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YOUR ROLE AS AN ALS CAREGIVER
Find the support and resources to help you along your loved one’s treatment journey.
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Caring for Your Loved One

Tips and guidance to help you support 
the person with ALS, such as having 
clear communication, setting realistic 
expectations, and defining your roles 
and responsibilities with your loved one 
as they start and continue treatment.

Information and resources to help you 
care for yourself. You may face challenges 
of your own during your time as a caregiver, 
so it’s important to remember that caring 
for yourself allows you to fulfill your role 
as a caregiver.

What does being an ALS caregiver mean?
Caregivers are individuals who provide physical and emotional support to help people with ALS  
manage their condition. Anyone can be a caregiver, but the role is usually undertaken by family 
members, such as a spouse, partner, sibling, parent, or adult child. The duties of a caregiver are unique 
to each situation, but they often include personal care, assistance with mobility, transportation, 
housework, grocery shopping, and looking after other family members’ needs. Some people with ALS 
may have a single caregiver; others can have several.
While being a caregiver can be a source of personal satisfaction, the work can also be very 
demanding. Family caregivers often provide care day and night and during weekends. Over time, this 
can place a heavy emotional burden on the caregiver, which can negatively affect their physical and 
psychological well-being. This may result in the caregiver overlooking their own needs, which 
threatens their ability to provide their loved ones with the best possible care.
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A diagnosis of amyotrophic lateral sclerosis (ALS) can be life-altering for your entire 
family. Caring for someone with ALS takes compassion, selflessness, and unwavering 
devotion. You may experience conflicting emotions, but providing care can be a rewarding 
experience and may help bring you and your loved one closer together.

In the following pages, you’ll find:
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The information and advice provided here are general in nature and are not intended to be a substitute 
for professional medical advice. You are strongly encouraged to seek the advice of your doctor or 
other qualified healthcare provider (HCP) with any medical questions and about providing care.

Read the following pages 
to learn more about what it 
means to be a caregiver for 
someone with ALS.



4 5

Equipment to Help People With ALS
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Some of these tools include:

Emergency alert devices
These can give caregivers peace of mind 
in a scenario where a person with ALS 
falls and is unable to get up. In this case, 
they simply push a button on a bracelet, 
pendant, or switch to alert an operator, 
who then connects them with support.

Cameras
Especially useful for caregivers who 
work remotely, cameras provide a means 
to monitor a person with ALS throughout 
the day.

Home automation systems
These can allow people with ALS with 
limited or no hand function to remotely 
open doors, adjust thermostats, or turn on 
a TV and other electrical devices.

Adaptive clothing
Clothing designed for people who 
have difficulty dressing. These make daily 
activities, such as dressing and using the 
bathroom, easier.

Portable showers
Portable showers can be attached to 
any faucet, have waterproof sides, allow 
enough room for a wheelchair to roll in, 
and have a pump to allow water to flow 
out into the sink. These can be used 
if a person has difficulty accessing 
the bathroom.

Bidets
If a person with ALS loses hand function, 
bidets offer a level of independence and 
can be added to any existing toilet.

Advances in assistive technology and adaptive equipment can help people with ALS perform 
daily functions, maintain independence longer, and live more comfortable lives.

These can make your job as a caregiver easier and reduce both physical and mental stress.

Navigating the challenges of caregiving

Facing challenges is a regular part of caregiving. It helps if you keep a positive attitude as best you can. 
You may find this works both ways. Some days, you may have to motivate your loved one in their fight 
against ALS. Other times, you may find them encouraging you.
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Be Sure to Care for Yourself, Too

Be aware of emotional health 
Being a caregiver can affect your mental and emotional health.  
Talk to your doctor if you’re having concerns.

Ask for help 
Reach out to family and friends when you need a hand. Be open to accepting help when it’s 
offered. You might want to look into local, state, and federal programs that may provide 
support and assistance.

Value yourself 
Feelings of guilt and anger are normal. But don’t let them keep you from recognizing  
the amazing job you’re doing.

