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When a family member has MS, it is important to remember 
that each person in the family is special. Sometimes it may be hard 

for you to remember that you are special too!

All About Me !

Food: _____________________ _____________________ _____________________ __________________   

TV show: _____________________ _____________________ _____________________ __________ 

Game: _____________________ _____________________ _____________________ ________________ 

Sport: _____________________ _____________________ _____________________ ________________

Animal: _____________________ _____________________ _____________________ ______________ 

Story: _____________________ _____________________ _____________________ ________________

Song: _____________________ _____________________ _____________________ _________________

My
 Favorite 

Th ings 

My name is ______________________________ _______________ .  I am _____ years old.  
I was born in ________________. I am special because…

What makes me the same and different from my 
mom, dad, brothers and sisters… 

( fill in the blanks! )

INTERESTING FACT: 

Place 
your

favorite
picture 
here.

Place 
your

favorite
picture 
here.

Place 
your

favorite
picture 
here.
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What 
 is MS?

MS problems like these are called symptoms.

When a person has MS, the covering (myelin) that protects the 
nerves gets damaged. Scars form where the myelin is damaged. 

As messages travel from the brain, they sometimes get stuck or 
   slowed down by these scars. When this happens, the other parts 
        of the body can’t always do what the brain is telling them to do.

 . Sometimes people with MS have trouble seeing.  . Sometimes their arms and legs feel weak or 
  their skin feels tingly (like pins and needles). . Sometimes they lose their balance, feel 
  very tired, or have trouble walking. 

Healthy 
Myelin Sheath

Damaged Myelin 
Sheath

MULTIPLE means MANY. 

SC
LEROSIS means SCARS. 

INTERESTING FACT: 

So, m
ultiple sclerosis means

“MANY SCARS.”“MANY SCARS.”

If you found out that your mom or dad or 
someone else you know has multiple sclerosis, or even if 

they’ve had it for a while, you probably have lots of questions. 

You’re not alone! Lots of kids have questions about MS. 
Multiple sclerosis (MS for short) is hard to say and spell, and really 

hard to totally understand! This activity book is for you. 
It will help answer some of your questions. .MS is a disease that affects the central nervous system 
(the brain, spinal cord and optic nerves). . The brain is like a computer that tells the body what to do.. The spinal cord is like a thick wire attached to the computer.

MS problems like these are called symptoms.
Symptoms of MS can come and go…we don’t know exactly why. 

Sometimes you don’t even notice the symptoms. 
At other times they are pretty obvious. 

You’re not alone! Lots of kids have questions about MS. 

This activity book is for you. 

It’s hard for a p
erso

n with MS to know from one day to the next how he or she will feel.
It’s hard for a p

erso
n with MS to know from one day to the next how he or she will feel.

MESSAGES TRAVEL BETWEEN THE BRAIN, 
   SPINAL CORD, AND OTHER PARTS OF THE BODY.
MESSAGES TRAVEL BETWEEN THE BRAIN, 
   SPINAL CORD, AND OTHER PARTS OF THE BODY.
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 T
his

 is H
ow I imagine MS might LOOK :

 Here are a few of the especially troubling ones.
 Here are a few of the especially troubling ones.
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 T
his

 is H
ow I imagine MS might LOOK :

Your mom or dad with MS may be having trouble doing everyday things… 

putting on socks, making a sandwich, or walking the dog. Your mom’s or 

dad’s body may feel funny or different. These are called symptoms. 

MS symptoms can be very mild, very serious, or somewhere in-between. 

They can come and go. Sometimes the symptoms disappear for 

a few days, weeks or months, and then come back again. 

Sometimes these symptoms appear and disappear quickly. 

 Other times they last for a long time. 

 Here are a few of the especially troubling ones.
 Here are a few of the especially troubling ones.

?

SOME        
   

SYMPTOMS 

ARE MILD AND 

OTHERS ARE 

NOT.

SOME        
   

SYMPTOMS 

ARE MILD AND 

OTHERS ARE 

NOT.

(Remember that MS is different for 
each person, so your mom or dad may 
never have any of these symptoms.) 

FATIGUE: Feeling very tired. 
Many people with MS feel very tired 
even when they get enough sleep.

TROUBLE SEEING:
Some people with MS see double or 
have vision that is very blurry. 
It may be hard to drive or read.

SHAKING: Some people 
with MS find that their arms or 
hands or head are shaky. It may 
be hard to hold a knife and fork, 
or write clearly, or put on lipstick. 

TROUBLE REMEMBERING THINGS: 
Sometimes MS can make it hard to remember 
things, even things that just happened. It may 
also be hard to pay attention or get organized.

PAIN: MS can make different parts 
of the body hurt. It can make a 
person’s skin feel tingly and painful.

TROUBLE WALKING: Sometimes a 
person may have more trouble walking and 
may need to use a cane or a walker or a 
wheelchair to get around. 
Sometimes people only need these 
helpful devices for a short time.  
Sometimes they need to use 
them for a long time.

 WHAT ARE 
MS SYMPTOMS?
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Hint: words are 
across, down 
and diagonal! 

BALANCE     

CLUMSY     

DIZZY     

MOODINESS     

NUMBNESS     

PINS AND 
NEEDLES     

VISION     

TALKING     

TIRED    

TREMBLING     

WALKING     

WEAKNESS

See if you caN FIND THe magic solution to this puzzle!

