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A NEWSLETTER FoR KIDS ABoUT MULTIPLE ScLERoSIS
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Imagine siffing in school, Suddenly $he blackboard goes €uz2y and you can't read anyhing. OY imagine it's your
forn {0 bat and suddenly you don't have the energy {o fake a swing or even walk oc€ the plate. That is how it
migh{ Ceel to have an MS exacerbation (eqg-zas-ser-BAY-shun). EXACERBATIONS is a Very big word that
means a fime when new MS symp{oms appear or old sympfoms become worse.

X EXACERBATIONS are also called relapses or attacks. §

K No one knows what cavses a person 4o gef MS in the Cirst place. And no one knows what
Cavuses a person with MS who has been Ceeling Cine 0 have an exacerbation. But we do
know that there’s nothing a kid can do $hat Can Cavse a parent {0 have an MS attack:

forgefting your homework, skipping chores, or Cighting with your sister might
annoy your parents, but if can’f cavse an MS affack!

¥ MS exacerbations are vsvally temporary. Most 90 away within a covple o€ weeks
or months. Sometimes, the person might need $o 9o 4o $he hospital Cor a while.
The doctor may give the person some mediCine that will

help make the atfack g0 away more quickly. , ’
' (1)
% Somefimes Mg Exy )
habbenaf £,q  CERBATIONS
Your parent oR
migt nave a ST T’ME.--
ack on the daywhe“
wool play °v
ocyour SOt L toleale  HLMIS |
you A iy vacation: - ATTACKSCON
éry: gnere ave twe GoE #2 YoUR
mportant thindS PARENT'S MS
" fo vemember ATTACK IS NEVER
CAUSED By ANYTHING . .
YOU Do. o o



& &

A STEEESSS
)
P &

(MS coy Sh"‘f) is 3 disease {hat atcects he central
nervous system (the brain, optic nerves and the spinal cord).
The brain is like a computer that fells the body what fo do.
The spinal cord is like a thick wire attached to the computer.
Messages {ravel befween the brain,
spinal cord, and other par{s
o€ the body.
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When 3 person has MS, the Covering (myelin) that profects the
nerves ets damaged. Scars Corm where the myelin is damaged.
As messages ravel crom fhe brain, they somefimes Jet stuck or
slowed down by fhese scars. When this happens, the ofher parts o€
the body can’t always do what the brain is telling them to do.

Sometimes people with MS have frovble seeing. Sometimes fheir
arms and legs ceel weak or their skin eels “tingly” (like pins and
needles). Sometimes they lose their balance, feel Very tired, or
have frovble walking. MS problems like these are called symp{oms.

Symptoms o MS can come and 90, We don’ know exactly why. S°. WIU, ‘f P/,
Sometimes you don’t eVen nofice the symptoms. Af ofher fimes i
they are prefty obvious. [{s hard €or g person with MS to . MA N )’ f € OS[.S Qa“s
know £rom one day 1o the next how he or she will ceel. / Nr m

Twat is why we say that MS is unpredictable.

HEALTHY MYELIN SHEATH
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camily, what advice you wovld

. . . 700 South Broad , Suite 200
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help your mom or dad, or whom
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or e-mail to:
KEEPSMYELIN@NMSS.ORG




¥ YoUR MoM oR DAD HAS AN EXACERBATIoN, HE oR SHE MAY NoTICE NEW MS SYMPToMS.
Sometimes these symptoms appear and disappear quickly. other times they last €or a long time.
Some symptoms are mild and others are nof, Here are 3 Cew of fhe especially troubling ones.

(REMEMBER THAT MS IS DIFFERENT FoR EA(H PERSON, So YoUR MoM oR DAD MAY NEVER HAVE ANY of THESE SYMPToMS.)

TRoVBLE
oA TRoVBLE SEEING: REMEMBERING ! »
4_‘ 5 feeling very Some people with MS see dovble THIN&S:
tired. Ma.ny or have Vision that is Very blorry. Sometimes MS
P\ P“Pksbz'f‘; I+ may be hard o drive or read. can make it hard fo
ee

) remember things,
very tired even things that {
even when (( )) Jjust happened.
they Jet I+ may alse be hard
enovgh sleep. 4o pay attention

or get organized.

