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Indy PD Update 

PAACI Spring Symposium 
Saturday, April 23rd, 2022 at 11:30 am 

Via Zoom 

Featuring Jason Cannon, Ph.D. 
Topic: Genetic & Environmental Interactions in the 
Development and Progression of Parkinson’s Disease 
Dr. Cannon is an Associate Professor of Toxicology in the School of 
Health Sciences at Purdue University in West Lafayette and he’s 
received his B.S. in Physiology from Michigan State University.  
He also received his Ph.D. in Toxicology from the University of 
Michigan and was a postdoctoral fellow at the Pittsburgh Institute 
of Neurodegenerative Disease at the University of Pittsburgh.  
Dr. Cannon’s research interests and training include neurotoxic exposures and  
neurological disease, gene-environmental interactions in neurodegeneration and 
comparative biology of neurodegeneration. 

Brian Eckstein, Guest Services Manager at 
Indianapolis International Airport 

Topic: Indiana Travel Tips 
Brian has been in customer service for 30 years and at the 

Indianapolis International Airport for the past 17 years. 

***Upcoming 2022 Events*** 
Fall Symposium & CareCon 

Speakers & Dates to be determined. 
Please watch the Friday e-blasts for more details or contact Sheri at 

sheripaaci@yahoo.com or 317-255-1993. 
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Helpful Phone Numbers 

PAACI Office—317-255-1993 

Movement Disorder Specialists 
Joanne Wojcieszek, M.D.—317-948-5450 

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

Brooke Walsh— 317-948-5450 

American Parkinson’s Disease Assoc. – 800-223-2732
Caregivers Spt Grp w/Catholic Charities – 317-261-3378
CICOA – 317-254-5465
Indiana Parkinson’s Foundation – 317-550-5648 
Parkinson’s Foundation – 1-800-473-4636 / Parkinson.org 
Rock Steady Boxing – 317-288-7035
Shelby County PD Exercise & Support – 317-398-0127 
(Currently limited to Shelby County residents and  Major 
Health Partners patients) 

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. 

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, Tom Little, Wendy Eckstein, Paula 
Tomlin PAACI Executive Secretary – 

Sheri Kauffman 

Catholic Charities - 
An Amazing Resource

for Caregivers 
Did you know that Catholic Charities offers 
FREE MASSAGES and MUSIC THERAPY 

FOR CAREGIVERS?   
If you’re interested please contact Monica 

Woodsworth at mwoodsworth@archindy.org 
or 317-261-3378. 

If you need any  
information about any 
PAACI  events please  

contact Sheri at  
317-255-1993 or

sheripaaci@yahoo.com. 

Register for  
Spring Symposium 

To register for the Spring Symposium go to 
www.Zoom.com, click “Join” then enter the 

following meeting ID to register.   

Zoom Meeting ID: 881 3302 0340 

If you have any problems registering contact 
Sheri at the PAACI Office at 317-255-1993 

or sheripaaci@yahoo.com. 
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“Speaking with Confidence”  
Discussing How PD Affects Communication 

Presentation by Taylor Trowbridge, M.S., Speech Pathologist on Saturday, October 9, 2021 
As written by Wendy Eckstein 

The cause of Parkinson’s disease (PD) is that the amount of dopamine that is provided in the brain has diminished 
because the dopamine producing cells in the substantia nigra (where dopamine is produced) have been reduced by 
these cells slowly dying.   
Dopamine is a neurotransmitter that helps transmit nerve impulses from one neuron to another.  The dopamine  
contributes to planning and controlling automatic movements that include walking, talking, swallowing, and even 
the movements for getting up out of a chair.   
Parkinson’s disease does not cause weakness, but the muscles become weak because they are not able to be utilized 
to their full capacity. Movement problems are due to the reduced amplitude (the extent) of movements.  This leads to 
smaller steps, smaller writing (micrographica), and weaker voice.  Parkinson’s also impacts the muscles in a way that 
there can be problems breathing (affecting volume of voice) and facial expression.   
Research shows that 90% of PD patients are likely to develop a speech disorder in the form of quiet voice,  
hoarseness, mumbled speech, trailing of at the end of a sentence; frequent voice, throat clearing; monotone; and  
variable speaking rate (too fast or too slow).  As the intentional motor system (voluntary) is not as affected by the 
diminished dopamine, we can use this voluntary system to reduce the severity of symptoms, helping to compensate 
and improve spoken communication.  
Speech therapy can help improve communication for those with Parkinson’s. If you or a caregiver notice signs of a 
speech disorder it is important to start therapy immediately.  The earlier one starts, the better the results. However, 
it is never too late; even those with severe speech impairments can improve if they can repeat and follow directions. 
Speech therapy for Parkinson’s focuses on being confident, deliberate, and intentional with communication to make 
sure the PD patient is both heard and understood. 
The SPEAK OUT! & LOUD Crowd speech therapy approach by Parkinson Voice Project is a combination of  
education, individual speech therapy, and ongoing group sessions to help people with Parkinson’s improve both 
speech and communication skills. The SPEAK OUT! & LOUD Crowd Program uses the area of the brain that is not 
dependent on dopamine.  This program addresses volume, vocal quality, clarity, intonation (rise and fall of voice), 
breath support, and swallowing. Through the strengthening of the speech muscles, the SPEAK OUT! Loud Crowd 
Program also helps improve facial expression.  (www.parkinsonvoiceproject.org/providers.aspx) 
LSVT (Lee Silverman Voice Treatment) Loud is another speech therapy program that can be considered by  
Parkinson’s patients. It also has two components with both an individual part and a group part. Information for this 
program can be found at: www.lsvtglobal.com/LSVTFindClinicians. 
Taylor Trowbridge provides a mobile speech therapy service on the north side of Indianapolis that utilizes the 
SPEAK OUT! & LOUD Crowd Program created by the Parkinson’s Voice Project.  Taylor is the owner of Indy 
Speech Therapy and only works with Parkinson’s patients. She accepts Medicare and her services are mobile, which 
makes keeping appointments easier for her clients.  
Taylor noted that different providers may accept different forms of insurance. She also mentioned that Ball State 
University (in the Muncie area), Speech and Hearing program has received a grant for The SPEAK OUT! & LOUD 
Crowd Program from the Parkinson’s Voice Project.  You may be able to get free speech services while this grant is 
active. Taylor stressed the importance of finding a speech-language pathologist that specializes in Parkinson’s and 
that is a good fit for you.   This connection is important for you to make the most progress as you need to feel  
comfortable asking questions and advocating for yourself.  
***Note: Cognitive impairment can affect results.  Part of the initial therapy assessment is determining if the 
individual can follow instructions.   
Contact information: Taylor Trowbridge, M.S. CCC-SLP, taylor@indyspeechtheraphy.com, 765-267-0227 
www.indyspeechtherapy.com 
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Caregiver Statistics & Information  
from the Indiana Division of Aging State Plan 
Presented & written by John Deck on CareCon on Saturday, December 11, 2021 

