Indy PD Update
PRODUCED AND DISTRIBUTED BY: PAACI
Parkinson’s Awareness Association of Central Indiana, Inc.

December 2020—February 2021

Saturday, April 10th at 12pm
Dr. Rodger Elble
“What’s New & Exciting with PD”
Treatments and Research
We are so excited to announce that Dr. Rodger Elble has agreed to be a part of our Spring Symposium
and speak to our members via Zoom.
Dr. Rodger Elble is board certified from the American Board of Psychiatry and Neurology since 1982. He is
presently Professor of Neurology and Director of Parkinson’s Disease and Movement Disorders Center at
Southern Illinois University School of Medicine, Springfield, IL. Dr. Elble is an internationally recognized
expert in movement disorders, has published extensively and serves on various advisory boards, grant review
committees, and editorial boards for professional journals. He also sees patients in neurology and movement
disorders clinics, teaches, conducts research, and lectures on movement disorders. His research interests include
essential tremor, PD, motor control, gait initiation and gait disorders.

Registration is required but can be done right before the
event. Just log in a little early to www.zoom.com and
enter the meeting ID of 837 6667 4125.
For questions, concerns or help, please contact Sheri at
sheripaaci@yahoo.com or 317-255-1993.
If you need any information about this event, please
contact Sheri at 317-255-1993 or sheripaaci@yahoo.com.
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Helpful Phone Numbers
PAACI Office—317-255-1993

Movement Disorder Specialists
Ruth Ann Baird, M.D.—317-948-3220
Joanne Wojcieszek, M.D.—317-948-5400
Liz Zauber, M.D.—317-948-5400
Christopher James, M.D.—317-948-5400

American Parkinson’s Disease Assoc.—800-223-2732
Caregivers Spt Grp w/Catholic Charities—317-261-3378
CICOA—317-254-5465
Chair exercise classes—317-872-4567
Indiana Parkinson’s Foundation & The Climb—317-550-5648
Indiana Reading & Information Services—317-715-2004
Parkinson’s Foundation—1-800-473-4636 / Parkinson.org
Rock Steady Boxing—317-288-7035
Rx for Indiana—1-888-477-2669
Shelby County PD Exercise & Support—317-398-0127
(Currently limited to Shelby County residents and
Major Health Partners patients)
Young Parkinson’s of Indiana (YPI)—317-203-3049

Newsletter
Published by: the Par kinson’s Awareness
Association of Central Indiana, Inc. (PAACI)
Funded by: your donations (including dues
& Tulip Society Memberships) and the
Parkinson’s Awareness Association of
Central Indiana, Inc.
Arranged & Edited by: Sheri Kauffman &
John Deck

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.

Aware in Care kits contain:





an action plan to prepare for a hospital visit
a Parkinson’s ID bracelet to wear at all times in case
of an emergency
a form to list medications and dosages for important,
time-sensitive PD medications
a fact sheet; reminder slips for hospital staff that list
vital information about PD care

40th Anniversary Celebration
In 2021, PAACI will be celebrating our 40th
Anniversary Celebration. We are still in the
planning stage for this event but are really
looking forward to it and we hope you are too!
Please keep an eye out for more information.

