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Helpful Phone Numbers 

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 

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

Rock Steady Boxing—317-317-288-7035 

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—317-255-1993PAACI 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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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.

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. 



Page 3 

Parkinson’s Tulip Picture & Story 

On the cover of this Newsletter is a beautiful picture of the Parkinson’s Tulip taken by Joann Whorwell of the  
beautiful tulips in her yard.  She purchased these tulip bulbs from PAACI after John Deck searched high and low 
to find them last spring.  He searched for these tulips that are named after James Parkinson who first described the 

disease in 1817.  The red tulip is the worldwide symbol for the Parkinson’s community and the red tulip with a white 
margin was named for Dr. James Parkinson.  The Parkinson Tulip was created by tulip hybridizer W.S. Vander 
Wereld in 1981.  He also suffered from Parkinson’s disease and was from Holland.   Thanks to John Deck for 

hunting down the elusive Parkinson’s Tulip and Joann Whorwell for the gorgeous cover photos. 

The President’s and Executive Secretary’s  
Corner with John Deck & Sheri Kauffman 

Hello Friends- 

We hope you’re doing well and staying healthy.   We know that things have been  
different to say the least, and most days are challenging and a little crazy.  We hope 
that you’ve been able to adjust to your new normal and make it work the best it can.  
As you know, all live conferences have been cancelled for the near future, but if you 
have internet access you can still find information, webinars and exercise classes 
online or even on your smart phone.  If you have internet, but don’t use it often, now 

may be a good time to try it out.  If you don’t receive the PAACI e-blasts, that usually come out on Fridays, now 
would be a good time to get signed up.  Each week you’ll receive links to articles, webinars and a quick message from 
the PAACI Office just call Sheri at 317-255-1993 and she’ll get you signed up.   

Please keep an eye out for information on this year’s Symposium.   We currently have it scheduled for Saturday,  
August 15, 2020, but that date is subject to change depending on social distancing requirement projections.  We also 
hope that we will still be able to offer our CareCon Caregiver Conference in November or December of this year.   

The next thing we want to tell you about is that on Thursday, April 23rd, PAACI shared information about Parkinson’s 
Disease with the residents at Marquette Manor on the north side of Indianapolis through the magic of a Zoom  
presentation.  Our own John Deck talked about the symptoms, treatment, concerns and needs of those diagnosed, as 
well as the caregivers; and information about PAACI and its mission of education.  We would like to thank Rebecca 
Kraus, their Wellness Coordinator, and Diane Bratten, Social Worker, for helping arrange this presentation and  
furthering PAACI’s mission.  Since the Zoom presentation seemed so easy this may become an additional way for us 
to stay in contact with you.  Please watch for more information on this also. 

One more thing we really need to discuss with you is the importance of paying your dues.  We realize that right now, 
things are really uncertain, but we still really need your help.  So, if you’re able to pay dues or make a larger donation 
we would really appreciate you thinking of PAACI.  We also want to send a big shout out and thank you to Albert  
Kime, who made a very thoughtful donation to PAACI.  We are very grateful for your big thoughts and consideration.  
And lastly, we want to send love and prayers to Linda Hinkle's family. Linda was a PAACI Board Member who passed 
away Friday, May 1st. Linda was very loved and will be missed.

And thank you to all of you for being the best part of PAACI!  We look forward to seeing you again soon, hopefully. 

Sincerely, 

John Deck, Sheri Kauffman & the PAACI Board 
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Parkinson’s Caregiver Research 

Presented by: Maryann Abendroth, Ph. D., R.N., Assistant Professor of Nursing, and 
Associate Dean of the Undergraduate Program in Nursing, Viterbo University,  
Lacrosse, Wisconsin 
As written by: John Deck, Ph.D. 

Dr. Abendroth shared that the main area of her research is caregivers of Parkinson’s 
disease.  She is interested in promoting the well-being of caregivers and to help be a 

voice of caregivers.   By 2020, there will be a million Americans with Parkinson’s disease.  60,000 additional cases 
are diagnosed each year.  Worldwide there are 10 million people with Parkinson’s Disease.  Men are 1.5 times more 
likely than women to have Parkinson’s.  

The Role of Caregivers— You build a care partnership to manage daily care.  You may benefit from a strict  
schedule.  You need to determine how Parkinson’s affects your relationship.  You need to take care of yourself as 
a caregiver.  Try to take at least 30 minutes a day to take care of yourself.  There are a list of challenges you face as 
a caregiver/care partner. 
What do we know from research?   Dr. Abendroth’s doctoral dissertation was based on the decision-making process 
needed to consider long term care for people with Parkinson’s.  Over time the disease gets more severe, but it is not 
the same for everyone.  She showed a slide that listed the elements of interaction in caregiving.  These include  
caregiver load and caregiver strain.  Some of these components are: 

1. Diminishing informal and formal support
2. Weak sense of self-preservation

3. Pre-Parkinson’s disease life circumstances

4. Diminishing ability to manage imposing life events.

Strategies that decrease primary caregiver strain may include: 
1. Planning

2. Seeking knowledge

3. Adjusting to a new environment

4. Seeking support

5. Care of self

Dr. Abendroth created an instrument to measure the risk of caregiver strain.   It is called the Caregiver Strain Risk 
Screen-10 (CSRS-10) for Parkinson’s caregivers.  It is a tool to assess where the person is at risk of strain.  
The  instrument has 10 questions.  She hopes that healthcare providers will use it as one of their tools. 
Caregiver led Support Groups are important.  She shared a quote from a caregiver “I think we can all have  
empathy for each other, and I think somebody said, unless you live with someone 24 hours a day, you don’t know 
what they’re like”.  And when she said that, the stories I’ve heard from the others flashed back to me, and I thought 
that is so true.  There is true validation when you get together.   

