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LOTS OF KIDS 
HAVE QUESTIONS 
ABOUT MS. 
 Multiple sclerosis 
(Mull TA pul skler Oh sis) is 
hard to say and spell and really 
hard to totally understand! 

This newsletter is for you. 
It will help answer some of your 
questions.  It may also help you 
to talk with your family and 
friends about the changes 
   multiple sclerosis 
           can bring.

  IF you just 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!

what is  MS?



 T
his

 is H
ow I imagine MS might LOOK :

 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. 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. It’s hard for a person with MS to know 
from one day to the next how he or she will feel. 
That is why we say that MS is unpredictable.

(MS FOR SHORT) is a disease that affects the central nervous 
system (the brain, optic nerves and the spinal cord). 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.

Multiple Sclerosis

Multiple means MANY. 

Sclerosis means SCARS. 

“MANY SCARS.”

    So, multiple sclerosis mea ns

“MANY SCARS.”

INTERESTING FACT: 

Tell us how your family learns 
about MS together, how you 
feel about having MS in your 
family, what advice you would 
give other kids about having 
a mom or dad with MS, how 
you help your mom or dad, or 
whom you talk with about MS.      

               Readers

WE WANT YOU .I
 We love to publish your pictures, stories, and poems about MS. 

PLEASE SEND US YOURWORK:

Healthy 
Myelin Sheath

Damaged Myelin 
Sheath   2
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JOKES!
LET'S HAV

E FUN!
 

LET'S HAV
E FUN!

 

LET'S HAV
E FUN!

 

 *YOUR PUPPET CAN BE A PERSON, A TREE, A FLOWER - LET YOUR IM
AG

IN
AT

ION GO WILD.  

Why is it a bad idea to write a letter on an empty stomach?

ANSWER:  Because it’s much better to write on paper.

What game do cows 
play at parties?

ANSWER:
Mooosical Chairs.

Why did the Grizzly 
bear catch a cold?

ANSWER:
He went outside in his bear feet.

   What gets wetter and 

wetter each time it dries?

ANSWER: A towel.
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* Each person gets to create a puppet using a paper 
   lunch bag with ANYTHING you have around the house. 

* You can use pictures from magazines, 
   yarn, buttons - whatever you have handy.  

 *YOUR PUPPET CAN BE A PERSON, A TREE, A FLOWER - LET YOUR IM
AG

IN
AT

ION GO WILD.  

This is a fun activity for the WHOLE FAMILY!  

Mooosical Chairs.

LUNCH BAG 
PUPPETS
 What you will need :
       - Paper lunch bags
       - Glue
       - Magazines
       - Yarn
       - Crayons and markers
       - Other decorating materials 
( buttons, glitter, cotton balls, fabric, etc.)

*After your puppets are done, you can have a PUPPET SHOW.
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Hi. My name is Amaya, 

and I am 5.  My mommy 

found out she had MS 

while I was in her tummy. 

Sometimes she can walk 

and sometimes she cannot. 

When she can’t walk, we 

both ride around on her 

scooter, and I think it is fun. 

I try my best to take very 

good care of her and help 

her out around the house. 

She is my only mommy, and 

I LOVE her so much 

no matter what.

AMAYA
,S 

STORY

My mom has MS. Sometimes it’s 
       hard having a mom with MS, but I 

know that she needs my help. I love my mom 
a ton. On vacation we have fun in the sun.  
   Me and my brother think MS can be a    
  bother, but I love my mom for 
    who she is, and I hate MS 

          for what it is.

Let’s Meet Some 
People with MS

 READER-SUBMITTED

STORIES
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Let’s Meet Some 
People with MS

Lydia works in a laboratory. 
She is a researcher and is discovering ways to 

make new medicines. She uses a scooter because 
her MS makes it very difficult for her to walk or 

stand. She also gets very tired from her MS, so she 
takes a nap at lunchtime and again when she gets 

home from work. Lydia’s lab has extra wide aisles so 
she can get around easily in her scooter, and she has 

an easy chair in her office so she can rest.

Lydia works in a laboratory. 

TO HELP YOU LEARN about 

some of the ways MS can affect people, 

we would like you to meet some friends. 

You will notice that MS affects each of 

  them in different ways.

  Carlos is a 
 stay-at-home dad. 

Carlos is a 
stay-at-home dad. 

     He takes care of his children, ages 6 and 9, 
when they come home from school. He helps 
them with their homework and makes dinner 
for the family. He used to work in a factory, 
but his MS made it too hard for him to use 

his tools safely. He uses a wheelchair 
around his house. He misses working in 
the factory sometimes, but he feels 

lucky to spend so much time 
with his children.

