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On October 24, 2015, PAACI held its 21st  
annual Parkinson’s Symposium.  This year our focus was 
on “The Parkinson’s Journey And Care Along The Way”.  
Our speakers focused on empowering oneself while living 
with long term illness and the new trends in acute rehab 
care and hospice.  In this newsletter you will find articles 
that sum up what each speaker discussed and our next  
issue will include the Question & Answer session at the 
end of the Symposium.   We hope that if you came to this 
year’s Symposium you enjoyed it and felt like you learned 
quite a bit.  We also hope that you were able to aquire 
good information from each of our table vendors and 
sponsors.    We are so grateful to all our sponsors this year, 
especially Modern Woodmen Fraternal Financial, our 
main event sponsor.  We  hope  that you’ll enjoy reading 
our newsletter and  share it with your friends and/or  
family.   If  you missed this year’s Symposium and would 
like to purchase a DVD  for you personally, your family, 
friends or support group they are available for purchase 
from the PAACI Office.  DVD’s for dues paying PAACI’s 
members are $10 or $20 for non-dues paying members.   
If interested, please contact Sheri at 317-255-1993 or 
skauffman@paaci.org.   We hope you have a wonderful 
new year and look forward to serving you in 2016. 

 

Modern Woodmen 

Fraternal Financial 
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PAACI Office—317-255-1993 

Helpful Phone Numbers 

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

Aqua/Swim classes—317-547-8349 

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

CICOA—317-254-5465 

Dr. Ruth Ann Baird—317-217-3000 

Dr. Joanne Wojcieszek & Dr. Liz Zauber—317-944-4000 

Chair exercise classes—317-872-4567 

Ft. Wayne exercise classes—260-486-4893 

Indiana Parkinson’s Foundation & The Climb— 

   317-550-5648 

Indiana Reading & Information Services—317-715-2004 

National Parkinson’s Foundation-1-800-473-4636 

Parkinson’s Action Network- 800-850-4726  

Parkinson’s Disease Foundation- 212-923-4700 

Rock Steady Boxing—317-205-9198 

Rx for Indiana—1-877-793-0765 

Shelby Cty PD Exercise & Support—317-398-7614 

(Currently limited to Shelby County residents and  

Major Health Partners patients) 

Westside Support Group—317-244-4463 

Young Parkinsons of Indiana—317-203-3049 

PAACI Board Members 

John Deck—President 

Jeff Brodzeller –Treasurer 

Carol Thorne—VP of Publications &  

  Communications 

 

Members at Large—Nancy Pressner, Rebecca 

Parks, NP; Edward Daly, M.D., Ph.D.; Deborah  

Pardue; Rick & Carol Thorne; Caroline McNelley; 

Jeffrey Stinson, Attorney at law, Stephanie Combs-

Miller 

 

Honorary Board Member—Joe Carney 

PAACI Executive Secretary—Sheri Kauffman 
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Disclaimer: The contents or  opinions expressed 
in this newsletter are those of the individual writers 
or presenters and do not constitute an endorsement 
or approval by PAACI Staff/Board.  Please consult 

your personal physician, attorney or therapist re-
garding your individual medical or legal issues. 

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 

Upcoming Events: 
Mark your calendars and save the date! 

 

Women’s Parkinson’s Conference 
March 10-12, 2016 ($40 if paid before Feb. 1, 2016) 

Call Linda at 317-374-4201 for more info. 
 

PAACI Mini-Symposium— April 2016 

Calling All Support Groups… 
Did you know that the PAACI Office has an abundance of  

information that you can pick through and take to share with  

your support group members?  If you or someone from your 

support group would be interested in coming to pick up  

information please call Sheri at 317-255-1993. 
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Empowering Yourself:  Living with Long Term Illness 
By:  Jane Malkoff, MSN, RN, NP—Article written by John Deck, Ph.D. 