Where are you today?  Often the health care provider may not have the time to listen to the caregiver .  
You should seek a movement disorder specialist, as they may take the time to listen more.   

Dr. Abendroth conducted an activity, asking small groups of the audience to draw a picture and list advise they 
would give to caregivers.  The following is a list of the suggestions derived from these presentations. 

Group 1:   Best Buddies 

a. Caregiving is time consuming.  It may involve remodeling, ramps, grab bars, and bathroom adaptations.

Group 2:   The Nurses 

a. No one expects you to know everything.  Ask your health care provider and their nurse questions.
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Group: 3:  This is Us 
a. Exercise is very important

b. Reach out to family and friends to join you in

social activities (such as dinner time) and make

sure the family engages in communication with

the person with PD, as well as the caregiver,

and keep family informed.

c. Consider hiring someone at night so the

caregiver can get some sleep

d. Keep your sense of humor, and strive to

remain socializing

e. Participate in a support group

f. Have a good neurologist

Group 4:   Rock Steady Boxing 
a. Schedule and keep a schedule

b. Set a timer for reminders

c. Provide lots of love

d. Make a special treat together

e. Nudge (or push) them to get things done

d. Communication is important

CareCon 2019 Panel Discussion
Written by John Deck, Ph.D. 

When the panel opened the discussion they told a story of when Michael J. Fox was first diagnosed with PD.  
He  stated “When first diagnosed he was angry and upset, and his wife, Tracy, said it was for better or worse.”  
“This is “our” life and “our” circumstance.  Than each member of the panel shared how Parkinson’s has effected 
their lives and what they have learned through the disease: 

Dick Poppa-  Dick emphasized the importance of communications and caregivers taking care of themselves.  
He  encourages you to attend caregiver support groups.  Family and friends need to offer to help and you need to  
graciously accept their help.  You should acknowledge that you need to take time for yourself.  Try to find a  
movement disorder specialist, as they are more likely to focus on the caregiver, as well as the patient.  And above all, 
use humor! 

Nancy Pressner-  Nancy emphasized aspects: 

1. Get informed.
2. Get organized: develop a system that will allow change, because it will change.
3. Be flexible and adapt to changes as they occur.
4. Make the most of life and do it while you can do it.
5. Do things you enjoy.
6. Be an advocate: don’t be afraid to ask for things.
7. Ask for help: it makes you a better caregiver.
8. Accept changes in roles in your relationship.
9. Tackle it.
10. Make time for yourself.

Jayne Rains-  Jayne shared that exercise groups have a great opportunity for socialization.  It is common to grieve the 
loss of abilities.  Try to focus emphasis on doing some of the things the individual is still capable of doing.  Caregivers 
need to take care of themselves.  Sometimes you may need to consider respite care for a break. 

Group 5:   Hob Nobs 
a. Exercise to stay mobile

b. Stay active to maintain cognitive skills

c. Keep track of things.  Medications and times

they are given; and appointments

d. Stage and set thing up so the individual can

still do things but in a safe way

Group 6:   Legal Beagles 
a. Take time for yourself

b. “It is okay to feel resentful for the position

you are in.  Don’t feel guilty”

c. Have a hobby
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The Aware in Care Kit 
By Lora Keesling, RN, BSN, DBS Nurse, IU Neurology 
As written by John Deck, Ph.D. 

In November of 2019, Indiana University Movement Disorders Clinic was designated as a Center of Excellence by 
the Parkinson’s Foundation.  The Aware in Care Kit, which is provided by the Parkinson’s Foundation, is an aid to 
people with Parkinson’s to ensure you receive the best possible care when you must be hospitalized.  People with 
Parkinson’s are hospitalized 44% more than their peers without Parkinson’s disease.  People with Parkinson’s suffer 
avoidable complications at a higher rate and also have longer than average hospital stays than non-PD patients. 

Common misconceptions: 
1. The hospital will have your medications in their pharmacy:  they may not!

2. The hospital will call your neurologist first:  not necessarily or likely.

3. They will give you your medications on time:  highly unlikely.  Three out of 4 people with Parkinson’s do not
receive timely medications in the hospital.  Almost 2/3rds of people who did not receive their medications on
time had serious complications from it.

4. The hospital staff understand the symptoms:  not necessarily.

There are many common medications for pain, nausea, depression and psychosis 
that are unsafe for people on Parkinson’s medications to use.  Poorly managed 
Parkinson’s might result in mental confusion and other serious symptoms. 

