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WHAT IS ALS?

Amyotrophic Lateral Sclerosis (ALS):
¢ Progressive neurodegenerative disease affecting nerve cells in the brain and

spinal cord leading to extensive muscle atrophy and weakness
+» Often known as Lou Gehrig’s disease
% Commonly diagnosed between the ages of 40 and 70

% Average life expectancy: 2 — 5 years

J
0‘0

About 90% of cases are sporadic, 5%-10% of cases appear genetic

L)

» About 5,000 people diagnosed each year

Symptoms of ALS:
** Limb Onset:
O Progressive muscle weakness of extremities

O Changes in muscle tone
O Individuals may initially present with:
® Foot drop resulting in tripping / difficulty walking, fatigue /
exercise intolerance, decreased fine motor skills, muscle
fasciculation, muscle cramping or atrophy, weakness in hands,
arms or legs
+¢* Bulbar Onset:
O Progressive weakness of muscles required for speaking, swallowing
and breathing
O Individuals may initially present with:
®  Changes in voice and speech, slurred speech, difficulty
swallowing or chewing, shortness of breath

+* Rate and progression of symptoms vary from person to person
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Diagnosis of ALS:
+* Difficult to diagnosis, no specific test or procedure is used to diagnosis

+* Diagnosis may occur through:
O Clinical examination
O Diagnostic tests (which may include: EMG, MRI, nerve conduction
velocity, blood and urine samples, spinal tap, x-ray, myelogram,
muscle/nerve biopsy, neurological examinations)
O Ruling out other disease

Stages of ALS:

** Important: There are no officially defined stages of ALS — Not all persons

living with ALS (pALS) experience the same symptoms in the same order. In
general, the progression can be divided into three stages:
O Early Stages of ALS:
" Presents as symptoms mentioned above (p. 3)
" Symptoms may cause pALS to drop items, trip, fall, or have
difficulty with day to day movements and tasks
= Weakness may only be in one arm or leg at this time
= Able to complete daily tasks with minimal assistance or
independently
O Middle Stages of ALS:
®  Moderate weakness - atrophy progresses throughout body
=  Use of some muscles may be completely lost
®  Speaking, swallowing, and breathing difficulties may emerge for
PALS with limb onset

®  Decreased independence in daily tasks
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O Late Stage of ALS:
" Majority of muscles become paralyzed
® |nability to speak or swallow - Respiratory issues emerge
e May require feeding tube and / or breathing support

® Dependent on others / external support for daily tasks

Treatment / Intervention for ALS:
+* Currently no cure for ALS

¢ Treatments with potential for lengthening survival: Riluzole, Radicava
O Pending roll-out 10/2022: Relyvrio
+%* Palliative or Hospice Care

** Occupational, Physical, Respiratory and Speech Therapy

Bulbar:
eech
Respiratory: )
--------- py =a vation
Dyspn
lowing
Orthopnea
Fine Motor:
Gross Motor: % Handwriting
Turning in be Cutting food

+ Climbing stairs

https://www.alspathways.com/hcp/monitoring-als/
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ALS CARE COORDINATORS & LOAN CLOSET INFORMATION

The ALS Association Central & Southern Ohio Chapter is a not-for-profit organization, started in
1984 to help support those living with ALS and PLS. Our Chapter serves residents in 55 counties
in the lower two-thirds of the state. We provide a range of services, including nurse and social
worker consultations, a patient reimbursement grant program, equipment and communication
devices for patients, educational & exchange peer groups, hospital-based multidisciplinary ALS
clinics, a monthly newsletter, a lending library, children’s resources, and other informational
and educational materials and resources. All services are provided free of charge, with the
Chapter dependent upon donations from businesses, groups and individuals.

COLOR CODE: White is Northern Ohio Territory: https://www.als.org/northern-ohio

Wendy Haas, RN | whaas@alsohio.org

Leigh Reed, RN | I[reed@alsohio.org

Carleen Hubbell, BS, MA | chubbell@alsohio.org
866-273-2572 ext. 104, 105, 110

Yellow Area (Greater Cincinnati) Care Yvonne Dressman, LSW | ydressman@alsohio.org
Coordinator 866-273-2572 ext. 112

Whitney Taverna, MSW, LISW-S, ACHP-SW |
wtaverna@alsohio.org

866-273-2572 ext. 111



https://www.als.org/northern-ohio
mailto:whaas@alsohio.org
mailto:lreed@alsohio.org
mailto:chubbell@alsohio.org
mailto:ydressman@alsohio.org
mailto:wtaverna@alsohio.org
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ALS EQUIPMENT LOAN PROGRAM — OUR HELPERS

The Chapter Equipment Loan Program is consistently rated as a highly valuable service by PALS
and families. To continue providing this service, the Chapter depends on a number of medical
equipment providers who may store, clean, adjust settings, and repair loan program items. In
addition, we offer storage facilities where our Care Coordinators manage equipment locally in
Columbus, Dayton and Sidney. Please contact your Care Coordinator if you are in need of
equipment, or have a client in need.

Advanced Home Medical — Columbus Care Medical - Cincinnati

6665 Huntley Road, Suites M & N 8340 Reading Rd.

Columbus. OH 43229 Cincinnati, OH 45237

514_433_9’011 Phone: (513) 821-7272

FAX: 614-433-9013 Toll Free 800-305-8122
http://www.advancedhomemedical.net http://www.caremedicalonline.com

Numotion — Columbus and Monroe Patient Aids Home Care Equipment & Services
6171-M Huntley Rd 1032 Reed Rd. 10032 Montgomery Rd.

Columbus, OH 43229 Monroe, OH. 45050 Cincinnati, OH 45242

Phone: (614) 515-2156 Phone: (513)923-3300  Fhone: (513) 984-8876

Fax: (513) 984-5850

Toll Free: (800) 589-1020 Phone: (800) 880-0177 . .
www.patientaids4u.com

www.numotion.com

- PATIENT
AﬂvancedIMMemcal L I-

ADVANCED IN SERVICE AND CARING
s .
nymotion


http://www.patientaids4u.com/
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LIVING WITH ALS MANUALS & VIDEOS

To download the ALS Resource Guides, please visit: https://www.als.org/navigating-als/resources/living-als-
resource-guides (or click on the manual links with each Resource Guide below)

What is ALS? An Introductory
Resource Guide for Living
with ALS

Manual Link:
https://www.als.org/sites/default/files/2022-
10/Resource-Guide-1.pdf

After the ALS Diagnosis:
Coping with the “New

I"

Norma

Manual Link:
https://www.als.org/sites/default/files/2022-
10/Resource-Guide-2.pdf

Changes in Thinking and
Behavior in ALS

Manual Link:
https://www.als.org/sites/default/files/2022-
10/Resource-Guide-3.pdf

Living with ALS: Planning and
Decision-Making

Manual Link:
https://www.als.org/sites/default/files/2022-
10/Resource-Guide-4.pdf

Understanding Insurance &
Benefits When You Have ALS

Manual Link:
https://www.als.org/sites/default/files/2022-
10/Resource-Guide-5.pdf

Managing Symptoms of ALS

Manual Link:
https://www.als.org/sites/default/files/2022-
10/Resource-Guide-6.pdf

e
)

What is ALS?
AnIntroductory Resource Guide
for Living with ALS

(LS| UG Wi aLs
RESOURCE CUIDE
*2

Atter the Diagnosis:
Goping with the “New Normal”

Changes in Thinking
and Behavior in ALS

Living with ALS:
Planning and Decision Making

m LIVINGWITH ALS
RESOURCE QUIDE

Understanding Insurance And
Benefits When You Have ALS

Provides an overview of ALS, what it is, and
how it affects your body. Provides information
on what resources are available to help you
deal with ALS more effectively

Addresses the psychological, emotional, and
social issues that you must face when your life
is affected by ALS. Provides information on
how to cope with the many lifestyle changes
and adjustments that occur when you live with
ALS

Addresses how thinking and behavior may be
affected by ALS and how these changes can
impact disease course, symptom management
and decision-making

Reviews areas where careful planning and
decision making will be required and will
provide resources to help you and your family
plan for the future

Provides strategies and helpful hints to better
navigate health insurance and benefits. While
understanding insurance and benefits may be
feel overwhelming, the guidelines outlined
here should help simplify the process for you

Discusses a variety of symptoms that may
affect you when you have ALS. AS the disease
progresses, various functions may become
affected and it is helpful to understand
potential changes to that you know what to
expect and how to manage new changes and
symptoms



https://www.als.org/navigating-als/resources/living-als-resource-guides
https://www.als.org/navigating-als/resources/living-als-resource-guides
https://www.als.org/sites/default/files/2020-04/lwals_01_2017.pdf
https://www.als.org/sites/default/files/2020-04/lwals_01_2017.pdf
https://www.als.org/sites/default/files/2020-04/lwals_01_2017.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-1.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-1.pdf
https://www.als.org/sites/default/files/2020-04/lwals_02_2017.pdf
https://www.als.org/sites/default/files/2020-04/lwals_02_2017.pdf
https://www.als.org/sites/default/files/2020-04/lwals_02_2017.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-2.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-2.pdf
https://www.als.org/sites/default/files/2020-04/lwals_03_2017.pdf
https://www.als.org/sites/default/files/2020-04/lwals_03_2017.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-3.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-3.pdf
https://www.als.org/sites/default/files/2020-04/lwals_04_2017_0.pdf
https://www.als.org/sites/default/files/2020-04/lwals_04_2017_0.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-4.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-4.pdf
https://www.als.org/sites/default/files/2020-04/lwals_05_2017.pdf
https://www.als.org/sites/default/files/2020-04/lwals_05_2017.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-5.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-5.pdf
https://www.als.org/sites/default/files/2020-04/lwals_06_2017.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-6.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-6.pdf
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Functioning When Mobility is
Affected by ALS

Manual Link:
https://www.als.org/sites/default/files/2022-
10/Resource-Guide-7.pdf

Adjusting to Swallowing
Changes & Nutritional
Management in ALS

Manual Link:
https://www.als.org/sites/default/files/2022-
10/Resource-Guide-8.pdf

Changes in Speech &
Communication Solutions

Manual Link:
https://www.als.org/sites/default/files/2022-
10/Resource-Guide-9.pdf

Adapting to Changes in
Breathing When You Have
ALS

Manual Link:
https://www.als.org/sites/default/files/2022-
10/Resource-Guide-10.pdf

Approaching End of Life in
ALS

Manual Link:
https://www.als.org/sites/default/files/2022-
10/Resource-Guide-11.pdf

5

Functioning When
Moility Is Affected by ALS

o

Changes in §peech and
Communication Solutions

Adapting to Ghanges in Breathing
When You Have ALS

X |
m TH ALS

Approaching End of life in ALS

ol
B -

Covers the range of mobility issues that occur
with ALS. Discusses exercises to maximize your
mobility, as well as how to adapt your home
and activity of daily living to help you function
more effectively

Will help you understanding how swallowing is
affected by ALS and what you can do to
maintain nutrition for energy and strength and
to keep your airway open

Covers how speech can be affected by ALS and
explores a variety of techniques, technologies,
and devices available for improving
communication. By maintaining
communication with others, you can continue
to make a significant difference in their lives,
while retaining control of your own

