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A NEWSLETTER FOR KIDS ABOUT MULTIPLE SCLEROSIS
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any people with MS
use different types of
tools or gadgets to help
them move about, have
fun, and do everyday
activities. For example,
someone you know may
use a cane, a wheelchair,
a special chair glide that
goes up stairs, grab bars
in the bathroom, a sit-ski   

( a way to ski sitting
down!), or a com-
puter that works by
talking to it! In fact,

we all use tools to
help us with every day
activities: a back pack
to help us carry things,
glasses to help us see
more clearly, a shop-
ping cart at the super
market...
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talk to your mom or dad
about any new tools or
changes that may be com-
ing to your house. Ask if
it is safe to try the equip-
ment yourself (with adult

supervision). 
And ask lots of ques-
tions about how it 
works and why your

mom or dad needs it. 
That way, the new
things will soon 
become  familiar.

And you will under-
stand how these

things can really be help-
ful in your house!

Can you think of any
other tools we use?

erhaps 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.
All of these things can
be very helpful for 
someone with MS, 
but some may seem
strange at first.
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Multiple sclerosis (MS
for short) is a disease
that affects the central
nervous system (the
brain 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 trav-
el from the brain, along
the spinal cord, to the
other parts of the body.

When a person has MS,
the covering (myelin) 

M.S that protects the nerves
gets damaged. Scars form
where the myelin is dam-
aged. As messages travel
from the brain, they some-
times 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
p i n s a n d needles). Some-
times they lose their bal-
ance, or sometimes it’s

hard to walk. MS prob-
lems like these are called
“symptoms.” Symptoms
of MS can come and
go…we don’t know exact-
ly 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 unpre-
dictable.

Interesting Fact: 
Multiple means many.
Sclerosis means scars. So,
multiple sclerosis means
“many scars.”

Q.Why does my mom 
need to use a cane on
some days, but not other
days?
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Q.
A. MS can feel different from day
to day. On some days, your mom’s legs
may feel tired or weak, or she may not
have very good balance. On other days ,
her legs and her balance may be just
fine. Sometimes MS feels worse when
it is hot outside or if the person is
very tired or has a cold. But, often, no
one knows exactly why. That’s why 
we say MS is unpredictable .

Since You’ve Asked…

A.
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COLOR ME
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INTERVIEW  WITH

Scott is seven years old and
a second grader at the
Thomas Jefferson Elemen-
t a r y School in Binghamton,
NY. He has two sisters and
one brother, two rabbits, 
four birds, one hamster,
and some fish. He likes to

ride his bike, and play
golf and basketball.
Scott’s mom has had MS 
since he was two years old.

She volunteers at Scott’s
school.  She’s helped to
make changes at the
school. This year, she suc-
ceeded in having the school
build a curb cut and put in
a new door. Soon they will
install an elevator so it will
be easier for people with
wheelchairs to get around.

KEEP S'MYELIN: Does your
mom use any special tools
or have you made any
changes to your house to
help her do ever yday
things?

SCOTT: Yes. My mom uses a
walker and a wheelchair. We
h a ve a porch lift on our house.
This year, we moved my
mom and dad’s bedroom
downstairs and built a bath-
room with a roll-in shower
and grab bars downstairs.

We also changed the kitchen
so there’s a roll-under sink
and a laundry in the kitchen.
And we put in an intercom,
so I can talk to my mom and
dad’s room from my room!

KEEP S'MYELIN: Did you
ever try using any of the
other new tools yourself ,
(besides the intercom)?

SCOTT: I use the shower and
sometimes I use the lift. One
time, my friend, Jordan and
I used the lift to bring in

the groceries. The lift goes
from the driveway to the
porch. It was better than
carrying the bags up the
stairs! Sometimes, if I feel
lazy, I like using the lift!