The following information is the most recent available from the 2015-2018 Community Assessment Survey for Older 
Adults (CASOA) with Statewide Focus on the Needs of Family Caregivers reported the following: 

1. Over half (about 60%) of older residents in Indiana said they were caregivers
2. Respondents averaged between eight and eleven hours per week of providing care for children, adults and

older adults.
3. About one in five older adults in Indiana felt physically (23%), emotionally (26%), or financially (20%)

burdened by their caregiving.
Family support is key in an older adult’s ability to remain in their home and in the community, according to the 
AARP Public Policy Institute 2011 study.  It comes at great cost to not only the persons providing the care, but 
their families, and to society.  If family caregivers were not available to their loved one, the economic cost to the 
country’s health care and LTSS (Long term services and support:  Medicaid) would escalate.   
In 2009, one million family caregivers in Indiana provided care to an adult with limitations in daily activities at 
any given point in time, and over 1.3 million provided care at some time during the year.  The estimated economic 
value of their unpaid contributions was approximately $9.4 billion in 2009, up from $7.8 billion in 2007. 
Other organizations monitoring Caregiving activities include: 
The National Alliance for Caregiving 
National Family Caregiver Support Program (NFCSP) is a federal program administered by the Administration 
for Community Living.  It provides critical help to caregivers with a comprehensive array of services but is  
limited mostly to caregivers of the elderly. 
How does someone apply for Older Americans Act programs? (in Indiana) 
If you are interested in learning more about the Older Americans Act programs, contact your local INconnect 
Alliance member at 800-713-9023.  A complete listing of INconnect Alliance members is available on Area 
Agencies on Aging/Aging and Disability Resource Center, or you can visit the INconnect Alliance website 
at www.INconnectAlliance.org. 
There are other agencies that provide information and programs to learn more about caregiving.  They include: 
1. Lifespan Respite Care Programs
2. The Savvy Caregiver Program:  A twelve-hour training program delivered in 2-hour sessions.

https://www.ethocare.org/healthy-aging-classes/savvy-caregiver (for caregivers of those with dementia)
3. Powerful Tools for Caregivers is based in the Chronic Disease Self-Management Program.  There are

programs in Evansville and Seymour.
Indiana is planning to continue to develop programs supporting caregivers by strategically: 
1. Assessing the current state of Hoosier caregivers; researching caregiver’s true needs
2. Incorporating caregivers needs into consumer needs-based assessment
3. Explore Lifespan Respite Care Program funding through the Administration for Community Living (ACL)
4. Resume the “Moving Indiana Forward” project by focusing on caregiver support.

Websites with more information more specifically to Parkinson’s and caregiving include: 
1. Johns Hopkins Parkinson’s Disease and Movement Disorder Center
2. National Institute on Aging
3. Through the Central Indiana Council on Aging: “Dementia Friends.”

 Dementia Friends Indiana is a program of CICOA Aging & In-Home Solutions in conjunction with Dementia 
Friendly America.  Their role is to work hard to educate people about dementia, with the goal of really breaking down  
stigmas and implementing practical changes making life easier to navigate for those dementia patients and their loved 
ones. So their involvement rover the last several years has been holding dementia champion sessions so people can 
sign up to be a “dementia friend.”  For more information call 317-254-5465 or online: dfi@ cicoa.org 
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“Caregiving Activities in Caring for People 
with Parkinson’s Disease” 

Presented by Ju Young Shin, Ph.D, APRN, ANP-C, Associate Professor, University of Delaware 
As written by John Deck, Ph.D. 

History of PD:  Dr . James Parkinson, an English physician first descr ibed the symptoms in “An Essay on the 
Shaking Palsy,” in 1817.   
Parkinson’s Disease (PD) is a progressive and degenerative neurological condition which results in the loss of  
dopamine-producing cells in the brain.  Men are about 1.5 time more likely to develop PD than women.  Individuals 
with PD have motor and non-motor symptoms that frequently affect their ability to carry out tasks for daily living.  
Parkinson’s disease is the second most common neurodegenerative disease in older adults.  There are at least one 
million people in the US with PD, and about 50,000 people a year will receive a new diagnosis of PD every year. 
The causes of PD are not clearly known.  There are: 
Genetic factors:  the parkin gene, and alpha synuclein gene 
Environmental factors:  exposure to pesticides, and environmental endotoxins 
Clinical manifestations: 

