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Look for articles and pictures from the Symposium in 

the next newsletter.  Special thanks to our event 

sponsors: Teva Neuroscience and UCB.  

This Newsletter courtesy of  

Teva Neuroscience. 
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Holiday Party & Penny Auction 

Holiday Party Info 

 December 10, 2011 

at 11am 

 MCL Cafeteria      

Township Line at 

2370 W. 86th St., 

Indpls., IN 

 Party free of charge 

 You pick and pay for 

what you want to eat 

 Penny Auction      

tickets 25 for $5 

Please plan on attending the 2011 Holiday Par-

ty this year on Saturday, December 10th at 

11am.  Bring your friends and family.  The par-

ty’s free of charge, just pay for whatever you 

want to eat or drink.  The more the merrier!!!  

We will be having the wonderful Burkhart Ele-

mentary School Jazz Choir performing their 

Christmas program.  We were lucky enough to 

have them come and entertain us last year and 

they were AMAZING, so we asked them to 

come back this year.  To add to the fun, we will 

also be having a “Penny Auction” with lots of 

cool items for both adults and children to bid 

on, including live events.  Please come and 

party with us!!!  Please see sidebar for more 

information or call Sheri  at 317-255-1993.   

Pre-registration is requested, but walk-ins are 

welcome. 

Symposium was great! 



One of the biggest life changes associated 

with the progression of Parkinson’s dis-

ease is the point at which driving a car is 

no longer a possibility. This is a very diffi-

cult freedom to lose as we have had this 

privilege, which enables us to be inde-

pendent, all our adult lives. Some Parkin-

son patients recognize the need to no 

longer drive, but others will cling to this 

ability and fight for it to the very last mo-

ment.   This puts the responsibility on the 

caregiver or those closest to them to pro-

tect their safety and that of others. 

Several symptoms of Parkinson's disease 

can interfere with the ability to drive, 

which is a complex task even without diffi-

culties. Tremors in various limbs or the 

head, stiffness of the trunk and limbs, the 

bradykinesia (slowness of movement), 

and impaired balance can make the physi-

cal act of driving a real challenge. Add to 

that, the cognitive deficits which can de-

velop, with language, thinking, and prob-

lem-solving impairments. These symp-

toms all develop and progress over vary-

ing lengths of time for each individual. 

Another factor to consider is that of medi-

cation side effects. Many Parkinson meds 

can cause drowsiness, while others can 

lower blood pressure which may cause 

dizziness.  Either way, it may be necessary 

to coordinate the timing of taking meds 

with the time you plan to drive.  It is im-

portant to discuss the issue of continued 

driving with your physician. They can re-

fer you to an occupational therapist or a 

specialist in your area who can give you 

an off-road driving test to assess that your 

driving skills are still quick and safe 

enough to allow you to be on the road. The 

Association for Driver Rehabilitation Ser-

vices at 1-800-290-2344 or their website 

www.driver-ed.org  will also help you find 

a person near you who does these evalua-

tions.  

As a caregiver, it is important for you to 

observe your loved one for everyday 

signs that continued driving may not be 

advisable. Some of these are poor coordi-

nation, confusion or memory loss, difficul-

ty judging depth and distance, and a de-

creased ability to multi-task, make deci-

sions or process new information. Even if a 

specialized evaluation shows that the per-

son with Parkinson’s can still drive safely, 

they will still require close and frequent 

monitoring. You should also watch for 

driving too slowly, stopping in traffic, 

straying out of the lane, not heeding traf-

fic signs, getting lost or disoriented on 

familiar routes, becoming drowsy while 

driving, and not noticing pedestrians, 

other vehicles and road hazards. 

So how do you actually approach the sub-

ject of driving cessation with the patient?  

Most of the time a serious, honest discus-

sion with the person with Parkinson’s 

along with your family members or a 

physician will be enough to encourage 

your loved one to taper back or cease 

driving.  Limiting driving routes and their 

length and time of day is a start.  It is im-

portant to stress that the safety of your 

loved one is your primary concern.  They 

must also think beyond themselves to 

ensure the safety of others who could be 

injured by just the tiniest miscalculation 

in their driving (ie. another car full of 

passengers or a child on the sidewalk).  It 

is wise to begin the transition from driver 

to non or limited driver ahead of time by 

arranging alternate forms of transporta-

tion.  Arrange with family and friends to 

provide rides.  Also, most communities 

have taxis, public transportation, shuttles 

or vans, many offered at a discounted 

rate. 

In the event that the person with Parkin-

son’s refuses to voluntarily stop driving, a 

more aggressive plan of action may need 

to be followed, which includes hiding the 

keys, disabling the car or removing the 

car from their accessibility.  It may also 

be necessary to involve your local police 

department to insure they remain off the 

street, if they are a definite threat to pub-

lic safety. 

This is clearly one of the most difficult 

and devastating sacrifices that Parkin-

son's disease forces upon most people.  

As a caregiver you must remain strong in 

encouraging the right decision at the 

right time, with support if needed. The 

last thing your or your family need is an 

additional impairment or tragedy for 

someone already dealing with this diffi-

cult challenge. 

Putting the Brakes on Driving 
By: Nancy Pressner, R.N., Caregiver 

It is important 

to stress that 

the safety of 

your loved one 

is your 

primary 

concern.   
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the timing of 

taking meds 

with the the 

time you 

plan to 

drive. 



This is the third in a series of articles 

providing suggestions for those suffering 

from Parkinson’s Disease and their caretak-

ers on managing the stresses of the dis-

ease.  The first article provided the basis 

for this approach and suggested record 

keeping for the purposes of an experiment.  

The second article focused on interpreting 

the record keeping, and discussed the im-

pact of thoughts on our emotional well-

being.  This, the third article in the series, 

focuses on methods that we can use to deal 

with these thoughts and thus to lessen anxi-

ety, depression, and the stresses that we 

experience.   