SYMPTOMS OF MS 

WORD SEARCH

What do we know about symptoms and people with MS ? 
What do we know about symptoms and people with MS ? 

ANSWER:   E V E R Y  P E R S O N  W I T H  M S  I S  D I F F E R E N T ! 

P S
T H

TD F
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(egg-zass-er-bay-shun)

What is an 

ms exacerbation?

Suddenly the blackboard goes fuzzy and you can’t read anything.
 Imagine sitting in school... 

Q: My dad says that going to the beach isn’t fun for him anymore. When he gets hot, his MS feels a lot worse. 
He has trouble walking and his vision gets blurry. Why does that happen? How can I help him feel better?  

A: Many people with MS feel worse when their bodies get overheated.  When the body’s temperature goes 
up - even a tiny bit - the messages that travel from the brain to the rest of the body can’t travel as fast. 
This makes a person’s symptoms act up until his or her body cools down again. Hot weather, exercise, 
or a fever can all cause someone to feel uncomfortable for a while. 

This is called a pseudoexacerbation 
(soo-doe-egg-zass-er-bay-shun) - try saying that three times fast! 

The good thing is that people begin to feel better as soon as their body temperature returns to normal.  
You can help your dad by helping him stay cool. He should stay out of the bright sun, drink lots 

of cold drinks, and maybe even wear a cooling collar or vest to help his body stay cool.  
 

      Or imagine it’s your turn to bat and suddenly you don’t 
     have the energy to take a swing or even walk off the plate. 

     That is how it might feel to get an MS exacerbation. 

(egg-zass-er-bay-shun)
Exacerbation is a very big word that means a time when 

new MS symptoms appear or old symptoms become worse. 
Exacerbations are also called relapses or attacks. 

No one knows what causes a person to get MS in the first place. 
And no one knows what causes a person with MS who has been 
feeling fine to have an exacerbation. But we do know that there’s 
nothing a kid can do that can cause a parent to have an MS attack. 

Forgetting your homework, skipping chores, or fighting with your  
   sister might annoy your parents, but it can’t cause an MS attack!
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Unpredictable means we don’t always know what to expect. The best way to deal with 
something that is unpredictable is by being prepared to change your plans if you have to. 

So, if your family has planned a day at the zoo, but then your mom or dad doesn’t feel up to it, 
try to change your plans to something less strenuous. For example, you could decide to stay 
home and watch a movie together or have a picnic in the backyard. That’s called being flexible. 

It’s an important thing to be when you have MS in your house!

THIS CAN BE CONFUSING AND FRUSTRATING FOR EVERYONE! 

AND SOMETIMES MS JUST CHANGES! 

 This is why we say MS is unpredictable. 

MS is Unpredictable
MS often changes. It may change over the course of a day, over the course of a week or month, 

and maybe over the course of a year. Why doesn’t MS just stay the same? We don’t know exactly 
why, but we do know that a person with MS may have lots of energy at certain times of the day, 
but feel very tired at other times. We know that some people with MS have days or weeks or 

months when they feel better, and then days or weeks or months when they feel worse. 
THIS CAN BE CONFUSING AND FRUSTRATING FOR EVERYONE! 

    

   Sometimes when a person is sick with a cold or fever, 
   his or her MS symptoms get worse for a while. 
   When the cold goes away, the symptoms may get better. 

MS may feel worse when the weather is very HOT and then
feel better when the weather becomes cool and dry. 

AND SOMETIMES MS JUST CHANGES! 

 This is why we say MS is unpredictable. 
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Neurologist: A doctor who 
takes care of people with MS and 
knows a lot about the brain, optic 
nerves and spinal cord.

Nurse: Someone who 
helps people learn about 

taking medicines and how to 
be as healthy as possible.

Let’s meet the people 
who take care of people  
 with MS

Urologist: A doctor who knows 
a lot about the bladder and how it 
works. Sometime people with MS have 
problems going to the bathroom and 
this doctor can help.

Physical Therapist: 
A therapist who can help someone 
learn how to walk better or learn 
exercises to become stronger 
and more fit. 

Occupational Therapist: 
A therapist who can help people with MS learn 

how to do day-to-day activities more easily.

Social Worker: 
A person who helps families 

talk together about MS.

Psychologist: 
A person who talks with people 

about their feelings and problems 
with memory or thinking. 

Speech Therapist: 
A therapist who helps people 
with speaking or swallowing.

THIS CAN BE CONFUSING AND FRUSTRATING FOR EVERYONE! 

When someone has MS, they may go to see different 
types of doctors and therapists who can help them 
feel better. Here are some of those people and 
what they do to help people with MS.
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Keep S’myelin Kids cartoon 

Keep S’myelin Kids
“I like coming with 

you for your physical 
therapy appointment!”

“Well, you are a 
big help to me!”

“We can both stay fit by 
doing exercises together!”

“....and 9 and 10! 
Other leg now, 

Mom.”

COLORTHIS IN!

COLORTHIS IN!
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  SOME PEOPLE taking these medicines have to give themselves 
shots or get what is called an infusion, which means that the medicine drips 

slowly through a small tube into the person’s arm. The doctor and your 
mom or dad chooses the vmedicine that is best for her or him.