KEEP S'MYELIN: How did
you feel about all those
changes in your house?
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SCOTT: I liked watching the
workmen when they were
here. The house feels bigger
now and more organized. It’s
easier for my mom. Before, I
helped carry her walker up
the stairs and it was hard
for me, too. I like watching
movies with her and eating
junk food in bed in her new
room! And I really like the
intercom.

SCOTT: I gave my friends a
ride in the lift. They think it’s
cool. At my birthday, they
asked my mom why she uses
a wheelchair. She told them
that she has MS and it
makes it hard to get around.

KEEP S'MYELIN: What do
your friends think of all the
new things at your house?

JOKESJOKES
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All kinds of things CAN make our
lives easier. Glasses CAN help us see.
A calculator CAN help us add num-
bers 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.
There are lots of words that
begin with CAN. How many
words can you complete
in this puzzle?

ANSWERS ......

CAN

7. A container for
drinking water.
Sometimes often 
carried by campers. 

CAN 

6. A stick used as an
aid in walking can help
people keep their bal-
ance when they walk.

CAN 

ANSWERS

5. A fun dance
involving high
kicks.

CAN 

2. A light, narrow
boat with point-
ed ends. You use 
paddles to move
it forward.

CAN 

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

CAN 

4. A tall, narrow tube
object made of wax
with a wick inside.It
can be used to help
us see in the dark. 

CAN 

1. Sweet treats
made with sugar that 
children especially
enjoy at Halloween.

CAN 
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ISSUE #6/EQUIPMENT

Introducing new equip-
ment to your home or
making home modifica-
tions may be disconcert-
ing for some young chil-
dren. Children, for the
most part, are creatures
of routine! They like
finding things the way
they left them and
may find changes to
their home environment
disturbing and disruptive
to their sense of security.
As with all change, a little
preparation can ease the
way. So, if you are plan-
ning on purchasing a new
scooter, wheelchair or a
cane, installing a grab
bar, building a ramp, or
making other changes to
your home, here are some
tips on using this issue of 

Keep S’myelin to prepare
your children for the new
addition:

READ “Tools Can
Make Life with MS
Easier” together and talk
about the different tools
your children use to make
their life easier.

READ the interview
with Scott about the
changes his family made
to their house. If you are
having renovations done,
prepare your children by
telling them what is going
to happen (e.g., the work-
men will come tomorrow
and start to build a ramp
right next to the front 

steps so that I can get in
and out of the house in
my wheelchair. They will
be here for 3 days and
they will probably make a
lot of noise hammering
and cutting the wood.
When they are finished,
you will be able to use the
ramp or the steps to come
in the house. And I will be
able to go in and out of
the house more easily!)

TALK about the
equipment mentioned and
illustrated in this issue and
talk to your children
about new tools or equip-
ment you plan to pur-
chase. (e.g., "I am going
to buy a new kind of
wheelchair. It has a bat-
tery and I can drive it by
just moving a switch on
the armrest. I will bring it
home tomorrow. I’ll prob-
ably keep it in my bed-
room when I’m not using
it. It takes up a lot of
room. It’s only for me to
use but I will give you
rides on my lap!") 

PARENTS' PULL OUT

HOW TO READ
KEEP S’MYELIN
WITH YOUR KIDS
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1. Fill the dish with white
glue and thin it with water.

2. Cut the decorative paper
into 1” or 2” pieces or
choose pictures that fit the
space you are covering.

3. Dip pieces of paper or
pictures into glue, one at a
time. Starting at the cane’s
bottom, decoupage straight
edge paper pieces above the
rubber foot. Smooth them
down using the brush to
gather up excess glue.
Continue adding new
pieces, overlapping them in
a random pattern until the 

CANES
WITH
STYLE

INSTRUCTIONS:

Reflect your personality!
If wood or metal is not
your style, you can
decoupage your mobility
aid (cane, walker, scoot-
er/wheelchair, etc.).
Decoupage is a fun pro-
ject for you and your
kids to do together, and
a great way for your
children to become more
comfortable with the
devices you use to
make mobility easier
and safer.