 

Before this though, I would like you to im-

agine something.  As vividly as you can, 

imagine someone coming up to you and 

feigning a punch to your mid-section.   Try 

to see the person, and to see the punch.  

Now scan your body and you will probably 

notice how your abdominal muscles invol-

untarily tightened.  That’s probably only 

the tip of the iceberg in terms of how your 

body has been charged.   It’s highly likely 

that MOST of your muscles have tensed up 

– even the frontalis muscle in the middle of 

your forehead, and we’re imaging a 

feigned punch to your mid-section.  

 

Now thoughts are like that too except that 

they are more insidious.  Each negative 

thought is like a pesky little jab that is ex-

traordinarily effective in striking us at our 

weakest points because of how well target-

ed they have become over the course of 

the years.  Each pesky little ‘thought-jabs’ 

causes us to tense up, to be stressed, to 

become depressed, to become anxious – in 

both mind and body.  Hopefully because 

you have done your homework from the 

first two articles, you now have first hand 

knowledge of how this works.   

 

The question then is what we do when those 

pesky thoughts dance in front of our minds?   

That is what this article is all about.  It’s go-

ing to describe what you might begin to 

practice when you notice yourself angry, 

anxious, depressed, or physically tensed 

up.   

 

One of the things that has struck me (as it 

has struck others who are far more knowl-

edgeable than I) is the similarity between 

the approaches taught by wonderful teach-

ers from widely diverse backgrounds.  The 

ways that Christian teachers, Buddhist 

teachers, and more recently medical and 

mental health professionals all advocate are surprisingly similar even 

though they come from very different points of reference.   We will look 

briefly at all three approaches so that you can see what I mean. 

 

First, let us consider one Christian approach.  Rev. Thomas Keating is a 

Trappist monk who has written over twenty books on meditation, contem-

plation, and radical self-acceptance.   He is now 88-years-old, and remains 

an active teacher and spiritual guide.  (By the way if you Google his name 

you can find some video clips of him teaching on You Tube).    He and oth-

ers following his lead have an approach called “The Welcoming Prayer” 

that describes what we might do with those thoughts of past or future that 

we find so troubling. 

 

If you have practiced the homework, you should have some ability at this 

time to recognize the thoughts that you might be having at any particular 

point in time.   Suppose that you are having one of those thoughts right 

now – a worry about bill paying tomorrow, regrets over something you 

said yesterday, etc.  What might you do?  

 

The first step in the Welcoming Prayer is to notice not only the thought, but 

the body sensation, and emotion that you might be experiencing at 

that point in time. They advise “sinking into the feeling,” not fighting it 

at all. Instead they advise letting yourself experience the moment. 

 

The second step is counter-intuitive.  Most of us will do anything that we 

can to run away from such discomfort.  Our natural tendency is to try 

to ignore the discomfort, to pretend that it isn’t there, or to decide that 

we are going to just “tough it out.”   Instead they advise welcoming the 

experience – to acknowledge that the feeling, the thought, the emotion 

is simply where we genuinely are at that point in time.  It’s okay to be 

experiencing this.  Anyone in your shoes would be experiencing this. 

 

The third step is letting go of the thought, the feeling, the emotion.  This 

means simply letting the emotional energy that  

 charges the event to pass.  We realize that all thoughts, or emotions 

are only temporary and will blow away like the clouds.  It may help to 

recite some simple phrases each with a relaxing breath to facilitate 

this process: 

 

“I let go of the desire for security” – while slowly exhaling. 

“I let go of the desire for affection” – while slowly exhaling. 

“I let go of the desire for control” – while slowly exhaling. 

“I let go of the desire to change this feeling”  -- while slowly exhaling. 

 

These statements are quoted from the e-course on Welcoming Prayer by 

Spirituality and Practice. 

 

What will happen when you do this?  I cannot predict, but I do know that 

whatever it is that you might experience will be human and genuine.  You 

may find some immediate relief – perhaps increasing peace.  However, 

you may not notice a difference at all.  

 

Yet if you get into the habit of doing this many times throughout the day, 

(and you might notice that this will not at all disrupt your day.  No one will 

even notice what you are doing!) your perspective on your life will begin 

to change moving you towards greater peace, and greater resilience in 

the face of the stresses that life provides. 

 

 

Continued on Page 4... 
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It’s an extraordinarily simple process.  You are probably 

tired of hearing this from me over and over again, but I 

think that I should repeat that this is not a magic pill or 

some fast food fix.  It is a process which over time, and 

with repeated practice will bring positive results. 
 

Now, let us look at a very similar set of suggestions from a 

Buddhist point of view.    Pema Chodron in her book Tak-

ing the Leap wrote “Someone once sent me a bone-

shaped dog tag that you could wear on a cord around 

your neck.  Instead of a dog’s name, it said, ‘Sit. Stay. 

Heal.’  We can heal ourselves and the world by training 

in this way.”   Every time I read this it makes me smile 

and makes me want to get one of those tags.  
 

Chodron described the specifics of the approach later in 

her book. She wrote, “One of the most helpful methods 

I’ve found is the practice of compassionate abiding.  This 

is a way of bringing warmth to unwanted feelings.  It is a 

direct method for embracing our experience rather than 

rejecting it.  So the next time you realize that you’re 

hooked, you could experiment with this approach.  Con-

tacting the experience of being hooked, you breath it, 

allowing the feeling completely and opening to it.  The in

-breath can be deep and relaxed – anything that helps 

you to let the feeling be there, anything that helps you not 

push it away.  Then, still abiding with the urge and edgi-

ness of feelings such as craving or aggression, as you 

breathe out you relax and give the feeling space.”  