There are also medicines for people to take when their MS is acting up. 
Most people with MS have attacks every once in a while. They may 
feel very tired, or have new problems that they never had before 

- like trouble seeing or walking or remembering things. 

TREATING MS

BESIDES MEDICINES, there are lots of other 
things that can help people with MS to feel better:
such as exercise, rest, a healthy diet, and having FUN! 

MS can cause many kinds of problems or symptoms, 
like making people feel very tired or stiff or weak. 

The doctor knows about different types of medicines 
that can make these problems feel better.

WE DON'T HAVE A CURE FOR MS YET, but we have several 
different ways to treat it and help people feel better. There are medicines 
that help people have fewer exacerbations and also help slow the disease.  

Some of these medications are pills to swallo
w, 

while others are given with a needle.

Some of these medications are pills to swallo
w, 

while others are given with a needle.

WHEN THIS HAPPENS, they may be given a special medicine 
called methylprednisolone. This is a liquid medicine that drips through 
a small tube into the person’s arm. Some people get this medicine at 
home and other people go the hospital for a few days to get it.



PLEASE SEND 
US YOUR-

WORK:
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SOMETIMES

SOMETIMES

MAKING A LIST OF YOUR FEELINGS CAN HELP. 

SOMETIMES MS might make you feel mad, or you might feel sad or scared 
if your parent isn’t feeling well. Sometimes you might feel glad because you 
love your mom or dad and like to do fun things together. 

SOMETIMES the hardest thing about feelings is sharing them with others, but 
talking about feelings can be helpful. It can make you feel better and bring you closer 
to people you care about and let them know what some of your worries might be.

“I would say they should not 
worry.  It will be OK. Well, they 
can worry a little bit, but not 
too much!” 

Sarah, Ghana

“I would tell them to try to forget 
it’s there most of the time. But 
don’t put it totally out of your mind 
at all times, because your mom or 
dad still needs your help!” 

Shelby, Vancouver, Canada

MAKING A LIST OF YOUR FEELINGS CAN HELP. 
You can do this in your head, on a piece of paper, or in a poem or drawing. 
Then you can share your list with someone you trust—like your mom or dad. 
This will help make your feelings backpack feel a little bit lighter.

Your 
Feelings

EVERYONE IN THE FAMILY HAS FEELINGS ABOUT MS - NOT JUST tHE PERSON WHO HAS IT. EVERYONE IN THE FAMILY HAS FEELINGS ABOUT MS - NOT JUST tHE PERSON WHO HAS IT. 

Find someone!Find someone!
 1. Who is easy to talk to
 2. Whom you feel you like and trust
 3. Who listens to your feelings

“I would tell them that I deal 
with the same feelings.” 

Tiffany, Toronto, Canada

“I would say: 
Let out your feelings! 
     And exercise!” 
    Troy, New Jersey, USA

12



1 3 1 3 

Mood 
Chart

 
1. DRAW a picture of each person in your family.

3. SHOW YOUR 
 DRAWING to the 

people in your family 
and talk to them

  about the feeling 
colors you used.

2. COLOR the picture with these colors to show each person feels:

Happy         mad         scared Embarrassed    bored           sad

1 3

HAVING A MOM 
OR DAD WITH MS 
CAN BE TOUGH!

HAVING A MOM OR DAD WITH MS CAN BE TOUGH!Doing an activity like this can help you understand your feelings and your family’s feelings.
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Joins the Family? 
What Happens When MS

Your mom or dad may feel DIFFERENT from one day to the next – for example, 
having a lot of energy one day and feeling very tired the next. It’s a good idea to 

have a back-up plan for days when your parent doesn’t feel well. 

 MS
Q: IS IT THE MS THAT     MAKES MY MOM CRANKY? A: Moms and dads with MS can sometimes be 

cranky. They may feel tired, sad or frustrated by 
things they cannot do, or just plain grumpy. The important thing to remember is that everyone feels cranky sometimes - even moms 

and dads who don’t have MS. Maybe you and your mom or dad could talk about the kinds of things that make each of you feel cranky and the things that make you each feel better.

LIVING WITH MS brings changes to every member of a family.

Some changes may be big, while others can be small. 
Below are some of the changes that kids sometimes see.

When someone in the family has MS, everyone 
else may need to help. Sometimes moms and dads 
trade jobs and responsibilities because the parent 
with MS can’t do the things that he or she used 
to do. Kids may be asked to do more CHORES. 

While kids tell us that they don’t always like 
the extra chores, they also say that helping 
their parent with MS makes them feel PROUD. 

Your mom and dad may also seem more 
WORRIED than usual. This can happen when 

someone in the family is diagnosed with MS, and 
no one is sure what to expect. If you start to 
get worried too, be sure to let them know. 

Worries feel better when you TALK about them. 

WHEN people don’t feel good, they sometimes get CRANKY. You may find that your 
mom or dad acts grumpy sometimes. If you get worried about that, be sure to talk it over 

with them or with another adult you like a lot. 
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Joins the Family? 

Cartoon

S’myelin kids

LIVING WITH MS brings changes to every member of a family.

Some changes may be big, while others can be small. 
Below are some of the changes that kids sometimes see.

COLORTHIS IN!