PAACI Board Members
President—John Deck
Treasurer—Jeff Brodzeller
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,
Richard Mottor, Tom Little, Robert Thompson
PAACI Executive Secretary—
Sheri Kauffman
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President’s and Executive Secretary’s Corner with John & Sheri
Welcome to 2021! 2020 was a year of restrictions and adjustments in our lives. We all had to consider alternatives for our own
safety and that of our friends, family and the community. PAACI worked diligently (especially Sheri) to help keep people
informed with our weekly electronic Newsletter, Zoom meetings, and a Zoom webinar.
We all miss the personal contacts we’re accustomed to at our mini-symposium, fall symposium, and the Caregivers Conference
but greatly appreciate your participation with our zoom events (we love to see your bright smiling faces). Our most recent event,
the Caregivers Zoom Conference, was held on Saturday, December 12, 2020. We had speakers Dr. Chase Stuart, DPM
(Podiatrist) who spoke on “Parkinson’s Disease and Foot Care”. Our other speakers were Leo Rafail, BSW, in social work,
and his wife Tammy Calvert who spoke on the topic of “The Heart of Caregiving and Caregivers”. PAACI wishes to thank
Dr. Stuart, Leo and Tammy for their contributions. A write-up of their presentations will appear in our next Newsletter.
Our Fall Symposium webinar was held on Saturday, October 17th, 2020 with presentations by Georgia Malandracki, Ph.D., from
Purdue University who spoke on the topic of “Swallowing and Swallowing Disorders in Parkinson’s Disease”; and Dr. Kunal
Gupta, M.D., a neurosurgeon from the IU Medical Center, who spoke on “Deep Brain Stimulation: An Update”. A write-up
of both Dr. Malandracki’s and Dr. Gupta’s presentations are in this Newsletter. We so greatly appreciate the contributions of
Dr. Malandracki and Dr. Gupta’s time and knowledge to PAACI, and the Parkinson’s community, family and friends we serve.
One other speaker at the symposium was Terri Weymouth, PAACI board member, Vice-President of PAACI Programs and
Parkinson’s Foundation Ambassador. Terri shared information about the Aware in Care Kit; an aid to those with Parkinson’s to
ensure you receive the best possible care when you must be hospitalized, go to the ER or a nursing or rehab facility. Although
the kit is free and available to patients through the website “AwareInCare.org” or by calling 1-800-473-4636, there is an $8
shipping fee. If you live local to the Indianapolis area you may be able to meet with Terri to get a kit without the shipping fee.
Contact Sheri at the PAACI office 317-255-1993 or skauffman@paaci.org.
We wish to thank the PAACI board members for their patience and participation in the many telephone conference meetings and
Zoom practice meetings we held during this year to master the new technology. I (John Deck), am living proof you CAN teach
an old dog new tricks. So, if you think you can’t participate in a Zoom meeting but have a computer, tablet or cell phone, let me
assure you that you can do it too!!!
We also want to thank our 2020 event sponsors. Through all the chaos that 2020 brought, our sponsors stood tall and amazing.
Even when we didn’t have much to offer them, they came through in EVERY way for us! So thank you to all our Symposium
Platinum sponsors: Meedtronic, Super nus, and Boston Scientific, Gold sponsors: Abbvie and Kyowa Kir in, Silver sponsors:
Acorda and Amneal, Bronze sponsors: Neurocrine, Abbott and Acadia, Program sponsor: Pr estige Performance II.
We would also like to thank our Caregiver Conference sponsors: Abbvie and Acadia.
YOU ARE ALL AMAZING!!!! Thank you so, so much for your caring and continued support.
This year (and last year) we also sold James Parkinson’s tulip bulbs in the early Fall of 2020. We wish to thank those of you that
have purchased bulbs, and when they bloom in the spring, please send us your pictures. We will be having a Parkinson’s Tulip
picture competition. We plan to offer the James Parkinson’s tulip bulb sales again this year. If you’re interested in getting some
tulip bulbs, please contact Sheri and get yours reserved. Sadly, last year we ran out with many more people wanting them. So
please give it some thought and reserve yours now so that we can order enough for everyone. For more information, call or
e-mail Sheri at 317-255-1993 or sheripaaci@yahoo.com.
And last, but certainly not least, 2021 will be PAACI’s 40th Anniversary. We are so proud that we are the oldest Parkinson’s
group in Indiana and are proud that we’ve been able to serve so many of you, along with helping establish and offer assistance
to local Parkinson’s support groups. We appreciate your love and support and are looking forward to planning a special event
celebrating our 40-year history. Although we are so excited to have this celebration, we are waiting to set the date as we are
honoring COVID restrictions and recommendations. Not to mention, we sincerely care about all of you and don’t want to take
the chance of exposing even one of you and/or your families to COVID.
Please watch for information on our other upcoming events which will include a Spring Symposium, Fall Symposium, Women’s
Conference and Caregiver Conference. We suspect that most of our events this year will be offered via Zoom due to COVID but
will keep you updated on this, as well as the dates and speakers. If you’d like to “attend” these events but are afraid of Zoom,
I (Sheri) totally understand and will be happy to help you if I can. Just let me know you need help and we’ll work together on
getting you connected.
Oops....we almost forgot to remind you that it is now time to pay your $25 annual PAACI dues. We would also like to encourage
you to become a member of the PAACI Tulip Society. To be a Pink Tulip Society member, please make a donation of $100-$249,
Orange Tulip Society members pay $250-499, and Purple Tulip Society Members pay $500 or more. Your donations are so
important to us! Since we operate solely on donations, every dime that you donate changes our world and we are so grateful!!!
Sincerely,
John Deck and Sheri Kauffman
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Swallowing and Swallowing Disorders in Parkinson’s Disease
Georgia A. Malandraki, Ph.D, CCC, SLP, BCS, Associate Professor at Purdue University
Dr. Georgia Malandraki joined Purdue University in 2014. Since her arrival, they have developed a nationally recognized lab
with other labs at Purdue University working on swallowing disorders (called I-Eat). They study brain and muscle function for
swallowing in both healthy individuals of all age groups as well as people with neurological problems.
The structures we use for swallowing we also use for speaking. Purdue has a motor speech lab in conjunction with Jessica
Huber, Ph.D., as well as a voice lab. They are developing treatments and testing them in clinical populations to address issues
with speech and swallowing problems. Currently, they are in the development phase of wearable devices to monitor
swallowing and to help swallowing function.