Manage your stress 
Set expectations with your loved one, family, and friends. Communicate your feelings and 
needs. Take part in activities that reduce stress. Counseling may also be beneficial.

Consider your personal needs 
Continuing to do the things that are important and enjoyable to you is not selfish.  
Doing so may help improve your ability to care for your loved one.

Talk to other caregivers 
Share your experiences with people who are in similar situations. They can offer advice,  
share solutions to common problems, and lend an understanding ear.

When you’re caring for someone with ALS, your focus may seem to always be on your loved one. 
Remember, it’s just as important to take some time for yourself. Here are some suggestions:

Caring for yourself can help you provide the 
best care possible for your loved one.

Actor portrayals.



8 9

As a caregiver, your health and well-being are 
just as important as those of your loved one. 
Review this Caregiver Bill of Rights as a 
reminder that your needs matter, too.

Caregiver Bill of Rights
I have the right to:
Take care of myself. This is not an act of selfishness. It will give me the capacity to take better care of 
my loved one.

Seek help from others even though my loved one may object. I recognize the limits of my own 
endurance and strength.

Maintain facets of my own life that do not include the person I care for, just as I would if he or she 
were healthy. I know that I do everything that I reasonably can for this person, and I have the right to 
do some things for myself.

Get angry, be depressed, and express other difficult feelings occasionally.

Reject any attempt by my loved one (consciously or subconsciously) to manipulate me through guilt, 
anger, or depression.

Receive consideration, affection, forgiveness, and acceptance for what I do for my loved one for as 
long as I offer these qualities in return.

Take pride in what I am accomplishing and to applaud the courage it has sometimes taken to meet the 
needs of my loved one.

Protect my individuality and my right to make a life for myself that will sustain me in the time when 
my loved one no longer needs my full-time help.

Expect and demand that as new strides are made in finding resources to aid persons in our country, 
similar strides will be made toward aiding and supporting caregivers.

—Adapted from Jo Horne, author of CareGiving: Helping an Aging Loved One

Mitsubishi Tanabe Pharma America, Inc. is not affiliated with and does not control or endorse the third-party content. 
The information provided by these organizations is meant for informational purposes only and is not meant to replace 
a doctor’s medical advice.
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Coping With Burnout and 
Considering Respite Care
Being a caregiver can be fulfilling. It can also consume a great deal of your physical, mental, and 
emotional energy. Burnout can make it difficult to be the caregiver you want to be, and it may 
also cause resentment or even take a toll on your health.

Here are some ideas for spending your time off:
• Go to the movies

• Get a massage, facial, or manicure

• Take a walk

• Take a nap, read, or watch TV

• Attend a support group

• Go on a short vacation

• Exercise or play a game or sport

• Go out with friends

Look out for these signs of burnout:

• Social withdrawal

• Inability to sleep

• Exhaustion

• Irritability

• Inability to relax or concentrate

• Forgetfulness

• Depression and anxiety

• Lack of appetite

What is respite care?

Respite care is simply a moment or period 
of rest or relief. It is meant to give you a 
break from your daily care responsibilities. 
It’s important to have a conversation with 
your loved one about taking time for 
yourself, before you need it. 
There are different ways to give you the 
chance to have respite care. These include 
in-home substitute care from a trained 
professional, a short-term stay for your 
loved one at a facility or residence that has 
trained healthcare staff onsite, or simply 
having your family and friends help out.

Being a caregiver can be fulfilling, but it’s 
important to take time off and have your family 
and friends help out. 
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Remember: Caring for yourself can help you 
provide the best care possible for your loved one.
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Resources for You
The resources listed below are recommendations from the ALS Association and Caring.com 
and are intended to help you as a caregiver.

This is not a complete list of resources. You are strongly encouraged to talk to your doctor or 
HCP for more information.

Mitsubishi Tanabe Pharma America, Inc. is not affiliated with and does not control or endorse the third-party content 
in the books listed below. The information and advice provided are general in nature and are not intended to be a 
substitute for professional medical advice, diagnosis, or treatment. You are strongly encouraged to seek the advice of 
your doctor or other qualified healthcare provider with any questions regarding a medical condition.