Although she does not describe a “one, two, three ap-

proach” or specific phrases, her approach of 

“compassionate abiding” seems very much like the ap-

proach by Father Keating and his associates. 

Given these similarities it probably shouldn’t surprise us 

too much to find that similar techniques are being prac-

ticed and heavily researched by the western scientific 

community as well.  
 

Perhaps the most influential scientific voice in terms of 

mindfulness and meditation is Jon Kabat-Zinn who re-

ceived his Ph.D. in molecular biology n 1971 from MIT.   

In mid-life he became very interested in eastern thought.  

Since then he has researched and promoted the useful-

ness of meditation and mindfulness practices for many 

severe, chronic illnesses.  His most famous book, Full 

Catastrophe Living:  Using the Wisdom of Your Body 

and Mind to Face Stress, Pain, and Illness is on the 

recommended list for both patients and caregivers  by  

the Washington Chapter of the American Parkinson Dis-

ease Association.    
 

Perhaps of greatest importance for members of Parkin-

son’s Associations is the fact that last year a study was 

published documenting the helpfulness of Kabat-Zinn’s 

program for Parkinson’s patients. (“A qualitative analysis 

of mindfulness-based cognitive therapy (MBCT) in Park-

inson's disease” by Fitzpatrick, Simpson and Smith Psy-

chology and Psychotherapy:  Theory Research and 

Practice June, 2010). 
 

Kabat-Zinn has developed a very rigorous, detailed pro-

gram that can be practiced on an individual or group 

basis.  For anyone interested I would highly recommend 

Full Catastrophe Living, and would also recommend 

his book Wherever You Go There You Are.  Kabat-

Zinn’s program goes far beyond what we are writing 

today, but aspects of his program are similar to those of 

Keating and Chodron described above.   One brief 

quote from Wherever You Go There You Are illustrates 

this.   
 

He wrote, “Experiment with being soft when your im-

pulse is to be hard, generous when your impulse is to be 

withholding, open when you impulse is to close up or 

shut down emotionally.  When there is grief or sadness, 

try letting it be here.  Allow yourself to feel whatever you 

are feeling.  Notice any labels you attach to crying or 

feeling vulnerable.  Let go of the labels.  Just feel what 

you are feeling, all the while cultivating moment-to-

moment awareness, riding the waves of ‘up’ and ‘down,’ 

‘’good’ and ‘bad,’ ‘weak’ and ‘strong,’ until you see that 

they are all inadequate to fully describe your experi-

ence.  Be with the experience itself.  Trust in your deep-

est strength of all:  to be present, to be wakeful.”   

 

 I think that there are some significant commonalities in 

all of these approaches.  It may be helpful to us to stop 

avoiding, running away, or denying our pain both physi-

cal and mental or doing the opposite by catastrophizing 

it.  We can face that which is making us anxious, de-

pressed, or angry, without analyzing it or judging it  Ra-

ther, by using one of the techniques described above, 

we can learn to let it go.   
 

Chodron wrote, “Gradually we can begin to cherish the 

preciousness of our whole life just as it is with its ups and 

downs, its failures and successes, its roughness and 

smoothness,” and with that can come greater peace, 

serenity and capacity to face all of life’s difficult chal-

lenges.”  I can attest to that. 
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Disclaimer: The contents or opinions ex-

pressed in this newsletter are those of the indi-

vidual writers or presenters and do not consti-

tute an endorsement or approval by PAACI 

Staff/Board.  Please consult your personal physi-

cian, attorney or therapist regarding your indi-

vidual medical or legal issues. 



Donation of your brain is one of the most 

important gifts that you can give in helping 

doctors and scientists to better understand 

the way that parkinsonism and thinking 

problems affect the brain. 

 Although it may seem morbid or 

even scary to think of your own passing, 

arranging for brain donation for you or 

your family member sooner rather than 

later can often provide family members 

with closure in knowing the wishes of their 

loved one in advance of death or mental 

incapacity.  It also is invaluable in helping 

us to get closer to finding better treatments 

and cures.  Brain donation allows us to try 

to better understand which brain structures 

are most affected by different forms of par-

kinsonism, to study important protein inclu-

sions that contribute to these diseases, and 

try to correlate specific parkinsonian symp-

toms with different brain pathology.  Brain 

donation is generally acceptable to patients  

Brain Donation: The Ultimate Gift 
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Hospice Care: High Quality Care At The End of Life 

As Parkinson’s Disease (PD) natu-

rally progresses, there may come 

a time when even the best medi-

cal interventions no longer pro-

vide relief of symptoms.  People 

with PD may find themselves hav-

ing difficulty swallowing or main-

taining their weight, getting infec-

tions, needing hospitalization, 

falling or otherwise requiring 

more assistance.  Caregivers can 

become overwhelmed, struggling 

with the challenges of balancing 

the usual demands of life with the 

increasing demands physically, 

emotionally, and financially of 

caring for someone with ad-

vanced Parkinson’s.  Families are 

often frustrated by a lack of re-

sources to provide quality care.  

When the time comes that a per-

son’s needs have grown, treat-

ment is not providing enough re-

lief, and the desire for more ag-

gressive attempts at care is wan-

ing, it may be time to consider 

hospice care.   

It typically costs the patient and family 

nothing, and it also tends to cost insur-

ance companies and Medicare less 

than traditional care.  It is not a type of 

care only for those in their last weeks 

of life, or only for people who do not 

want to be resuscitated.  Hospice un-

derstands that people will have a 

range of wishes at the end of their life, 

and they work to respect those wishes 

and make them a reality. 

What Services Are Provided Under 

Hospice? 