1. Resting tremor:  occurring in 70% of PD patients
2. Bradykinesia (slowness of movement)
3. Cogwheel rigidity: muscular rigidity in which passive movement of the limbs elicits rath-like start and

stop movements through the range of motion of a joint.
4. Postural instability

Dr. Shin shared examples of PET scan results and the less commonly used DaT scan demonstrating the diminished 
dopamine producing cells in a PD patient. 
Management and Goals of Care: 

1. To delay disease progression
2. To relieve symptoms
3. To preserve functional capacity

Quality of life issues should be considered along with symptom management.   Primary caregivers and other family 
members should be involved in the patient’s care plan.   
Dr. Shin and Dr. Barbara Habermann’s research has focused on Key Activities of Caregivers for Individuals with 
Parkinson’s Disease.  Individuals with PD require support from family caregivers due to the reduced function that  
accompanies the disease progression.  Family caregivers become more involved in daily management of advanced PD 
such as providing direct care with medication and therapy regimens and are responsible for household management. 
They conducted a study to describe the caregiver and their caregiving activities of daily living through analyzing data 
collected by the National Alliance for Caregiving and the American Association of Retired Persons.  Caregivers  
included in the study were unpaid, and cared for an adult with PD in the preceding 12 months of when the study  
began.  They looked at the variables: 

1. Caregivers’ characteristics
2. Care recipients’ characteristics
3. Caregiving activities:  caregiving duration, burden of care, six activities of daily living, and seven activities

of independent activities of daily living, and key activities.
Data was statistically analyzed with t-tests and the Pearson Chi-square test. 
Results:  Fifty-four caregivers (32 female, 60% )were included.  The mean age of caregivers was 57.7 years, and 
37% of caregivers were 65 years or older.  57% were white, 9% black, 15% were Asian, and 17% were Hispanic. 
32% were spouses, 20% mothers, and 11% fathers.  81.5% of caregivers were married or lived with a partner.  
61.1% of caregivers worked while they provided care in the last year.  



Care Recipients’ Characteristics 
-Average age 77.3 years (22.6 were 75 years or older)
-29 recipients were male (53.7%)
-51.1 % lived with a caregiver

24 care recipients had Alzheimer’s disease or other mental confusion, or were hospitalized overnight in the past year.  
More than half of all recipients with PD had plans in place for future care.   
Caregiving Duration: 
1. The average length of time of provided care was 6.39 years
2. The average hours of care provided per week was 28.08 hours
3. 21 caregivers (38.9 %) provided caregiving for more than 21 hours per week.
Burden of Care 
Caregivers reported their level of burden of care on a scale of 1 (lowest) to 5 (highest burden): 
-Low level of burden ( 16.7%)
-Medium level of burden (27.8%)
-High level of burden (55.6%)
**Caregivers who provided care for more than 21 hours per week reported a higher level of burden of care.
Activities of Daily Living (ADL) and Independent Activities of Daily Living (IADL) Performed by Caregivers 
Activities of Daily Living include: eating, walking, bathing, and toileting. 
Independent Activities of Daily Living include:   Transportation, Groceries, managing finances, and other household 
concerns.   
The number of ADL’s performed by caregivers was an average of 2.85.  The number of IADL’s performed by 
caregivers was an average of 4.72.   
ADL’s Performed by Caregivers (n= 54): 
Getting in and out of beds and chairs:  38 
Getting dressed:  31  
Getting to and from toilet:  26  
Bathe or shower:  25  
Feeding:  20  
Dealing with incontinence:  14

IADL’s performed by caregivers (N=54) 
Transportation:  47 
Grocery Shopping:  43 
Managing Finances:  37 
Giving Medications:  35 
Preparing Meals:  34 
Housework:  33 
Arranging Outside Services:  26 

Key activities provided by Caregivers included 81.5% communicating with care professionals, 74.1% monitoring the 
severity of the medical condition to adjust care and 70.4% helped the recipient of care with medical/nursing tasks. 

-Caregiver’s reported rating of their health condition:  15%, excellent; 35%, very good; 31%, good, 17% fair
and 2% poor.

-Caregivers rated the health impact that caregiving had on their lives:  69%, not affected, 11% made it better
and 20% made it worse.

-Physical Strain related to Caregiving:  29.6% strained; and 14.8% not at all.
-Emotional Strain related to Caregiving:  40.7%, stressed; and 9.3% not at all.
-Financial Strain related to Caregiving:  26%, strained; and 33.3% not at all.
The state of Caregiver Support 
Greater than half of caregivers reported never  being asked by healthcare professionals about what was needed 
to care for the recipient.  Over 70% reported never being asked about self-care.   
Caregivers shared they need more information about: 
1. Managing emotional and physical stress (46.3%)
2. Keeping the care recipient at home (37%)
3. Making end of life decisions (35.2%)
4. Managing incontinence or toileting problems (22.2%)
5. Managing challenging behavior, such as wandering (16.7%)
6. Finding non-English-language materials (11.1%)

Page 6 Caregiver Activities continued from page 5 

Continued to page 15 
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Rewards, Challenges, and Helpful Hints that go along with 
Parkinson’s Caregiving 