Caregiving: The Spiritual Journey of Love, Loss, and Renewal
Framed by the writer and advocate Beth Witrogen McLeod’s personal journal as a caregiver 
and richly informed by the inspiring tales of others, the book explores medical and financial 
problems, spirituality, and issues such as depression, stress, housing, and home care.

Share the Care: How to Organize a Group to Care for Someone 
Who Is Seriously Ill
Drawing on their personal experience in forming a caregiving network, authors Cappy Capossela and Sheila 
Warnock provide a step-by-step guide to the group approach. The book explains how to meet people who will 
provide care, organize the first group meeting, utilize hidden skills in the group, and more.

The Conscious Caregiver: A Mindful Approach to Caring for Your Loved One Without 
Losing Yourself
Linda Abbit, a veteran of the caregiving industry, shares her advice on taking care of a loved one and how to 
handle everything that goes along with this dramatic life change. The book includes information on how to talk 
to your loved ones, handling emotional stress, and taking time to care for yourself.

Living With Dying: A Complete Guide for Caregivers
Phyllis Langton’s memoir is a passionate love story, one that deepens as she and her husband  
George Thomas live their way into the experience of ALS. As a medical sociologist, she invites readers  
into an open discussion of some emotional and moral choices through a thoughtful discussion guide.

Books

ALS Websites and Online Communities
Mitsubishi Tanabe Pharma America, Inc. is not affiliated with and does not control or endorse the third-party content 
on the websites listed below. The information and advice provided are general in nature and are not intended to be a 
substitute for professional medical advice, diagnosis, or treatment. You are strongly encouraged to seek the advice of 
your doctor or other qualified healthcare provider with any questions regarding a medical condition.

ALS Association 
als.org
Works to serve, advocate for, and empower people  
affected by ALS to live their lives to the fullest.

CaringInfo
caringinfo.org
Free resources and information, provided by the  
National Hospice and Palliative Care Organization,  
to help people make informed decisions about  
end-of-life care and services before a crisis.

Compassionate Care ALS
ccals.org
A nonprofit organization dedicated to supporting 
people with ALS and their families and communities 
as they navigate the physical and emotional demands 
of the disease. Includes educational workshops, 
guidance, and awareness.

Team Gleason
teamgleason.org
A nonprofit organization with the mission to improve 
life for people living with ALS by delivering innovative 
technology and equipment, as well as providing and 
empowering an improved life experience.

I Am ALS
iamals.org
Works to build a movement to cure ALS through 
collaboration, resources, engagement, awareness,  
and funding.

International Alliance of 
ALS/MND Associations
als-mnd.org
Online group of more than 50 patient support 
and advocacy groups worldwide that have joined 
together to provide support and the exchange of 
information between the associations.

National Association for 
Home Care & Hospice
nahc.org
Largest professional association representing 
the interests of chronically ill, disabled, and dying 
Americans of all ages and the caregivers who provide 
them with in-home health and hospice services.

MND=motor neuron disease.

https://www.als.org/
https://www.caringinfo.org/
https://ccals.org/
https://teamgleason.org/
https://iamals.org/
https://www.als-mnd.org/
https://www.nahc.org/


Please see additional Important Safety Information throughout and 
full Prescribing Information and Patient Information.
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Supporting Your Loved One 
as They Start  Treatment With 
RADICAVA ORS® (edaravone)

Dosing Schedule 

As a caregiver for your loved one who has been prescribed RADICAVA ORS® (edaravone), here is 
some helpful information.
Your loved one may need encouragement and support as they start and continue treatment. The 
dosing schedule may take some time to get used to. You can help your loved one understand that, 
although no known treatments cure or reverse ALS, RADICAVA ORS® is making a difference. 

Mark the calendar to stay on track with treatment.
The initial treatment cycle starts with daily dosing of RADICAVA ORS® for 14 consecutive days 
followed by a 14-day drug-free period. Subsequent treatment cycles include dosing for 10 out of 14 
days followed by a 14-day drug-free period.