Hospice provides a team of qualified 

staff who fill a variety of roles: nurse, 

nurse aide, social worker, chaplain, 

volunteers, and sometimes therapists 

work in conjunction with the hospice 

doctor and the patient’s doctor.  A 

nurse is on call 24 hours a day.  In ad-

dition, under the Medicare hospice 

benefit (and also many private insur-

ers), the hospice provides the neces-

sary medical equipment such as 

wheelchairs, commodes, and hospital 

beds        ...continued on page 6 

What is Hospice? 

Hospice care is a program of expert care 

in managing symptoms at the end stages 

of disease, maximizing patient choice 

and providing physical, emotional, and 

spiritual support to not only the person 

with PD, but also those who provide care.  

The focus is “high touch, not high tech” 

although they incorporate the latest prac-

tices in providing palliative, or comfort-

focused, medical care.  Ideally, people 

utilizing hospice services will be under 

hospice care for about the last six months 

of life.  While hospices are capable of 

care for people in the last days of life, the 

best hospice outcomes come from rela-

tionships with patients and families that 

started months ago.   

What Hospice Isn’t 

Hospice is not a place; rather, hospice is 

delivered to a person where they live, 

whether that is in their own home, assist-

ed living, or nursing home.  Hospice does 

not provide 24-hour, hands-on care ex-

cept in very rare, time-limited circum-

stances.  Hospice care is not costly. 

of all religions and backgrounds, and it does not in any way affect your 

ability to have an open casket, if those are your wishes.    Sometimes 

brain donation can be done at no charge to the family, if you participate 

in a particular dementia study that results in brain donation; otherwise 

brain donation can cost up to $2,000.  If you are interested in donating 

your brain after passing please speak clearly with your physician re-

garding your wishes to donate your brain and your desire to find a 

study that may allow you to do this at no charge to your family.  For in-

stance, the study currently being done at the Indiana Alzheimer’s Dis-

ease Center, which includes autopsy and brain donation is called the 

CORE study.   If you’re interested in this particular study please call 317

-274-4939 or for general information about brain donation please call 

Leo at 317-274-4398.   Special thanks to Johanna Hartlein, Nurse Prac-

tioner and Research Coordinator, Washington University School of Med-

icine and The Link, St. Louis APDA for sharing this article with us. 
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and may cover supplies such as inconti-

nence products.   

 The hospice provider must also 

cover the cost of certain medications.  

The medication covered are those re-

quired for symptom control or comfort 

for the diagnosis for which the person is 

receiving hospice.  For example, if a 

person with PD enters hospice, they 

should expect that the hospice will cov-

er the cost of many PD drugs, as they 

relieve uncomfortable PD symptoms.  

However, if the person also has high 

blood pressure, the hospice will not 

cover those medications.  This does not 

mean that the person can no longer 

take their blood pressure pills; it just 

means that it falls outside of the respon-

sibility of hospice.   

 While most care is provided at 

home, there may also be times when 

the family either needs a break or can-

not be there for a period of a few days.  

In these cases, hospice can provide 

respite care.  In hospice, this typically 

means that the care of a person will be 

temporarily transferred to a nursing 

facility and hospice bears the cost.  Af-

ter respite is over, the person returns 

home.  There may also be rare occa-

sions when a person’s medical condi-

tion cannot be handled at home.  In the-

se instances, the hospice would cover 

the cost of in-patient care.  Inpatient 

care can be received either in a hospi-

tal or a skilled nursing facility.   

 An important focus of hospice 

is the support the family receives in 

addition to the care provided to the 

patient.  Because of this, in addition to 

the services already mentioned, hos-

pice provides at least a year of be-

reavement care following the hospice 

patient’s death. 

Cost and Coverage 

Most people with PD who would enter 

hospice will be covered by Medicare or 

Medicaid, but private insurance also 

typically covers this care.  While pri-

vate insurance may operate differently, 

in most cases hospices are reimbursed 

a flat daily rate for all care provided.  In 

the majority of cases, patients pay noth-

ing for this care. 

When is the Right Time for Hospice? 

Hospice is a robust program that pro-

vides a high quality of care that is well 

received by families.  Unfortunately, 

for many people, hospice comes in far 

too late.  While the standard for hos-

pice is that people must be (in the best 

estimate of the physicians) within the 

last six months of their life, most peo-

ple are only in hospice for a few 

weeks.  According to the National Hos-

pice and Palliative Care Organization, 

in 2009 almost 50% of all hospice pa-

tients died within two weeks of begin-

ning care.  This is not because hospice 

hastens death; rather, it is because 

people are referred to this type of care 

too late.  It is a myth that patients can-

not be in hospice longer than six 

months.  Patients can remain in hospice 

for as long as necessary, as long as 

they continue to meet enrollment crite-

ria.  The best hospice care is provided 

when the patient, family, and hospice 

team have the time necessary to estab-

lish a relationship, trust, and a solid 

plan of care.  Please see the sidebar for 

more information about discerning 

when a person with PD might meet 

criteria for admission into hospice 

care. 

Finding a Hospice Program 

There are many hospice programs 

available throughout the region.  Some 

are affiliated with hospitals, nursing 

homes, or home-care agencies while 

some are stand-alone agencies.  Some 

are for-profit.  Hospices may vary 

slightly in their philosophies, the ser-

vices they provide, and what they cov-

er.  If you are considering hospice, it is 

useful to meet with a couple of agen-

cies to talk about these differences and 

get a feel for the care you would re-

ceive.  For people who reside in nurs-

ing homes, the facility typically has 

contracts with a few agencies from 

which you can choose.  For people liv-

ing at home, you can ask your physi-

cian for a referral, and you can also 

search the National Hospice and Pallia-

tive Care Organization website at 

www.nhpco.org.   

This article courtesy of Stacey K. Bar-

ton, MSW, LCSW, Clinical Social Work-

er, Dept. of Neurology, Washington 

School of Medicine and The Link, St. 

Louis APDA. 