COLORTHIS IN!
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What is

wrong
with this

picture?
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Many people with MS use different types 

of tools or gadgets to help them move around, 

have fun, and do everyday activities. 

Tools
Can Make

Life with MS 
  Easier!

What is

wrong
with this

picture?

  
  
  
  M

AK
E L

IFE
 EA

SIER
 FOR SOMEONE WITH MS?

CA
N 

YOU T
HINK OF A TOOL THAT MIGHT 

  
  
  
  M

AK
E L

IFE
 EA

SIER
 FOR SOMEONE WITH MS?

CA
N 

YOU T
HINK OF A TOOL THAT MIGHT 

FOR EXAMPLE, someone you know may use a cane, a wheelchair 
or scooter, or a computer that works by talking to it! In fact, we all use 
tools to help us with everyday activities: a backpack to help us carry things, 
glasses to help us see more clearly, a shopping cart at the supermarket. 

 Perhaps your mom or dad has made changes to your house to make it easier and 
 safer to get around, like building a ramp or adding a grab bar in the bathroom. 
           CAN YOU THINK OF ANY OTHER TOOLS WE USE? 

Many people with MS use different types 

of tools or gadgets to help them move around, 

have fun, and do everyday activities. 
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4. A light, narrow boat with pointed ends.    
 You use a paddle to move it forward.  

C AN __ __

2. A small, yellow songbird often kept in a cage.  

   C AN __ __ __

5. A tall, narrow object made of wax with a   
     wick inside it.  It can help us see in the dark.  

   C AN __ __ __

3. A fun dance involving high kicks.    

    C AN  __ __ __

.This stick can help people keep  
     their balance when they walk.    

     CAN __ 

7. A container for drinking water.   
    Sometimes campers carry this.     

   C AN __ __ __ __

1. A country north of the United States. 

C A N __ __ __

THERE ARE LOTS OF WORDS THAT BEGIN WITH CAN. 

HOW MANY WORDS CAN YOU COMPLETE IN THIS PUZZLE?

 CAN Game 

THERE ARE LOTS OF WORDS THAT BEGIN WITH CAN. 

HOW MANY WORDS CAN YOU COMPLETE IN THIS PUZZLE?

All kinds of things CAN make our lives easier.  All kinds of things CAN make our lives easier.  
Glasses CAN help us see. 
A calculator CAN help us add 
numbers more quickly. 
A list CAN help us remember 
what we need to buy at the grocery store. 

     We all use tools everyday 
       that CAN really make a difference.

 Here are s
ome of

ANSWERS: 1. CANADA, 2. CANARY, 3. CAN CAN, 4. CANOE, 5. CANDLE, 6. CANE, 7. CANTEEN
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 Here are s
ome of

my favorite jokes . . .

 ANSWERS: 1. A shampoodle!   2. I’ll deal with you later. 3. With tomato paste! 4. Michelle 5. NA_CHO cheese  6. To get his quart
er

ba
ck

.

jokes and riddles to use
Fun & Games

jokes and riddles to use
( Find the answers below...)

What dog loves to take 
bubble baths ?

“Doctor, Doctor I feel 
like a pack of cards.”

How do you fix 
a broken pizza?

Michelle’s mother has four children.  
The first was April, the second was May, 

and the third was June. 
What was the name of the fourth child?

What do you call cheese 
that is not yours?

Why did the football 
coach go to the bank?
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Act ivities

Picture Puzzles! 
HERE’S A GREAT IDEA FOR YOUR BOX OF PICTURES! 

You will need a pair of scissors and photos.  

Cut the pictures into several different shapes and sizes.  

The fun starts when you try to put the pieces back together!  

To make the pieces easier to handle, mount them on cardboard.  

You can also store them in a box or zipper bag to play with again.

What  
 Would
 You Do?

Here is a great gift idea for someone you love who has MS.
 Make a “coupon”!  Here are some ideas for coupons you can give your mom or dad:

A COUPON GOOD FOR 

HUGS AND KISSES 

ANYTIME, ANYWHERE 

A COUPON GOOD FOR 
AN AFTERNOON 
OF CUDDLING AND 

READING TOGETHER

A COUPON GOOD 
FOR MAKING BREAKFAST 
FOR THE WHOLE FAMILY 

(AND CLEANING UP) 

A COUPON GOOD FOR BRINGING OUT THE TRASH EVERY WEEK

A COUPON GOOD FOR 

CLEANING OUT 
THE GARAGE

YOUR MOM OR DAD WILL LOVE THIS KIND OF PRESENT BECAUSE IT TELLS THEM YOU LOVE THEM AND WANT TO HELP! 
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Act ivities

Picture Puzzles! 
HERE’S A GREAT IDEA FOR YOUR BOX OF PICTURES! 

You will need a pair of scissors and photos.  

Cut the pictures into several different shapes and sizes.  

The fun starts when you try to put the pieces back together!  

To make the pieces easier to handle, mount them on cardboard.  

You can also store them in a box or zipper bag to play with again.

What  
 Would
 You Do?

Talk to your mom and dad 

about what you would do 

  in s ituations like these...
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GROWNUPS ARE ALWAYS SAYING, "BE PATIENT". 
But it’s hard to be patient waiting for the cure for MS. 

Do you ever wonder why it is taking so long? 

