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What does a neurological disease look like?

A closer look at ALS

Amyotrophic Lateral Sclerosis (ALS), or Lou Gehrig’s Disease

A progressive, degenerative, neurological condition of unknown origin

Affects people of both sexes, all races, and all walks of life; Adult risk is 1:500

People diagnosed with ALS have their lives cut dramatically short
+ On average a life expectancy of only two to five years
+ Only half live past three years after diagnosis
+ Only one out of ten patients will live for more than ten years

In 2013, 80 people with ALS in ALSAIN database died

In 2013, 90 people in the ALSAIN database were diagnosed with ALS

At any given time, there are about 350 people in the ALSAIN database with ALS

The average age for a person who is first diagnosed with ALS is 55

Military Veterans are twice as likely to get ALS

Often misdiagnosed

* The progression of the disease for most patients is very fast; not a steady decline
* Each person with ALS has a different presentation of symptoms
* The outcome is always the same: premature death
* As the disease progresses:

* The person is robbed of life-sustaining functions

* Eating

Drinking
Swallowing
Breathing

All while the person remains:
« Cognitively intact
© Alert
* Feeling
* They are still the same person

Their strength diminishes:
* Their breathing becomes increasingly more labored and shallow
* Their speech fades
+ They can no longer swallow safely
* They require increasingly more care.
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How can you help
people who are
affected by ALS...

Indiana Chapter

Create a world
without ALS.

ALS Association

Fighting Lou Gehrig's Disease

Approaches for progressive
Neurological Diseases

“I am not dying but Iam  “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. T 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. “

Critical Periods for
Patient and Family Stress

Receiving a diagnosis

Early signs of disability

Need for occupational changes

Losing ability to drive safely

Feeding tube, breathing assistance (ALS)
Emergence of severe health problems
Considering home health

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




ALS Association Certified
Center of Excellence

HEALTH

Indiana University ALS Clinic
U Neuroscience Bulding
Gooaman Hal
3554 151h Stroet, 3rd Floor
Indianapoiis, N 45202

Who's Who in the ALS Clinic:

NeurologyTeam:
- "Dr.Pascurs,” Robart Pascuzzi, MD
LS Specias Nowologet
“Dr. Budkin.” Cynthla Bidkin, WD
LS Specils Neunlogel
Sean

‘About your visit

Team:

Please.... Be Pationt! Tneteam sssists pa-
terts iha are experiencing comple ssues.

Because the cinc Suives 1o orevde the best
care to everyone. expect tat your visitwill
Iast atleast & hours

Please bing any medcations you ae curently
taking

16y can, please have a usted dultwih you

The clic fs an excellent alace or saterts
oktan medical ercos fram 2 specialzec
team, and s, therelore, 2 great place for mect-
3l studerts and medical residents o leam
Sbout ALS. A yeurvisk there il profietly b

“Dr. Prablous” Nathan Prahiows MD
Phyeical e cing and Rahas Physician

« “Ryan.” Ryan Noyonhaus, O
Seeupaiorsi herspt

Petar A Couk, CO
fed Ortorsr

Thom, ATP
. Tery King
Mesical Bquipment Specialsts

Respiratory Therapy:

careteam

Indiana University ALS CI

Angi Micheels, PT
Offics (317) 9637385
amichedi@upuieds
Pager (217)812.2288

Sancy Guinich, LN, CCRC
Office (317) 9637382
sauingn@iupu sdu
Pager (317)312.1639

Clinic FAX: (317) 9637532

« “Brends,” Brenda Moy, AT

Bren sy, R
Respiatory Theapiet
Speech and Nutrition Team:
- “Hachelle” Rachello Dates, MS, CCC.SLP
T
- “Saily” Saity Guora, KD
Restood Dioiian

Care Services and Social Work Team;

toathor Hudson, HSW.
all, BSW

The ALS Assocstan ndians Chipter
Clinie Coordinators:

dy, * Sandy Guinarich, LPH, CCRC.
© “Angl” Angi Michools, PT

Roudehush VA Medic et

* ALS is a presumptive condition for VA Service Connected Disability benefits
+ All Veterans who develop ALS at any time after separation from service may be
eligible for compensation for that disability

.

with ALS

.

The VA offers many benefits that are essential in caring for a patient diagnosed

medical care and services including a multidisciplinary ALS Team, adaptive

equipment, medications, home health care, nursing home benefits, and home

modification

* The Indianapolis VA is the appointed site for the VISN 11 Region
+ Offers a multidisciplinary approach to ALS care

* Provides intensive case management services to Veterans who have been
diagnosed with ALS and their families
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1 am a caregiver for someone.

If1 am incapacitated, please immediately notify:

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

| .am a caregiver for someone.
My Name 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.

ALS oysirdmon
(317)515-9838

info@alsaindiana.org

Living With ALS Videos ']
Mobility, Activities of Daily Living, Home y z vee
Adaptations Jfor your information

Adjusting to Swallowing Difficulties and

. y
Maintaining Good Nutrition Benef.lts .
* Caregivers Topics
+ Communication Solutions and Symptom * Newly Diagnosed
Management * For People with ALS

* Research / Clinics
* Speech / Swallowing

Clinical Care Management

Adapting to Breathing Changes and Use
of Noninvasive Ventilation

st Living a Fuller Life with ALS
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Thank you for your interest
in learning about ALS and
The ALS Association Indiana Chapter.

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

8/8/2014



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