Discussing Hospice with Loved 

Ones and Doctors 

It can be difficult to broach the sub-

ject of hospice with family.  There is 

help available for these discussions, 

and it is acceptable to ask your doctor 

or other healthcare providers about 

this option for you or your loved one.  

Oftentimes, people are all thinking 

about the care to be delivered, but 

are hesitant to bring up these sensi-

tive issues.  Hospice is not giving 

up—it is about providing the best 

care possible in the absence of a 

cure. 

 

Medicare has specific criteria for hos-

pice admission.  Here are some prob-

lems a person with PD might be ex-

periencing that would be clues that 

hospice may be appropriate. 

 Inability to dress, bathe, or feed 

oneself 

 Incontinence 

 Inability to communicate well 

 Multiple hospitalizations or ER 

visits 

 Development  of other problems 

such as pneumonia, urinary tract 

infections, sepsis, bed sores, or 

recurrent fever 

 Weight loss (10% in the last six 

months is significant) 

 Swallowing problems, needing 

to change food consistency 

 Inability to walk without          

assistance 

 Other co-occurring severe     

medical conditions 

 Dementia 

 Rigidity 

 Increase in sleeping or severe 

fatigue 

 

 

Guidelines For Knowing 

When To Begin Hospice 



Help with 

 Medications  
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Upcoming Webinars from the 

Parkinson’s Disease Foundation  

These webinars are free, but you must 

register.  You can participate via a toll 

free number or via the web.  

Registration is available 

approximately 4 weeks prior to the 

event.  Visit http://www.pdf.org/ or 

call 800-457-6676 for more information 

or to register.  This year’s PD Expert 

Briefing series has been made 

possible by an educational grant from 

Teva Neuroscience. 

Medicare currently offers a low-income 

subsidy for prescription drug costs.   If 

you are  

-currently enrolled in Medicare Part D  

   drug benefit program 

-receiving the Medicare Low-Income  

    Subside for prescription drugs 

-over the age of 65 and receiving  

     Medicaid  

You may be eligible for brand name pre-

scription co-pays of $6.30 or less.  To 

apply call Social Security toll-free at  

1-800-SSA-1213 or visit 

www.socialsecurity.gov/extrahelp. 

If you aren’t eligible for low-income sub-

sidy you might be able to get help with 

your prescription drugs through the drug 

company that makes your drug.  Even if 

you are not generally eligible for help 

you might be eligible during the “donut 

hole” of medicaid, but you must include 

the information that you are in the “donut 

hole”. 

Please consider making your end-of-year tax-deductible donation to  

PAACI this year, or if you’d prefer you can set up a small monthly 

donation with your credit card. 

 

Name:________________________________________________________ 

 

Phone:________________________________________________________ 

Donation Info:             Circle One 

Amount:_________________  one-time or monthly 

Card: (circle one) Mastercard Visa Discover 

 

Card #:_______________________________________________________ 

 

Expiration Date:_________________   CVV2 Code:_________________ 

(CVV2 Code is the 3 digit code on the back of the card) 

 

In Honor/Memory of:___________________________________________ 

 

Please Notify:__________________________________________________ 

 

Address:_______________________________________________________ 

 

City, State, Zip:_________________________________________________ 

 

Comments:____________________________________________________ 

_______________________________________________________________ 

PAACI  Now Accepts 

Credit Cards! 

Caring for a Person with Late Stage Parkinson’s 

Tuesday, November 22, 2011, 1:00PM ET- 2:00PM ET 

 

Driving & Parkinson’s: Balancing Independence & Safety 

Tuesday, January 31, 2012, 1:00PM ET– 2:00PM ET 

 

A Closer Look at Anxiety and Depression in Parkinson’s 

Tuesday, March 6, 2012, 1:00PM ET– 2:00PM ET 

 

Parkinson’s Medications: Today and Tomorrow 

Tuesday, April 17, 2012, 1:00PM ET– 2:00PM ET 

 

Understanding the Progression of Parkinson’s 

Tuesday, June 26, 2012, 1:00PM ET– 2:00PM ET 
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Research Opportunities 

Exercise & PD at 

University of Indianapolis 

Requirements: diagnosis of PD, live at 

home, symptoms of PD and able to 

walk, no neurological conditions other 

than PD, have not had brain surgery, 

can follow 3-step instructions, able to 

travel to research sessions.   

If interested call Stephanie Combs at 

317-788-3523 or scombs@uindy.edu 

Speech Treatment Study at  

Purdue University 

Requirements: diagnosis of idiopathic 

PD, problems with speech, native 

speaker of American English, no neuro-

logic conditions other than PD, no asth-

ma or respiratory problems, no heart 

problems including hypertension, no 

history of laryngeal, throat or oral can-

cer, no head, neck or chest surgery 

(except mastectomy or implant/

ablation surgery for PD), non smoking 

for the last 5 years. 

Compensation  $180 

If interested call Meghan Darling  

at 765-494-6488 . 

Essential Info about PD  

(Part 1) 

For the next few newsletters we will be 

including information and/or check 

lists that you may want to keep on hand 

or have available for doctor and/or ER 

visits.  Please use what is appropriate 

for you and your family. 

I personally exhibit the marked  

characteristics of Parkinson’s Disease 

 Tremor 

 Rigidity/stiffness of muscles 

 Bradykinesia (slowness of move-
ment) 

 Stooped movement 

 Low blood pressure 

 Difficulty walking/imbalance/falls 

 Difficulty swallowing 

 Dementia/hallucinations/confusion 

 Speech problems (reduced 
volume/slurred) 

 Constipation & urinary symptoms 

 Drooling 

 Sleep disturbances (daytime som-
nolence, night time insomnia, act-
ing out dreams) 

 “Masked face” (flattened effect) 

FDA Drug Safety 

Communication 

The U.S. Food and Drug Administration 

has reported that there are currently 

ongoing safety reviews of Stalevo with 

regards to possible increased cardio-

vascular risk and possible develop-

ment of prostate cancer.  At this time, 

FDA’s review of Stalevo is ongoing and 

no new conclusions or recommenda-

tions about the use of this drug have 

been made.  You doctor should regu-

larly evaluate your cardiovascular sta-

tus, especially if you have a history of 

cardiovascular disease.  FDA has not 

concluded that Stalevo increases the 

risk of developing prostate cancer.  