THERE ARE LOTS OF REASONS. 
For one, scientists can’t figure out a cure 
without knowing what causes MS. 
There are lots of clues, and these are 
like pieces of a gigantic jigsaw puzzle 
that scientists all over the world 
are trying to put together.

THE GOOD NEWS is that scientists 
are making lots of progress filling in pieces of 

the puzzle. They’re also learning a lot from
research being done in other diseases. 

So, we hope soon that all of the pieces will come 
together and the answer will be in front of us. 

Then we won’t have to be patient anymore, 
because we’ll have a cure.

Where’s
the Cure?

 THERE ARE SO MANY 
 PUZZLE PIECES.

MS attacks a very 
   complicated part of the body - 

the brain and the spinal cord 
(called the central nervous system). 

Scientists need special tools to figure   
out what’s going on in there. 

Another complicated part of the body that is 
involved in MS is the immune system. This 
system is made to help our bodies fight 
germs, but something goes wrong in MS  
and the immune system attacks the 
central nervous system instead. 
Scientists are looking for the puzzle piece that will 

give them the power to turn off the attack forever. 
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what 
would a
cure for

look 
like?  

Where’s
the Cure?

MAYBE, it will be a vaccine to keep people from ever 
getting MS. This would be like the shot you get from 
your doctor so you won’t ever get the measles or mumps. 

Or, maybe it will be a medicine that makes 
MS go away once a person has it. Or maybe it 
will help cells in the immune system do what they are 
supposed to do - like fighting germs - rather than damaging 
the myelin and nerves the way they do in a person who has MS. 
Or maybe there will be a cure that reverses the damage.  

Scientists are exploring all these possibilities, and more. And maybe, the 
cure will turn out to be something that no one has even thought about yet.  
WHAT DO YOU THINK IT WILL BE?  _______________________________________
______________________________________________________________________________________________________
______________________________________________________________________________________________________
______________________________________________________________________________________________________
_________________________________________________________________________________
______________________________________________________________________________
____________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________
__________________________________________________________________________

23

*Hello, 
Doctor!

    **Hurry 
   up and 
  good luck!
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M ye l i n

S y m p t o m s

U n p r e d i c t a b l e
C e n t r a l

   n e r v o u s

      s ys t e m

Spinal  co rd

M a n y  s c a r s
C o m p u t e r

PICK OUT YOUR ANSWERS FROM THE WORDS BELOW
:

 MS 
 QUIZ!
MS

       1. The covering around the nerves 

               is called ___________________________________________________
 
 2. The physical problems caused by MS 

      are called ______________________________________________________________

  3. MS can change from one day to the next -

      that’s why we say it’s _________________________________________________
 
  4. MS affects the brain and spinal cord, 

       which together make up the _________________________________________________________

    5. Many of the messages going from the brain to other parts 

        of the body travel along the ______________________________________

     6. The brain acts like a ___________________________________________
 

          7. The words multiple sclerosis mean ____________________________________

1. Myelin  2. Symptoms  3. Unpredictable  4. Central nervous system  5. Spinal cord            6. Computer  7
. M

any s
car

s
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Q: Can MS make parents forget 
 things that they do, hear or say?

A: MS can cause many different kinds of 
 symptoms, and problems remembering
 things may be one of them. Some people 
 with MS have trouble remembering where 
 they put things like the car keys or their
 glasses or remembering a conversation from 
 earlier in the day, or thinking of a word they
 want to say. Keeping a family calendar, 
 putting things away in the same place all 
 the time, and being very organized can 
 help people manage these problems. 

YOU ASKED. WE ANSWERED.

Q: Do people die from MS?

A: People almost never die from MS. 
 Once in a great while MS causes
  other problems that can make a 
 person very sick or even die, but 
 this does not happen very often.

A: No, you can’t catch MS from 
 your mom, dad or anyone. MS is 
 not like a cold. You can give them 
 lots of hugs without worrying 
 about catching it.

Q: Can I catch MS?
Q: My dad was diagnosed with MS. 
 What is going to happen next?

A:  Every person’s MS is different. Some
 people have just one or two symptoms,
  while others have more. Your dad’s doctor
 will help him figure out the best ways to
 take care of himself. He may need to rest
  more than he used to, take medication, 
 or use some special tools to help him do 
 the things that are important to him.  
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What other questions do you still have about MS?

26

Write them down here and then find a good time to talk to your mom or dad about your questions...
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These are the questions I still have about MS…

27

Write them down here and then find a good time to talk to your mom or dad about your questions...
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    CO
NNECT NOW! MS happens to families, not just to individuals! 

THIS ISSUE IS MADE POSSIBLE THROUGH AN EDUCATIONAL GRANT FROM:

© 2015 National Multiple Sclerosis Society. All rights reserved.

Families can count on the National MS So
ci et

y.

Families can count on the National MS So
ci et

y.

To learn more about the resources available to you and your family, please contact an MS Navigator at: 

1-800-344-4867 or visit nationalMSsociety. org/familymatters

The Society does not endorse products, services or manufacturers. Such names appear here solely 
because they are considered helpful information. The Society assumes no liability for the recipient’s use 
of any product or service mentioned. The Society does not independently verify whether the information 
provided by each service provider is accurate. The Society undertakes no responsibility to verify whether 

the service provider is appropriately licensed and certified and has applicable insurance coverage.