Explains how breathing is affected by ALS.
Teaches you the basics of how the lungs
function, the changes that will occur, and how
to prepare for the decisions that will need to
be made when the lungs need maximal
assistance

Examines thoughts and feelings about dying
and end of life. Approaching the end of life is
difficult. Support is critical to help sort out
feelings, expectations and plans. By talking to
friends, family, professionals and planning and
communicating your wishes, you can help
prepare for the best possible end-of-life phase

To access, ALS Association FYI Fact Sheets: Navigating ALS - FYI Fact Sheets
o Breathing Difﬂculties, https://www.als.org/navigating-als/resources/fyi-breathing-difficulties

o Home Adaptations, https://www.als.org/navigating-als/resources/fyi-home-adaptations

[ Planning for the Future, https://www.als.org/navigating-als/resources/fyi-planning-future

° Cognitive Impairment & Dementia, https://www.als.org/navigating-als/resources/fyi-als-cognitive-impairment-dementia

[ ] Speech Changes & AAC, https://www.als.org/navigating-als/resources/fyi-suggestions-and-information-about-speech-changes

° Information about Feeding Tu bes, https://www.als.org/navigating-als/resources/fyi-information-about-feeding-tubes

[ l\/IobiIity & ALS, https://www.als.org/navigating-als/resources/fyi-mobility-and-als
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https://www.als.org/sites/default/files/2020-04/lwals_07_2017.pdf
https://www.als.org/sites/default/files/2020-04/lwals_07_2017.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-7.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-7.pdf
https://www.als.org/sites/default/files/2020-04/lwals_08_2017.pdf
https://www.als.org/sites/default/files/2020-04/lwals_08_2017.pdf
https://www.als.org/sites/default/files/2020-04/lwals_08_2017.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-8.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-8.pdf
https://www.als.org/sites/default/files/2020-04/lwals_09_2017.pdf
https://www.als.org/sites/default/files/2020-04/lwals_09_2017.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-9.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-9.pdf
https://www.als.org/sites/default/files/2020-04/lwals_10_2017.pdf
https://www.als.org/sites/default/files/2020-04/lwals_10_2017.pdf
https://www.als.org/sites/default/files/2020-04/lwals_10_2017.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-10.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-10.pdf
https://www.als.org/navigating-als/resources/living-als-resource-guides
https://www.als.org/navigating-als/resources/living-als-resource-guides
https://www.als.org/sites/default/files/2022-10/Resource-Guide-11.pdf
https://www.als.org/sites/default/files/2022-10/Resource-Guide-11.pdf
https://www.als.org/navigating-als/resources?f%5B0%5D=resource_listing_audience%3A16&f%5B1%5D=resource_listing_resource_type%3A83
https://www.als.org/navigating-als/resources/fyi-breathing-difficulties
https://www.als.org/navigating-als/resources/fyi-home-adaptations
https://www.als.org/navigating-als/resources/fyi-planning-future
https://www.als.org/navigating-als/resources/fyi-als-cognitive-impairment-dementia
https://www.als.org/navigating-als/resources/fyi-suggestions-and-information-about-speech-changes
https://www.als.org/navigating-als/resources/fyi-information-about-feeding-tubes
https://www.als.org/navigating-als/resources/fyi-mobility-and-als
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WHAT IS ASSISTIVE EQUIPMENT & TECHNOLOGY?
Assistive Technology (AT):

< Any item, piece of equipment or product system whether acquired

commercially off the shelf, modified, or customized that is used to increase,

maintain or improve functional capabilities of individuals with disabilities

$* Goals of Assistive Technology:
o Increase/Improve:
= Speed
= Accuracy
= Control

= Reliability

= Activity endurance

= Energy conservation
= |ndependence and participation in daily activities

o Decrease caregiver burden

% High Tech AT vs. Low Tech AT
o High Tech: More complex, frequently electronic, multiple functions
(input and output), harder to obtain, more expensive
= Examples: Power wheelchair, OBl self-feeder, SGD with eye gaze
o Low Tech: Simple to operate and construct, often manual, easy to
get/use, low cost, light weight, no motors, batteries or sensors

= Examples: Adapted utensils, Reacher

11
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ALS ASSOCIATION CENTRAL & SOUTHERN OHIO CHAPTER:
DINING KIT PROGRAM

Contact your Care Coordinator for more information. See ‘Eligibility’ below (p. 9)

Items Included in the Dining Kit Program:

Nosey Cup

Foam Tubing: Built-Up / Soft Rocker Knife
Grip

https://www.caregiverproductscom/2-handled-nosey-cup.html

https://www.scriphessco.com/products/closed-cell-foam-tubing/

Plate Guard Easy Liner

ttps://www.amazon.com/Duck-Select-12-Inch-20-Feet-Brownstone/dp/B002ASINAL

ht

https://www.amazon.com/North-Coast-Medical-NC35213-SureFit/dp/B003TXQL1C

Available Upon Request
*Universal cuffs, extra-long flexible drinking straws, or one-way straws are available on request— Allow for hands-free drinking,
and keeps liquid from flowing back into the cup; helpful for those with poor suction. For people with limited dexterity or weak
grip, the ADL Universal Cuff is the perfect aid to help them gain complete control over the use of items such as eating utensils.
The elastic strap of the cuff tightly wraps the palm of your hand while a utensil pocket in the front allows you to hold the item
you wish to use.

One-Way Straw or Long- Universal Cuff
Extended Straws

https://www.activeforever.com/adl-universal-cuff#

https://www.earthturns.com/patterson-medical-supply-adI-10-drinking-
straw-one-way-valve-with-clip-5-pack

12


https://www.maxiaids.com/rocking-t-knife
https://www.amazon.com/North-Coast-Medical-NC35213-SureFit/dp/B003TXQL1C
https://www.amazon.com/Duck-Select-12-Inch-20-Feet-Brownstone/dp/B002AS9NAI
https://www.caregiverproductscom/2-handled-nosey-cup.html
https://www.scriphessco.com/products/closed-cell-foam-tubing/
https://www.earthturns.com/patterson-medical-supply-adl-10-drinking-straw-one-way-valve-with-clip-5-pack
https://www.earthturns.com/patterson-medical-supply-adl-10-drinking-straw-one-way-valve-with-clip-5-pack
https://www.activeforever.com/adl-universal-cuff
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ALS ASSOCIATION CENTRAL & SOUTHERN OHIO CHAPTER:
CONVENIENCE ITEM PROGRAM

Items included in the Convenience Item Program — please contact your Care Coordinator to order:

Bed Cane Overbed Table

ﬁ

Alternating Pressure Mattress Overlay  shower Chair with Back Shower Chair with Back & Arms

e )

N s P'

5

el e \

| [ :
[ | (i
Bedside Commode Bariatric Raiset;l Toilet Seat Raised Toilet Seat
Bedside Commode with Arms

Eligibility for Dining Kit & Convenience Program:

1) Must be diagnosed with ALS or PLS; 2) Must live in the Central & Southern Ohio Chapter’s 55-county region
& 3) Must be registered with the Central & Southern Ohio Chapter

13
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THE ALS ASSOCIATION CENTRAL & SOUTHERN OHIO CHAPTER:
QUALITY OF LIFE GRANT REIMBURSEMENT PROGRAM

The Quality of Life Reimbursement Grant was funded for three years through the generosity of those
who participated in the Ice Bucket Challenge of 2014. Since the grant began, our Chapter has provided
over $775,000 in grant funds to approximately 930 individuals diagnosed with ALS or PLS. Although Ice
Bucket Challenge funds were expended in 2017, our Board of Directors approved the continued support
the Chapter Quality of Life Reimbursement Grant through 2022, and it is hopeful the Grant Program will
be renewed annually, utilizing other Chapter funds. Grants will be awarded on a first come first serve
served basis until funds are exhausted — please apply early.

The grant will assist families with expenses that are not traditionally covered by insurance such as
private insurance, Medicare, Medicaid and other assistance programs. It will cover, but is not limited to,
home care assistance, home modifications, travel costs related to ALS clinics or research, auto
modifications, purchase of a handicap accessible vehicle, computer access, communication devices,
smart home technology, environmental controls and generators for invasive or non-invasive breathing
assistance, and durable medical equipment. A more thorough list of acceptable reimbursements costs
will be sent to all patients who apply.

Grant Offering — If annually renewed (Contact your Care Coordinator)

1. Grantis limited to a total of $1,200 per applicant for approved incurred expenses.

2. Grant requests must be related to the diagnosis of ALS or PLS, such as equipment, care and/or
services.

3. An applicant may be asked to provide verification of diagnosis of ALS or PLS through a
“Verification of Diagnosis” Form which must be completed by a neurologist who specializes in
ALS or PLS.

4. Grants will be paid as an expense reimbursement. Patients must first incur the expense then be
reimbursed via the grant program. Copies of RECEIPTS are necessary.

5. Grants will be disbursed to applicants according to the date received until the limit of the grant
funding budget is reached.

Eligibility Exclusions:
Veterans with ALS who are service-connected and eligible for VA Benefits are not eligible for the grant
program.

Eligibility Exceptions:
Grant requests made by recipients of Ohio Medicaid Home Care WAIVER or PASSPORT program will be
considered based on the following:
1. Specific need that is not provided by the WAIVER or PASSPORT program; and
2. Grants to Medicaid recipients will be determined on a case-by-case basis with preference
given to applicants who are not receiving any type of Medicaid benefits.

How to Apply or Receive More Information? Please contact your care services coordinator, or Care

Services Coordinator, Carleen Hubbell at 614.273.2572 extension 110, OR 866.273.2572 extension 110;
email — chubbell@alsohio.org

14
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ACTIVITIES OF DAILY LIVING (ADL’S): TOILETING

Contact your Occupational Therapist for recommendations about what devices will best meet your
individual needs and how to properly use these devices.

Long-Reach Wipe

Helps to grip toilet paper and
extends your reach when wiping
from the front or back

Freedom Wand
Personal Hygiene Aid

https://www.freedomwand.
com/freedomwand/Personal

-Hygiene

A self-wipe, sanitary, easy to use,
multipurpose, portable, personal
toilet tissue aid.

Bedside Commode

Available through the
Convenience Program

Portable toilet that can be used at
the bedside or other locations in the
home. Can additionally be placed
over standard toilet for increased
stability and safety. Some feature a
drop-arm, making it easier for
transfer. Standard and bariatric
sizes available.

Elevated / Raised Toilet
Seat

Available through the
Convenience Program

Can help the user have an easier
time sitting down and standing up
from toilet with use of the handles
on each side.

Elongated Raised Toilet
Seat

Available through the
Convenience Program

Adds height to existing toilet seat to
allow for easier transfers on and off
the toilet.
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Toilevator Toilet Riser

https://www.performanceh
ealth.com/toilevator-toilet-
base-riser

An elevated base that you put
under your toilet to raise its overall
height.

Photo: Tolevator Toilet fiser, 11-1/2°W x 23°L x3-1/2°¥, 500-1b apacity: Amazon.co

m: Tools & Home

Toilet Safety Frame

A frame with handles that makes it
easier to transfer on and off the
toilet. Can increase stability and
safety.

