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Receiving an ALS diagnosis is upsetting for all involved. It is likely that you have already been worried about the 
changes that caused you or your loved one to seek medical help, and you may be feeling lost and frightened 
following the diagnosis. 

Although an ALS diagnosis can be difficult, know that you, your friends, and your family are not powerless. You can 
do things now to ensure you navigate this experience as smoothly as possible. This fact sheet offers some first steps 
you can take if you or your loved one has been diagnosed with ALS. 

LEARN ABOUT THE DISEASE

     •     One of the most important first steps after               
            receiving an ALS diagnosis is education.
     •     Start by learning how the disease affects people  
            and what changes you can expect.
     •     If you are a family member or a close friend, learn 
            how you can provide help and support to 
            maintain a person’s independence and quality 
            of life.

The ALS Society has many useful resources that can 
help you learn more about ALS, including our website, 
our fact sheets, and the ALS Guide, available here.

RECOGNIZE YOUR OWN EMOTIONAL PAIN

     •     It can be difficult and painful to receive an ALS  
            diagnosis, either for yourself or for your 
            loved one.
     •     Feelings of anger, denial, embarrassment, 
            frustration, fear, sadness, and guilt are all normal 
            among people with ALS and their friends 
            and families.
     •     Some people may become depressed 
            following an ALS diagnosis. Speak with your 
            doctor or a professional counsellor if your 
            feelings become overwhelming.

RECOGNIZE THAT ALS IS A PROGRESSIVE 
DISEASE

     •     ALS will affect how you or your loved one 
            functions on a day-to-day basis.
     •     It can affect basic abilities such as speaking, 
            swallowing, moving, and breathing.
     •     You or your loved one will have different abilities 
            at different stages of the disease.
     •     It can help to focus on what you or your loved 
            one can do, not on what abilities are gone. 
     •     Family and friends can help the person be as 
            independent as possible and let them do the 
            things they can do for themselves.

DEVELOP A SUPPORT NETWORK

     •     You will need the support of others to get 
            through this experience. 
     •     It will help to share your feelings with someone 
            you trust. This may be a family member, a good 
            friend, a support group, a spiritual leader, or 
            someone at the ALS society.
     •     Caregivers often become isolated and lonely, so 
            it is important to stay connected to the people 
            around you.
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PLAN FOR THE FUTURE

While ALS progresses slowly in some and more rapidly 
in others, in either case it’s a good idea to prepare 
for the progression of the disease by planning for the 
future.

     •     Approach difficult conversations early, such as 
            voice banking or making healthcare decisions for             
            later stages of the disease. 
     •     Advanced directives are helpful ways to discuss 
            and respect personal preferences.
     •     Create a backup plan in case the primary 
            caregiver is unable to give care.
     •     Start to think and talk about how you or your 
            loved one would like to address financial 
            and legal details like bank accounts, wills, and 
            other paperwork. These are difficult topics to 
            consider, but it can provide peace of mind.   
 

SEEK CAREGIVING HELP

People who are caregiving for a person with ALS need 
support. No one can do this job alone. There are many 
forms of support available.

     •     Find out what family and friends are willing to 
            help with and allow them to help. 
     •     There are services and agencies that can help             
            caregivers with caregiving tasks and  household 
            support for things like cooking, cleaning, and 
            laundry. Your local ALS Society can help you find 
            caregiving help.    
     •     Respite services allow a caregiver to rest and take 
            care of him or herself.

PLAN FOR SELF-CARE

     •     It is just as important to care for yourself when 
            you are in a caregiving role.
     •     Caregivers are at risk for burnout, as well as 
            health problems resulting from stress.
     •     It is crucial to maintain your physical health by 
            exercising and eating a healthy diet.

     •     You should also take care of your mental, 
            emotional, and spiritual needs in whatever way 
            works best for you.
     •     Try to see these actions as part of your 
            caregiving role.

EXPLORE TREATMENT OPTIONS

     •     There is currently no cure for ALS, but 
            treatments may help reduce some of the 
            symptoms and improve quality of life.
     •     You can discuss these options with your ALS 
            clinical care team.

KNOW THAT WE ARE HERE TO HELP 

ALS is a physical, emotional and financial challenge for 
people living with the disease, their caregivers and their 
loved ones. Whether you are a person living with ALS, a 
family member or a caregiver, we will strive to make this 
journey less confusing and isolating for you.

     •    Contact the ALS Society of Canada or your 
           provincial ALS Society who can help people with 
           ALS and their families navigate an ALS diagnosis 
           at all stages of the disease. 

     •    We can assist in connecting you to support 
           services, equipment, and ALS clinics. 

     •    We can guide you in learning more about the 
           disease, caregiving, and coping strategies.

     •    We can help locate and access services in 
           your community.

    •     We can also connect you to a support group or 
           professional counsellor so you can get the 
           support you need.
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Disclaimer: The information in this publication has come from sources that the ALS Society of Canada deems reliable and is provided for 
general information purposes only. It is not intended to replace personalized medical assessment and management of ALS. The ALS Society of 
Canada disclaims any liability for the accuracy thereof, and does not intend to disseminate either medical or legal advice.

Special thanks to everyone who helped write and review this fact sheet.
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