Keep S’myelin is a publication for children with parents or other relatives with multiple sclerosis. 
It is produced by the National Multiple Sclerosis Society. The National Multiple Sclerosis Society 

(“Society”) is proud to be a source of information on multiple sclerosis related topics. 
The information provided is based on professional advice, published experience, and expert 

opinion, but does not constitute medical or legal advice. For specific medical advice, 
consult a qualified physician.  For specific legal advice, consult a qualified attorney.

The National MS Society mobilizes people and resources so people affected by MS can live their best lives as we stop MS 
in its tracks, restore what has been lost and end MS forever. To fulfill this mission, the Society funds cutting-edge research, 
drives change through advocacy, facilitates professional education, collaborates with MS organizations around the world, 
and provides programs and services designed to help people with MS and their families move their lives forward.
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PARENTS’ supplement
Learning about MS as a Family

ACTIVITY BOOK

AS YOU KNOW, CHILDREN LEARN IN MANY DIFFERENT WAYS.AS YOU KNOW, CHILDREN LEARN IN MANY DIFFERENT WAYS.
One likes to read or do activities alone, while another enjoys reading aloud with you or playing games. 

One has lots of questions for you while another asks nothing at all. 

   * This activity booklet can be used in any way that is fun and comfortable 
    for your children and you. As you read, you may think of things 
   you would like your kids to know about your MS. 

1

WHENWHEN one member of a family is diagnosed with MS, 
  it is important that the entire family learn 
  how to live with it - and finding comfortable ways 
  to talk about MS can be an important step in that process. 

OUR GOALOUR GOAL is to provide children with accurate information 
about a complicated disease in a format that is easy to understand and fun to use.
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Sharing information
is helpful in some very specific ways:

. When you share important information about MS and your efforts to cope with it, you are modeling the kind
 of openness and communication that parents and children need to have in today’s world. As a result of 
 your openness, they will be more likely to share with you the issues that come up in their own lives.

By reading this booklet with your children, you are also reassuring them that it is okay for them to talk to you about MS. 

. Information about MS, and about other families who are living with it, assures children that they are not alone.

Through the S'MYELIN KIDS cartoons, they will read about other kids who share similar experiences.

KEEP S'MYELIN provides them with the vocabulary they need to share their concerns.

.Kids often have no idea how to express their questions and feelings about MS.

2

Without any information to explain the changes they sense going on around them, children use 

         their imaginations to fill in the blanks. Often, the things they imagine are far worse than reality.

Younger children tend to see events in their lives as connected to their own actions. This way of 

thinking sometimes leads children to believe that they may have caused their parent’s MS or caused 

it to worsen. Accurate information about MS reassures them that they have not caused 

 their parents to get MS and helps alleviate any guilt they may be feeling.

REMEMBERREMEMBER that too much information at one time can be overwhelming, so try 
to answer only the question they are asking. When they’re ready for more, they’ll ask. 

  There may be times when some questions may be difficult or upsetting for you to answer.  
 That is where the MS Society can help. Our MS Navigators are available to assist.

Please contact us at 1-800-344-4867 or contactusNMSS@nmss.org.
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FROM THE BEGINNING 

IT IS RECOMMENDED THAT 

YOU TELL Y
OUR CHILDREN:

. That mom or dad has a disease. 

. The name of the disease. 

. Your best understanding 

of what may happen.

FROM THE BEGINNING 

IT IS RECOMMENDED THAT 

YOU TELL Y
OUR CHILDREN:

    IT IS IMPORTANT TO BE HONEST WITH YOUR    CHILDREN ABOUT WHAT IS GOING ON, BECAUSE:
 1.  Children are affected by everything that happens in the family.
 2.  The more serious the situation, the more they will be impacted.
 3.  Withholding information and keeping secrets from your children,        in any way, will inevitably make things worse.

    IT IS IMPORTANT TO BE HONEST WITH YOUR    CHILDREN ABOUT WHAT IS GOING ON, BECAUSE:

EVEN if the parent with MS returns to full health, a 
child can be greatly affected by the idea of mom or dad’s 
serious illness. Children sense that something is different 
at home and try to figure out what the problem may be.  

EVEN in the face of a serious illness in the family, 
children can be helped to adjust and go on with their 
lives. They can learn what they need to know, and be 

given support and understanding.  

BECAUSE CHILDREN CAN IMAGINE THINGS THAT ARE MUCH WORSE THAN THE TRUTH, IT IS IMPORTANT TO INCLUDE THEM AS SOON AS POSSIBLE.

BECAUSE CHILDREN CAN IMAGINE THINGS THAT ARE MUCH WORSE THAN THE TRUTH, IT IS IMPORTANT TO INCLUDE THEM AS SOON AS POSSIBLE.

By reading this booklet with your children, you are also reassuring them that it is okay for them to talk to you about MS. 

. Information about MS, and about other families who are living with it, assures children that they are not alone.

Through the S'MYELIN KIDS cartoons, they will read about other kids who share similar experiences.

KEEP S'MYELIN provides them with the vocabulary they need to share their concerns.

.Kids often have no idea how to express their questions and feelings about MS.