Power Toilet Aid

http://www.stand-
aid.com/power-toilet-aid.html

Attaches to the toilet — the frame
can be electronically raised and
lowered to assist with transferring
on and off the toilet.

with-padded-arms/p/627-1

Bidet

Bidet Options:

Bio-Bidet:
https://biobidet.com/blogs/ne
ws/choosing-a-bidet-for-als

Many Bidets:
https://www.manybidets.com/
upgrading-your-bathroom-for-
als-care-amyotrophic-lateral-

sclerosis/

Tushy Bidet:
https://hellotushy.com/pages/h

ome-page
Biffy Bidet: https://biffy.com/

Travel Bidets:
https://www.travelandleisure.c
om/style/travel-
accessories/best-portable-
travel-bidets

Assists person with cleaning up
after going to the bathroom. To
combat upper extremity weakness,
you can use a bidet with the push of
a button on a remote. Important:
obtain a bidet with a wireless
controller with large buttons to
allow the remote to sit anywhere in
the restroom. Other features may
include: massage function to help
relieve constipation, heated seat for
comfort. There are also portable
bidets to take when away from
home.

Photo :https://www.brondell.com/wordpress/wp-
content/uploads/2018/05/bidet-toilet-seats.jpg
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Condom Catheters (&
other Male Catheter
Options)

Male: Foley Catheter —
https://www.healthline.com/health
/urinary-catheters#uses

Suprapubic -
https://www.healthline.com/health
/suprapubic-catheter

Condom Catheters —
https://www.healthline.com/health/condom-
catheter#:~:text=Condom%20catheters%20are
%20external%20urinary%20catheters%20that%
20are,who%20have%20urinary%20incontinence
%20%28can%E2%80%99t%20control%20their%
20bladder%29

A condom catheter is a male external
catheter made up of silicone or latex or
sheath, worn by men just like

condoms to collect the urine which the
bladder drains out. After collecting the
urine from the bladder, it is sent to the
drainage bag attached to the person.

**Condom Catheters and other Male Catheter
Options are typically covered by Medicare &
insurance when prescribed by your physician*

Photo: httpss//www.italitymedical.com/external-
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Male Urinal (Spil-Pruf)

Spil-Pruf (Male)
http://www.spil-
pruf.com/products/male-urinals

The Male Spil-Pruf® patented design makes
this urinal spill and leak proof. This
lightweight, durable urinal holds 500cc of
liquid and offers discreet portability.

Photo: http://www.spil-pruf.com/products/male-urin

als

Female Urinal Device

Female:
https://alsfrombothsides.org/t-
femaleurinal.html

Spil-Pruf Urinal:
http://www.spil-
pruf.com/products/female-
urinals

Curved cup that fits up against the
body, preventing leaks and spillage.
User can sit on the edge of a chair
and if able, hold the urinal. If unable
to hold independently, use of the
female urinal will require assistance.

E2L_AC_SX425_jpg

Pure Wick External
Catheter System

https://www.purewickathome.c
om/what-is-purewick.html

An external female catheter system
that assists with urine output
management — uses low pressure
suction.
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HELPFUL RESOURCES:

Toileting Devices for ALS:
https://www.youralsguide.com/toileting-devices-for-people-with-als-ndash-commode-chairs-
bidets.html

Toileting with ALS:
https://alsfrombothsides.org/t-toileting.html

About Bidets:
https://www.mda.org/quest/article/bidets-disability-friendly-way-go

Choosing a Bidet:

https://biobidet.com/blogs/news/choosing-a-bidet-for-
als#:~:text=A%20bidet%20is%20an%20important%20tool%20for%20patients,bidet%20that%20
will%20fit%20almost%20any%20toilet%20seat.

Best Travel Bidets:
https://www.travelandleisure.com/style/travel-accessories/best-portable-travel-bidets
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ACTIVITIES OF DAILY LIVING (ADL’S): BATHING

Hand Held Shower Head /
Extension Hose

Can help a person bathe
independently from a
seated position to improve
safety and energy
conservation. Can also be
an effective means for a
caregiver to help assist with
bathing.

Grab Bars

Can be mounted / attached
to walls in bedroom or
bathroom, or in bathtub to
increase stability and
improve safety.

Soap on a Rope

Can be tied to shower chair,
faucet, or around wrist or
neck to decrease risk of
dropping soap — Can help
assist user with energy
conservation and safety
while bathing as muscle
weakness increases.

nnnnn

Shampoo Basin

Tray or basin used to wash
hair in a sink or bed. A hard
plastic tray can be used
when user is seated in
wheelchair. Inflatable basin
can be used when user is
lying in bed.

nnnnn

Shower Chair

Available through the Convenience
Program

Stationary chair that sits
within the tub with height-
adjustable legs to improve
safety — Can assist user in
energy conservation while
bathing.

Tub Transfer Bench

Available through the Convenience
Program

This height-adjustable
bench straddles the tub and
bathroom floor — allows
user to sit down outside of
the tub and scoot in / out of
the tub.
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Tub Transfer Bench with
Sliding Seat

Available through the Convenience
Program

Similar to the tub transfer
bench above — this device
has a moveable seat
attached to the bench,
allowing the user or
caregiver to slide the user
while in a seated position.

nnnnn

Pivoting Shower Transfer
Bench

Like the sliding tub transfer
bench, but allows the user
to swivel 360 degrees while
sitting on the seat.

Bath Lift

Can raise and lower user
out of a bath tub allowing
for safe tub transfers. Some
models collapse for easy
storage.

Roll-in Shower Chair and
Commode In-One (Tilt &
Space)

Rolling chair used for walk-
in / accessible showers.
Commode can be
positioned over a toilet.
Some include a tilt in space
feature that reclines & tilts.

“Shower Buddy”

https://shower-
buddy.com/mobility-

products/

The ‘Shower Buddy’ allows
for easy transfer into and
out of a bath-style shower,
and has models that extend
over the toilet to assist with
both showering and
toileting.

Picture:
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HOME MODIFICATIONS: HELPFUL TIPS

<> Work with your Occupational Therapist (OT) to identify barriers
in your home environment & ask them for referrals to professionals that
_ can assist with home modification changes
Ez=2m| . o When working with your OT or other professional, make sure
S 1| they understand the progression of ALS and can refer you to
products/ideas that will support you as ALS advances
<> A good resource for someone who is knowledgeable in
progressive diseases and conditions, is to look for a ‘Certified Aging-In-
W Place Specialist’ designation
o Article on OT with CAPS Designation:
https://www.aarp.org/livable-communities/info-2014/using-an-OT-or-CAPS.htm|
o Locating a CAPS-certified Professional: https://www.nahb.org/nahb-
community/nahb-directories/professionals-with-home-building-designations-
directory#sort=%40lastname%20ascending&f:Designation=[CAPS]&f:State=[OH]
+» Check with your Care Coordinator about potential available local resources to help financially
support modifying your home
< Remember the ALS Equipment Loan Closet may have items to help!
++ A Few Resource Referrals for Home Modifications (check with your OT for additional sources):
o 101 Mobility (Cincinnati/Dayton/Sidney/Greenville/Springfield)
= https://www.101mobility.com/cincinnati/
o Whole Home Modifications (Cincinnati-Dayton Region)
= https://wholehome.org/about/
o Adaptive Home Solutions, LLC (NW Ohio Region)
= https://www.adaptivehomesolutionsllc.com/
o Home Accessibility Solutions, LLC (Columbus)
= https://homeaccessibilitysolutionsllc.com/

ripin/42925002682410524/

Additional Resources for Home Modifications while Living with ALS:
| <> FYl: Home Adaptations
e https://www.als.org/navigating-
als/resources/fyi-home-adaptations
< Home Modifications for ALS
e Home Modifications for ALS—You Don’t Have to
Do It Yourself — ALS CONNECT (als-connect.org)
X4 Home Modifications with ALS in Mind
e https://www.youralsguide.com/home-
modifications.html
X Les Turner — Home Modifications Guide

e https://lesturnerals.org/als-home-modifications-

guide/
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ACTIVITIES OF DAILY LIVING (ADL’S): EATING

Bed Side Table / Overbed
Table

Available through the
Convenience Program

Can be used over a bed or chair
— height-adjustable, where the
bottom half fits under the bed,
allowing the table to extend
over the bed. Some may tilt or
swivel, can be set on wheels or
a flat base. Allows user to have
needed items within reach or a
place for meals to be placed in
front of them.

Picture: hitps://images-na.sslimages-amazon.com/images/|/618TIpSMsWL,_AC_SL1500_jpg

Foam Holders

Available through the dining kit
program

Build up handles on eating
utensils, toothbrushes, pens,
pencils, tools and other hard to
grasp items.

uuuuu

Universal Cuff

Available through the dining kit
program

Fits around the palm of the
user’s hand — secured with a
strap. Provides user with
limited hand function more
control and independence
while feeding.

Mobile Arm Support

Providers users with decreased
shoulder / upper extremity
strength with additional range
of motion and support while
completing daily tasks such as
feeding, grooming and tabletop
tasks.

Photo:

Built-Up Utensils

Added to a utensil to increase
the surface area of the grip —
Provides user with limited grip
strength / hand function the
ability to hold onto utensil
while feeding.
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Adapted Utensils

Dining with Dignity Utensils:
https://diningwithdignity.com/prod

uct/adaptive-fork-spoon-set-extra-

spoon/

Allows user to place fingers
between holes to be able to
use utensil while feeding — can
be beneficial for those with
limited grip strength or
dexterity.

I

cay

Pill Crusher

Device used to crush pills into
smaller pieces, orinto a
powder to allow for easy
consumption or passage
through PEG tube.

Photo:

Nop=—

Sy,

: _AC_SL1500_jpg
https://swww.medline.com/product/Silent-Knight-Pll-Crusher/205-PF10902.

Two Handled Cup

Allows for users with decreased
grip strength and fine motor
skills the ability to hold onto
cup by sliding hands through
the handles — some feature lids
while others do not.

Photo:

Nosey Cup

Available through the dining kit
program

Allows for users with decreased
shoulder strength to move cup
towards mouth without cup
hitting them in the nose —it can
be used to maintain proper
head and neck alignment for
those with swallowing
difficulties.

Extra-Long Flexible
Drinking Straws & One-
Way Straws

Available through the dining kit
program

Allows for hands-free drinking.
Helps keep liquid from
following back into the cup,
helpful for those with poor
suction and difficulty with
feeding, drinking & swallowing.

Rocker knife

Available through the dining kit
program

Knife with a rounded blade
attached to a built-up handle —
allows user to cut food with
one hand. Built-up handle
reduces the need for the fine
motor skills needed to use a
standard knife.

208linkC
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Angled Knife

Curved Utensils

Allows user to grip knife with
built-up handle, minimizing
need to use fine motor skills
while angling hand. Serrated
feature allows for user to cut
foods such as meat.

Adapted Cutting Board

Designed to make cutting food

easier and safer for user —
features include suction cup feet to
help keep the board in place, nails to
hold food in place while cutting, a
raised edge to keep food from falling
off the board.

Scoop Plate / Plate Guard

Available through the dining kit
program

Devices that helps keep food
from falling off plate. Some
feature rubber on the bottom
to prevent the bowl from
sliding.

