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(It felt really good to talk.
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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!

FATAT AT A /\/\/\ll
Place : ~L T 1
your
favorite : Place q Place
picture your g your
N favorite -~ favorite
t picture : picture
A here. | here.
N |
- ,: ) AT TTT 1
Egé ‘\ - ’ - —
My name is . I am years old.
| was born in . | am special because...
<A
? ""u‘%
'5 | 4":
'”l' 777 ‘ g‘ é ’ ’,’ / /
v ‘N 7R
%,, ,,,'2 ,, l“ N > ' What makes me the same and different from my
mom, dad, brothers and sisters...
Food:
TV [show:
@Gam_e:
Sport:
“®Animal:

tor; (fill in the blanks!) v

s
Songd:b

2 Y y .

v ¥



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 lofs ot questions,

You've not alone! Lo4s o€ 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 Cor you.
It will help answer some of your questions.

0\’(\("2 sc| erosis mea“c', . is a disease that affects the central nervous system
(the brain, spinal cord and optic nerves).

W
60\ Y .
N “\AN SCA RS: * 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.

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

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

slowed down by these scars. When this happens, the other parts

As messages travel from the brain, they sometimes get stuck or
@8
of the body cant always do what the brain is telling them to do. 0 e

Healtny _
Myelin Sheath * Sometimes people with have trouble seeing.

* Sometimes their arms and legs feel weak or
their skin feels tingly (like pins and needles).

e Sometimes they lose their balance, feel
very tired, or have trouble walking.

MS problems like these are called symﬁoms.

Symptoms of can come and go...we dont know exactly why.
Damaged Myelin Sometimes you dont even notice the symptoms.
Sheath At other times they are pretty obvious.
to k
Ath noy .
W % f
co® o, aext how he or e will fee/

)
ne day to the 3
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WHAT
\MS SYMP

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 SYM pfoms.

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 gSPe(IALLY TRoVBLING oNES.

(Remember that MS is different for TROUBLE REMEMBERING THINGS:
each person, so your mom or dad may Sometimes can make it hard to remember
never have any of these symptoms.) things, even things that just happened. It may

also be hard to pay attention or i
. get organized.
FATIGUE: Feeling very tired.
Many people with feel very tired PAIN: can make different parts

even when they get enough sleep. of the body hurt. It can make a
person's skin feel tingly and painful.

4

o
=

TROUBLE SEEING: &2 o
Some people with see double or - TROUBLE WALKING: Sometimes a

have vision that is very blurry. person may have more trouble walking and

It may be hard to drive or read. ” may need to use a cane or a walker or a
— wheelchair to get around.

;HAK'NG' Some people Sometimes people only need these

with find that their arms or helpful devices for a short time.

hands or head are shaky. It may — Sometimes they need to use

be hard to hold a knife and fork, NPT them for a long time.

or write clearly, or put on lipstick. : -
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Hint: words are
across, down
and diagonal'

BALANCE

17 CLUMSY
'. 5 |:_ _L_ _'.{ DlzzY

| '. '. MOOD|NESS
NUMBNESS

PINS AND
NEEDLES

TALKING
TIRED
TREMBLING
VISION
WALKING
WEAKNESS




WHAT 1§ AN

MS EXA(ERBATION?

Imagine sitting in school...
Suddenly the b’aCkboard goes ﬁJZZY and you c,ant read anythmg

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 exacerbation.

(€44-2ASS—ER-BAY-SHUN)

Exacerbation is a very big word that means a time when
new symptoms appear or old symptoms become worse.
Exacerbations are also called relapses or attacks.

No one knows what causes a person to get in the first place.

And no one knows what causes a person with 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 attack.

Forgetting your homework, skipping chores, or fighting with your

sister might annoy your parents, but it cant cause an MS attack!

Q: My dad says that going to the beach isnt fun for him anymore. When he gets hot, his feels a lot worse.
He has trouble walking and his vision gets blurry. Why does that happen? How can | help him feel better?