The agency is still reviewing the availa-

ble information regarding safety con-

cerns.  Patients should not stop taking 

Stalevo unless told to do so by their 

doctor.  The FDA is exploring addition-

al ways to assess Stalevo and will up-

date the public when this review is 

complete.  For more information please 

go to www.fda.gov. 

PD Medication Information 

 

You should ALWAYS keep a list of 

your medications, doses and aller-

gies with you, just in case.   

Medications Contraindicated for use 

in PD Patients: 

 Haloperidol (Haldol) 

 Chlorpromazine (Thorazine) 

 Thioridazine (Mellaril) 

 Molindone (Moban) 

 Perphenazine (Trilafon) 

 Perpenazine & amitriptyline 
(Triavil) 

 Benzodiazapines 

 Thiothixene (Navane) 

 Flufenazine (Prolixin) 

 Risperdal 

 Zyprexa 

 Geodon 

 Abilify 

 Promethazine/Phenergan 

 Prochlorperazine 

 Metoclopramide (Reglan) 

 *Dextromethorphan 

 *Benadryl 

*These can worsen confusion,  

particularly in elderly PD patients. 

Potential Serious PD  

medication side effects:  
 

MAO-B Inhibitors (selegeline, rasa-
giline, Selapar): Demerol must nev-
er be given with MAO-B inhibitors!  
If possible, MAO-B inhibitors should 
be stopped for two weeks prior to 
surgery.  It is imperative that the 
attending physicians verify and stip-
ulate this interval.  These medica-
tions may be given with SSRI’s safe-
ly. 
 

COM-T Inhibitors (Stalevo, Comtan, 
Tasmar):  These medications can 
cause severe diarrhea which will 
resolve one the medication is 
changed. 
 

Dopamine Agonists (Requip, 
Mirapex, Parlodel):  Watch for ob-
sessive-compulsive behavior, hallu-
cinations, swelling, and psychosis. 
 

Atypical Anti-psychotics (Seroquel, 
Clozapine):  These drugs are utilized 
to help control hallucinations and 
delusions.  May cause hypotension, 
clozapine must be monitored with 
weekly CBC’s/diff for neutropenia. 

Factors That Worsen PD 

Symptoms 

 

 Not getting medications on time 

 Taking Carbidopa/Levodopa, 
Sinemet®, Parcopa® with protein 
or iron 

 Stress, anxiety, lack of exercise 
and/or the need for rest 

 Being prescribed incompatible 
medications 

 Infection 

If you have a deep brain stimulation 

implant you should keep your DBS 

nurses phone number on hand.  DBS 

questions can also be directed to Med-

tronics at 1-800-328-0810.  Please keep 

in mind that diathermy (therapy which 

uses high-frequency current) is com-

pletely contraindicated; MRIs can only 

be done following strict guidelines 

Information included on this page is courtesy 

of the National Parkinson Foundation, Center 

for Care and the Parkinson’s Resources of Ore-

gon and OHSU’s Parkinson Center of Oregon. 
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Rock Steady Boxing—317-205-9198 

Peak Performance Fitness Center 

5030 E.62nd St., Indpls., IN   

Classes free to people with PD including Advanced boxing, 

intermediate, beginners, and advanced stages of PD.  There 

is a monthly $25 gym fee.  Please call for dates and times or 

visit www.rocksteadyboxing.org 

 

The Climb is a faith based exercise program run by a certi-

fied physical therapist based on the book “Delay the Dis-

ease” by David Zid.  Please call for class dates and times. 

The Climb North  - 317-774-7252 

White River Christian Church 

1685 N. 10th St., Noblesville, IN 

$10 per week—Financial assistance available 

Spouses and caregivers are free. 

http://indianaparkinson.org 

The Climb South— 317-946-5340 

New Hope Church in Greenwood 

5307 West Fairview Rd., Greenwood, IN 

$5 per session or $45 for 10-week pass, first class free 

Caregivers and spouses encouraged to attend 

 

Physical Therapy Class—317-823-6841 

Westminster Village North, 11050 Presbyterian Dr. 

Wednesday—12pm, Free of charge 

 

Aqua Classes &  Personal Training for Parkinson’s 

Pam Runyan—317-547-8349 

Hilltop Pool at North Central High School 

Call for dates, times and cost 

 

Chair Exercise Class—317-872-4567 

Morningside of College Park, 8810 Colby Boulevard 

Monday-Tuesday-Friday at 1pm, Free of charge 

 

 

Ft. Wayne Exercise Classes—260-486-4893 

Turnstone Center, 3320 N. Clinton St., Ft. Wayne, IN 

Monday & Wednesday 10:30-11:30am 

 

 

Northside Indy 

2nd Presbyterian Church 

Call Bunny Alexander—317-726-5413 

 

Wabash Valley PD Support at  

Westminster Village North, 11050 Presbyterian Dr. 

4th Friday each month at 10am and 

3rd Thursday each month at 5pm 

Call Donna—765-463-2620 

 

Young Parkinsons of Indiana 

Call the PAACI Office for info at 317-255-1993 

Westside Indy 

Westside Support Group 

Westside Garden Plaza at 8616 W. 10th St. 