Presented by Caroline McNelley, Professional Caregiver as written by John Deck, Ph.D. 
Caroline started by sharing that her parents moved to Indiana from California.  Her dad had Parkinson’s disease (PD) 
and her mother some signs of dementia.  There were little signs that they needed help such as not eating regularly, 
not taking medications as prescribed, etc.  After her assisting her parents for 3 to 4 years they went to live in a 
memory care unit.  Caroline has been a private caregiver for more than 13 years and notes that every family and 
their  circumstances are different. 
What to do?  First take a deep breath, take breaks when you need them and absolutely take care of yourself.  
How do I do this? 
Ask for help.  Many caregivers do not know what to ask for in the way of help.  Jot down tasks you’ve been doing 
and pay attention to what others may be able to assist you with.  In seeking help, search for resources that might in-
clude churches, organizations, and people in your community (neighbors).   Don’t give up doing the things you love.  
Caroline shared that sometimes when taking care of her parents she needed to take a moment and have a good cry 
(don’t deny yourself this).  Eat appropriately and take care of your body.  Get regular exercise.   
Utilizing respite care is part of taking care of yourself.  Respite care provides short-term relief for primary caregivers.  
There are agencies that can help you find this. In the Indianapolis area it is the Central Indiana Council on Aging 
(CICOA).  Throughout the state there are agencies on aging for all 92 counties.  
With caregiving you need support, as your plans can go astray and may need to change.  Caroline shared that you 
should make sure to notice and enjoy the little rewards along the way.  With her parents the rewards were stories 
of past events and shared time to make new memories with your loved ones.  You may find you are  
creative in solving problems.  She sighted an author/speaker Teepa Snow on You-tube who is an expert and talks 
about dementia, as well as caregiving.  She noted that the Nextdoor app is a good place to look for  
assistance in your neighborhood.   
In considering having someone to help, don’t hesitate to ask about their skills.  Are they certified in CPR? or as 
a nursing assistant?   Give them hints of what you need.  Can they give medications? Can you do ______(this)?  
Family Caregivers have to work as a team.  If there are several family members involved, you may need to appoint 
a lead person to talk to the rest of the family.  You may be faced with needing to know how to step back and ask for 
help, and you definitely should ask for help.  There will be good days and rough days to maneuver- Don’t be  
discouraged when you have to pick yourself up and start all over again.   
Q & A 
Q:  What about yeast infections? 
A:  Yeast infections happen particularly when you start needing to use adult diapers.  Carolyn recommends 
     “Triple paste” to help protect and heal the skin.  After a shower or bath apply a light coating on the skin in 
     the diapering area, particularly the folds.   
Q:  What about fall protections? 
A:  There are commercially available fall detectors.  You should check into them. 
Q:   Are there any helpful hints about communicating with the care recipient? 
A:   Caution your family to not use threats.  This creates anxiety in the individual needing care, particularly 
       anxiety about the next level of care.   
To remind and help cue the individual, you might want to post a few sticky notes to help them to recall and assist 
them in doing certain things on their own. 
Q:  Does Medicare cover respite care? 
A:  Medicare only covers respite care if the individual is enrolled in hospice care.  Respite care is not for more than 
5 days in a row at any given time, but you may request more than one time per year.  For more information, contact 
Central Indiana Council on Aging (CICOA) at 1-800-432-2422.   
If your family member/loved one is a veteran, you may also contact the VA and ask about the Aid and Attendance 
program. 



The President’s and Executive Secretary’s Corner 
We are pleased to present to you our Newsletter which includes the proceedings of the 2021 Women’s Conference, 
the Fall 2021 Symposium, and the 2021 Caregiver’s Conference.  We appreciate the contributions of our speakers 
Sharon Krischer, Dr. Maria DeLeon, Taylor Trowbridge, M.S, Manuel Hernandez, Ph.D., Dr. Jennifer Pallone,  
Ju Young Shin, Ph.D, APRN; and Caroline McNelley, Professional Caregiver.  Your presentations were most 
informative and gives us the most current information.   
PAACI is pleased to announce we have recruited two additional board members to our ranks.  Our new board 
members are Paula Tomlin and Wendy Eckstein. 
We wish to thank Richard Mottor, who had been a PAACI board member for about two years.  We are so grateful 
for your time and contributions.     
April is Parkinson’s Awareness month, and it is PAACI’s 41st Anniversary.  We look forward to you joining us on 
Saturday, April 23rd for our Spring Symposium via Zoom. 
In keeping with April being Parkinson’s Awareness month, we would appreciate it if you would consider making 
a cash donation to help PAACI sustain operations.  This could be through paying your annual $25 membership dues, 
a direct donation, or a pledge of a larger amount to become a member of our Tulip Society with donations at the  
following levels: Pink Tulip Society: $125-$249  Orange Tulip Society - $250-$499 

    Purple Tulip Society - $500 or more 
These donations allow us to continue to offer our educational programs which for this year are the Spring Symposium,  
Fall Symposium, and the Caregiver Conference, as well as the weekly e-blasts, the Newsletter, and access to PAACI 
phone support.  We are always happy to help you get answers to questions and providing you with additional  
information on issues related to Parkinson’s disease, care management and caregiving.   
By the way, for those who bought James Parkinson tulip bulbs last fall, if you could send us a picture of them 
blooming we would love to be able to share them with all our members. 
Sincerely, 
John Deck & Sheri Kauffman 

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 acknowledgment 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:_______________________________________ 
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A Balancing Act:  Life, Medicines, and Parkinson’s Disease 
Presented by Dr. Maria De Leon on July 17, 2021 as written by John Deck 