Dycem Mat

Dycem: No-Slip Products
https://dycem-ns.com/

Non-slip mat included in dining
kit program

Dycem non-slip anti-microbial
mats provide unbeatable grip
for any item and have been
proven to grip up to angles of
45 degrees. Keep your things
secure by using them on a
range of surfaces.

Giraffe Hands-Free
Drinking System

https://www.giraffebottle.com/
hands-free-hydration

Hands-Free Drinking System
with options for plastic,
stainless steel bottles, which
include flexible straw. Also
with option to purchase
wheelchair or table mount.

Front Mounted Drinking
System with 18-24-30 Inch
Flex Arm

Mealtime Partners:
https://www.mealtimepartners.
com

The Front Mounted Drinking
System is an assistive drinking
aid that was developed to
provide hands free drinking for
individuals with disabilities who
use wheelchairs.
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Hydration Backpack with
Drink Tube Positioning

Mealtime Partners:

https://www.mealtimepartners.

com

The Hydration Backpack Drinking
System with Drinking Tube Positioning
provides hands free drinking for
disabled individuals who have limited
head movement and adequate oral
control to bite and suck, and those
who lack the arm/hand strength or
coordination to hold and lift a drink in
the usual manner.

Hospital Bed Hydration
System

Mealtime Partners:

https://www.mealtimepartners.

com/

The Mealtime Partner Hospital
Bed Hydration System is an
assistive drinking aid that
provides hands free drinking for
those confined to a hospital
bed.

OBI Robotic Feeder

https://meetobi.com/

Dining device for users who
lack upper extremity function —
increases independence and
social participation for the user
by delivering food to users
mouth, reducing the need for
assistance from a caregiver.

Feeding Tube Abdominal
Binder (for after PEG/
Feeding Tube placement)

Provides support after PEG
(feeding tube) placement.
Similar to binder provided post-
procedure.

Feeding Tube (PEG) Belt

TUUBEZZ Feeding Tube Belt ::
protects, secures enteral

feeding tubes
(caregiverproducts.com)

Keeps feeding tubes secure
under clothing.

A NOTE ABOUT FEEDING TUBES (PEGS)

When is it time to consider a feeding tube? Each person is different but in general some signs you may need
a feeding tube include: (1) trouble swallowing; (2) choking on food, liquids, saliva; (3) fatigued when chewing (4)
losing weight (5) mealtime is a long process; (6) and/or if you have compromised breathing. If you'd like to learn
more, ask your Care Coordinator for more information on the video The Feeding Tube Decision.

Overview of Feeding Tubes for ALS: https://www.youralsguide.com/feeding-tubes.html
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ACTIVITIES OF DAILY LIVING (ADL’S): DRESSING & HYGIENE

Adaptive Clothing

https://www.buckandbuck.com/
https://billyfootwear.com/
https://izadaptive.com/
https://adaptiveclothinginusa.com/
https://usa.tommy.com/en/tommy-

adaptive
https://adaptiveclothingshowroom.com/

https://www.silverts.com/

Clothing that is designed
with the needs of the
disabled in mind.

Local Retailer:

Independent You — Inside the
Drake Center, 151 W. Galbraith
Road, Cincinnati, OH
Independent You | Facebook

Zipper Pulls/Rings

Zipper pull rings or pulls
are helpful for those with
trouble gripping small
zippers.

Button Adapters

No-sew solution converts
shirt buttons into magnetic
closures, help users
overcome button
challenges, restore
dressing independence.

nnnnn

One-Handed Belt

Patented closure, easy to
secure adapted belt for
one handed users.

Dressing Stick

Long wooden dowel with
one push-pull hook that
assists with grabbing
clothing and one small “C”
hook for pulling zippers
and shoelaces. This devices
assists users with dressing
who have be experiencing
decreased fine motor skills
and hand function.

26


https://www.buckandbuck.com/
https://billyfootwear.com/
https://izadaptive.com/
https://adaptiveclothinginusa.com/
https://usa.tommy.com/en/tommy-adaptive
https://usa.tommy.com/en/tommy-adaptive
https://adaptiveclothingshowroom.com/
https://www.silverts.com/
https://www.facebook.com/IndependentYouCincinnati/

Living with ALS: Assistive Equipment Guide

ASSOCIATION

Central & Southern
Ohio Chapter

Sock-Aid

Allows users the ability put
on their socks by attaching
sock to device, placing
device on the ground and
pulling the handles to pull
the sock onto the foot.
Built-up handles are
featured on this device.

Photo:

Long-Handled Shoe Horn

Assists user with sliding
heel into shoe without
tying / retying laces and
reduces the need to bend
forward to reach feet.

ppppp

Zeba Flex Hands Free
Sneakers

One brand of hands-free
sneakers that can slip on
without bending down or
tying laces.

Reacher / Grabber

Long, lightweight reacher
with a grip closure on the
end — Can assist user with
reaching upward or
downward without
bending forward. Has a
variety of potential uses,
such as assisting with
picking objects off the
floor, reaching for
something in a cabinet, or
for lower body dressing or
bathing.

P

Button Hook

Built-up handle with small
hook on the end — Can
assist user with buttoning
shirt or pants without the
need for finger dexterity /
fine motor movements of
the fingers.
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Mounted Fingernail Clippers

Mounted Nail Clippers are
easy to use nail trimmers
attached to a non-slip
base.

uuuuu

Electric toothbrush

Can provide user with an
increased surface area to
hold as the brush takes
care of most of the motion
required to brush teeth,
which can aid in energy
conservation.

Examples: Sonicare
Toothbrush

uuuuu

a

Razor Handle Extender

Long reach shaving aid
helps eliminate painful
bending and reaching
when shaving hard to
reach body areas.

uuuuu

Electric Razor Strap

Easy to adjust straps for a
secure hold for
independent shaving.

uuuuu

Weighted Cuff for Disposable
Razor

Disposable razor holder
with added weight and
easy to secure strap.

uuuuu
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ADL TECHNIQUES & TIPS

Before purchasing or using these devices, consult your Occupational Therapist for training

Upper & Lower Body Dressing:
++ Lay out your clothes ahead of time and sit down while dressing for energy conservation
«» Always dress and undress the weaker side first
« Pull on underpants, pants/shorts/skirt to knees, then stand up to pull up all garments
»  Wear easy-to-manage clothing, such as button-less tops and bottoms, elastic waistbands,
loose fitting clothing, replace buttons/zippers with Velcro
*» Take breaks when needed
% Wear slip-on shoes or shoes with elastic laces
«» Utilize dressing devices as seen above (p. 15— 16)
% Helpful Links:
o https://www.als.org/navigating-als/resources/fyi-dressing-ease-style-and-comfort
o https://www.buckandbuck.com/shop-by-need/als-clothing.html

Feeding & Meal Preparation:
Arrange kitchen with most frequently used items in accessible places (lower cabinets,
countertops, on a rolling cart/island)
Plan meals in advance — create shopping lists or utilize services like InstaCart
Use adapted utensils when necessary (p. 13 — 15)
Place Dycem under plates/bowls to limit slipping and spills
Sit when preparing food for energy conservation
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Bathing & Grooming:
Gather all necessary items beforehand and place within reach (in shower and at sink)
Use AT devices as noted above when necessary (p. 16)
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+» Sit/use shower chair as appropriate for improved stability and safety
+»» No-Rinse shampoo caps can be utilized to wash hair without getting into the shower/bath
(Popular brands: CleanLife Products, Nurture, Sage Products, Medline)
Energy Conservation:
**  Make schedules and lists
+»+ Break-up / spread out tasks throughout the day so energy is not expended all at one time
+» Sit to complete tasks when necessary and rest when you need to
++ Do not rush, take your time
+» Take breaks and practice deep breathing techniques
% Use AT devices as mentioned throughout manual
% Save energy for activities that are meaningful to you!
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ASSISTIVE EQUIPMENT: MOBILITY

Orthoses and Braces
Contact your Occupational Therapist or Physical Therapist for recommendations about what
devices will best meet your individual needs and how to properly use these devices.
Product Purpose/Description Photo
Ankle Foot Orthosis (AFO) Stabilizes foot to help
combat foot drop — The goal
of the AFO is to decrease
dragging or catching to
improve safety while walking.

nnnnn

Wrist Splints Provides stability while doing

functional activities. /{f
/

Important: Utilize a brace
that leaves thumb free so
user can use functional grasp.

Resting hand splints can be
worn at night to stretch
wrists and fingers, if stiffness
or pain is occurring or if there
is a risk of contractures.

Cervical Collar / Neck Braces | Can assist with postural
alignment and provide
support — can be used to
reduce neck or shoulder pain,
Neck Brace Options: for energy conservation,
https://www.youralsguide.com/neck- . t hel
braces-for-als.html |mprove posture, or nelp
with balance.

-¥ Hanger Clinic

Hanger Clinic | https://hangerclinic.com/clinics/OH/

** Your MD can send an order for a ‘fitting’ for leg, neck or wrist braces with Hanger Clinic
‘0

e Check with your OT on recommendations for getting sized and fitted

%+ Find a Hanger Clinic near you using the link above
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ASSISTIVE EQUIPMENT: MOBILITY

Transfers, Movement & Accessibility
Contact your Physical Therapist or Occupational Therapist for recommendations about what
devices will best meet your individual needs and how to properly use these devices.
Product Purpose/Description Photo

Gait / Transfer Belt Worn by the person who requires
assistance during mobility. Caregivers
can hold onto the belt while assisting
the person from seated to standing,

Available through The ALS or from one surface to another. The

Association caregiver may hold onto the belt
while walking.

Transfer Pole Standing, tension - mounted pole that

can be installed anywhere in the
home. Can be installed without
screws, nails, or fasteners — height
adjustable and fits from floor to
ceiling. Provides user stability when
transferring in / out of shower of on /
off toilet, or in bedroom.

Slide Board Used to transfer to and from one p;
surface to another (wheelchair to g.\xaa
bed). Device comes in various lengths = A b

with tapered ends — Hand holes can
be utilized to hold onto while the
person is moving themselves across
the board.

nnnnn

Beasy Board This transfer board has a safe,
comfortable disc that supports the {
user’s weight as it glides on the 7/
board’s track during a transfer. The /
disc rotates 360 degrees to allow for
each placement and ease of transfer.

Pivot Disc Allows a person to stand on it with
the assistance of a caregiver — able to
rotate or “pivot” on the disc, allowing
for safe transfers from one surface to
another.
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Single Point or Quad
Cane

Device to help with walking —
provides extra support for balance
and can improve safety during
mobility.

Bed Cane

Available through the
Convenience Program

Slips between the mattress and box
spring of a bed to assist with getting
in and out of bed, as well as with
rolling in the bed.

nnnnn

Bed Rail Fits between the mattress and box
spring to assist with getting in and out
of bed. Can be adjusted.

Seat Assist Up-Easy manual lifting cushion to help

those who cannot get up from a
seated position. Equipped with a
hydraulic lifting mechanism; no
electricity is required to operate.

nnnnn

Power Lift Chair

Chair that features a power lifting
system — the chair can lift up from its
base assisting the user in moving from
sitting position to standing position.

a4
W R
Front Wheel Walker / 2 | Standard walker with two wheels in
— Wheeled Walker the front — glide caps or “skis” in the ” -
back. This walker can fold in for easy if“”‘““!
storage / transportation. Additional g |

features may be added, such as a
seat, backrest, handles with brakes, or
a basket for safe transport of objects.
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Rollator Walker / 4 -
Wheeled Walker

Standard walker with 4 wheels, one
on each leg. Additional features
include a seat, backrest, handles with
brakes, or a basket for safe transport
of objects. Brakes can lock the walker
into place for increased safety while
seated on walker or during a transfer.