2nd Sunday each month at 2pm 

Call Julia— 317-244-4463 

Outside of Indy 

Kokomo PD Support Group 

Howard Regional West Campus 

Call Sherry Otto—765-454-4544 

 

South Bend Parkinson’s Support Group 

1st Monday each month 

Call Bill Siri for info—574-674-6542 

 

Muncie Support Group 

Call Dora at 765-284-5848 or  

Margaret at 765-282-3758 for date, times and topics 

 

Ft. Wayne Parkinson’s Support Group 

Turnstone Center, 3320 N. Clinton St. 

3rd Tuesday each month at 7pm (except Dec.) 

Call Dan Spangler—260-486-4893 

 

Support Groups 

If I missed your exercise or support group please  

accept my apology and call me or send me an e-mail at  

sheripaaci@sbcglobal.net so I can get you added into 

the next newsletter. 

 

PARKINSON'S 

AWARENESS 

ASSOCIATION 

OF CENTRAL 

INDIANA 

317-255-1993 

Medical Alert:  I have 

Parkinson’s Disease which 

could make me move slowly 

and have difficulty standing 

or speaking.  I am not 

INTOXICATED.  Please call my 

family or physician for help. 

C
u
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u
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n
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e
e
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Parkinson’s Care Partner Support Group 

3rd Tuesday of each month, call for more information 

Call Glenda—317-867-2075 or Nancy—317-462-1663 

Northside Indy—Caregiver Support Group 

Fairview Presbyterian Church, 4609 N. Capitol Ave. 

Call 317-261-3378 for dates, times & topics 

Southside Indy—Caregiver Support Group 

St. Mark Catholic School, 535 E. Edgewood Ave, Rm. 8 

Call 317-261-3378 for dates, times & topics 

Ft Wayne—Caregiver Class  

Turnstone Center, 3320 N. Clinton St., Ft. Wayne, IN 

Wednesdays—10:30-11:30am 

Call Dan Spangler at 260-486-4893 for more info 

Caregiver Support Groups 

 

Name___________________________________________________ 

 

Address________________________________________________ 

 

Person to call_______________________________________ 

 

Phone__________________________________________________ 

 

Address________________________________________________ 

 

Physician______________________________________________ 

 

Phone__________________________________________________ 

Perhaps you have some questions regarding depres-

sion or Parkinson’s Disease that you would like Dr. 

Pressner or Dr. Beristain to address.  If so please 

forward them to the editor.   The doctors  will attempt 

to address them.    Also if you have any general ques-

tions about the mental health aspects of Parkinson’s 

Disease, Dr. Pressner would be happy to address 

them in future articles.  Unfortunately, we are unable 

to give individual advice because we simply would 

not have enough information about any individual’s 

life and situation.   We would, instead, encourage 

you to consult with your current physician or mental 

health professional.   

If you do have questions please either e-mail Sheri at 

sheripaaci@sbcglobal.net or send via snail mail to 

PAACI, 4755 Kingsway Dr., #333, Indpls., IN  46205 

Questions??? 

Please cut out card and carry with you  

Donations Over $100 
Glen & Diane Bohman 
Dean & Melanie Cardamone 

David & Diane Giltner 

Orin & Velma Grogan 
J.B. & Ann King 

Edward & Carolyn McClure 

Michael McConnell 

David & Roseann Monday 

Joseph & Sharon Pressner 

Gene & Jackie Ray 

Phillip & Bette Tevis 

Lawrence North High School 

Crutchfield 

Lowe’s Pellets & Grain, Inc. 

MFFG-Risk Management Dept. 

Eastside Optimist of Indianapolis 

Donations under $100 
George & Debra Abel 

Peggy & Chad Barnes 

Leon & Mary Ann Beaty 

Regina Bridgman 

Tricia Clark 

Wilda Cockrill 

Claudia Davis 

Ron Flynn 

Milt & Donna Gossett 

Steven Haboush 

Bob & Nancy Kuester 

James Larrick 

Margaret Layne 

John & Grace Long 

Patrick & Lori Mahoney 

Dave & Deb Marendt 

Cecilia Mencias 

Diane Murray 

Carolyn Nichols 

William & Virg Schreckgengast 

Donald & Joan Shepherd 

Dwight & Joyce Sheets 

Susie & Tom Siegel 

Mary Skinner 

Mabel & Greg Smith 

Jerry & Cindy Teter 

Roland Thomas Family 

Joan & Walter Wolf 

Dave & Addie Yoder 

Crooked Bend Community Assn. 

The RND Group 

Mainsource Financial Group 

Monticello Eye Center 

Donations under $50 
Gene & Jane Beyt 

Maureen Borto 

Carolina Braga 

Elsie Britton 

James Butterly 

Jack & Bev Dwiggins 

Lavern & Irene Ellens 

Dick & Marilyn Ellis 

William & Trishie Fayette 

Morris & Maxine Fix 

Jenny Frank 

Bob & Noel Franke 

Rick & Jan Fulmer 

Barbara Habermann 

Joe & Debbie Harker 

Ann Hastings 

Don & Norma Haynam 

Patricia Hoon 

Paul & Mary Ann Hornsby 

Natalie Hornsby 

Diane Iseminger 

Ronald & Alice Kilgore 

Marcia & Jake Ladd 

Duane & Marian Miller 

Robert & Barbara Mounce 

Laura Mulligan 

Diane Murray 

Patrick & Janice O’Brien 

Jimmie & Lois Parks 

Cal & Susan Persohn 

Neil Pickett 

Jim & Judy Reeves 

Michelin Rieman 

Larry & Susan Rockafellow 

Steve & Linda Stratman 

Mike & Debbie Stevenson 

Roger & Nancy Stone 

Donald & Sheila Thornburg 

Michael & Cynthia Torrance 

William & Carolyn Weikert 

Lois Jean Weimer 

Jerry Wells 

Richard & Mary Williams 

Paul Wilson 

Jerry & Laina Winslow 

Martin & Carol Zagarinsky 

Care Partners Support Group 

Mt. Vernon Community School 

 Corp, 

Catholic Charities of  

 Indianapolis 

Crestwood Village East 

Freedom Senior Services 

John Deck 

Jim & Nancy Pressner 

Dr. Jospeh & Sharon Pressner 

Relay InTRAC 

Riverview Acute Rehab 

Senior Health Insurance  

 Information Program 

Teva 

Town & Country Printing 

UCB 

Visiting Angels 

Westside Garden Plaza 

Symposium Sponsors & Tables 
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Circle One: $25 dues Gifts     Honorarium    Memorials T-shirt              Bag Mug 