What is Swallowing?
Swallowing happens almost automatically but it is very complex and quick. It involves nerves and muscles. You open the
mouth, take a bite, and manipulate the food to the molars. The food is pushed from the front of the mouth to the back of the
throat. This area is called the pharynx. The airway must close. If it does not, you aspirate (it goes into the lungs, or as we say
it went down the wrong way). All of this happens very quickly. Then the airway closes and the esophagus opens.
Dr. Malandraki shared animated videos of normal and abnormal swallowing using real-time X-ray videos (fluoroscopy).
As we get older, changes in swallowing are apparent. Changes may start to occur in the early stages of PD. With mild
Parkinson’s disease (PD), it may take more than one swallow to get what you are swallowing down. When PD becomes more
severe, part of what you swallow may go down the airway. PD patients may need to be proactive in being seen sooner by
healthcare providers than may be necessary for individuals without PD. Four out of five individuals with PD will develop
swallowing difficulties (this is referred to as dysphagia); however, only 20 to 41% of individuals with PD complain of any
swallowing problems.
The most common symptoms of dysphagia in moderate to late stages of PD are related to the oral/mouth components of
swallowing. These include increased time to chew, repetitive motion of the tongue, drooling, and dry mouth. With drooling,
you may not swallow as often. Dry mouth may be related to other related medical problems.
The most common symptoms in moderate to late PD stages related to the pharyngeal/throat component of swallowing include
delayed/slow swallows, food left in the throat, food going down the wrong pipe (aspiration, some with and some without a
cough), and food getting stuck in the esophagus (food tube).

What about the early stage of PD?

At the University of Wisconsin, they determined that early PD manometric
pressure generated by the throat was significantly reduced during the swallow.
We should be proactive about swallowing problems with PD. The earlier we address these issues, the better we can manage
the decreased function.

Swallowing Treatment in PD
Medical, pharmacological, and surgical treatment in swallowing have not offered much. Behavioral treatments can address
the symptoms and offer compensatory strategies. Rehabilitation can offer exercises and possibly improve function.
Symptomatic/compensatory behavioral treatments can consider postural changes, dietary changes, the use of assistive devices,
changes in eating habits and modifications for oral hygiene. One example of a postural change is the use of a chin tuck during
the swallow. Dietary changes may involve a change in the thickness of liquids and other food textures (viscosity); adjustment
of the volume of a bite or sip; the speed of eating or drinking; and the method of presentation of the bite or sip.
There are assistive feeding devices that can assist with the manner a bite or sip are presented and controlling the volume of
each bite or sip.
Eating habits may be modified to include more frequent smaller meals during the day, eating one food at a time, reducing the
rate of drinking, and eating (there are devices to assist with this), taking smaller sips and bites, and alternating solid bites with
sips of liquids. A speech pathologist’s swallowing evaluation most likely will be needed to help assess these needs and make
recommendations.
Oral hygiene is important. Regular oral hygiene, tooth brushing, and denture cleaning are vital. Two independent predictors
of aspiration pneumonia are dependence on oral care and number of decayed teeth.
Behavioral treatment/ rehabilitative treatments are intended to improve the underlying deficits. These include strengthening
exercise and skilled learning.