5 mL oral dose may take only a few minutes to 
administer on treatment daysa

Can be stored at room temperature so you 
can take it at home or on the gob

Requires shaking but does not require water or 
additional mixing steps

Can be taken orally (by mouth) 
or via feeding tube

RADICAVA ORS®: Formulated for patients with ALS in mind

Patients should read the Instructions for Use before taking RADICAVA ORS®.

To learn more about how RADICAVA ORS® works, visit RadicavaORS.com/understanding.

aUse the provided 5 mL syringe that comes with the product. Do not use a household teaspoon to measure the medication.
bStore RADICAVA ORS® upright at room temperature between 68ºF–77ºF. Protect from light.

14 days on

14 days off

10 out of 14 days on

14 days off

First cycle Subsequent cycles 
have fewer doses

RADICAVA ORS® offers an 
oral option that can fit into 
your loved one’s routine.
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INDICATION
RADICAVA (edaravone) and RADICAVA ORS (edaravone) are indicated for the treatment of amyotrophic 
lateral sclerosis (ALS).
IMPORTANT SAFETY INFORMATION
Do not receive RADICAVA or RADICAVA ORS if you are allergic to edaravone or any of the ingredients in 
RADICAVA and RADICAVA ORS.
Before you take RADICAVA or RADICAVA ORS, tell your healthcare provider about all of your medical 
conditions, including if you:
• have asthma.
• are allergic to other medicines.

IMPORTANT SAFETY INFORMATION (continued)
Before you take RADICAVA or RADICAVA ORS, tell your healthcare provider about all of your medical 
conditions, including if you: (continued)
• are pregnant or plan to become pregnant. It is not known if RADICAVA or RADICAVA ORS will harm 

your unborn baby.
• are breastfeeding or plan to breastfeed. It is not known if RADICAVA or RADICAVA ORS passes 

into your breastmilk. You and your healthcare provider should decide if you will receive RADICAVA 
or RADICAVA ORS or breastfeed.

https://www.radicavaors.com/pi?utm_source=radicava-asset-&utm_medium=print&utm_campaign=radicava-ors
https://www.radicavaors.com/patientinfo?utm_source=radicava-asset-&utm_medium=print&utm_campaign=radicava-ors
https://www.radicava.com/patient/?utm_source=radicava-asset-CP-OE-US-0276&utm_medium=print&utm_campaign=radicava-ors
https://www.radicava.com/patient/understanding-radicava/?utm_source=radicava-asset-&utm_medium=print&utm_campaign=radicava-ors


Please see additional Important Safety Information throughout and 
full Prescribing Information and Patient Information.
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Before Taking 
RADICAVA ORS® (edaravone)

Preparing and Administering 
the Medication

There are several considerations for your loved one before taking RADICAVA ORS®.
RADICAVA ORS® should be taken in the morning on an empty stomach after overnight 
fasting. No food or drink should be consumed (except water) for 1 hour after administration. 
Your loved one’s doctor can help answer dosing questions or concerns.

As your loved one continues along their ALS journey, they may start to need assistance with 
taking their medication. Make sure to talk to your loved one about determining which administration 
steps they would need help with. It may be a learning curve in the beginning, so developing a routine 
can help.

Fasting guidance for RADICAVA ORS®

Fasting times before and 
after administration

Type of meal/supplement consumed Before After
High-fat meal (800-1000 calories, 50% fat) 8 hours 1 hour
Low-fat meal (400-500 calories, 25% fat) 4 hours 1 hour
Caloric supplement (250 calories, eg, protein drink) 2 hours 1 hour

Use the provided 5 mL syringe that comes with the product. Do not use a household teaspoon 
to measure your medication.
Seek immediate medical care if you experience signs or symptoms of an allergic reaction.

Some steps for administering RADICAVA ORS® 
require strength, fine motor skills, and dexterity that 
your loved one may need assistance with:
• Twisting off/on the bottle cap
• Inserting the bottle adapter firmly on the bottle
• Shaking the bottle vigorously
• Using the oral syringe
• Inserting the oral syringe into the catheter (for 

those who require a feeding tube)

Because needs may change over time, keep an 
open line of communication about how you as a 
caregiver can adapt to the changes and best support 
your loved one.