Transport Chair

Can be used to move users that are
unable to propel themselves manually
— often compact with smaller wheels
and lighter in weight compared to
wheelchairs. Meant for shorter
distances or trips.

Manual Wheelchair

Manual wheelchairs, two large wheels
in the back and two smaller wheels in
the front, are self-propelled or
pushed by another individual —
Beneficial as the user still has use of
their upper extremities. May be
beneficial in the early stages in the
community or for energy
conservation. Can fold up for
transport and storage.

Portable Ramp

Portable Ramp Selector
Tool:
https://www.ezaccess.com
[tools/ramp-selector

Folding suitcase ramp can be used for
accessing steps in and out of the top.

Rule of thumb: 1 foot per 1 in of step

height is recommended. Example: 6”

step requires 6’ ramp.

Threshold Ramp

https://www.ezaccess.com/collec
tions/threshold-ramps

Used for entering and exiting
doorway or over small ridge. Vary in
size and material.

Standing Lift
Sara Stedy:
https://www.arjo.com/en-

us/products/patient-
handling/standing-and-raising-

aid/sara-stedy/

Used to assist with transferring a
person from a standing position to a
seated position and vice versa.

“Sara Stedy” | “Get-U-Up”
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Hoyer (or Hydraulic) Lift

Used to assist with transferring a
person (to and from wheelchair, bed,
commode or other surface) — Can be
manually operated or power (batter-
operated with a hand control.

Ceiling Lift

Used to assist with transferring a
person (to and from wheelchair, bed,
commode or other surface) - Can be

professionally mounted on the ceiling.

Hospital Bed

Adjustable bed with side rails — the
bed can be raised or lowered in three
separate sections to allow for various
positions.

Adjustable Beds

Examples: ProBed, Sleep
Number, TempurPedic

Can adjust the mattress in which you
sleep on —can lift and lower certain
areas and adjust firmness. Assists
with pressure relief, skin integrity,
comfort, pain management and can
assist user with getting in and out of
bed.

Mattress Overlay
(Alternating Pressure
Mattress Pad)

Available through the
Convenience Program

Typically has a pump that provides
alternating inflation throughout the
pad to assist with maintaining skin
integrity and reduce the risk of bed
sores.
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Power Wheelchairs

Contact your Physical Therapist or Occupational Therapist for recommendations about what devices will
best meet your individual needs and how to properly use these devices.

Power Wheelchairs are highly customizable chairs that take a good amount of time to receive approval

from Medicare and insurance. It is best to plan ahead when looking at mobility challenges. Your PT can

assist with the assessment and connecting you with a vendor of your choice.

Product

Purpose/Description

Photo

Power Wheelchairs

Adult Wheelchairs & Mobility
Equipment Products | Numotion

Power Wheelchairs for People with
ALS - Your ALS Guide

Highly customizable and
individually fitted by
experienced OT/PT
alongside vendor.
Features may include seat
elevation, tilt in space,
recline, leg rests, joystick
controller. Chairs can have
either front, mid or rear
wheel drive.

nnnnn

Switch Controls for Power
Wheelchairs

Joystick

Head Switch/Head Array
Sip-n-Puff

i-Drive

Alternative Access:

https://www.numotion.com/products-
services/adults/power/alternative-

As mentioned above,
wheelchairs can have a
variety of switch controls.
Will be recommended by
your experienced OT/PT &
vendor to fit your individual
needs.

Joystick: Typically mounted
on either side of chair.
Moves the wheelchairs in
the direction the user points
it in. When pushed forward,
the chair moves faster and
when released, the chair
breaks.

Head Switch: Mounted to

access-controls

the headrest of the chair,
movement from the head
controls direction of the
chair.

Sip-n-Puff: Mounted to
headrest of chair,
movement of chair is
controlled by puffing and
sipping into the control.
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POWER WHEELCHAIRS: THINGS TO KNOW

e A properly fitted wheelchair can provide an
individual with functional mobility, postural support

& access to their environment (Team Gleason power
wheelchair guide)

e Medicare/insurance will only cover one power
wheelchair every 5 years, so make sure yours has all the ‘bells & whistles’ for
you to be independent

e Make sure you trial power wheelchairs in your home environment as well as
with your therapist in the Clinic setting

e Medicare/insurance does not payfor a seat elevator— make sure you apply

with Team Gleasonto cover the cost of this feature before your PT & ATP

submit your wheelchair order

e Be certain you obtain your power wheelchair PRIOR TO HOSPICE SERVICES
(or) BEFORE YOU RESIDE IN A LONG-TERM CARE FACILITY — Medicare/private
insurance will not cover power chairs once you elect these types of services

e Talk to your PT & wheelchair vendor if you have questions

TEAM%GLEASUN WHEELCHAIR VENDORS IN OHIO:

https://teamgleason.org/pals-
resource/mobility/

Care Medical: http://caremedicalonline.com/
NuMotion: https://www.numotion.com/products-services/adults
Reliable Medical: https://www.reliamed.com/locations/fort-thomas-ky
National Seating & Mobility: https://www.nsm-seating.com/

THANK YOU TO OUR PARTNERS

Thank you to our partners, Care Medical in Cincinnati & NuMotion in Monroe & Columbus for
housing our Loaned Power Wheelchairs. If you would like to trial a Power Wheelchair while you
wait for your own, please contact your Care Coordinator.

=% CAREMEDICAL Mo tion
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MOBILITY TECHNIQUES & TIPS

Before purchasing or using these devices, consult your Physical Therapist or Occupational

Therapist for proper patient and caregiver training on safe transfer techniques!

MOBILITY & TRANSFERS

More Reading on Equipment & Mobility:

®
0'0

R/
0.0

Your physician can write an order to have a PT and OT assess
and assist you with changes in your mobility
Use a gait/transfer belt (p.27) — Caregivers should hold onto
belt instead of pulling up on patient’s arms
Complete education on transfer device & practice with a
therapist
Rearrange furniture inside of home environment for accessibility
When completing transfers:

o Make sure breaks are locked on wheelchairs

o Remove armrest(s) and/or foot rests as needed

o Practice good body mechanics (feet apart, feet staggered if applicable, knees bent, lift

with legs and butt rather than back, wear nonslip shoes)

o Count to 3 and work together

o Practice, practice, practice
Ask your therapist questions if you need
guidance

https://www.youralsguide.com/overview.html

https://www.als.org/navigating-

als/resources/fyi-mobility-and-als

Helpful YouTube Videos for Mobility:

X3

¢
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¢

5

%

Hovyer Lift for Wheelchair-Bound Client: https://www.youtube.com/watch?v=biNMEH1-8TA
Hoyer Lift for Bedbound Client: https://www.youtube.com/watch?v=udiMgef4HhA

Passive ROM Upper Extremities for Wheelchair-Bound

Client: https://www.youtube.com/watch?v=7aFOM7i kyQ&list=PLuU-9n-

7DellK QYOwymJN2hemqZfPrew

Standing Pivot Transfer: https://www.youtube.com/watch?v=G3gFdrkxaaQ&list=PLuU-9n-

7DellK QYOwymJIN2hemqgZfPrew&index=2

ROM Lower Extremities: https://www.youtube.com/watch?v=-6RzgY1mVQl&list=PLuU-9n-
7DellK QYOwymJIN2hemqgZfPrew&index=3

Bed Mobility: https://www.youtube.com/watch?v=iP4byYGfWaU&list=PLuU-9n-

7DellK QYOwymIN2hemqgZfPrew&index=11

Visit the ALS Association Central & Southern Ohio Chapter YouTube Channel:
https://www.youtube.com/channel/UCTHG7U4h 7IViRzarR-woyA/featured
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ASSISTIVE EQUIPMENT: MOBILITY & ACCESSIBLE VEHICLES

To increase independence and travel accessibility, many individuals and families may opt to
purchase an accessible vehicle. Minivans can be modified to suit someone living with a power
wheelchair, or the option to purchase a new or used accessible van is an option.

Veterans: Ask your VA about
accessible vehicle grants!

TRAVEL OPTIONS & TRAVELING WITH A DISABILITY

Tips for All Travel with ALS: https://www.als.org/blog/helpful-tips-traveling-als
Accessible Rides with Uber: https://www.uber.com/us/en/about/accessibility/

How to Travel by Air & with Speech/Mobility Impairments:
e Traveling by Air with a Wheelchair: http://sath.org/index.php?sec=768&id=2209
e Traveling with a Speech Impairment: http://sath.org/how-to-travel-with-a-speech-impairment
e Traveling with Mobility Impairments: http://sath.org/how-to-travel-with-mobility-
impairments?skip=15

Other Traveling Resources for Those with Impairments:
e Accessible Disability Travel Info: http://www.executiveclasstravelers.com/1/
e  http://sath.org/tour-operators/travel-agents---all-disabilities Accessible Vans with ALS:

MOBILITY VEHICLE VENDORS IN OHIO

e Mobility Works (Dayton, Cincinnati, Columbus): https://www.mobilityworks.com/locations/
e Key Mobility (Xenia): https://www.keymobility.com/

OTHER OPTIONS TO BUY OR RENT USED ACCESSIBLE VEHICLES:

Renting an Accessible-Vehicle: https://www.wheelchairgetaways.com/

ASSISTIVE EQUIPMENT: MOBILITY & ACCESSIBLE VEHICLES (CONTINUED)

Purchasing a Used Accessible Vehicle:
https://www.braunability.com/us/en/mobility-products/wheelchair-accessible-vehicles.html
https://www.vantagemobility.com/mobility-products/wheelchair-vans/
https://www.freedommotors.com/about-us/
https://www.unitedaccess.com/inventory/used-vehicles/
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https://www.youralsguide.com/transportation.html
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https://www.themobilityresource.com/

The Chapter Link Newsletter (items for sale):
http://webcsoh.alsa.org/site/PageNavigator/CSOH 8 SG_Newsletters.html

VEHICLE MODIFICATION REBATE PROGRAMS

https://nmeda.org/category/funding-and-rebates/

WEBINARS TO LEARN MORE ABOUT ACCESSIBLE TRAVEL & TRANSPORTATION

Hitting The Road - Transportation & Travel Tips for People with ALS — YouTube:
https://www.youtube.com/watch?v=v6MSfKcgQAo

Tavel & Safety Options with ALS — YouTube:
https://www.youtube.com/watch?v=QGLWSVA3mYM

How pALS Can Travel by Plane with Power Wheelchairs:
https://www.youtube.com/watch?v=ddUBPwAQ-1w

Headed to the Beach? Rent a
Beach Wheelchair! Check out this
article to learn more:

https://www.fodors.com/news/beaches/how-
and-where-do-i-get-a-beach-wheelchairs

Travel Tips:

https://www.transportation.gov/individuals/aviation-

consumer-protection/traveling-disability

Guide to Accessible Travel Around the World:

http://www.disabledtravelersguide.com/travel/index.htm
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ASSISTIVE EQUIPMENT: COMMUNICATION

Contact your Speech Language Pathologist for recommendations about what devices will best
meet your individual needs and how to properly use these devices.