A: Many people with 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 cant 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
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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 doesnt just stay the same? We dont know exactly
why, but we do know that a person with may have lots of energy at certain times of the day,
but feel very tired at other times. We know that some people with 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 symptoms get worse for a while. p .
When the cold goes away, the symptoms may get better. : :

2
may feel worse when the weather is very HoT and then
feel better when the weather becomes ¢ 00) and

AND SOMETIMES JUST CHANGES!
This is why we say MS is unpredictable.

o * Unpredictable means we dont 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 doesnt 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. Thats called being flexible.
Its an important thing to be when you have MS in your house! 4 O

* [ ]

* :




LET'S MEET THE PEOPLE
/HO TA \RE OF PEOPLE

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.

<S

Neurologist: A doctor who
takes care of people with MS and
knows a lot about the brain, optic UI’OIOQiSt: A doctor who knows
nerves and spinal cord. a lot about the bladder and how it

works. Sometimes 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.

Speech Therapist:

A therapist who helps people NU rse: Someone who
with speaking or swallowing.

helps people learn about
taking medicines and how to
be as healthy as possible.

Psychologist:
A person who talks with people
about their feelings and problems
with memory or thinking. q

Social Worker:

A person who helps families
talk together about MS.
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"I like coming with
you for your physical

therapy app‘m‘;(
Y = .-o;

"Well, you are a TH|
big help to me!” S INI

/

"....and 9 and 10!
Other leg now,

"We can both stay fit by
doing exercises together!”
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0 WE DON'T HAVE A CURE FOR M5 YET, but we have several
Q 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 Ty

\x\\
WH'LE °77/E/< 2(ATlopg ARE pILLS To RV

4IVEN Wiy A NEOV© o

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 medicine that is best for her or him.

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.

INFUSiON
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.

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.

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!
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‘E\IEY\YONE IN THE FAMILY HAS FEELIN4$ ABOVTMS—NOT)VSTTHE PERSON wHo HAS it
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SOMETIMES might make you feel mad, or you might feel sad or scared
if your parent isnt 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.

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.

"l would say:
Let out your feelings!
And exercise!”

Troy, New Jersey, USA

"l would tell them that | deal
with the same feelings.”

Tiffany, Toronto, Canada

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

Sarah, Ghana

"l would tell them to try to forget
F'ND SOMEONE! its 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!”

1. Who is easy to talk to
2. Whom you feel you like and trust

3. Who listens to your feelings Shelby, Vancouver, Canada
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3. SHOW YOUR
DRAWING to the
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about the feeling
colors you used.
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u\”NG WITH MS$ brings chang
Some changes may be big,
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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. Its a good idea to
have a back-up plan for days when your parent doesnt feel well.

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.

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. k Q

Worries feel better when you TALK about them.

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 cant do the things that he or she used
to do. Kids may be asked to do more CHORES-

While kids tell us that they dont always like
the extra chores, they also say that helping
their parent with makes them feel PROUD.

q
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(t” " | have to finish
: cleaning the yard
and then do some

; - laundry. | hate having

all these extra chores

because my mom has
MS. Other kids

"Michael, want to go to
don't have to do

the park with us to
this stuff...”
"Michael, you may not like

play Frisbee?"
it much, but | bet your mom

R P
feels real proud and happy

COLoR
that you help out when she
does not feel well.”

i ) , . %
= % ///ng

" Michael, why don't we help
you? Then we can all go to

"Yeah! That
would be great.”

"I guess it's not so bad.
Anyway, this is good practice
for tossing that frisbee!"”
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MANY PEOPLE WITH MS USE DIFFERENT TYPES
of Tool§ oR GADGETS To HELP THEM MoVE AROUND,
HAVE FUN, AND Do EVERYDAY ACTIVITIES .

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?

7



ALL KINDS oF THINGS (AN 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.

A

%,

%h,"‘ Are LOTS OF “"E’,
MANy worD$ CP

1. A country north of the United States.

|
|
o /Ann | \
\

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

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

o | | B —

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

CAN

""3. A fun dance involving high kicks.