Please read the Instructions For Use prior to 
helping your loved one prepare and administer 
their medication.
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IMPORTANT SAFETY INFORMATION (continued)
What are the possible side effects of RADICAVA and RADICAVA ORS? (continued)
• Hypersensitivity reactions have happened in people receiving RADICAVA or taking RADICAVA ORS 

and can happen after your medicine has been given.
• RADICAVA and RADICAVA ORS contain sodium bisulfite, a sulfite that may cause a type of allergic 

reaction that can be serious and life-threatening. Sodium bisulfite can also cause less severe asthma 
episodes in certain people. Sulfite sensitivity can happen more often in people who have asthma than in 
people who do not have asthma.

IMPORTANT SAFETY INFORMATION (continued)
Tell your healthcare provider about all the medicines you take, including prescription and over-the-counter 
medicines, vitamins, and herbal supplements.
What are the possible side effects of RADICAVA and RADICAVA ORS?
RADICAVA and RADICAVA ORS may cause serious side effects, including hypersensitivity (allergic) 
reactions and sulfite allergic reactions.

Learn more about dosing and administration 
at RadicavaORS.com/Admin.

https://www.radicavaors.com/pi?utm_source=radicava-asset-&utm_medium=print&utm_campaign=radicava-ors
https://www.radicavaors.com/patientinfo?utm_source=radicava-asset-&utm_medium=print&utm_campaign=radicava-ors
https://www.radicava.com/patient/?utm_source=radicava-asset-CP-OE-US-0276&utm_medium=print&utm_campaign=radicava-ors
https://www.radicava.com/patient/taking-radicava-ors/#guide?utm_source=radicava-asset-&utm_medium=print&utm_campaign=radicava-ors


Please see additional Important Safety Information throughout and 
full Prescribing Information and Patient Information.
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The JourneyMate Support Program™

You can contact the JourneyMate Support Program™ so you can be 
connected with your Clinical Educator. Call toll-free at 1-855-457-6968 

between 9 AM and 9 PM ET, Monday through Friday.

A patient-focused approach for ALS and treatment support 
No matter where your loved one is in their ALS journey—from diagnosis to treatment— 
the JourneyMate Support Program™ gives you and your loved one the understanding, answers, and 
resources to help you move forward.

Experienced program team members are trained to address your educational needs and provide you 
and your loved one with personalized answers and resources for living with ALS. This program is here 
to supplement the resources that your loved one’s doctor provides.

The JourneyMate Support Program™ offers educational support and resources for patients who are considering or 
have already been prescribed a Mitsubishi Tanabe Pharma America, Inc. (MTPA) product. An ALS Clinical Educator is an 
educational resource for patients who have been prescribed an MTPA product. An ALS Clinical Educator is provided by MTPA 
and VMS and is not affiliated with or provided by a doctor. An ALS Clinical Educator does not provide medical advice. 
The program does not provide medical advice and does not take the place of a patient’s doctor. All questions about a condition, 
diagnosis, or treatment should be referred to the patient’s doctor. If a patient has a medical emergency, they should call 911. 
Adverse events or product complaints should be reported by calling 1-888-292-0058.

Resource Specialist: 
A go-to resource in the JourneyMate Support Program™ for general information 
about ALS and RADICAVA ORS® (edaravone).

Insurance & Access Specialist: 
This specialist can help you understand insurance coverage, financial support 
options, site of care, specialty pharmacy options, and the steps to accessing 
your RADICAVA ORS® prescription. 

ALS Clinical Educator: 
Once your loved one is prescribed RADICAVA ORS®, an ALS Clinical Educator 
can provide personalized education about RADICAVA ORS® and will also 
provide resources throughout your loved one’s treatment.

Our Clinical  
Educators take  
the Ice Bucket 
Challenge.