Alternative Access

(Examples of Access
Methods: Joystick, Switches,
Laser Pointers, Stylus Pens,
Head Tracking, Scanning,
Eye Tracking)

The use of alternative areas of the
body to allow individuals with limited
physical abilities to access high or low-
tech communication systems
(computers, call chimes, speech-
generating devices).

Voice Banking

Team Gleason:
https://teamgleason.org/pal
s-resource/voice-message-

banking/

A Guide to Voice Banking
Options:
https://www.als.org/navigat

Process that allows individual to
record their voice speaking different
commonly used phrases, sentences,
commands etc. This voice bank can be
utilized if/when speaking difficulties
occur in the disease progression.

Acapela: https://www.acapela-
group.com/voices/voice-banking/

ing-als/resources/fyi-guide-
voice-banking-services

Model Talker: https://www.modeltalker.org/

My Message Banking:
https://mymessagebanking.com/

{990 high_VoiceBan} King-

Message Banking

https://apps.microsoft.com/sto

re/detail/message-
banking/9NBLGGH4NJ2Z?hl=en

-us&gl=us

Recorded messages can be
programmed into a SGD and used
when needed for communication.

Paper & Pencil

Dry Erase Board &
Marker

Written forms of communication can
be beneficial in the earlier stages of
ALS as individuals still have functional
use of upper extremities but are
having trouble with speaking.
Adaptations, such as built-up handles,
can be implemented as well to ensure
communication and social needs are
met.
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Boogie Board (LCD
Writing Board)

Available through the
Convenience Program

Light-weight tablet with a surface you
can write on with a stylus or finger.
User can erase the board with the
press of a button.

Communication or
Alphabet Board

PALS are eligible for a
laminated alphabet/picture
board

Portable charts / boards that allow the
user to point, gesture or gaze at
letters, words, symbols or pictures to
communicate with others.

Voice Amplifier

Commonly Used Brands:
https.//www.luminaud.com

Device that amplifies the users voice
so others can better understand their
speech, in person or over the phone.

/voice_amplifiers ___microp e S
hones )
Text to Speech Apps Apps for use on smart phones or

Common Apps:

Verbally
Predictable
Proloquo2go

Proloquo4Text
Speech Assistant AAC

Flip Writer

tablets that convert text to speech.
Can be downloaded on the Google
Play store or Apple store on a smart
phone or tablet.

Text to speech Apps:
https://www.iaccessibility.com/apps/speech/
Check Settings under Accessibility on your PC,
Mac, iPad, Android & Chromebook to get help
with text to speech options.

Speech to Text Apps &
Computer Software
Programs

Dragon
Windows Narrator

Windows Dictation
Google Docs Voice to Text

Programs that consist of an on-screen
keyboard & mouse that allows use
without needing a person’s hands.

Speechnotes
Dictation

Speech Texter
Voice Finger

Apple Dictation (Mac)
Braina

e-Speaking
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Speech-Generating
Devices

Examples:
Tobii-Dyanavox I-Series
PRC/Prentke-Romich
Forbes Winslate

A device that can produce speech for
the user. The user can search terms on
a digital screen to help produce the
speech, using their hands, a keyboard,
joystick, head mouse or pointer, or
eye gaze. Additionally, allows user to
email, text, and browse the Internet.

Eye-Gaze Systems for
Speech-Generating
Devices

Examples:

Eyeqgaze Edge
Tobii-Dyanavox I-Series
PRC/Prentke-Romich
Forbes Winslate

Devices that use eye movement to
select letters and words on a
computer to synthesize speech.

Photo: https://eyegaze.com/als-and-

Rolling Communication
Device Stands/Mounts

Mounts:
https://www.numotion.com/pr
oducts-services/speech-
solutions/speech-mounts

A device allowing user to attach AAC
device to an independent, rolling floor
stand — allows for easier transport and
usability of device.

Laser Pointers (for use
with Alphabet/Picture
Boards)

Laser Pointers:
https://store.lowtechsolutio

ns.org/

Mounting of laser pointers on a hat,
glasses to allow user to move head
around an alphabet or picture board
to communicate.

Switches

Enabling Devices:
https://enablingdevices.com/pr
oduct-
category/switches/#:~:text=So
me%200f%20the%20categories
%200f%20adaptive%20switche
s%20and,sound%20to%200per
ate%20the%20switch.%20...%2
OMore%20items

Communication switch accessories are
adaptive switches that provide
alternative accessiblity for those with
disabilities to be able to use electronic
& battery-powered devices.

Photo: https://enablingdevices.com/product-
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HELPFUL HINTS FOR COMMUNICATION CHANGES
° Start early determining what alternative communication

options you have available to you — obtaining a speech-

generating device (SGD) can take 3-5 months to obtain through

Medicare or private insurance

. Medicare & private insurance will only pay for one

Speech Generating Device every 5 years— make sure you work

with an experienced Speech-Language Pathologist (SLP) who
also understands the progression of ALS

e Your ALS Clinic or your ALS Association Coordinator can connect you with an experienced Speech-
Language Pathologist with experience with ALS

e Talk with your SLP and SGD vendor about options for mounting your SGD — table-top mounts,
power wheelchair mounts, or rolling floor mounts

e Be sure to obtain your Speech Generating Device BEFORE you go on Hospice services (or) if you
are planning to move into an extended care facility/skilled nursing facility for long-term care.
Medicare and private insurance WILL NOT PAY for a device if on Hospice or in a Facility.

ADDITIONAL RESOURCES

T EA M g G LE A sn N Gleason Foundation | https://teamgleason.org/

R/

< Mission: “To improve life for people living with ALS by delivering innovative technology and

equipment, as well as providing and empowering an improve life experience.”
«»+ This foundation can assist pALS with voice banking, speech device loaners, copays, etc.

Helpful Websites & YouTube Videos for Speech & Communication:

+» ALS and Communication Devices: Communication Equipment for People with
ALS — Speech Generation - Your ALS Guide

+» Using a Laser Pointer for

Communication: https://www.youtube.com/watch?v=LsM8eYAGYMc&list=PLuU-
9n-7DellK QYOwymJN2hemqgZfPrew&index=4

%+ Using a Letter Board to

Communicate: https://www.youtube.com/watch?v=gqpT7w4CCo6Y&list=PLuU-9n-
7DellK QYOwymJN2hemagZfPrew&index=6
+»* Android & Windows Communication
Apps: https://www.youtube.com/watch?v=ey9vMb5y240&list=PLuU-9n-
7DellK QYOwymJN2hemqgZfPrew&index=5
% Using Yes/No/Maybe to Communicate: https://www.youtube.com/watch?v=5GhJ4Xv1tX8&list=PLuU-9n-
7DellK QYOwymJIN2hemqgZfPrew&index=8
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ASSISTIVE DEVICES: SMART HOME TECHNOLOGY|HOME AUTOMATION

WHY IS SMART HOME TECHNOLOGY/HOME AUTOMATION HELPFUL
FOR THOSE LIVING WITH ALS?

Smart Home Technology (or Home Automation) /s using technology to add new ways to control/
and interact with your devices at home. |t makes it possible to remain in the home, have ease in
daily activities, build a safe environment, and hopefully a comfortable one. Accessibility with
home devices becomes vital as ALS progresses. Smart home technology offers those living with
ALS the ability to do many things independently— here are just a few examples of tasks:

e [imited Lower Body Mobility: With the help of Amazon Echo, it can set a ‘Routine’ for waking up
(Amazon Echo communicates with lightbulbs, thermostat - turns on the lights, sets the
thermostat, and tells the person the weather for the day).

o [imited Upper Body Mobility: Users can set a ‘Routine’ or speak manually to a smart plug to turn
devices on and off throughout the day and night —everything from turning on your coffee maker,
table lamps, outdoor lighting or plugs, TV and fan. Using a smart lock for the front door makes it
easier to get into the home for the person with limited arm and hand strength.

e [imited Speech: Persons using a speech-generating device (SGD) can also set up their smart
home products with their SGD. If hand strength has not been affected, persons can set up
Schedules just as the above on their Hub or via smartphone. If help is needed, someone can
utilize programs such as ‘Ask My Buddy’ that calls for help to a trusted person in an emergency.

e frontotemporal Dementia with ALS: Motion Sensor Cameras can alert you to your loved one’s
whereabouts. Outdoor and indoor cameras can monitor day-to-day activities.

e for Caregivers Outside the Home: Smart smoke detectors can send alerts to Caregiver or the User
can set up Emergency Contacts to contact others for needs. Or add on to AlexaTogether (for a
monthly fee) the option to allow your loved one to call 911 with voice, or detect a fall.

Amazon Echo Smart speaker that responds to voice
commands using ‘Alexa’, an artificial
intelligence personal assistant. Can
control smart home devices, answer
guestions, search the internet, and
stream music. Built-in camera with
check-in capabilities.

Amazon Dot More compact version of the Echo —
Voice controlled speaker, with similar
functions to the Echo. Designed to be
hooked up to a set of external speakers.
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Google Home

Smart speaker that uses artificial
intelligence to answer questions and
follow commands, as well as control
smart home devices.

Apple Home Kit

Smart home software — Connects to
smart home technology devices.
Controlled by an app on a smart phone
or tablet. Using artificial intelligence,
‘Siri.

Almond Hub Router and smart home hub with built-
in support for smart home devices, does
not require Wifi.

Firestick Streaming media stick with ‘Alexa’ voice

recognition. Controls TV power, volume,
input. User can hold speech button to
enable commands.

Smart Plugs
(Wyze, Amazon
brands, others)

Enables users to connect the plugs to
their smart home hub — user can control
the plug with voice command through
hub or through an app on smart phone
or tablet.

Smart Light Bulbs
(Wyze, Amazon
brand, Philips
Hue, others)

User can turn on and off bulbs through

voice recognition (if connected to smart
home hub) or through an app on smart

phone or tablet.

Photo: https://images- AC_5L1397_ipg.
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Smart
Thermostat
(Ecobee4, Nest,
Honeywell Lyric
T5, others)

User can control thermostat through
smart phone or tablet app control. This
device also has smart scheduling /
vacation mode and presence detection.

Smart Smoke
Alarms & Carbon
Monoxide
Detectors

User is able to control smoke detector
or carbon monoxide detector through
smart phone or tablet app control.
There is also ability to control several
detectors in a home to ‘instruct’ the rest
of your alarms to sound in case of fire or
pollution.

_AC_SL1500_jpg

Smart Vacuums

A smart vacuum is a vacuum cleaner
that is compatible with your smart
device or can be controlled through
your voice through your Hub. Many are
‘robot’ vacuums.

Ring Doorbell User can utilize ‘Ring’ app on smart

phone or table — alerts user when

someone approaches door or comes

within range of security camera. HD

video stream and the ability to speak to

the person outside is available through

Ring.
Battery Operated | Allows users to know when visitors =
Doorbell Call arrive — sounds/ringing are adjustable. ==
Systems Many home improvement stores have

these available for a low cost. 5
Indoor & Options for indoor & outdoor security
Outdoor Security | cameras that connect to an app on your
Cameras smart phone, tablet or by voice

activation.
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Deadbolt
Openers (August
Smart Lock, Goji
Smart Lock,
Schlage Connect,
others)

Keyless door locks that allow user to
unlock door without the use of a key.
Can be remote controlled using an app
on smart phone or tablet.