Dr. De Leon is a neurologist who also has Parkinson’s disease (PD) and cancer.  She was diagnosed at the age of 36.  
Her first thoughts were “What now?”  You need to consider what stage of your life you are in.  What comes next?  
Can I work? Can I care for my family?   
Dr. Leon has been called and calls herself the “Parkinson’s Diva.”  She likes fashion and does everything in a big 
way.   
There is life after PD.  You need to make the right choices and learn to prioritize.  She suggests that you pick the top 
three things and focus on these.  You can have everything you need, but not everything you want.  When your body 
says stop your tired:  listen to it.  Change is a constant part of life.  Don’t get hung up on the things you were able to 
do in the past.  Develop new interests.   
There are gender differences with those with PD.  Women as a group have higher rates of dyskinesia, more  
depression, and anxiety.  Hormones play a role and may aggravate symptoms.  Medications may alter menstrual 
cycles.   
Men as a group want a quick fix for their health condition.  Women need more support and reassurance.  She advises 
women to stay open and trust the journey.  “Own your disease”:  You have special gifts.  Find something new that  
interests you and use it to your advantage for coping with the disease. 
Choosing the Best Medicine.  No one medication fits all.  There is also Deep Brain Stimulation (DBS) Treatments.  
There are three companies the manufacture the DBS:  Medtronics, Boston Scientific Vercise, and St. Jude Infinity. 
Commonly used Medications: 
a. Levodopa
b. Dopamine agonists
c. COMT inhibitors
d. MAO inhibitors
e. Amantadine
A blend of these at lower doses may work best.  Dr. DeLeon mentioned an L-Dopa cocktail, made with carbidopa 
levodopa.  
Must have/do:  A good sleep program, guard against constipation, take a memory pill, have a support system of 
family and friends, seek counseling, and participate in a support group. 
Set Boundaries.  Stay active and engaged (exercise).  A sleep program (of at least 8 hours will decrease the likelihood 
of cognitive decline.  Take time to enjoy your journey by pursuing new interests.  Maintain good nutrition  
(the Mediterranean diet is best), eat yogurts, grains, and take vitamins B12, D, C, E, and Co enzyme Q. 
Have a plan for unforeseen events:  the need of hospitalization, advance directives, healthcare power of attorneys, 
in home help, etc. 
Q & A 
     Q:  What roles do hormones play in PD? 
     A:  Hormones do play a role in PD because dopamine regulates the hormones.  People taking hormone 

replacements face the possibility of worsening PD symptoms during their time of month. 
     Q:  Does menopause alter symptoms? 
     A:  There is ongoing research on this issue.  Work with your physician at this time.  
***She commented that sometimes you may want to consider hormone therapy to decrease the risk of other 
      conditions such as stroke. 
     Q:  I am embarrassed to tell other I have PD.  Any advice? 
     A:  It is okay to cry or be sad, but don’t stay there.  Begin to talk to others and embrace the disease.  Life is a 

constant change.  Accept PD as being part of you.  You have your own unique journey.     
     Q:  Do women have a higher risk of urinary tract infection with aging? 
     A:  Women may have urinary retention with aging which can increase the risk of UTI’s.  Parkinson’s 

medications can also increase UTI’s.  If diabetes is involved, dopamine may increase blood sugar levels. 
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Moving Towards Smarter Wearables:   
The Illini Fall Prevention Clinic and You 

Presented by Manual Hernandez, Ph.D. Assistant Profession, Kinesiology and Community Health Dept., 
University of Illinois, Urbana-Champaign on October 9, 2021 as written by John Deck, Ph.D. 

Dr. Hernandez shared that everyoneis wanting to learn about smarter wearables.  Wearable technology, also known 
as "wearables," is a category of electronic devices that can be worn as accessories, embedded in clothing, implanted 
in the user's body, or even tattooed on the skin. The devices are hands-free gadgets with practical uses, powered by  
microprocessors and enhanced with the ability to send and receive data via the internet. The rapid adoption of such 
devices has placed wearable technology at the forefront. Dr. Hernandez did his doctoral dissertation in the  
biomechanics of movement in older women. He worked with Medtronics (DBS), he studied the impact of brain  
stimulation and how the brain controls movement.  His research now continues to focus on markers that may be 
predictive of motor changes in people with Parkinson’s disease. This includes investigating: 

1. Postural Control:  balance and how we are able to maintain stability during daily activities.
2. Gait:  mobility impairment.
3. Role of Attention:  how distraction effects motor performance (such as walking and talking to someone

at the same time, or working and talking at the same time).
4. Goal directed movement: Such as how motor performance may change when you see something and

reach out for.it.
Falls 
Falls are a major risk for older adults.  More than one out of four older adults, over 65 years of age, fall each year.  
One out of five falls causes serious injury such as broken bones or a head injury.  3 million older people are treated 
for fall injuries each year in emergency departments. 
Over 800,000 patients a year are hospitalized due to fall injuries, most often head injury or hip fractures.  Falls with 
or without injury impact the quality of life.  Falls and fear of falling can result in further physical decline, depression, 
social isolation and feelings helplessness. 
Falls and Parkinson’s disease (PD) 
Falls are twice as frequent in people with PD, compared with older adults.  People with PD are more likely to be  
admitted for falls (1.63 time more likely), to be injured (1.47 times more likely), and have an increased length of stay 
at the hospital.   
Fall related injuries are usually preventable.  Falls can be reduced through:  Fall risk screening and assessment; 
practical lifestyle adjustments to reduce fall risk factors; and evidence-based fall prevention programs.   
Wearable Sensors 
We now have electronic devices that provide information about movements.  They serve different roles that monitor 
your performance.   
Fall Risk Screening and Assessment 
Monitoring how someone walks helps predict your performance and helps with the diagnosis of how PD is affecting 
you.  We are pursuing low-cost devices to be part of the assessment process.  We want to achieve monitoring changes 
objectively over time.   
Fall risk screening will monitor leg strength and fall risk, and balance and gait.  Also measured is the effect of 
distraction (such as conversation) during motor tasks.   Essentially, we want to recreate situations that can be  
measurable during the assessment.   
Lifestyle monitoring and feedback is an important part of the evaluation, as our motor performances can vary for 
different activities.  
Fall prevention programs are needed.   At the University of Illinois Fall Risk Clinic, you are evaluated with 
tests and tasks.  They also look at balance and gait including the impact on motor performance when doing two things 
at once.   We are striving to develop a monitoring system to use at home to give feedback during your home program, 
to assure you are doing exercises appropriately.  We are seeking life style monitoring to customize your program.  
The fall prevention evaluation includes completing a questionnaire.  

Continued on page 15 
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Women and PD 
Presented by Sharon Krischer, The Twitchy Woman as written by John Deck, Ph.D. 

