Sharing Your Diagnosis

Receiving an ALS diagnosis can be overwhelming. You may
need time to process and absorb everything that is going on
before you feel ready to tell others. And you may want to take
this time to figure out the best way to tell your family and friends.
If you are working, you will also want to understand when the
best time may be to let your employer know about your
diagnosis.

How should | tell family and friends?

Deciding how you will tell family and friends is very individual and will depend on you and your
relationships. You may want to think ahead of time about what you want to say and how you want
to say it. There is no one right way to do this. Keep in mind that people’s reactions may vary.

Telling family and friends may open the door for love and support that can help you through this
difficult time. If you are unsure or worried about how to tell people about your diagnosis, talk with
your ALS clinic social worker or a ALS Arizona representative for guidance.

How should I tell my child or teenager?

You know your child best, so you will know the best way to deliver the news. That said, it is
important to plan what you will say and how you will say it.

What you say should be honest and age appropriate. For young children, you may want to speak
in simpler terms about what is happening now and may not need to go into much detail yet about
the future. Older kids and teenagers will need more information and will likely have follow-up
guestions. They may also go online to learn more, so it's best for them to get clear, straightforward
answers from you first.

You might find it helpful to learn more about ALS ahead of time so you can answer questions about
the disease. To calm some potential fears, you may want to cover some basic facts up front, such
as the fact that ALS is not contagious.

Be clear that you are always available to answer questions and talk more about it. Also let them
know that it is fine if they want to talk to someone other than you, such as another adult in their
lives or a child counselor or psychologist.



There are also children’s support groups and good online resources created by ALS organizations
that can help young people cope after a family member is diagnosed. Remember to inform your
children’s teachers about your diagnosis and discuss ways the school can help provide support.

As the disease progresses, keep in mind that your children may welcome opportunities to help by
providing care and support and assuming more responsibilities around the house.

What should | tell my employer?

This will likely depend on the progression of your symptoms and your type of work. If your
symptoms are apparent or are affecting your ability to do your job, you may need to talk with your
employer sooner. Before talking with your employer, you may want to strategize with the social
worker at your ALS clinic or ALS Arizona.

If you want to continue working for financial, professional, social, or other reasons, your employer
may be able to make workplace accommodations that will help you work as long as possible.

Keep in mind that once you stop working, you can apply for Social Security Disability Insurance. If
you qualify, it will provide you with a monthly income as well as health insurance through Medicare.
You should begin receiving your benefits soon after applying.
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