 
 In 2012, the Center for Disease Control determined that nearly one half of all adults in the United 
States have a chronic illness.  That is roughly 117 million people and eighty-five percent of healthcare costs 
spent on chronic illness.  In a report by The Robert Wood Johnson Foundation, a foundation that supports  
research and programs throughout the nation which are working to build a Culture of Health, it was noted that 
our healthcare system is based on acute and episodic (limited in duration) health issues. We are not, however, 
meeting the needs of those with chronic healthcare problems.    The Robert Wood Johnson Foundation’s  
recommended solutions included changes in how the healthcare financing system values and pays for care, 
changes in how healthcare professionals are trained and encouragement and support for the self-management 
of chronic illness by individuals, and supporting family caregivers.     
 So how do we make the system work for us?  First, we must realize that the healthcare system is what 
we make it and seeking medical care is how you interact with the system.  Your healthcare is something 
“you” are in charge of and within any medical systems you have the right to:  
-Be treated with dignity 
-Be free from abuse (physical and psychological) 
-Have your self and property treated with respect 
-Be free from discrimination 
-Be free from restraints 
-Have information and informed consents 
-Have privacy 
-Have relatives or legal representative act on your behalf 
-Form advance directives 
-File a complaint. 
 If we look at the history of the healthcare system in the 1950's through the 1960's, family doctors 
made house calls.  They worked with the whole healthcare system on your behalf.  In the 1980's to the 1990's 
fee structures and insurance companies determined the amounts to be paid for healthcare.  Specialists became 
more common, and family doctors wages stalled.  By 1990 to 2000 the huge burden on the healthcare system 
became apparent with an increase in chronic illness and the system became overtaxed.  In the present, doctors 
have been relieved of the troublesome nature of caring for patients by becoming employees of the healthcare 
system.  In the next 20 years, there will be even more rapid changes with the information revolution and the  
e-patient movement.  We are in a rapidly changing world. Patients who use the internet to find health  
information make better patients.   
  Jane also suggested looking into holistic approaches to help solve healthcare issues.  She also noted 
that when  you enter the healthcare system you have to be able to talk about who you are and what you need 
from the health care system to make it work best for you.   She also suggested making a list of your healthcare 
issues and medications to take to your doctor to get the most out of the time you spend with him/her.  Make a 
list of what goals you would like to work towards to share with your doctor (ie. Better tremor management).  
We need to remember that the most under-utilized resource in the system is all of us. 
 Own YOUR power and abilities as a patient.  Be an active participant in your healthcare relationship.  
You may need to describe some of your medications side effects and how well your body is tolerating them. 
The peaks and valleys of Parkinson's make the decision making process more challenging.  There needs to be 
more of a discussion of what works for you with medications.  It is important to be an active participant, not a 
passive recipient. 
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Continued from page 3…. 
Hold Healthcare Providers Accountable 
 Accountability in the healthcare system involves remembering your list of rights.  You must ensure that you 
have healthcare providers that not only listen to your medical issues, but also how you feel about them affecting your 
daily activities.  You should be an active participant in your healthcare.  Jane said that seldom do providers ask what 
would work for you.  You need to remember that you are more than a list of symptoms, or a list of medications.  We 
have a changing landscape in medicine.  It is important to be an active participant.   
 
How to Hold Yourself Accountable 
     Make sure you are willing to seek out the support you need, and surround yourself with people that will help you.  
You have to be willing to ask for what you need and participate in your healthcare process. 
 
She listed some resources to seek information about long term illness on the internet: 
WebMD (www.webmd.com) 
Medline Plus (www.nim.nih.gov/medlineplus) 
National Institutes of Health (www.nih.gov) 
Mayo Clinic (www.mayoclinic.com) 
Cleveland Clinic (www.myclevelandclinic.org) 
Dave deBronkart (www.epatientdave.com) 
Patients Like Me (www.patientslikeme.com) 

What's New in the Field of Parkinson's 
By Christopher James, M.D.—Article written by John Deck, Ph.D. 

 
  Dr. James began by showing a slide of a study done in the 1950's by a researcher named Carlson from 
which Sinemet (carbidopa-levodopa) originated in about 1960.  What's New in the Field of Parkinson’s? 
1.  Rytary is a new medication which is Sinemet  in a capsule that is longer lasting. 
2.  Duopa is Sinemet in a gel form.  The dose is given through an abdominal tube and pump. 
3.  Focused Ultrasound is new and will compete with deep brain stimulation.  It does not require neuro-
surgery.  It creates a lesion, but is not reversible like deep brain stimulation.  It is done in Europe and is 
being studied at the University of Virginia. It is not FDA approved yet.  The cost is about $40,000 per 
side of the brain 
New Research 