An ALS Clinical Educatora Is Available 
Once RADICAVA ORS® is prescribed, a dedicated ALS Clinical Educator can help you and your 
loved one get familiar with treatment. Based on personal preferences, an ALS Clinical Educator meets 
in person or on the phone to educate about RADICAVA ORS®. They provide general information 
about ALS, written materials to support the understanding of RADICAVA ORS®, and additional 
education resources. Working with your ALS Clinical Educator helps to ensure your loved one stays 
on track with treatment and to have informed discussions with a doctor.

a An ALS Clinical Educator is an educational resource for patients who have been prescribed RADICAVA ORS®. An ALS 
Clinical Educator is provided by Mitsubishi Tanabe Pharma America, Inc. and VMS and is not affiliated with or provided by a 
doctor. The ALS Clinical Educator does not provide medical advice. All questions about a condition, diagnosis, or treatment 
should be referred to a patient’s doctor.

IMPORTANT SAFETY INFORMATION (continued)
What are the possible side effects of RADICAVA and RADICAVA ORS? (continued)
• Tell your healthcare provider right away or go to the nearest emergency room if you have any of the following 

symptoms: hives; swelling of the lips, tongue, or face; fainting; breathing problems; wheezing; trouble 
swallowing; dizziness; itching; or an asthma attack (in people with asthma).

Your healthcare provider will monitor you during treatment to watch for signs and symptoms of all the serious 
side effects and allergic reactions.

IMPORTANT SAFETY INFORMATION (continued)
What are the possible side effects of RADICAVA and RADICAVA ORS? (continued)
The most common side effects include bruising (contusion), problems walking (gait disturbance), and headache.
These are not all the possible side effects of RADICAVA or RADICAVA ORS. Call your doctor for medical 
advice about side effects. You may report side effects to FDA at 1-800-FDA-1088. You may also report side 
effects to www.fda.gov/medwatch or Mitsubishi Tanabe Pharma America, Inc. at 1-888-292-0058.

https://www.radicavaors.com/pi?utm_source=radicava-asset-&utm_medium=print&utm_campaign=radicava-ors
https://www.radicavaors.com/patientinfo?utm_source=radicava-asset-&utm_medium=print&utm_campaign=radicava-ors
https://www.radicava.com/patient/?utm_source=radicava-asset-CP-OE-US-0276&utm_medium=print&utm_campaign=radicava-ors
https://www.fda.gov/medwatch


RADICAVA ORS and the corporate symbol of Mitsubishi Tanabe Pharma America are registered 
trademarks, and the RADICAVA ORS logo is a trademark, of Mitsubishi Tanabe Pharma Corporation.
JourneyMate Support Program is a trademark of Mitsubishi Tanabe Pharma America, Inc.
For US audiences only.
© 2022 Mitsubishi Tanabe Pharma America, Inc. All rights reserved.   CP-OE-US-0276   09/22

IMPORTANT SAFETY INFORMATION
Do not receive RADICAVA or RADICAVA ORS if you are allergic to edaravone or any of the ingredients in 
RADICAVA and RADICAVA ORS.
Before you take RADICAVA or RADICAVA ORS, tell your healthcare provider about all of your medical 
conditions, including if you:
• have asthma.
• are allergic to other medicines.
Please see additional Important Safety Information throughout and full 
Prescribing Information and Patient Information.
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RADICAVA ORS® (edaravone) provides an oral option for your loved one 
who may require your assistance with preparing and administering the medication.

The JourneyMate Support Program™ provides educational resources and information 
to help you and your loved one with ALS.

Know that your own health and self-care is just as important as your loved one’s and 
allows you to be the caregiver you want to be for your loved one.

Support Yourself and Your Loved One With ALS 

Remember that there are readily available resources to help you as a caregiver along 
your loved one’s ALS journey.

https://www.mt-pharma-america.com/
https://www.radicava.com/patient/?utm_source=radicava-asset-CP-OE-US-0276&utm_medium=print&utm_campaign=radicava-ors
https://www.radicavaors.com/pi?utm_source=radicava-asset-&utm_medium=print&utm_campaign=radicava-ors
https://www.radicavaors.com/patientinfo?utm_source=radicava-asset-&utm_medium=print&utm_campaign=radicava-ors