Brinks Push Pull
Rotate Doorknob

Users can push, pull or rotate this door
knob using an elbow, hip, hand or finger
— beneficial for users with diminished
functional use of fingers or hands.

Window Blinds
(Lutron Serena
Shades, MySmart
Blinds, others)

Motorized window coverings that can
be opened or closed through an app on
smart phone or tablet or using voice
command through smart home speaker
hub.

Garage Door
Openers
(Imartgate PRO
Garage,
Chamberlain,
Genie, others)

User can control opening and closing of
garage door using an app on smart
phone or tablet. Users can also check
the status of their garage door via the

app.

“If This, Then
That” (IFTTT)

An app that connects user’s different
apps and devices, enabling them to
work together to perform and automate
specific tasks. For example, user can
program the app to “Ifitis8 amon a
weekday, then turn on my alarm and
turn on the bathroom light” or “If | start
my map directions to home, then text
my wife, ‘l am on my way home.”

nnnnn

if this then that
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2022-23 HOME AUTOMATION/SMART HOME PILOT PROGRAM:
THE ALS ASSOCIATION CENTRAL & SOUTHERN OHIO CHAPTER

Beginning in 2022, The ALS Association Central & Southern Ohio
Chapter (The ALSA-CSO) in partnership with the NeuroRehab &
Balance Center and Kettering College in Dayton, OH, was
awarded grant funding to begin a pilot program offering $250
towards the purchase of a ‘smart home kit" or other automation
products to help individuals living with ALS to remain independent in their home environment.

Some of the items included in our program are:
Smart Home Hubs | Lightbulbs | Plugs-Indoor & Outdoor | TV Fire Sticks | Indoor-Outdoor
Cameras | Thermostats | Smoke Detectors | Door Locks | Doorbells | Garage Door Openers

This program includes a process to obtain equipment from our chapter:
e Must have a diagnosis of ALS or PLS, live in our Chapter territory in Ohio &
be registered with The ALSA-CSO
e Must have an OT assessment to determine kit needs
e OT sends referral of items to The ALSA-CSO
e The ALSA-CSO orders the equipment to be shipped directly to the client
e C(lient sets up the equipment in their home
e [f client has difficulty or issues once set-up has occurred, option to hire the Geek Squad
through Best Buy to troubleshoot issues is available — we request the client to utilize all
resources before requesting this help

Expert OT’s that can complete the Smart Home Automation assessment locally:
University of Cincinnati Drake Center | Fax: 513.418.5907 | Phone: 513.418.2798
Care Connections of Cincinnati | Fax: 513.842.1105| Phone: 513.842.1101
OhioHealth — Assistive Technology Clinic | Fax: 614.788.4409 | Phone: 614.788.4050
The Ohio State University — Assistive Technology Center |Fax: 614.293.9002 | Phone: 614.685.5600
NeuroRehab & Balance Center — ALS Team | Fax: 937.401.6240 | Phone: 937.401.6109
CORP — Comprehensive Outpatient Therapy Program | Fax: 937.208.4794 | Phone: 937.208.4629

. ©  Webinars to Learn More about Smart Home Technology for ALS:
% Smart Home Technology:  https://www.youtube.com/watch?v=vfAuUXak9lc
Smart Home for Independence: https://www.youtube.com/watch?v=6a4iAeQEeb8

0’0
R/
0.0

Thank you to the Levin Family Foundation (Dayton), The Turner Foundation (Springfield), and an Anonymous
Donor in Dayton, OH for assisting with financial contributions to this program.
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Respiratory Devices

Contact your Pulmonologist and Respiratory Therapist for recommendations about what devices

will best meet your needs.

Product

Purpose/Description

Photo

Pulse Oximeter

Noninvasive method of
monitoring of person’s oxygen
saturation levels.

Trilogy Machine ( an
AVAPS machine)

Trilogy | Philips Healthcare

ALS Noninvasive Ventilation
(NIV) — Portable Ventilators| Your
ALS Guide - Your ALS Guide

Electronic breathing device used
to treat respiratory weakness.
Trilogy is an AVAPS machine
and considered a type of BiPap.
AVAPS is non-invasive
technology that delivers a fixed
volume (volume of inhaled air)
& adapts to each patient’s
changing needs. The Trilogy
changes as the patient changes.

Suction Machine

Suction Machine for ALS — Feel
More Comfortablel Your ALS
Guide - Your ALS Guide

Uses suction to remove excess
mucus and saliva that can
accumulate in the mouth when
one’s ability to swallow is
impaired. Can assist with
helping the user breathe easier,
reduce the risk of choking while
feeding, and improve overall
comfort.

Cough Assist

Cough Assist Machine for ALS —
Clear Your Airwav| Your ALS
Guide - Your ALS Guide

An airway clearance device that
clears phlegm and secretions
from the lungs. Can assist with
reducing the risks of infection.

Nebulizer Machine

Small, electric device that turns
liquid medicine into a mist —
User takes deep, slow breathes
while using the machine for the
medicine to enter the lungs.
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VOCSN Smallest portable ventilator
with integrated oxygen
concentrator, cough assist,
ALS Multifunction Ventilator — suction machine, and

VOCSN: Five Therapies in One nebulizer for medical use in
Dev1ce| Your ALS Guide - Your .
hospital or home.

ALS Guide

IMPORTANT TO NOTE:
ALS-RESPIRATORY NEEDS & OXYGEN

e The use of oxygen (02) is not indicated in ALS — Getting

enough 02 is not the problem; The problem is muscle

weakness that inhibits the ability to inhale.

e 02 may be necessary for those with lung or breathing
problems (ex. COPD, pneumonia, asthma, history of smoking).

e Mechanical support, provided by these devices above, can help with respiratory function.

e Treatment is individualized; Consultation with your Pulmonologist is recommended and
necessary to ensure your respiratory needs are appropriately treated.

SIGNS & SYMPTOMS BREATHING MAY BE COMPROMISED
(SOURCE: YOURALSGUIDE.COM)

Early signs that ALS may have begun to affect your respiratory system include:

e Difficulty swallowing

e Excessive saliva

o Difficulty coughing or clearing your throat

e Coughing when eating, drinking, or swallowing pills

e The need for extra fluids to get food down

e The need to prop yourself up with pillows at night to breathe better

When ALS weakens the diaphragm (your primary breathing muscle), it becomes harder to fully
inhale and exhale. As your breaths become shorter and shallower, your body receives less
oxygen and becomes less able to expel carbon dioxide. This leads to common ALS respiratory
symptoms such as:

ALS Association — Addressing Respiratory

Changes Series Videos:

e Trouble breathing while lying down https://www.als.org/navigating-als/living-with-

e General fatigue als/therapies-care/addressing-respiratory-changes
e Shortness of breath during the day

e The need for frequent naps Additional Helpful Videos/Websites to Learn
e Morning headaches More about Respiratory Equipment:

https://www.youralsguide.com/respiratory.html

e Feeling groggy or “out of it”
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DO’S & DON’TS FOR OCCUPATIONAL THERAPISTS TREATING
PATIENTS WITH ALS

Some helpful, quick tips for new Occupational Therapists, or those with limited experience treating
patients with ALS. The information below is does not apply to all therapists or all pALS — Each evaluation
and treatment should be client-centered and individualized to meet the direct needs of the patient,
considering the entirety of their medical status and functional status.

DOS

DON’TS

Focus on participation in
occupations & quality of life

Focus intervention & treatment on:
Adaptation, education and
modification — Examples: Training in
AT, energy conservation, task
adaptation/modification, orthotic
evaluations, work simplification
Focus on environmental support as a
priority due to progressive decline of
physical systems

Plan ahead: Educate & implement at
devices in the early stages that will
be needed in the later stages —
Examples: Voice banking, power
wheelchair, speech device/eye gaze
Create goals that are functional and
client-centered — Include & educate
caregivers

Encourage participation in support
groups

Implement soft tissue / range of
motion stretching to prevent soft
tissue restrictions which can lead to
pain down the road

Alter or discontinue activity if patient
is experiencing pain, severe
shortness of breath, or cramping

Do not focus on physical
rehabilitation due to progressive
decline of physical systems

Do not wait to educate on devices
that may be needed in the later
stages

Do not exercise with excessively
heavy weights — Since ALS is a
progressive, neurodegenerative
disease, lifting weights will not
restore muscle function or strength
Do not move joints to or past the
point of pain
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++» Evaluate cognition to ensure holistic
care, as cognitive decline may occur
with progression

COMMON DEVICES AVAILABLE THROUGH THE LOAN CLOSET

Walkers (Rollator & Standard)
“ - -

Wheelchairs (Transport & Manual) Portable Suitcase Ramps

Hisisoaonsis W O WRG:
e BARKMKEY

Bed Canes _ Béd Rails

Pivot Discs

Bed Call Alarms Feeding Tube Syringes

e ' - fonr
Shampoo Basins We are unable to fulfill delivery or pick up of equipment.
. - Persons needing loan equipment must have their own
iy transportation to obtain items from our loan closet.
\. 3 Donations are accepted — and limited to items that are clean