. s

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

o /HEEs

Y. A light, narrow boat with pointed ends.
You use a paddle to move it forward.

l
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JOKES AND RIDDLES To

(Find the answers below...)

What dog loves o take
bubble baths ¢

“Doctor, Doctor | Ceel
like g pack of cards.”

" How do you €ix
a broken pizza?

Michelle’s mother has Cour Children,
The Cirst was April, the second was May,
and the third was June.

What was the name of fhe Covrth Child?

What do you call Cheese
that is not yours?

-

Why did the Cootball
Coach Jo fo the bank?

OHO-WN 3Ry 4
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To make the

COUPONS ofF LOVE

N HERE IS A GREAT 4IFT IDEA FoR SoMEONE You LOVE WHo HAS MS.

Make a “coupon’! Here are some ideas for coupons you can give your mom or dad:

PR i
(400 00 : .
AU (Z.‘{TNV VISSES oF (UDDLING Mﬁ ¢ FOR MAKING BREAKFAST :

: FoR THE WHoOLE FAMILY
------- s (AND (LEANING vP) =+

V :: A (oUPoN 4ood FoR E :- A (Upopy 4;;; .};’; h ..:
: (LEANING oVT & ¢ %’Néw UTTye :
THE GARAGE & ¢ H every Weeg !

ANYTIME, ANYWHERE READING To4ETHER

YOUR MOM or pap
B WILL LOVE THIS ki
CAUSE IT TELLS THEM YOU LOVE THEM A:g eVFA:ﬁ'EigNJELP'
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\'My dad Just found

out he has MS "
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GROWNUPS ARE ALWAYS SAYING, "BE PATIENT".
But it's hard to be patient waiting for the cure for

Do you ever wonder why it is taking so long?

THERE ARE LOTS OF REASONS.
For one, scientists cant figure out a cure
without knowing what causes

- There are lots of clues, and these are

3 ¢ 1 . \ like pieces of a gigantic jigsaw puzzle

o o | [t that scientists all over the world

¢S are trying to put together.

THERE ARE 50 MANY
PUZZLE PIECES.
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 is the immune system. This
system is made to help our bodies fight
germs, but something goes wrong in
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.

D0V 3 o



MAYBE, it will be a vaccine to keep people from ever
getting . 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

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
. Or maybe there will be a cure that reverses the damage.
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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?

What are you
doing, Michael?

Bonjour,
Monsieur le
Docteur!*

More than two million people
around the world have M S!

I'm writing
to a doctor
who is doing
MS research
in France!

| didnt know
they had MS
in France!

And I'm writing to tell him
Depec ez-vous et
bonne chancel**

**Hurry
up and |
good luck!




Symptoms Many scars
Computer

cen 1Y al
system

1. The covering around the nerves

is called
2. The physical problems caused by
are called

3. can change from one day to the next -
that's why we say its

4. affects the brain, optics nerves and spinal cord,
which together make up the

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

of the body travel along the

6. The brain acts like a
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7. The words multiple sclerosis mean




Q: Can | catch ?

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

Q: Can make parents forget

things that they do, hear or say?

can cause many different kinds of
symptoms, and problems remembering
things may be one of them. Some people
with 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.

Q: My dad was diagnosed with
What is going to happen next?

Every person’s 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.

Q: Do people die from ?

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

25
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Write them down here

and then find a good time to talk to your mom or dad about your questions...



These are the questions | still have about

27
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please confach
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To learn more abouf fhe resovrces available 1.0 you and youy camily 3/Qami\ym

1 -800-344- 4867 or visit nationalMSsociety-0¥

Keep $MYELIN

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 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 recipients 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.

The National Society mobilizes people and resources so that everyone affected by can live their
best lives as we stop in its tracks, restore what has been lost and end forever. To fulfill this mission,
the Society funds cutting-edge research, drives change through advocacy, facilitates professional
education, collaborates with organizations around the world, and provides programs and

services designed to help people with and their families move their lives forward.

Genentech

A Member of the Roche Group