1.  Removal of the vagus nerve.  This procedure had been done  with patients with bad gastric ulcers.  Clipping of the 
vagus nerve was done to reduce acid.  Patients with this clipping do not get PD as much.   The rationale is that in PD  the 
disease process probably starts in the olfactory tract, and then moves to the gastric tract, then up the vagus nerve to the 
brain. We know PD spreads cell to cell  We know PD is caused by a protein build up called alpha-synuclein.  These 
build ups are called Lewy bodies, and are both inside and outside the cell, and contaminate other cells.  The clipping 
might limit the transmission. 
2.  AFF1 (AFFITOPE)  is a vaccine that helps your body to produce antibodies to fight the Lewy bodies.  There is the 
active immunization where the vaccine will allow your body to produce the antibodies, and the passive immunization 
where the antibodies are created in the lab and given every 3 months.  It is very expensive.  AFF1 is in Phase 1 trials.  It 
is estimated it will take 5-10 years before it is available. 
3.  Ambroxol:  has been  used as an expectorant.  It stalemates the garbage can system of the cell and allows the proteins 
that build up and become toxic to be eliminated.  It is a mutation in an enzyme of Gaucher's disease .  We  know if you 
have two mutations of the enzyme you get Gaucher's disease, and if you have only one, you are more likely to get PD. 
This is being studied to see if it can help those with  Parkinson’s.    
4.  Melotalium (Nilotinib) blocks the enzyme c-ABL (a protein).  It has been used to treat chronic myloginous leukemia.  
It may help brain cells eliminate toxins and being studied to see if it will benefit the treatment of PD.  Most of these 
drugs have been tested in mice and are in Phase 1 research.  There is a combination of genetic and environmental risk 
factors causing PD.   Ten to 15 % of the cases are genetic.  Alpha-synuclein is a normal protein, but if it gets mutated, 
builds up, and it can cause interferences in the binding of the neuronal connection. It is important for the pre-synaptic 
transmission mostly in the brain and the heart and lung.  Too much protein build up creates Lewy bodies which are toxic 
to the cells.   
 
What's New with stem cell research?  Stem cell research has slowed down.  Recent research has not been as  
promising as it once was.   

http://www.webmd.com/
http://www.nim.nih.gov/medlineplus
http://www.nih.gov/
http://www.mayoclinic.com/
http://www.myclevelandclinic.org/
http://www.epatientdave.com/
http://www.patientslikeme.com/
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New Trends in Acute Rehab Care  
for Parkinson's Disease 

By:  Shannkar Dharmalingam & Anna Panduku—Article written by John Deck, Ph.D. 
 

 Parkinson's Disease is a neurodegenerative disorder and is a chronic and progressive  
condition.  The cardinal signs of Parkinson's disease are bradykinesia (slowness of movement), tremor, 
rigidity (where you feel resistance when you move in any direction), and postural instability.  Motor 
signs include rigidity, tremor, bradykinesia, motor planning deficits (lacking sequencing in  
movement), difficulty with dual task performance, loss of automaticity (putting the steps together to start and continue 
an activity), and dystonia. 
The Hoehn and Yahr Stages of Parkinson's Disease are: 
 Stage 1:  Unilateral symptoms usually with minimal or no functional impairment. 
 Stage 2:  Bilateral or midline involvement without impairment of balance 
 Stage 3:  First signs of impaired righting reflexes (stopping and correcting).  The Patient is independent with 
    activities of daily living. 
 Stage 4:  Fully developed severely disability disease (walks & stands unassisted but markedly incapacitated)
 Stage 5:  Confinement to bed or wheelchair unless aided. 
Most patients would benefit from physical therapy at stages 3, 4 and 5, and sometimes stage 2.  At stage 5 acute  
rehabilitation is not offered.   
 
Fall Risk 
 In the general population, one in one hundred falls will result in a hip fracture.  Fifty to seventy 
percent with PD reported more than one fall a year.  Patients with PD who fall are at higher risk of 
fractures than are patients without PD who fall, and many others will have other injuries from falls. 
 Interventions that should be considered are the encouragement of physical activity and  
life-long participation in an exercise program.  One needs to manage other accompanying medical  
conditions as well, such as episodes of  pneumonia.  Training in strategies to accomplish life activities 
more safely including fall prevention and fall risk reduction is needed. 
 
 Additional medical conditions associated with PD are often non motor symptoms and may include the  
following.  Percentages listed are the range of  incidence. 

Dementia:  40 to 80%    Cognitive decline: 84% 
Fatigue:  33 to 58%     Daytime Sleepiness: 79% 
Depression:  50%     Hallucinations: 50% 
Urinary Incontinence:  41%    Symptomatic postural hypotension: 35% 
Pain: 80%      Sensory disturbances: 40% 

 
 Dementia interferes with relearning and may hinder gains from therapy.  Cognitive decline may require therapy 
from a speech therapist or a cognitive psychologist.  Urinary incontinence may increase the risk of falling on stairs and 
in the bathroom (due to hurrying  and/or wet floors).  Postural hypotension  may result in light headedness  due to  
vascular changes when the blood flows from the back  of the brain faster than normal.  With sensory disturbances the 
brain is not sensing everything.  Our brain is always looking for 3 dimensional cues when moving.  If one of the cues is 
missing or compromised, you may need a way to compensate which may include an assistive device such as a walker or 
cane.   
 