https://www.amazon.com/Drive-Medical-Rollator-Removable-Support/dp/B005S1CHKC
https://www.amazon.com/Deluxe-Button-Folding-Walker-5-Inch/dp/B001HOM4U2
https://www.amazon.com/Deluxe-Button-Folding-Walker-5-Inch/dp/B001HOM4U2
https://www.amazon.com/Drive-Medical-Lightweight-Expedition-Wheelchair/dp/B00537WB6G
https://www.amazon.com/Drive-Medical-Streak-Wheelchair-Elevating/dp/B008KMKU6Y
https://www.amazon.com/Drive-Medical-Streak-Wheelchair-Elevating/dp/B008KMKU6Y
https://www.amazon.com/EZ-ACCESS-Advantage-Separates-Transport-Adjusting/dp/B003DQM0CE
https://www.amazon.com/Stander-BedCane-Adjustable-Elderly-Standing/dp/B000GUHG6K
https://www.amazon.com/customerpicks/Explore-bed-canes-for-seniors/b10703407e69f9ff33c2
https://www.amazon.com/Medline-Shower-Armrests-Bathtubs-Supports/dp/B01MSISJKG
https://www.amazon.com/Transfer-Sliding-Aluminum-Adjustable-Capacity/dp/B000NGUD94
https://www.amazon.com/Rolling-Antimicrobial-Footrest-Capacity-Standard/dp/B07RVD3BQS
https://www.amazon.com/Carex-Upeasy-Seat-Assist-Assistance/dp/B000095ZMP
https://www.amazon.com/customerpicks/Explore-slide-boards-for-transfers/75184acba1c822a99541
https://www.amazon.com/Bodyhealt-Transfer-Pivot-Handle-Pound/dp/B0741C8GZB
https://www.amazon.com/theBathMart-Bathroom-Railings-Handicap-Disabled/dp/B071HR4FN5
https://www.amazon.com/Medlines-Guardian-Toilet-Adjustable-Bathroom/dp/B007M4CF8W
https://www.amazon.com/Medlines-Guardian-Toilet-Adjustable-Bathroom/dp/B007M4CF8W
https://www.amazon.com/Drive-Medical-Folding-Bedside-Commode/dp/B001HP7AQE
https://www.medlabsinc.com/products/e-z-call.html
https://www.medlabsinc.com/products/e-z-call.html
https://www.amazon.com/Positioning-Transfer-Protector-Bedridden-Incontinence/dp/B08TTXQ3DL/ref=asc_df_B08TTXQ3DL?tag=bingshoppinga-20&linkCode=df0&hvadid=80195744240746&hvnetw=o&hvqmt=e&hvbmt=be&hvdev=c&hvlocint=&hvlocphy=&hvtargid=pla-4583795274577235&psc=1
https://www.amazon.com/Positioning-Transfer-Protector-Bedridden-Incontinence/dp/B08TTXQ3DL/ref=asc_df_B08TTXQ3DL?tag=bingshoppinga-20&linkCode=df0&hvadid=80195744240746&hvnetw=o&hvqmt=e&hvbmt=be&hvdev=c&hvlocint=&hvlocphy=&hvtargid=pla-4583795274577235&psc=1
https://www.amazon.com/Positioning-Transfer-Protector-Bedridden-Incontinence/dp/B08TTXQ3DL/ref=asc_df_B08TTXQ3DL?tag=bingshoppinga-20&linkCode=df0&hvadid=80195744240746&hvnetw=o&hvqmt=e&hvbmt=be&hvdev=c&hvlocint=&hvlocphy=&hvtargid=pla-4583795274577235&psc=1
https://www.feedingtubeholder.com/products/monoject-140-ml-syringes
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https://www.healthproductsforyou.com/
https://www.amazon.com/Electric-Patient-Hydraulic-Medical-Capacity/dp/B08HD6MFH2
https://www.amazon.com/LiftAid-Transfer-Walking-Buckle-Therapist/dp/B01N1PPH42
https://www.amazon.com/Dr-Moes-Solutions-Gait-Belt/dp/B07Y1J9VF4
https://www.amazon.com/Drive-Medical-Overbed-Table-Chrome/dp/B002VWJZ2Y
https://www.pinterest.com/pin/447686019205437936/
https://www.vitalitymedical.com/respironics-cough-assist.html
https://respiratory.healthcaresupplypros.com/hcs7000?gclid=CjwKCAjw_JuGBhBkEiwA1xmbRaWkitsLpavMKSfjIIEt9gQMdr1OKCNH1I_nzA0PhWRrHEVQMQm-IRoCNVoQAvD_BwE
https://www.thecpapshop.com/resmed-airsense-10-autoset-cpap-machine-1-mask-bundle?utm_source=google&utm_medium=cpc&adpos=&scid=scplp372071Mask-BUNDLE&sc_intid=372071Mask-BUNDLE&gclid=CjwKCAjw_JuGBhBkEiwA1xmbRTWLcIo-Jb82cw5EwoP6ECynrb6bjExEJ8vxi0AHCSNmQPdV1xQyNBoCqIUQAvD_BwE
https://www.thecpapshop.com/resmed-airsense-10-autoset-cpap-machine-1-mask-bundle?utm_source=google&utm_medium=cpc&adpos=&scid=scplp372071Mask-BUNDLE&sc_intid=372071Mask-BUNDLE&gclid=CjwKCAjw_JuGBhBkEiwA1xmbRTWLcIo-Jb82cw5EwoP6ECynrb6bjExEJ8vxi0AHCSNmQPdV1xQyNBoCqIUQAvD_BwE
https://www.amazon.com/Symmetric-Designs-Headmaster-Collar-Support/dp/B0056PR4QW
https://www.amazon.com/Rechargeable-Amplifier-Microphone-Waistband-Presentation/dp/B06XWV9CCQ/ref=asc_df_B06XWV9CCQ/?tag=hyprod-20&linkCode=df0&hvadid=198096917686&hvpos=&hvnetw=g&hvrand=12733260654637847375&hvpone=&hvptwo=&hvqmt=&hvdev=c&hvdvcmdl=&hvlocint=&hvlocphy=9052229&hvtargid=pla-406174145194&psc=1
https://www.amazon.com/Rechargeable-Amplifier-Microphone-Waistband-Presentation/dp/B06XWV9CCQ/ref=asc_df_B06XWV9CCQ/?tag=hyprod-20&linkCode=df0&hvadid=198096917686&hvpos=&hvnetw=g&hvrand=12733260654637847375&hvpone=&hvptwo=&hvqmt=&hvdev=c&hvdvcmdl=&hvlocint=&hvlocphy=9052229&hvtargid=pla-406174145194&psc=1
https://www.amazon.com/Rechargeable-Amplifier-Microphone-Waistband-Presentation/dp/B06XWV9CCQ/ref=asc_df_B06XWV9CCQ/?tag=hyprod-20&linkCode=df0&hvadid=198096917686&hvpos=&hvnetw=g&hvrand=12733260654637847375&hvpone=&hvptwo=&hvqmt=&hvdev=c&hvdvcmdl=&hvlocint=&hvlocphy=9052229&hvtargid=pla-406174145194&psc=1
https://www.greenhousepub.com/hecacobo1tao.html
https://store.lowtechsolutions.org/laserwriter-eyeglass-mounted/
https://us.tobiidynavox.com/pages/i-110-2
https://rehadapt.com/solutions/floor-stands/penta/
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LOCAL ALS MULTIDISCIPLINARY CLINICS (OT/PT/SLP/RT)

Cincinnati Area

University of Cincinnati/Drake Center ALS
Multidisciplinary Clinic -

Daniel Drake Center P wl@

151 W. Galbraith Rd. Cincinnati
Cincinnati, OH 45216

Drake Center Phone: (513) 418-2500

Dr. Robert Neel (New Referrals)

Phone: (513) 475-8730 | Fax: (513) 475-8033
UC / Dr. Neel office: 3113 Bellevue Ave., 3rd Floor

Cincinnati, OH 45219

Perlman Center at Cincinnati Children’s
Hospital

Cincinnati Location

3333 Burnet Ave.

Cincinnati, OH 45229 y

Phone: (513) 636-4601 gy *Cicinat
o Q@’Chlldrens

changing the oulcame Logethes

Mason Location

9560 Children’s Dr.
Mason, OH 45040
Phone: (513) 636-6800

Columbus Area

OhioHealth ALS Certified Treatment Center

of Excellence
260 Polaris Parkway, Suite 2350
Westerville, OH 43082

Dr. John Novak

(New Referrals)

Phone: (614) 533-3162
Fax: (614) 533—-3329

2% OhioHealth

Upper Arlington Rehab (Wheelchair Clinic)
3363 Tremont Road, Upper Arlington, OH 43221
(614) 788-9242

The Ohio State University
2050 Kenny Road, Pavilion 3™ Floor, Suite 3100,
Columbus, OH 43221

(614) 293-4969 @

THE OHIO STATE
UNIVERSITY

WEXNER MEDICAL CENTER

Dayton Area — Therapy (physical, occupational, speech) Only

NeuroRehab and Balance Center
Southview Medical Center

Centervi“e’ OH 45459 . Health Network |
Phone: (937) 401-6109

Comprehensive Outpatient Treatment Program
Miami Valley Hospital
30 E. Apple St, 4t Floor
Dayton, OH 45409
Phone: (937) 208-4269 m—

Cg:) Premier Health
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MEDICARE COVERAGE OF DME

Talk with your Care Coordinator or ALS Clinic Team to determine next steps when you need or
are recommended to obtain equipment. Below are some general resources on what Medicare
covers and things to remember when looking at equipment. Medicare Part B covers medical
equipment. They will pay 80%, and the remaining 20% is normally covered by your private
insurance. Don’t forget about The ALS Association Equipment Loan Closet for many items!

%+ Make sure you have a prescription from your physician for the equipment & an assessment by a
qualified therapist who has recommended the item — this helps prove medical necessity

+*» Most Activities of Daily Living items are NOT covered by Medicare and are out-of-pocket

+» Make sure the equipment vendor you choose to rent or purchase items through accepts

Assignment if you are enrolled in traditional Medicare

What Equipment Does Medicare Cover? https://www.medicare.gov/media/publication/11045-
medicare-coverage-of-dme-and-other-devices.pdf

Finding Medical Equipment Suppliers: https://www.medicare.gov/medical-equipment-
suppliers/

MOBILITY EQUIPMENT

Power Wheelchairs: Do not use your Medicare coverage to pay for a cane, walker, rollator walker,
transport wheelchair or manual wheelchair. Contact your Care Coordinator to borrow one from the
equipment loan closet. Why? You want to save your Medicare to cover the purchase of a fully-
customizable power wheelchair when you need it — Medicare will only cover one of these mobility
items and only every 5 years! |If you have questions on what Medicare or your private insurance will
cover, make sure to talk with your Physical Therapist, Wheelchair Vendor Representative and your
insurance company. Remember that you will need to obtain your power wheelchair (including all
accessories) BEFORE you go on Hospice care — once on Hospice care, Medicare and insurance will not
cover a power wheelchair while you are also on Hospice services.

Medicare Coverage & Medical Necessity: https://www.nsm-seating.com/how-it-all-works/

COMMUNICATION DEVICES

Communication/Speech-Generating Devices: As above with power wheelchairs, Medicare will only
cover 1 Speech-Generating Device (SGD) in a 5-year timespan. Make sure you get a device that will
move with you throughout the ALS progression. Also be sure to work closely with your Speech-
Language Pathologist and Speech Device Representative to ensure Medicare and your private insurer
has all the information they need to approve your device. Remember that you also will need to obtain
your speech-generating device BEFORE you go on Hospice care — once on Hospice care, Medicare will
be the covered insurer for Hospice services and will not subsequently cover a speech device.

SGD Coverage: https://www.asha.org/practice/reimbursement/medicare/sgd policy/
How Do | Get an Eyegaze? https://eyegaze.com/how-do-i-get-an-eyegaze-communication-

device/
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ADDITIONAL RESOURCES FOR ALS

IDEAS FOR PLACES TO PURCHASE ADL/ASSISTIVE AIDS:

e Work with your Occupational Therapist to determine the best products for your specific
needs.
e Check with your ALS Association Care Coordinator for items available in the Loan Closet.

e Amazon: https://www.amazon.com/Assistive-Devices-Disabled/s?k=Assistive+Devices+for+Disabled

e Wal-Mart: https://www.walmart.com/c/kp/assistive-devices-for-disabled

e Caregiver Products Online: https://www.caregiverproducts.com/

e North Coast Medical: https://www.ncmedical.com/categories/Assistive-Devices-
ADL 12839533.html

e The Wright Stuff:
https://www.thewrightstuff.com/?msclkid=75533506f04415cad3115649f5cc15f7

e Maddak SP Ableware: https://shop.maddak.com/

e Clients with Disabilities who ‘created’ ideas & devices for easier living:
https://www.disabilityathome.org/

FOR MORE INFORMATION:
¢+ Contact your Care Coordinator at your chapter (see page 7).

¢ Visit the Central & Southern Ohio chapter website, www.alsohio.org

% To find a chapter and resources near you, visit https://www.als.org.
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