




Chapter 3: 

Friends & school

Going back to school or starting 
a new school is exciting, scary, and 

confusing. You get to meet new 
friends for the first time or see 

old friends.

It’s normal to look at the 
other students and wonder 
what they are like. what is 

their family like? Especially if 
ALS is a new diagnosis in 

your family.

tristan, I know you 
started at a new 

school. What was 
that like?

When I came to my new school 
we all had to go up and tell 
about our family... I was 
really nervous, because I was 
new.  But, like, I told my 
teacher about my grandpa.  
And so then my friends asked 
about him too.



What was really cool about tristan was 
that he had a chance to tell his new 

classmates about ALS and his Grandpa. Not 
everyone will feel comfortable doing this, 

so if you don’t feel ready, that’s fine.

Yes, Alison?

at my old school, they always 
asked how my dad was doing. 

And, like, my teachers 
sometimes still ask me if my 
dad feels good. And, like, my 

principal does, too.

That's great Alison.  
Sharing with the school is 
important. Here are some 

ways you and your parents 
can think about talking to 

your school.

Do you feel comfortable 
talking to your teacher? Would 
you prefer a group meeting, or 
would you like to talk to the 
teacher/counselor alone?



Speaking of School, How many 
of you sometimes don’t get 

your homework done because 
you’re helping out around the 
house, or helping your family 

member with ALS?

I was the only one in my class whose dad 
was sick, and I couldn't really go anywhere. 
but some of my friends understood and were 
really nice, and they helped me.

Thank you, yasmine. Talking to 
other kids about ALS can be 
hard — specifically when they 

don't have a family member 
with ALS. So, when you have 
the chance, it's really good 

to talk about it.



Actually, Yasmine, that’s what 
we are going to talk about 

next – helping out the person 
who has ALS.

Well, I need to be there to help my dad, 
and sometimes that takes a long time.



CHAPTER 4: 

Being a caregiver

Being a caregiver...

Wait, what??

Ok, let me back up... teachers and researchers 
use the term "caregiver" to describe someone 

who does things to help, or take care of, 
another person.

IN THIS CASE, IT'S KIDS LIKE YOU 
WHO HELP TAKE CARE OF A FAMILY 

MEMBER WITH ALS. IN FACT, WE ASKED 
KIDS IF THEY SAW THEMSELVES AS A 

CAREGIVER. MOST OF THEM DID,
 BUT SOME DID NOT.

Not because they weren’t 
providing care, but because 
they just didn’t like being 
called a caregiver. It’s up 

to you!



You’re not alone, 
Carrie. Kids do a lot of 
things to help out. Who 
else does things to take 
care of a family member 

with ALS?

Well, I would call myself 
a caregiver because I do 
more than a normal kid 

would do for their dad. I 
help a lot.
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See if you can find some 
of the things kids do to 
provide care.

WORD LIST
Being there
Dressing
Exercises
Feeding
Help
Listen
Love
Support
Therapy
Time



This is tough because some people 
feel it’s wrong to rely on a child or 

young person in the home for 
caregiving. 

Being a young caregiver isn't 
necessarily a bad thing. What 

do you guys think?

it’s hard to do other things because my 
mom needs help a lot. Every half hour or 

so she would need something.

Sometimes it's 
hard and 

sometimes you 
don't have the 

time.

Who can you 
ask for help? We have a 

caregiver.

My neighbor.

Grandma 
helps.

My sister.

What kinds of 
things can 

people do to 
help YOU?

Help me put him in his 
wheelchair.

Help me know what to 
do and how to do it.



Wow! Those are all 
great suggestions! Yes, kids 

like you need a lot of 
support and help.

Yes, Brian?

I dropped my grandma. I 
mean, not far, but I was 
trying to move her, and I 

don’t think I did it right. She 
is OK, but I feel bad.

Of course you felt bad, 
Brian! You're not the 

only one who has done 
something like that.

Who always 
knows what they 

are doing?

Brian’s story shows how 
important it is to get training 

and have people tell you how to 
lift someone or do other things 

to care for a person.

Who can we ask 
to help us know 

what to do?

Yes! Great ideas. 
Caregiving is tough.  
So always ask for 

help. And don't 
forget about the 
ALS Association.

My mom.

The social 
worker.

The doctor.



What about good
things? Do you feel
good about being a

caregiver?

A lot of the time it feels good 
to know that someone relies 

on you for help and that 
you’re constantly giving them 

that help.

Thank you, Yasmine. It can feel
good to know you’re helping
someone. Ever wonder what 
your parents think? We asked 
some adults with ALS what it 
is like, and this is what one 

person said:

“I feel sad that they are having to experience me 
like this at such a young age, but proud that 

they are caring. My kids do it because they want 
to, not because they have to.”

see – even parents feel 
both ways about it. 
So, There is no one 

way to feel. 

So, It’s really
good to…what??

Talk about it!

The next topic really requires talking...



CHAPTER 5: 

Death, dying, 
grief, and 

loss

This can be a tough
conversation. HAVE ANY OF 
YOU TALKED ABOUT DEATH OR 
DYING WITH YOUR MOM, YOUR 

DAD, OR YOUR FAMILY?