Her Story 
Sharon was diagnosed with Parkinson’s disease and breast cancer in 2009.  She started her blog “Twitchy Woman, 
My Adventures,” in March 2015.  She attended the Women’s Parkinson’s initiative conference in September 2015.   
She is very involved in the Parkinson’s world.  In March 2020, the Sunday Morning with Twitchy Woman was 
launched and then in November 2020 the Twitchy Woman Peer Support Group was started.   
60,000 new cases of Parkinson’s Disease (PD) are diagnosed each year and approximately 40% of those diagnosed 
are women.  Diagnosis often takes longer for younger women.  Women and men report different symptoms and  
severity to their providers.  They have not yet identified symptoms that preferentially impact women over men.  
Women notice that small changes in meds or other adjustments can cause problems that do not affect men as much.  
Women have also not been a part of drug trials and are less likely to receive deep brain stimulation.  Women are less 
likely to be seen by a movement disorder specialist and are often taking care of other people.  It is difficult to change 
roles from nurturer to being cared for.  Women with PD are more likely to be single or widowed.  Menopause may 
contribute to a delay in diagnosis. Women may require a higher level of skilled nursing care. 
In 2016, there was a conference “Women and PD Talk.”  This conference discussed issues as they pertain to better 
diagnosis and management of PD for women; including the range of symptoms, treatment options, complications,  
cultural differences in prioritizing women’s care, as well as the need to improve advocacy.   
What you need if you are a woman with PD 
You need a medical support team.  Are you seeing the right doctor for you?  You may need other professionals on 
your support team:  Movement disorder specialist, Nurse Practitioner, PT, Support Group, Mental Health provider, 
Speech therapist, Exercise physiologist, and Research team. 
Prepare for visiting your doctor.  Write everything down.  Take someone with you. 
In closing Sharon recommends you keep a daily journal of your experiences.  It is a good way to reflect and 
appreciate the adjustments you have made.   
Q&A 
     Q:  What can we do to live better with PD? 

A:  Join a support group.  Attend classes with other people with PD.  Join an online group of women with 
PD.  Follow a few blogs such as Twitchy Woman.  Participate in peer-to-peer mentoring.  Exercise: start 
slowly and mix it up. Exercise reduces alpha synuclein degeneration.  Exercise your brain.  Do board  
games.  Get enough sleep.  Learn something new.  Participate by doing Yoga, Tai Chi, Qi Gong, and/or 
meditation.   

     Q:  Any tips of living again post-pandemic? 
     A:  Determine your comfort level.  If you don’t feel good about going out, don’t.  Determine your priorities.  

Get vaccinated.  Return to exercise and support groups.  Soak up the sun. 
     Q:  What can you do? 
     A:   Exercise, sleep, maintain a good diet.  Learn to advocate for yourself.  Mentor someone newly 

diagnosed.    Participate in the Twitchy Woman Peer to Peer Support Group.  Go to  
www.Twitchywoman.com.  The program is Sunday morning with Twitchy Woman.   Join a research 
study.  

     Q:  Are certain symptoms of PD more prevalent with women than men? 
     A:  Women may be more tremor dominate.  We are still learning about the effects of hormones. 



Current Topics in Parkinson’s Disease 
Presented by Dr. Jennifer Pallone on October 9, 2021 

As written by John Deck, Ph.D. 
Dr. Jennifer Pallone is a movement disorders neurologist in Merrillville, Indiana.  She has been practicing the 
management of Parkinson’s disease (PD), a multidisciplinary effort for the past 25 years.  
The Pathology of Parkinson’s Disease.   
Parkinson’s disease occurs with the loss of dopamine producing neurons in the presence of Lewy bodies in the  
substantia nigra.  A Lewy body contains the protein alpha-synuclein.  Abnormal forms of alpha-synuclein clump  
together as a Lewy body, which is toxic to the cells leading to the death of the neurons contributing to the progression 
of the disease.  Alpha-synuclein protein fibrils spread to other neurons, contributing to the progress of the disease. 
This protein, multiple molecular pathways, and inflammation are researched intensively as treatment targets for  
neuroprotection and disease modifications.   
Why do I have PD? 
Idiopathic PD (which means we cannot pinpoint one thing that causes it) is a combination of factors. 
Environmental factors can increase the risk of a PD diagnosis:  These may include exposure to pesticides, air 
pollutants, heavy metals, solvents, a diet high in iron, low vitamin D, and living in a rural area. 
Medical conditions that increase the risk include Type 2 diabetes, migraine history, melanoma, prostate cancer, 
and head injury. 
Factors associated with decreased risk include:  caffeine intake, smoking, exercise, and the use of ibuprofen, statins, 
and some prostate hypertrophy medications such as terazosin. 
A pure genetic cause is uncommon.  10% develop Pd strictly from gene mutation.  However, 2 carrying gene  
mutations CLRRK2 and GBA can increase susceptibility.  A person can carry a gene mutation and not develop PD.  
Treatment Options:  Preventative treatment/ neuroprotection.  There is no definitive medication yet.  Exercise may 
be neuroprotective.  
Symptomatic Treatment 
Pay attention to general health.  You may need rehabilitation: physical therapy, occupational therapy and speech  
therapy.  There are special programs for speech: LSVT (Lee Silverman Voice Treatment), Big and Loud, Speak Out, 
and Loud Crowd.  You may be treated with medications, or consider surgery (Neurosurgery: DBS).   
Non-motor Management 
The FDA approved medications for orthostatic hypotension, hallucinations, and dementia related to PD.   
Restorative/ Experimental:  Stem cell transplantation (Remember that replacement of dopamine cells is not a cure). 
Treatment Options 
Evidence is increasing that exercise creates neuroplasticity which enables the brain to modify structure and function 
for motor learning, which increases strength and function of motor pathways.  Yes, you can change your brain.   
Neuroplasticity increases dopamine receptor binding potential and improves dopamine and glutamate systems.  
Grey matter improves.  Growth factors increase, and oxidation stress decreases.   
Pharmacologic Treatment of Motor Symptoms 
Carbidopa/levodopa is the most effective drug for PD motor symptoms, but isn’t necessarily the first treatment.  
Over time motor complications develop (on/off fluctuations and dyskinesia).  Treatment should consider the whole 
person and have a strategy for the long term.  Your plan will need modifications along the way.   
Medication Options for PD Motor Symptoms 