In the Aware in Care kit: 

1. Keep a 2-3 days supply of medications in the kit.

2. Complete a Hospital Action Plan (form in the kit).

3. There is a Parkinson’s Disease ID bracelet.

4. There is an alert card that includes your list of medications.

5. There is a medical facts sheet and a copy for the nurses.

6. There is a magnet to put on the alert board in your hospital room to remind them that information is available.

Use the kit for hospital stays and emergency room visits.  The Aware in Care kit is available free to patients on the 
website AwareInCare.org or call: 1-800-473-4636. 

Say Hello… 
PAACI would like to  
Introduce you to our  
newest board members:  

Tom Little 

Richard Mottor 

Robert Thompson 

COVID 19 and Parkinson’s Disease 
Coronavirus Disease 2019 (COVID-19) is a respiratory virus that continues to spread around the world.  

We can get general information about the status of stay at home orders and social distancing through websites or call 
your local department of health.  This includes: 

Centers for Disease Control and Prevention (CDC.gov).  Their website is where you can find Coronavirus 
Guidelines.  

For Indiana:  in.gov/isdh (Indiana state department of health) Guidelines and regulations for Indiana. 

One can get general information on the APDA (American Parkinson’s Disease Association) website, the Parkinson’s 
Foundation website, as well as through the Michael J. Fox Foundation:  Michael-j-foxfoundation-covid-19-resource 
hub.   

Also, there is an Ask the Doctor website: just type in Michael J. Fox.org/ask-md 
1. Ask the MD: Coronavirus and Parkinson’s
2. Ask the MD:  Living with Parkinson’s amid the coronavirus pandemic
3. Ask the MD:  Smell loss in coronavirus and Parkinson’s disease
4. Ask the MD: What we know and don’t yet know about Corona virus disease and PD
5. Ask the MD: Parkinson’s and Coronavirus: staying active



Frequently asked questions have include: 
Q:  There are particular cough medications that a person with PD are advised not to take. What are some of these? 
A:  Cough and cold medications containing dextromethorphan, pseudoephedrine, phenylephrine, and ephedrine need 
       to be avoided if you are on a MAOI (monoamine oxidase inhibitor) such as rasagiline, selegiline or safinamide.   
       If you are not taking an MAOI, any cold medication is acceptable with Parkinson’s. 

Q: Getting exercise when we have rules for social distancing is challenging, what do you suggest? 

A:  There are online exercise and therapy classes.  It is especially important to stay active.  
      The APDA Greater St. Louis Chapter’s YouTube channel has online PD exercise.  There are also archived  
      classes that feature tai chi, yoga, interval training, kickboxing, chair exercises, and more. Additional classes  
      will be added. The APDA also offers a free exercise guide “Be Active and Beyond: A Guide to Exercise and   
      Wellness for People with Parkinson’s Disease,” which share easy-to-follow exercises.  

Have time to read? 
Obviously, in addition to the “necessary” read of this Newsletter, you can get additional information from the 
American Parkinson’s Disease Association.  These pamphlets include: 
-Be Active and Beyond-A Guide to Exercise
-Parkinson’s Disease Handbook
-Healthy Communication and PD
-Constipation and Parkinson’s Disease
-Depression and Parkinson’s Disease
-Fatigue in Parkinson’s Disease
-Living Well with PD: 10 things you need to know
-Medications to be Avoided or Used with Parkinson’s
-Medications Approved for the Treatment of Parkinson’s
-Oral Health and Parkinson’s Disease
-Understanding Bladder Symptoms in Parkinson’s
-Becoming a Care Partner
-Cognitive Changes in Parkinson’s Disease
-Everyday Helpful Hints
-How We Can Help
-Patient ID Card and Emergency Card

Also available through the Parkinson’s Foundation are 
the booklets:   

-Early Signs of Parkinson’s Disease
-Medications Book
-Fitness Counts
-Caring and Coping: A Caregivers Guide
-Managing Parkinson’s Mid-Stride: A Treatment Guide to Parkinson’s
-Speech and Swallowing
-Psychosis Book
-Sleep Book
-Surgical Options
-Aware in Care Kit
-Medical Alert Card
-Frequently Asked Questions
-Cognition Book
-Living Your Best Life with Parkinson’s Book
-Newly Diagnosed Kit
-Aware in Care Hospital Safety Kit
-Mood Book
-Surgical Options Book 

If you need help in acquiring a pamphlet or booklet you may also contact Sheri Kauffman at PAACI:  317-255-1993 
or e-mail sheripaaci@yahoo.com. 

Are you a Tulip 
Society  

Member Yet? 
Our 2020 Tulip Society 

Members are:  

John & Maridean Carrington, John Deck,  
Francis Hammer, John & Pat Kellams,  
Albert Kime, Barbara & Harold Kinsler,  
Ed O’Brien, Robert Shaffer, Tom & Barb  
Stayton, Helen Vriesman, and Joann Whorwell.   

PAACI wishes to thank all our current Tulip  
Society Members who get discounts or free  
attendance to all PAACI sponsored educational 
events, as our way of thanking you for  
supporting our mission of education and  
support to the Parkinson’s community. 

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.  
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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:_______________________________________ 