Unless she brings it 
up, like, I’m not gonna 

bring it up... ‘cause I
don’t wanna make her 
any sadder than she 

already is.

Thank you, carrie. Yes, it can make 
us all sad to talk about death, or 
even to think about losing your 

family member. 

This is really tough. 
So, if you want to stop for a 

minute, that’s OK.

Should we go on?

Yes.



 

What will it 
look like when 

she dies?
Will we all stay 

in our home?

What will 
happen to me 
when he dies?

What will the 
services or funeral 

look like?

Will anyone be 
with us as a 

family?

Will I be there 
when he dies?

Where will we 
live after my 

mom dies?

Ok, While it’s really tough, 
one day, we are all going 

to die. But some people may 
die before other people, 

including people living with 
ALS. It can be scary to 

think about death.

(that word...again!)

What does death look like to you?

It’s OK to not know, or to be a little afraid. I mean, 
after all, we are still here and don’t know what it’s 
like. It can also be sad because you’re losing 
someone you know and love.

Does anyone have any 
questions?

Wow! These are all great 
questions! Some tough ones, 

too. These are important 
things to ask your parents.  

It may be hard for them, too, 
but it's good to know you all 

want to help each other.



Let’s check in with Bella and see how she felt when her dad died.

When dad died, I knew what was going on and knew why. 
It was something that was, I guess, expected, at least for me. 

I knew a few days ago something was going to happen. He 
seemed more spaced out than he usually did, and wasn't talking 
as much, even with his computer. And dad liked to stay up really 
late. So, when he was tired early, it was weird. Then when he died, 
I didn't know he died. I actually woke up to my sister crying, and 
I was slightly annoyed because I usually don't like being woken 
up. But then once the ambulance came, I knew. I sat in the 
bedroom with my dog who was extremely confused.

It was sad and weird not hearing 'HI SOURPUSS' (a nickname my 
dad always used from my 3rd grade play) every time I walked in 
the door, but it was also kind of relieving, not having to do the 
suction machine. (Which I always accidentally dropped, so sorry)

It wasn't extremely happy, but you soon think about it in a 
better way. I guess.

Bella’s story is something that many of you may go 
through. The feeling of being sad, scared, and not 

knowing what is going on. When we lose someone, we 
feel the grief of that loss.



Grief?

What is 
that?

Grief is sadness, anger, 
fear, loss — all these 
things in one. Everyone 

can feel grief.

My grandma died, and I 
was so sad. I kinda cried 
a lot. But my mom said 

that was OK.

Have any of 
you lost 
someone?

Many people think grief 
only happens after 

someone dies, but did you 
know it can happen even 
BEFORE someone dies?

How many of you feel like 
your loved one with ALS 

has changed?  

What about feeling like 
you have "lost" a best 
friend or parents even 
though they are still 

here?

These losses are all 
part of grief – and 

very normal.

Remember when Yasmine said she 
did not feel like a “normal” family 
anymore? Well, this is a loss, and 

she is grieving the loss of the 
family she had while everything is 

changing.

Well, my dad 
can't swallow 

anymore. And my mom can't talk 
and I miss her voice 

so much.

Tristan, yes, that 
is OK. Grief is 

real and comes in 
lots of ways.



Besides talking, what 
else can you do?

Great! If you like to 
write – how about 

writing what you feel? 
It’s like you’re talking, 
but without the actual 

talking part.

How about doing some 
art – Drawing or using 

clay for pottery?

Good 
question.

Even though we feel this way when things 
change, there is also a sense of anticipation 
or expectation of the loss and the eventual 

grieving process. Who can 
you talk to?

I know we are supposed to 
talk about it, but what if I 

don’t want to?

My 
teacher.

My best 
friend.

My mom.

it feels like we just 
get used to something, 

then another thing 
goes wrong.

What does it feel like 
when these things 

change?
Confused.

Sad.



Overall, losing some-
one is hard and you will 
feel sad.  That's totally 

normal.

You can do a lot of 
things to deal with your 
feelings. Just don't keep 

them inside.

We know, we know…
talk about it!

I don’t want to 
forget my dad 
when he dies.

Remember Bella? 
Here's something she drew.

She needed to express her feelings, 
and sometimes that’s just hard to 
do. So, she drew herself under the 
umbrella, and all the raindrops are 
her feelings. She shared that with 

me, and I am sharing it with you. This 
is just one way to express your 

feelings. 

Of course not, and you 
never will. My dad died a long time 
ago, and I think of him all the time. 

Sometimes I even still get sad, 
which is OK. See, losing someone 
doesn’t have a timeline. You can 

still miss them even as you grow 
up and meet new people, go to 

school, and get a job. You will 
always remember them.  



I’m Brian, what 
is your name?

How can we keep in 
touch with each 

other?

What is your 
phone number?

Are you going to 
the ALS meeting 

next week?

So we are almost 
at the end...has this 

been helpful? I am so glad! It has been 
great to talk with you 

all – and now you know 
each other. 

Yes!!

The ALS Association chapters in your areas are doing a lot 
to make sure kids like you keep in touch. Contact them, and 

they can let you know what programs or support they 
have for you and your family.
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