 

 Wedding Birthday Anniversary Other:______________________________________________ 

 

In Honor or Memory of:_________________________________________________________________________________ 

Name of Donor:________________________________________________________________________________________ 

Address, City, State & Zip:______________________________________________________________________________ 

Name of Recipient or Family:____________________________________________________________________________ 

Address, City, State & Zip:______________________________________________________________________________ 

Please mail your tax deductible donation to:  

PAACI, 4755 Kingsway Dr., #333, Indpls., IN  46205 

Memorials, Contributions, Dues and Purchases 

Thanks to the following 

members who paid dues: 

Daniel Ball 

Dave & Connie Beery 

Gary Boring 

Joe Carney 

Dick & Dorothy Crane 

Wilda Cockrill 

Robert Darby 

Phyllis Ebbert 

Ahmad El Antably 

Jim & Jeanne Flanders 

Robert & Norleen Fort 

William Funke 

Norman & Donna Funkhouser 

Elizabeth Gigax 

Thomas & Patricia Grabill 

Orin & Velma Grogan 

Gregg & Ann Grosh 

Barbara Habermann 

Rick & Ann Heintzelman 

Marjorie Herald 

Norma & Roger Jacobson 

Michael Jeffries & Judith East 

Pamela Kerr 

James & Martha Klemm 

Karl Kovacs 

Edward & Carolyn McClure 

Michael & Cynthia McConnell 

Dianne Murray 

Jerry & Judith Orr 

Greg & Julie Powers 

Jim & Nancy Pressner 

Randy & Jayne Rains 

Tom & Marilyn Ransom 

Frank & Martha Ridoux 

Ronald & Josette Rolley 

John & Juanita Rosenstihl 

Cindy Schaefer 

Thomas Sluss 

Paula Tomlin 

 

 

 

Don & Lori Wagner 

Emily Ward 

Henry Weaver 

Marilyn Wilson 

Charles & Joann Whorwell 

Mary Yeaman 

Martin & Carol Zagarinsky 

John Zook 

 

Helpful Phone Numbers 

***PAACI Office—317-255-1993*** 

Young Parkinsons of Indiana 

317-255-1993 

Indiana Parkinson’s Foundation 

317-630-0315 

Westside Support Group 

317-244-4463 

Parkinson’s Care Partner Support 

Group—317-867-2075 or 902-7373 

Caregiver’s Support Group 

317-261-3378 

Dr. Xabier Beristain—317-863-2095 

Dr. Joanne Wojcieszek &  

Dr. Liz Zauber—317-944-4000 

Indiana Reading & Information  

Services—317-715-2004 

CICOA—317-2545465 

RX for Indiana—1-877-793-0765 

Don’t’ Forget…   
Open enrollment for  

Medicare ends   

December 7th, 2011. 

Congratulations to...  
David & Glenda Ockerman who are  

celebrating their 50th Anniversary...Wow!!! 

Rose Green just turned 92...Amazing!!! 

Fred Schmidt who lives his life beautifully  

despite Parkinson’s Disease...Phenomenal!!! 

David Waterman & Susie Wolf both got  

engaged, but not to each other...Great News!!! 

Christine Mackey & Ryan Giltner tied the 

knot...Yah!!! 

Rest in Peace Dear 

Friends: 
Ted Aichele, Thomas F. An-

derson, Betty Blando, Carol 

Boyce, Minnie Brown, Dale 

Burns, Connie Carney, Her-

bert Lee Coffey Sr., Robert Coffey, Sydney P. 

Cook, Leroy Edens, Mother of Elaine Gust, Jean 

Flynn, Shirley Foucet Miller, Joseph Harmon Jr., 

Clifton Eugene Jeffers, Dennis “Red” Keusch, 

John Martin, Thomas Means, Mel Milgate, Mar-

tha Lou Monday, Charles Norvell, Casper, Mar-

sha Riley, Mary Connie Robbins, Richard Smit-

ley, James D. Thompson, Ruth Ann Thompson, 

Robert Wells, Earl B. Wiggins, Phillip Williams, 

Susie Wolf.   



PAACI 

4755 Kingsway Dr., #333 

Indpls., IN  46205 

Phone: 317-255-1993 

or 

E-mail: sheripaaci@sbcglobal.net  

Name, Address, 

Etc. 

PARKINSON'S AWARENESS ASSOCIATION 

OF CENTRAL INDIANA, INC. (PAACI) 

Show your support for PAACI 

Shirts, travel mugs & bags available 

W E ’R E  ON  THE  W EB… 

V is i t  us  a t  pa a c i . o rg  o r  o n  
Fa c e b oo k  a t  I n d ian a p o l i s  

Pa rk i n so n  

 If you’d like to support PAACI and 

show your support for your friends 

and family with Parkinson’s Disease, 

purchase one of our Parkinson’s 

Awareness t-shirts, mugs or bags. 

T-shirts—$20  

(pink, yellow or blue) 

Bags—$10 

(black w/pink, green or red) 

Travel Mug—$5 

(purple & black) 