What you will need:
Decorative paper: colored tissue paper,
wrapping paper,  magazines or cata-
logs, comic strips, or stickers, white
glue, dish, scissors, small sponge,
brush, polyurethane varnish – gloss,
satin, or flat.
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How Can You
Subscribe to Keep
S’myelin?

Call 1-800-FIGHT-MS.
You will be connected to
your local chapter. Ask
them to add your name to
the Keep S’myelin distribu-
tion list. It’s free! Keep
S’myelin is published quar-
terly by the National MS
Society. Past issues are also
available at your local
chapter.

WEB-BASED 
RESOURCES
THE BOULEVARD
Web site: www.blvd.com
(A resource directory for
the physically challenged)

THE RAMP GUY at
www.wheelchairramp.org
(offers plans for wooden
ramps that can be built by
10 volunteers in a day)

BOOK
Shelley Peterman Schwarz
(1999) Tips for Making Life
with Multiple Sclerosis Easier.
Demos Medical Publishing 
(Tel: 800-532-8663)

IDEAS
cane is covered, or spac-
ing individual pictures
here and there. Do not
cover the rubber foot or
the handle.  Set aside to
dry.

4. Once the cane is dry,
apply polyurethane var-
nish with a brush or
spray can. Watch for
drips—they stay some-
what visible. Let dry.
Apply two more coats.

5. NOTE: If damage
occurs, cover tears or
scratches with another
layer of decoupage and
varnish. It will look like
new!
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is a non-profit org a n i z a-
tion with a mission to
connect adults and chil-
d ren with disabilities to
t e c h n o l o g y. ATA pro-
vides technical assistance,
training and support to
40 re s o u rce centers
a round the country and
to technology vendors.
The re s o u rce centers are
places where people can
e x p l o re computer,
telecommunication sys-
tems and adaptive
devices and get connectd
to technology and adap-
tive equipment vendors.

RESOURCES
FOR PARENTS.

is a federally funded project whose
primary mission is to provide information on assis-
tive technology and rehabilitation equipment to con-
sumers, professionals and businesses.

The ABLEDATA database contains information on
more than 27,000 products from canes to voice out-
put programs. The database contains detailed
descriptions of each product including price and
company information.

From the ABLEDATA website, www.abledata.com,
you can search ABLEDATA free of charge for differ-
ent models of a specific device, such as powered
wheelchairs, or for products which address a func-
tional need, such as eating. 

If you do not have access to the World Wide Web,
you may contact one of their information specialists
via phone 1-800-227-0216.

As of the printing of this newsletter, all phone
numbers and web addresses were accurate. These
are subject to change, however. If you discover an
inaccuracy, we encourage you to check with
Directory Assistance or an internet search engine.

ABLEDATA

ALLIANCE
FOR

TECHNOLOGY
ACCESS (ATA)



Keep S'myelin is a quarterly publication for children
with parents or other relatives with multiple sclerosis. It
is produced by the National Multiple Sclerosis Society
and funded by a grant from our Gateway Area
Chapter. The National Multiple Sclerosis Society is
proud to be a source of information about multiple
sclerosis. Our comments are based on professional
advice, published experience and expert opinion, but
do not represent therapeutic recommendations or pre-
scriptions. For specific information and advice, consult
a qualified physician.

The National Multiple Sclerosis Society does not
endorse products, services, or manufacturers. Such
names appear here solely because they are considered
valuable information. The Society assumes no liability
whatsoever for the contents or use of any product or
service mentioned.

Editors
Jennifer Ricklefs, MS
Debra Frankel, MS, OTR
Rosalind Kalb, PhD 

Advisors
David Rintell, EdD
Vicki Dodge-Pamplin, CIR
Shannon Stapleton, MSW
Kevin Dougherty, MA
Debbie Wall, MPA
Deborah Miller, PhD
Elly Schottman
George Garmany, MD

Design/Illustrations
Claude Martinot Design

The mission of the
National Multiple

Sclerosis Society is to
end the devastating effects

of multiple sclerosis.