Non-Swallowing specific exercises include:
1.

Expiratory muscle strength training. Studies have supported improvement in airway protection. Other studies have shown
improvement in movement of swallowing structures. Expiratory muscle strength training for 5-8 weeks can
improve airway protection.
2. Electrical stimulation studies at best showed mild improvement in one study with a small sample, and in another larger
study did not improve swallowing more than traditional therapy.
More swallowing specific treatments include tongue and pharyngeal strengthening, skill-based training, and combinations of
treatments.
Intensive Dysphagia Rehabilitation Approach (IDRA) is an intensive treatment approach (Dr. Malandraki called it a boot camp
approach), that can be for 4, 8 or 12 weeks. The framework of this approach has 3 components:
1. Evidence based daily oropharyngeal (head and neck) training increasing gradually in intensity
2. Daily targeted swallowing practice
3. Has compliance-inducing features:
a. patient-specific foods
b. caregiver coaching
Early findings of these studies showed improved aspiration scores, improved airway safety, and improved functional eating scale
rating for individuals with as little as 4 weeks of training. She shared an X-ray video demonstrating this improvement.
What don’t we know?
Further research is needed as we do not know:
1. What strategies of treatment work best
2. What treatment strategies are necessary
3. Are other studies finding similar results
4. The maintenance effects (what it will take so you would not need more training)

Wearable Sensors
The Purdue lab is developing wearable technology using muscle trackers (EMG electrodes) that are activated through wireless
technology and gives you feedback for your swallowing exercises. It will allow you to do exercises at home.
Speech Vive Device The SpeechVive Device was not developed for swallowing function but to impr ove speech. Jessica
Huber, Ph.D., at Purdue University has developed the SpeechVive which enhances speech by getting you to speak louder.
It is now available through Medicare and the VA.
Dr. Malandraki shared there are two studies currently recruiting patients with PD at her lab. One is the Flavors Study, which
is done completely remotely, and the other is the wearables study. Please contact her at swallowinglab@purdue.edu or call
765-496-0207 to learn more.
She closed summarizing that we believe that patients in all stages of PD can benefit from targeted well designed treatment.
Principles of motor learning and experience-dependent plasticity (a continuing process of the creation and organization of
neuron connections that occurs as a result of a person’s life experiences) are essential to maximizing outcomes.
Being proactive and seeking guidance early is a better option than being reactive to the symptoms.
Questions and Answers
1. What is the name of the device placed on the throat?
A: It is not commercially available yet but will likely be called Tele-eat.
2. Why would someone not cough if they aspirated something?
A: There can be a reduction of function of the neurology sensors. We are learning more about this with our
research. Silent aspiration often occurs.
3. Is there a risk when providing oral hygiene of using an electric toothbrush that may also have a water pic function?
A: Oral hygiene must be done carefully, and the use of the newer toothbrushes may have a few risks of their own with
individuals who have swallowing problems. It is best to discuss their use with your dentist or other healthcare
professional.
4. If food is coming out of the mouth at night, what can you do?
A: Make sure the mouth is clean and does not have residuals of what they ate in the mouth before bedtime. If food
comes up in the mouth during the night, there could be esophagus problems that should be addressed by your physician.
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Thanks to our 2020 Symposium Sponsors
Platinum Event Sponsors:
Gold Event Sponsor:

Silver Event Sponsors:

Bronze Event Sponsors:

Event Program Sponsor:
Formerly US World Meds

Deep Brain Stimulation: An Update
Dr. Kunal Gupta, M.D., Ph.D., Assistant Professor, Stereotactic Functional Neurology, IU Methodist
Dr. Gupta stated he performs Deep Brain Stimulation (DBS) because it brings great benefits to Parkinson patients. It is a surgical
technique performed by neurosurgeons. It is performed for the treatment of movement disorders, epilepsy and psychiatric
disorders (obsessive compulsive disorders).
How does Deep Brain Stimulation work?
The brain works like an electrical circuit in that it communicates with different
areas within itself. Electrodes are placed in the brain at specific areas and are connected to a pacemaker-like device. Specific
areas of the brain are stimulated with the electrical current. The process requires a large team of healthcare specialists including
a neurologist, neuropsychologist and nurses.
What diagnoses and symptoms can you treat with DBS?
DBS can treat Parkinson’s disease and its symptoms which
include tremor, on/off fluctuations, freezing, bradykinesia, and dyskinesia. DBS can also be used to treat essential tremor,
dystonia, epilepsy, and obsessive-compulsive disorder that are separate from Parkinson’s disease.
What can’t DBS do?
It may not improve gait or speech and is not a cure for Parkinson’s. It’s a symptomatic treatment only.
The typical candidate has a reduced response to levodopa, has idiopathic PD, medication refractory tremor, prominent on/off
fluctuations, peak dose dyskinesia and was diagnosed with PD at least 6 years prior.
Benefits of DBS with PD
You likely will have less severe tremor, less rigidity and bradykinesia, an increase of on-time
without dyskinesia and decreased on-time with dyskinesia. You will likely have improved UPDRS (Unified Parkinson’s Disease
Rating Scale) scores on tests and reduced medication use.
DBS Surgery Prior to the surgery you will have an MRI. You will be awake during the surgery and be placed in a
stereotactic frame, have your hair clipped and they will perform a skin incision. You will also be lightly sedated during part of
the surgery. They are targeting a 2 mm area several inches into the brain. The procedure includes a microelectrode recording;
they will stimulate the brain to test effect and the electrode is placed at the target site. A battery is placed under the skin in the
upper chest area while you are asleep. You usually go home the day following surgery. After surgery you will have a visit back
to check on the incision. The neurologist will turn on the device a few weeks later. There will be a follow-up programming
visit/s. Regular batteries will be replaced 3-5 years after placement, while rechargeable batteries will last for 15-20 years.
There are three manufacturers of deep brain stimulators. They are:
-Activa by Medtronic
-St. Jude Medical Infinity by Abbott
-Vercise by Boston Scientific
Each of these companies provide incredibly helpful teams employed by the company and the company representative will
attend your surgery. Although their technologies differ, they are all good. Each physician will have a preferred device and
company and will recommend their use.
Alternatives to DBS
Radio Frequency (open lesions)- Focused ultrasound is used. This is a small lesion; no incision.
Gamma Knife - Advances have been made and IU will plan to do these in the future.
Research with gene therapy and optogenetics are far off in the future.
Focused Ultrasound has evolved. Your head needs to be shaved. It takes 3-4 hours. There are no skin lesions but it has
limitations depending on the thickness of your skull.
Dr. Gupta emphasized the benefits of exercise and an exercise program to enhance functioning and slowing the symptoms of
progression. Please feel free to contact IU Methodist at 317-963-2793 and a DBS nurse will be happy to assist you.
Questions:
Q. Can you have dyskinesia from DBS?
A: DBS is used to treat dyskinesia and dystonia together.
Q: Are there current studies with DBS?
A: Dr. Zauber at IU is doing a couple. They are looking forward to starting additional trials. We are looking forward
to working with Dr. Malandraki at Purdue doing a speech and swallowing study as it relates to DBS.
Q: Do radio waves distort as they pass through the skull and how are they redirected to hit the target in the brain?
A: What you’re referring to is ultrasound treatments. There is a headset with 64 sensors and these sensors coordinate, helping
to target the small lesion.
Q: How long is DBS effective?
A: There are people who have had DBS for decades. The nice thing about DBS is that there is no lesion, and you
can make adjustment. Should your DBS become ineffective, it can be turned off.

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

Are you a Tulip Society Member Yet?
If you would honor us by pledging to one of
the levels in the Tulip Society, you could help
us continue to make a bigger impact tomorrow.
Our Tulip Society levels are:
Pink Tulip Society—$100-$249
Orange Tulip Society—$250-$499
Purple Tulip Society—$500 or more donation.
Thank you for your consideration!
All Tulip Society donations are tax-deductible.

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:_______________________________________