1. MAO-B enzyme inhibitors:  Azilect (rasagiline), Zelapar(selegiline ODT),  Eldepryl (selegiline), and
Xadago( safinamide)

2. NMDA receptor antagonist:  Amantadine, Gocovri (amantadine XR), and Osmolex XR (amantadine XR)
3. Anticholinergics:  Artane (trihexyphenidyl), Cogentin (benztropine)
4. Dopamine receptor agonists:  Requip (ropinirole IR or XL), Mirapex (pramipexole IR or ER), Apokyn

(apomorphine injection), Kynmobi (apomorphine SL) and Neupro (rotigotine patch)
5. Catechol-O-Methyltransferase inhibors are added to Ldopa:  Tasmar(tolcopone), Comtan (entacapone),

and Ongentys (opicapone)
6. Adenosine A2A antagonist:  Norianz (istradefylline)
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The following is a list of current clinical trials: 
Let’s take a moment and refresh our memory with some information about clinical trials,  There are 3 phases. 
Phase 1 Clinical Trial 
The purpose of Phase 1 is to ensure that the treatment is safe in humans and to determine how and where it distributes 
within the body.  This testing normally takes place with a small group of healthy volunteers. The trial sponsor 
monitors for potential “serious adverse events” that is, any toxic, undesirable, or unwanted effect that causes death or 
danger to health, like a disability or permanent damage, birth defect, heart attack, or other serious medical condition. 

Phase 2 Clinical Trial 
The purpose of a Phase 2 Clinical Trial is to determine the right dosage and effectiveness in treating that particular 
disease.  This testing normally takes place with a larger number of volunteers who have the disease. There are many 
different ways that a trial sponsor can conduct their trial, but the plan normally involves assigning participants to 
different treatment groups, where each group can receive different doses or delivery of the treatment.  Normally, 
there is a “control group” that receives either the current standard of care, if another type of treatment is already 
available on the market for that disease, or a “placebo” treatment, such as a sugar pill or harmless injection that 
does not contain the treatment. 
The health of the group(s) of patients who received the different types of treatment is compared to the control groups.  
However, if the results show that the treatment did not work better than the current standard of care or even caused 
acceleration of the disease or other unexpected serious adverse events, the FDA may not give permission to proceed to 
Phase 3.  Normally, testing of that treatment is discontinued or “drops out” of the running for making it to the market. 

Clinical Trials:  Management of Dyskinesia 
a. Phase 2b/3 trial of dipraglurant glutaminergic treatment of dyskinesia.  Completion date 2023.
b. Phase 2 trial of 4-chlorokynurenine NMDA receptor antagonist to treat dyskinesia.  Completed 5/2021.
c. Phase 2 trial of Mesdopetam a D3 antagonist for improved on time without dyskinesia.  Completed.
d. DopaFuse Phase 2 open label trial of a disposable single dose dental retainer prefilled with C/L dose lasting

5 hours.  Completed 12/2021.
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Phase 3 Clinical Trial involves a much larger group of volunteers and pr imar ily focuses on determining 
whether the treatment* would be safe and effective for a wide variety of people.  The plan normally involves 
assigning participants to treatment or control groups.  There can be more than one treatment group, especially if 
the treatment involves a combination of drugs or different components.  Again, there  is a control group that receives 
either the current standard of care regiment or a placebo treatment. 

After completion of Phase 3 Clinical Trials, the health of the patients who received the different types of treatment 
are compared to the control groups.  If the results show that the treatment did not work better than the current standard 
of care or even caused acceleration of the disease or other unexpected serious adverse events, the FDA may not give 
permission to proceed to apply for a New Drug Application (NDA).  This special NDA contains all of the discoveries 
made at every stage of the process (starting from the Basic Research/Drug Discovery through to the results of the 
Phase 3 Clinical Trials), and is submitted to the FDA for their consideration to approve the sale of the treatment on 
the market. 
Clinical Trials:  Management of Motor Fluctuations 

a. Phase 2 trial CVN424 a small molecule inverse agonist of GPR6 activates the indirect pathway.
b. Phase 3 trial Travapodon D1/D5 partial agonist to increase ON time without troublesome dyskinesia.  To be

completed in 2023.
c. Phase 3 trial combination of 2 available PD medications pramipexole ER + rasagiline potential complimentary

effect. Completed and awaiting results.
d. Phase 3 trial of continuous subcutaneous carbidopa/levodopa infusion.  Completion date in 2023.
e.  Phase 3 trial continuous subcutaneous infusion of prodrug foscarbidopa/ foslevodopa.  To be completed 9/2022.



Clinical Trials:  Disease Modification.  Targeting alpha-synuclein 
a. Phase 1 trial NPTO88 lgG1 fusion protein to prevent clumping of alpha-synuclein, Study completed.
b. Phase 2 trial planned for PDO1A vaccine to stimulate antibodies against alpha-synuclein.
c. Phase 2 trial R07046015 antibody (prasinezumab) to prevent aggregated alpha-synuclein from spreading.

Phase 2B recruiting.