3
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WHAT IF

MS HAS NOT

BEEN DISCLOSED

OUTSIDE THE 

FAMILY? 

They are usually unable to do so. 
 Being told that something needs to be kept a secret   from others usually makes it seem shameful or bad. 

 1.
2.

tHere are two main reasons why young children 
   should not be asked to keep sec re ts:

IT IS PARTICULARLY IMPORTANT over the long run that children (and parents) NOT think of MS as either shameful or bad.   On the other hand, children can and do develop an understanding of the     need for PRIVACY - which means not sharing everything with everyone.   A young child, for example, might be comfortable with Mom and Dad   knowing about episodes of bed-wetting, but would be very unhappy   for classmates or strangers to know about them.  
It will be important for you to let your children know whom they can talk to about your MS (e.g., mom, dad, grandparents, and Aunt Karen) and who doesn't have any need to know about it (e.g., strangers, kids at school or neighbors).  In deciding whether or not to talk openly with children about the MS,  each family must evaluate the potential consequences. 
     FOR EXAMPLE, a parent might not want MS to be talked about outside the family if it poses a threat to employment. Balanced against this concern is the fact that children sense very clearly when one or another parent is ill or distressed and may develop their own worries about what is going on.

As you sort out your own priorities and concerns in this area, 
stay alert to your children’s signals. While they may not come right 
out and ask what is wrong, they may demonstrate in other ways that 

they are curious, worried, or upset by changes in Mom or Dad.

*THIS IS A 
DIFFICULT QUESTION 
TO ANSWER, AND 

EACH FAMILY NEEDS 
TO ASSESS ITS OWN 

NEEDS AND PRIORITIES.

*THIS IS A 
DIFFICULT QUESTION 
TO ANSWER, AND 

EACH FAMILY NEEDS 
TO ASSESS ITS OWN 

NEEDS AND PRIORITIES.

4
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In our experience, children with a parent with MS are already dealing with the impact of the disease, whether 
or not it is being talked about openly in the household. This is because kids of all ages have a 

remarkable ability to sense what is going on around them, particularly when it affects their parents. 
They can tell when their parents are worried, upset, preoccupied, or feeling tired or blue.

That they caused your MS by 
something they did or did not do.  

(Suggested answer: 
“Nothing you did made me get MS.”)

Faced with the news of a parent’s serious illness or disease, 
all but the youngest children will wonder: Will my parent die?   

They may or may not ask the question out loud, 
but it is important address it. 

(Suggested answer: Most people with MS live as long as 
everyone else – MS is not a fatal disease most of the time.)  

That the illness is contagious.  
(Suggested answer: “You can’t get this 
from mom/dad.  You don’t catch MS 
like you catch a cold.”)

That something they did 
made your MS worse.  

(Suggested answer: No one 
knows what makes MS worse, 

so nothing you said or did 
or could say or do will 
make my MS worse.)

How can I explain my 

illness to my children?  

HOW

INFORMATION
ABOUT MSHELPS 
            

  kids
PARENTS OFTEN WONDER HOW MUCH TO TELL THEIR CHILDREN ABOUT MS.       They worry that talking about the MS will be too frightening,           too confusing and too burdensome for the kids to handle. 

They don’t want their young children to have to deal with Mom or Dad’s MS “until they are older.” 

How can you explain your illness to your children? 
THE MAIN WORRIES, QUESTIONS AND FEARS MOST CHILDREN HAVE ARE:

Who will take care of them.  
Who will do the “Daddy” things 

while Daddy is sick.  

(Suggested answer: Reassure them that 
you and/or other family members/family 
friends will take care of them, and that 

everyone will help each other and 
share responsibilities so that all 
the important stuff gets done.

5

That something you did caused your MS.  
One child said that his mom got MS 

because she worked too hard.  

(Suggested answer: “Nothing I did made me get MS.”)            
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1.  WHAT DOES IT FEEL LIKE TO HAVE  
 TROUBLE MOVING YOUR LEGS?

Have your child put on ankle weights and walk 
around the house or up the stairs. (If you don’t 

have ankle weights, a long tube sock filled with sand 
and tied around the ankle is an easy substitute.)

EXPLAIN 

CHILDREN OFTEN HAVE DIFFICULTY UNDERSTANDING MS SYMPTOMS 

Family 
Activity: 

Trying on Symptoms

CHILDREN OFTEN HAVE DIFFICULTY UNDERSTANDING MS SYMPTOMS 
   - particularly ones that are not easy to see, like sensory changes, 
       weakness, and fatigue.

EXPLAIN to your child that these activities will give a sense of what your symptoms feel like. 
It will be a similar feeling, but not exactly the same. 

After each activity, ask your child to tell you what it felt like to “try on” the symptom 
(frustrating, funny, clumsy, scary…) Some children may giggle and find the activities fun. 

Other children may feel uncomfortable, frightened or sad. 

USE the following activities to initiate conversations with your child about the symptoms you are experiencing. 
Having a better understanding of your symptoms may help allay your child’s fears and confusion.

2.  HOW DOES IT FEEL TO DO THINGS
 WHEN YOUR FINGERS ARE NUMB?

Have your child put on a pair of work gloves 
(like gardening gloves) or a thin pair of winter 

gloves. Have your child remove the wrapper from 
a granola bar or pick up kernels of popcorn 

from a table with the gloves on.