 Acute Inpatient Rehabilitation is the highest level of rehabilitation.  If enrolled, you are required to participate 
in 3 hours of therapy a day, the care is physician directed with the patient being seen 3 times a week by the physician.  It 
may include physical therapy, occupational therapy and speech therapy.  Treatment is interdisciplinary including a  
social worker, nursing, and a psychologist.  Care conferences are once a week, with the goals to help transition the  
patient from the hospital to home.   The average length of stay is 12 days on an acute rehabilitation ward. 
 The differences between acute and subacute rehabilitation, are that with subacute rehabilitation the physician is 
required to see the patient once a month.  The average length of stay in subacute rehabilitation is 35 to 40 days at the 
skilled nursing facility.  Three hours a day of therapy is not required.   
 An acute rehabilitation facility can take direct admissions.  The subacute facilities require a 3 day (midnights) 
hospital stay for Medicare to apply.  You may need to ask your referring doctor for an acute inpatient rehabilitation stay 
to qualify for some benefits. 
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Changing Concept of Hospice 
By Leo Rafail—Written by John Deck, Ph.D. 

 
 Leo shared the POST (Physician Orders for Scope of Treatment) form for the state 
of Indiana which is an advance directive form (State Form 55317(6-13), Indiana State  
Department of Health-1C 16-36-6).  He continued by saying that there is more of an  
understanding of considering the end of life plans than there was in the past.  It is important 
that you have your decisions and wishes known for end of life care.  There is an organization 
that is called the Conversation Project that is dedicated to helping people talk about their 
wishes for end of life.   
 Ninety percent of people surveyed say that talking to their loved ones about end of life care is important.  Only 
27% actually do so. Sixty percent of people survey say that making sure their family is not burdened by decisions is  
important.  Fifty-six percent have not communicated their wishes.  Eighty-two percent of people surveyed say that it is 
important to put their wishes in writing.  Twenty-three percent actually do this.   
Conversation about Hospice 
 How can you have these conversations?  When do you have these conversations?  When you have a neurologic 
disease like Parkinson's it is more difficult.   
 Hospice can provide assistance much earlier than most people think.  It is not just at the very end of life that you  
qualify for hospice.  Hospice may include assistance with bathing a few hours a week, and other assistance with daily 
activities.  The hospice care team includes an RN case manager, a certified nursing assistant, social worker, chaplain, 
hospice physician, volunteers, pet therapy, massage therapy; bereavement services for 13 months after the time of death; 
and on-call services. 
There are Four Levels of Care 

1.  Routine Care:  Care provided where you are living.  It may be a few hours a week.  It is about managing pain, and 
making you comfortable.  There is a care plan. 

2.  General Care:  Inpatient care:  Care that can help you even when you are in the hospital. 
3.  Respite Care:  Too many people do not understand the importance of a break to the caregiver. This is respite care. 
4.  Continuous Care:  Providing rotating care on a continuous basis.   

Is Hospice Expensive? 
 Hospice care is often paid for by your Medicare benefits and health insurance.  There is a seamless transition. 
 

More about POST 
Adults are encouraged to appoint a Healthcare Power of Attorney or Representative.  This person will speak for you if  
you can no longer speak for yourself.  POST (Physicians Order for Scope of Treatment) records your preferences as 
medical orders.  POST lets health care providers know what treatment you do or do not want in a medical crisis.  POST 
can also be used in an emergency by paramedics, EMTs, nurses and physicians.  They can follow your orders and don’t 
have to guess what you would want.   

 POST is for seriously ill and frail adults.  Not all adults need a POST. 

 POST describes your preferences about certain medical treatments in your current state of health. 

 POST is a signed medical order that healthcare providers follow in a medical crisis. 

 POST goes where you go—at  home, the hospital, or long-term care facility. 

For additional information:  

 Indiana Patient Preferences Coalition—www.IndianaPOST.org 

 Indiana State Department of Health—www.in.gov/isdh/25880.htm 

 

Information obtained from The Indiana Patient Preferences Coalition. 
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PAACI Board Member 
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Nancy Pressner 
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Question & Answer Panel 
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Funny Corner:  A truly happy person is one who can 

               enjoy the scenery on a detour. 

Courtesy of Parkinsonian People 

This Newsletter partially funded by the Dee Garrett Grant Fund. 

 

(317) 252-4472 

PAACI Office Hours: 

Monday-Thursday 8:30am-3:30pm 

Phone hours:  
Monday –Friday 9am-5pm 

Parkinson's Awareness Association of  
Central Indiana, Inc. (PAACI) 

6847 Hillsdale Ct., Indpls., IN  46250 
317-255-1993  www.paaci.org 

Facebook: Indianapolis Parkinsons 
Email: skauffman@paaci.org 