Clinical Trials:  Repurposing drugs 
A repurpose drug is a drug that was developed for one thing but also found to help other conditions. For example, 
amantadine was a repurposed from an antiviral (to treat influenza) but now used in PD treatment. 

a. Phase 2 trial (phase 3 trial in UK) Exenatide. A diabetes medication can increase insulin signaling in CNS
has potential to increase neuronal metabolism and repair, and possibly increase dopamine production.

b. Phase 2 trial chemotherapy drug Nilotimib for leukemia inhibits c-Abl > another protein that build up in PD.
A 6-month study has been completed and a large study planned for the 300 mg dose.

c. Phase 2 trial study to evaluate bumetanide treating motor fluctuations based on inhibition of
BAGAergic pathways.  Completed 8/2021.

d. Phase 2 trial of buspirone+ zolmitriptan to treat dyskinesia via serotonergic pathways (recruiting).
e. Prostate hypertropy medications terazosin, alfuzosin, and doxazosin date was reviewed and found to have an

inverse relationship to having PD.
Regenerative Medicine 
Stem Cell Transplant - Induced pluripotent stem cells (iPSC) are patient specific (not fetal origin) can be  converted 
to dopamine progenitor cells and implanted in the putamen bilaterally.  In 2019, Dr. Takahashi at Kyoto University  
Hospital, Japan had the first iPSC study in progress.  Patient 2 was implanted in 2018.  After 2 years of observation 
the remaining 6 were to be implanted.  As of March 2021, it was announced Japanese drug maker Sumitomo  
Dainippon Pharma plans to initiate American trials in 2022.   

New News:  Preclinical trail at RUSH hospital identified 2 additional proteins that could be blocked to prevent 
the spread of alpha-synuclein: 

a. Protein receptor TLR2 activation prompts release of inflammatory molecules (cytokines)
b. Cytokines trigger neurons to make more alpha-synuclein by activation transcription factor NF-KB
c. Experiments in a mouse model the spread of alpha-synuclein was significantly reduced by using an

inhibitor of NF-KB.

COVID 19 and You 
1. Say yes to getting vaccination.  PD experts recommend you get vaccinated.
2. Having PD does not put you at extra risk of contracting COVID 19 but does increased your risk of complications,
especially if you are older.
3. Vaccination can protect against serious infection, hospitalization or death.
4. There may be transient vaccine side effect in the first few days that make PD symptoms feel worse but no
permanent effect of PD is expected.

Medical Marijuana 
1. Potential benefits for sleep, pain, anxiety.  Side effects of hallucination, confusion, decline of coordination

and balance, and decline in cognition.
2. Be cautious.  Inadequate safety data with the Parkinson’s population, especially in regard to THC

(tetrachydrocannabinol).  Content and purity varies:  it is not regulated and the dosage unclear.
3. Beware of social media testimonials that are “too good to be true.”
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Current Topics in PD continued from page 14 
Q & A 
Q:  Would you please comment on needing to have a movement disorder specialist. 
A:  There are many good neurologist knowledge of PD.  Ultimately, if available, you might need to see a 
      movement disorder specialist, especially if you current neurologist recommends it. 
Q:  Are there studies of the gut? 
A:  Studies of the gut tract absorption are a good idea since the entry point of the alpha-synuclein is through 
      inhalation or ingestion. 
Q:  Clarify the risk of melanoma and PD. 
A:  It is not the drugs that may cause the melanoma, it is the fact you might have PD.  It is recommended you 
      might see a dermatologist at once or twice a year to monitor this.  

Moving Towards Smarter Wearables Continued from page 11 
Effect of therapeutic intervention on gait function in PD. 
Exercise improves gait.  We continue to gather evidence on the effect of therapeutic intervention and gait function 
in PD.  Findings include: 

1. Physical activity improves cadence.
2. Sensory stimulation improves cadence.
3. Sensory stimulation improves step length.
4. Electrical stimulation improves step length.

The next step.   We hope to develop a sensor that would monitor anxiety and help cue the individual to help 
minimize anxiety and its effect on motor performance.  We are pursuing artificial intelligence energy-regulation  
modeling to predict and classify fatigue levels and types.  We are wanting to derive Triboelectric devices for 
energy harvesting and biochemical monitor.  And finally, we hope to establish a center for wearable intelligent 
technologies (WIT). 
Q & A 
      Q:  Do you see computer vision and language processing playing a role?  
      A:  Yes, they will extract information and inform us to make adjustments. 

Q:  When might these technologies be available?   
A:  Sensors are evolving.  We have android vs apple.  The newer devices should appear over the next 
     decade.  Custom sensors will be interfaced like with smart phones. 

      Q:  When walking I have pain and pain causes my gait problem.  Is it possible to monitor pain? 
      A:  Hopefully.  Different measurements of physiology and events will help us to predict and intervene.  

Q:  With Covid, when will the fall risk program resume? 
A:  Hopefully by late 2021.   

Page 15 Caregiver Activities continued from page 6 
Dr. Shin acknowledged that the caregiving that is provided goes largely unrecognized by healthcare professionals 
as a whole.  Healthcare providers could play an advocate role with caregivers by acknowledging the extensive 
work they do and by emphasizing the importance of self-care activities.   
Q & A 
     Q:  Is the Incidence of Parkinson’s increasing?  
     A:  It has been anticipated that by 2030 there will be 6 million living cases in the U.S. 
     Q:  Are we any closer to finding a cure? 
     A:  Unfortunately at this time there is no cure.  Research of course is seeking a cure.  Progress is still being 

made in treating the symptoms. 
     Q:  Is PD on the increase? 
     A:  I think yes.  There is increased risk due to exposure to environmental toxins. 
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THANK YOU TO ALL OUR AMAZING SPONSORS!!!! 
We would like to thank and recognize our event sponsors over the 

last few months. We couldn’t have done it without you!!!  