    HOW DOES IT FEEL TO DO THINGS
 WHEN YOUR FINGERS ARE NUMB?

3. WHAT DOES THE WORLD LOOK LIKE 
 WHEN YOU HAVE BLURRED VISION?

Take a pair of sunglasses and smear petroleum 
jelly over the lenses. Have your child wear the 
glasses and then try to read a book or make 

a peanut butter and jelly sandwich.

 WHAT DOES THE WORLD LOOK LIKE 
 WHEN YOU HAVE BLURRED VISION?

4. WHAT IS IT LIKE TO DO THINGS 
 WITH ONLY ONE HAND? 
Have your child try some routine activities using only 
one hand, such as buttoning a shirt or making a bed.

   WHAT IS IT LIKE TO DO THINGS 
 WITH ONLY ONE HAND?

5.  WHAT IS IT LIKE TO DO THINGS WHEN
 YOUR ARMS FEEL WEAK OR HEAVY?

Have your child put on a set of wrist weights 
and try setting the table, doing homework, 
typing on the computer, or giving you a hug.

 WHAT IS IT LIKE TO DO THINGS WHEN
 YOUR ARMS FEEL WEAK OR HEAVY?

Be alert to your child’s reaction, 
so you can tailor your response.

6

    WHAT DOES IT FEEL LIKE TO HAVE  
  TROUBLE MOVING YOUR LEGS?

Can someone with MS be healthy?
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CHILDREN OFTEN HAVE DIFFICULTY UNDERSTANDING MS SYMPTOMS 

USE the following activities to initiate conversations with your child about the symptoms you are experiencing. 
Having a better understanding of your symptoms may help allay your child’s fears and confusion.

EVERYBODY WANTS A CURE FOR MS. 
EVERYBODY WANTS A CURE FOR MS. 

And everyone feels impatient waiting for it to come.

7

MSThe best thing someone with MS can do while waiting 

      for the cure, is to keep as healthy as he or she can, 

               and try to be positive and upbeat. 

Can someone with MS be healthy?

 

 
YES! And while thinking about a cure makes everyone feel hopeful, 

 

        it is also important to enjoy life every day.

HERE ARE SOME WAYS SOMEONE WITH 
MS AND HIS OR HER FAMILY CAN KEEP 
HEALTHY AND HAPPY WHILE WAITING:

. Laugh and have fun together as a family. Eat nutritious meals together as a family . Talk to one another about important things . Get regular medical and dental check-ups

.  Work with the doctor to manage MS symptoms 
 and slow progression of the disease . Exercise . Learn new things

While waiting 
for a cure...
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everyone can make  A Difference. 
    CONNECT NOW! Families can count on the National MS Society. 

The National MS Societ y is here to help you and your family

      navigate the challenges of living MS with a personalized response to your unique needs. 

 Our MS Navigators can answer your questions and access information about the options available to you. 

       We are your partner in your journey living with this disease. 

8

SOMEONE YOU KNOW HAS MS: A BOOK 
   FOR FAMILIES 

PARENTING WITH MS 

LIVING WITH MS 

MULTIPLE SCLEROSIS: JUST THE FACTS 

LIVING WITH MS (brochure) addresses 
questions frequently asked after diagnosis of MS is 
received - from possible causes to advice on coping.

MULTIPLE SCLEROSIS: JUST THE FACTS 
(brochure) answers frequently asked questions 

about MS and the National MS Society.

SOMEONE YOU KNOW HAS MS: A BOOK 
FOR FAMILIES (brochure) For children, ages 

5–12. A story about Michael and his family explains 
MS and explores children’s fears and concerns.

PARENTING WITH MS 
nationalMSsociety.org/parenting

MOMENTUM MAGAZINE 

WHEN A PARENT HAS MS:
A TEENAGER’S GUIDE 

PLAINTALK - A Booklet about MS for Families 

TIMMY’S JOURNEY TO UNDERSTANDING  MS 

MOMENTUM MAGAZINE 
nationalMSsociety.org/Momentum

PLAINTALK - A Booklet about MS for Families 
(brochure) discusses some of the more difficult 

physical and emotional problems many families face.

TIMMY’S JOURNEY TO UNDERSTANDING MS 
(DVD) is an animated cartoon that shares a 
little boy’s adventure learning about MS.

WHEN A PARENT HAS MS: 
A TEENAGER’S GUIDE (brochure) For older 

children and teenagers who have a parent with MS. 
Discusses real issues brought up by real teenagers.

The National MS Society has more than 60 publications and 200 videos and DVDs on a wide range of topics related to MS. 
The National MS Society has more than 60 publications and 200 videos and DVDs on a wide range of topics related to MS. 

Brochures, dvds and Educational VideosBrochures, dvds and Educational Videos

Join the conversation

Visit MSconnection. org 

   to meet other families living with MS.Join the conversation

Visit MSconnection. org 

   to meet other families living with MS.

1-800-344-4867

Contact an MS Navigator at 1-800-344-4867 or email contactusNMSS@nmss.org

MS
happ

ens 

to FA
MILIES
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not  
just

 to 

indiv
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ls.

From fundraising events to influencing policy to volunteering to help othersFrom fundraising events to influencing policy to volunteering to help others