Kathy is the receptionist in a dentist office. Kathy is the receptionist in a dentist office. 
She welcomes the patients and makes sure everything runs smoothly. Kathy sits behind a big desk 
in the waiting room. Her MS has caused problems with her balance so she uses a cane to help her walk. 
Her fingers sometimes feel a little clumsy, so she uses a computer with a very big keyboard. 
That helps her avoid making typing mistakes!
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To learn more about the resources available to you 
and your family, please contact an MS Navigator at: 

1-800-344-4867

900 S. Broadway, Suite 200
Denver, CO 80209

ISSUE #1
KEEP S'MYELIN

WHAT IS MS?

or visit nationalMSsociety.org/familymatters
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with your kids

PARENTS’ PULL OUT
ISSUE #1 : what is ms?

keep  s’m yelin

WHEN ONE MEMBER OF A FAMILY HAS TO LIVE WITH MS, it is important 
that the entire family to learn how to live with it - and finding comfortable ways to talk about 

MS can be an important step in that process. OUR GOAL is to provide children with accurate 
information about a complicated disease in a format that is easy to understand and fun to use.

AS YOU KNOW, CHILDREN LEARN IN MANY DIFFERENT WAYS. 
One may like to read or do activities alone, while another enjoys reading aloud with you or
playing games. One might have lots of questions for you while another asks nothing at all. 

The articles and activities in KEEP S'MYELIN can be used in any way that is fun 
and comfortable for your children and you. As you read the features in this issue, 

you may think of things you would like your kids to know about your MS. 

with your kids

enjoyingenjoying

You might find it helpful, for example, to read 
"LET'S MEET SOME PEOPLE WITH MS" 

together and compare your symptoms with 
the symptoms described in the article.
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The games and activities in each issue are 
designed to help kids understand MS, become more 

familiar with important words and concepts, talk about the 
disease more comfortably, and learn how to live with it in their family. 

 The newsletter will also help families get acquainted 
 with the National MS Society and come to see us 
 as a source of information and support.

Keep
in

mind
Children have the hardest time 

understanding the symptoms they cannot 
see - like fatigue or visual problems. 

Keep S’myelin is w ritten for children ages 5 to 12.

IN ADDITION TO stories written by 
  specialists in the field of MS, there are: 

 . puzzles, games and activities for your 
      children to do with you or on their own. 
 . Answers to commonly asked questions. 
 . Reader-submitted pictures, stories and questions. 

 REMEMBER 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.
Every issue of Keep S’myelin focuses on a particular issue related to MS.
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INFORMATION IS HELPFUL IN SOME VERY SPECIFIC WAYS:  
 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 eliminate any GUILT they may be feeling.

 KIDS often have no idea how to express their questions and feelings about MS. 
 Keep S'myelin provides them with the vocabulary they need to share their 
 concerns. By reading this newsletter 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 this newsletter, they will read 
 about other kids who share similar experiences.

 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.

HOW 

INFORMATION 

ABOUT MS HELPS CHILDREN

understand cope

PARENTS OFTEN WONDER how much to tell their children about MS. 
They worry that talking about 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.” In our experience, however, 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.
  We wanted to make this newsletter available for children because we feel 
  that accurate information, geared to a child’s age and abilities, helps 
  that child to understand and cope with what changes may bring. 
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Brochures and 
Educational Videos  

THE MS SOCIETY has more than 60 publications and 200 videos on a wide range of topics related to MS. nationalMSsociety.org/brochuresnationalMSsociety.org/educationalvideosnationalMSsociety.org/DVDs
MOMENTUM MAGAZINE           nationalMSsociety.org/Momentum

Keep S’myelin is a publication for children with parents or other relatives with multiple sclerosis. 
The National Multiple Sclerosis Society (“Society”) is proud to be a source of information on multiple sclerosis. 
The information provided is based on professional advice, published experience, and expert opinion, but does not 
constitute medical advice. For specific information and advice, consult a qualified physician. 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.

THIS ISSUE IS MADE POSSIBLE THROUGH EDUCATIONAL GRANTS FROM:

The National MS Society mobilizes people and resources to drive research for a cure and to address the challenges of everyone affected by MS.

everyone can make a differe nce. 

FROM FUNDRAISING EVENTS TO INFLUENCING POLICY TO VOLUNTEERING TO HELP O
THERS, 

    CO
NNECT NOW! MS happens to families, not just to individuals! 

 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. 

Visit MSconnection. org 

   to meet other families living with MS.

Visit MSconnection. org 

   to meet other families living with MS.

VISIT NATIONALMSSOCIETY.ORG/VOLUNTEER 

TO GET INVOLVED.VISIT NATIONALMSSOCIETY.ORG/VOLUNTEER 

TO GET INVOLVED.

1-800-344-4867

For more information about KEEP S'MYELIN, or to be 
removed from the mailing list, contact an MS Navigator at 
1-800-344-4867 or email contactusNMSS@nmss.org
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