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“Never, Ever Give Up”

Indiana Chapter
Create a world
VA without ALS.
i

Improving Access to Support Services and
Care Strategies from Health Agencies
Focused on Parkinson Disease

Leo Rafail, BSW

Care Services Program Manager
The ALS Association Indiana Chapter
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Masdlike facies

What people see as
Parkinson disease

remor

What does a neurological disease look like?
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Early PD symptoms may be subtle

* Reduced arm swing

* Shoulder pain

* Change in hand writing

* Tremor

PD motor symptoms-
Unilateral (one-side onset)

* Tremor

* Rigidity

* Bradykinesia “slow movement”

Categories of non-motor symptoms

* Mood- depression, anxiety

* Cognition- Organizing, visual/spatial,

hallucinations, dementia in later stages

* Autonomic- constipation, bladder urgency or
frequency, lowering of blood pressure

* Sleep- apnea, REM Behavior Disorder,
excessive daytime sleepiness

Speech- hypophonia, monotone, slurring

* Impulse control disorders




PD Motor fluctuations include
“Wearing oft” and dyskinesia

* Wearing Off — benefit of medicine does not last
until next dose- takes a long time to recover

* Dyskinesia — involuntary twisting movements
which occur at the peak of levodopa dose

How can you help
people who are
affected by
Parkinson Disease

Approaches for progressive
Neurological Diseases

“I am not dying but Tam  “I know what quality of life

living with a disease means for me. For the time I
that can utilize feel I have an acceptable
technology which will  quality of life, I choose to live
perhaps indefinitely with this disease.

prolong my life. [ am That said, I have chosen not
still a useful being and to utilize certain

will do everything to interventions to prolong
stay alive.” this disease.
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Critical Periods for
Patient and Family Stress

* Receiving a diagnosis

« Early signs of disability

¢ Need for occupational changes

* Losing ability to drive safely

* Emergence of severe health problems

¢ Considering home health

¢ When out-of-home placement is being considered
* Considering palliative care and hospice

1 am a caregiver for someone.

If1 am incapacitated, please immediately notify:

My loved one is dependent upon me and requires
assistance.
Thank You.

Lam a caregiver for someone.
My Name is: _ S
The people listed on the other side of this card are
individuals that NEED to be notified. The loved one | take
care of requires immediate assistance.

Parkinson’s Awareness Support Association Tri-State (PASATS)
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http://parkinson.org/
http://www.unitywalk.org/content.php?ID=487
http://www.unitywalk.org/content.php?ID=483
http://www.unitywalk.org/content.php?ID=484
http://parkinsoncenter.org/
http://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&docid=vV6J8fM96TUvpM&tbnid=w4X_x6hZnboIoM:&ved=0CAUQjRw&url=http://indycreativeaging.org/ai1ec_event/parkinsons-symposium-2013/?instance_id%3D&ei=xZfhU-52jqPIBNjHgLAO&bvm=bv.72197243,d.aWw&psig=AFQjCNFIvjeS8jxkNRzsOWFV6O_B2A0rVQ&ust=1407379773435760
http://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&docid=vV6J8fM96TUvpM&tbnid=w4X_x6hZnboIoM:&ved=0CAUQjRw&url=http://indycreativeaging.org/ai1ec_event/parkinsons-symposium-2013/?instance_id%3D&ei=5pfhU9-1OYysyATZ_ICQAw&bvm=bv.72197243,d.aWw&psig=AFQjCNFIvjeS8jxkNRzsOWFV6O_B2A0rVQ&ust=1407379773435760
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DELAY THE DISEASE

Exercise to Fight Parkinson's Symptoms
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Thank you for your interest
in learning about Parkinson Disease and
resources .

You will have many opportunities
to improve the lives of people
with Parkinson Disease and their friends
and families.

CARE GIVER PRAYER

As I stumble through this life, help me to create more
laughter than tears, dispense more happiness than gloom,
spread more cheer than despair. Never let me become so
indifferent that I will fail to see the wonder in the eyes
of a child or the twinkle in the eyes of the aged. Never
let me forget that my total effort is to cheer people,
make them happy and forget at least for a moment all
unpleasant things in their lives.

And, in my final moment, may I hear you whisper:

"When you made My people smile, you made Me smile.’



https://www.nela.org/NELA/index.cfm

