usually after 50 years of age, with typical motor and non-motor features, and is of slower progression.   

GBA testing results.  Gaucher’s disease is autosomal recessive.  In a 2003 study published on 17 patients with  
Gaucher’s disease and PD, 82% had the N370S mutation.  The average age of onset was 40.  Symptoms were similar 
to sporadic PD.  There may be more cognitive impairment.  1 in 20 Ashkenazi Jews carry this mutation.   

The SNCA mutation leads to abnormal processing of alpha-synuclein.  Onset is younger:  in the 40’s with a more  
rapid progression, more cognitive. It is autosomal dominant.    This not a part of consumer 23 and Me testing.   

If you have the 23 and Me test results you may want to check the Fox Trial Finder to see if you would qualify to  
participate in a study.   The website is https://foxtrialfinder.michaeljfox.org/  

Indiana University is currently doing a study of the LRRK2 and GBA mutations for patients with a known mutation or 
first-degree family member with PD and of Ashkenazi Jewish descent.  

Mini-Symposium Registration Form 
Saturday, April 6, 2019 at MCL (2370 W. 86th St., Indpls, IN  46224) 

$10 per person or $5 per dues paying PAACI Member (Everyone pays for their own meal and drink) 

______Yes, I’m coming to the Mini-Symposium and would like to purchase _______ (number) of tickets. 

______I’ll take my tickets for $5 each and I’m paying my 2019 PAACI dues of $25 with my tickets. 

______I’ll wait to pay my PAACI dues and would rather pay $10 per ticket  for this event. 

Total amount being paid:____________________ 

 

Name/s_____________________________________________________________Phone______________________ 
 

Address:_______________________________________________________________________________________ 
 

Method of Payment: Check  Cash  Visa  Mastercard  Expiration:_____________ 
 

Credit Card Number:________________________________________________ 
 

Zip Code (where credit card statements are received):______________________ 
 

Signature:________________________________________________________ 

Please make checks payable to PAACI.  Registrations and payments can be mailed to PAACI, PO Box 19575,  
Indpls., IN  46219.  Contact Sheri at 317-255-1993 or sheripaaci@yahoo.com for questions. 

3 Digit code on  
the back of card: 

 

   -—-   ——   —— 



The President’s Corner 
This issue of the Newsletter includes the second segment of information from the 2018 Symposium.   Dr. Joanne 
Wojcieszek presented the “Update on Parkinson’s,” Dr. Brook Wells presented information on Genetic Testing, and 
Victoria Wesseler talked to us about how helpful Tai Chi can be in easing PD symptoms.  I am certain you will find 
this information beneficial.   

On Saturday, November 10th we had the Caregiver’s Conference, with Barbara Habermann, Ph. D. sharing with us 
“Symptoms Management in Parkinson’s Disease:  Use of multiple strategies across the disease stages”.   Julie Walker 
from Joy’s house talked to us about adapt strategies with PD.  Both of these articles will be published in our next 
Newsletter.  I wish to thank our presenters and sponsors that include Abbott, US World Meds and John Deck, Ph.D.                

 I wish to express my appreciation to those of you who attended the Holiday Party at MCL on Saturday Dec 1st. We 
were entertained fabulously by the Burkhart Elementary Jazz Choir. 

Thanks to Joann Whorwell for organizing and conducting the silent auctions at both the Caregiver’s Conference and 
the Holiday Party.  As always, she did an amazing job and we’re so grateful for all her hard work. 

I have more exciting news!  PAACI has partnered with the Davis Phinney Parkinson’s Foundation to help conduct a 
Victory Summit to be held Saturday, July 27th in Indianapolis.  This event will be featuring experts in movement dis-
orders that provide information, education and inspiration to people with Parkinson’s to help improve their lives to-
day.  We will be sharing more information about this event in the near future.  

I hope to see all of you at the upcoming Mini-Symposium on Saturday, April 6th 2019. 

As we are entering the new year, 2019, please remember that we need your support.  PAACI relies on you paying 
your membership dues, Tulip Society memberships and memorial contributions to continue offering our scheduled 
events and operations.  We also rely heavily on grants and sponsorships, so if you know of someone who would be 
interested in sponsoring an event please contact Sheri at sheripaaci@yahoo.com.  We greatly appreciate all your  
support.  Please consider being a dues paying member and/or renewing your dues at this time.    These donations  
allow us to conduct our symposiums and special educational meetings, produce our quarterly Newsletter, maintain our 
webpage, send Friday e-blasts, maintain phone contact and mail information to those who contact us seeking answers 
to questions they have about Parkinson’s disease and caregiving.  We also have donor levels of our Tulip Society 
($500+ for Purple Tulip Society, $250-499 for Orange Tulip Society, and a donation from $100-249 is a Pink Tulip  
Society member).  Pink and Orange Tulip Society membership offers you discounts to all PAACI sponsored events.     
With Purple Tulip Society Membership tickets to all PAACI sponsored events are free.  Please consider honoring us 
with your pledge.   

Sincerely, 

John Deck, Ph.D., President  

P.S. 
Please enjoy these pictures of the Burkhardt Elementary Jazz Choir performing at the 2018 Holiday Party. 
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Parkinson's Awareness Association of  
Central Indiana, Inc. (PAACI) 

P.O. Box 19575, Indpls., IN  46219 
317-255-1993  www.paaci.org 

Facebook: Indianapolis Parkinson 
Email: skauffman@paaci.org 

Clip here — — — — — — — — — — — — — — — — — — -- 

Dues, Memorials & Tulip Society Donations  
_________Today I would like to pay my annual PAACI dues of $25. 

_____Today I would like to pay my Tulip Society donation of $___________($100 or more). 

_____Today I would like to make a donation in honor/memory (circle one) of a loved one.   

 

Name of honoree:____________________________ Amount of donation:________________ 

Please mail acknowledgement of the donation to the family at: (Include name and address)  
 
___________________________________________________________________________ 
 

From:______________________________________________________________________ 
 

Payments can be made by check to PAACI at P.O. Box 19575, Indpls., IN  46219 or by credit 
card on this form, by phone at 317-255-1993, or by the PAACI website at www.paaci.org 
and click on “Make a donation”. 

Name on card:_________________________________ Phone:_________________________ 
Credit Card Number:__________________________________ Expiration:_______________ 

Zip code (where statements are received)_____________________ CVV Code:____________ 

Address:___________________________________ City, State, Zip____________________ 

Phone:__________________________ Email:______________________________________ 

Signature:_______________________________________ 