MS can make , Sometimes during an
dicCerent \ exacerbation a person may start
parts o€ the v N 4 to have more trovble walking and
bedy hor{. may need o Use a Cane or a walker
Some people with MS €ind that their gP‘e‘::o”',aske or a wheelChair 4o e around.
arms or hands or head are shaky. erson :
It may be hard o hold a knife and skin Ceel fhstT\ZT'?ui5425:Efs°2:{ gese;rf
€ork, or write clearly, or put on tingly and . SoP - 4 40
lpstick. pain€ul. time. Sometimes they need {

use them Cor g long fime.

¢ YouR Motk oR DAV HAS ANY oF THESE SYMPTONS DURNG AN MS EXACERBATION, TALK ABouT Tie TogeTeR.

LEARNING
ABoUT CAN
HELP EVERYoONE
YEEL ALITTLE
T BETTER.
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Some moms and dads with MS Y Try not 40 inferrupt when ¥« Torn down the TV
have frovble remembering things youy parent is thinking or MUSIC When Yo want
or thinking as €ast as they vsed hard about something. o have a conversation.

4o, no mattfer how smar{ they
are. This Can happen especially
when people are tired.

I may be hard Cor him or

her to pay atfendion

to two things

Here are seme suggestions Cor {en at the same.
way’s you Can help i€ your ') i

mom oy dad has this
kind o problem: \_

Loud sounds Can
be disfracting.

% Remember that

A Try o K Help your mom or dad a person Who has frovble
keep things make a Camily Calendar remembering may need to
orqanized by with everyone’s ask you a question
pUf4ing +hew back schedvle on if, more than onCe,

where fhey belong. That way
your mom or dad will always
know where {o Cind them.

(4 doesn’t mean {hat he or
she wasn’t lisfening
the Cirst time!

1 WER, YoU AND YoUR MoM o paD c}\“
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In physical fherapy, people do exercises {o {ry 4o get
STRONGER and be able {0 do things the way they did betore,
You can help by doing exercises with your mom or dad!
That way everyone in the family Can be as &if as they can be.
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HERE ARE SOME fUN RECIPES To TRY AS A FAMILY:

CHocoLATE-DIPPED YRoZEN BANANAS

3 medivm bananas, peeled

g wooden popsicle sticks

32 ounces semisweet Chocolate, Chopped or Chips
4 fablespoons unsalted bufter

Dipping decorations: grancla, Chopped nuts, sprinkles, jimmies, Crushed Cookies, toasted coconvt

- Line a sheet pan with waxed paper. Cut (-inCh o€€ the end o€ each banana. Inser+ a popsicle
stick into the Cuf-end o€ each banana, pushing the stick halkway in, leaving the other end
exposed €or Use as a handle. Place the bananas on fhe sheet pan and Creeze or one hour,

- Mel{ the chocolate and butter in @ bowl over a saucepan ot simmering water, stirring
occasionally. This covld alse be done in in @ bowl in the miCrowave on a low sef+ing.

- Arrange the dipping decorations on several clat plates. Working with t banana at a time,
dip it in the Chocolate and furn fo Complefely Coat (spoon some on, i€ needed).
Roll the dipped banana in the desired decorations, franster {0 the sheet pan,
and refurn {o the reezer.

® © 6 6 ¢ 6 ¢ o o o o o o o o o o o o oo o o

9 once €rozen, sfore the bananas in an airfight Container.

1 ( ounce) package Cream Cheese
/2 cvp brown svgar
( fablespoon Vanilla exfract

- [n @ medivm-sized mixing bowl, Combine Cream Cheese, brown svgar and Vanilla.

- Mix well until all o€ the browwn sugar is blended info the Cream Cheese and Vanilla.

o 1€ $he mixfure is {00 thin, add 3 small amount of brown sugar o the mixtore.
o* I€ $he mixfure is 00 hick, add @ small amount o¢ Vanilla extract.
K Serve with slices o€ apple, pear, bananas, efC. You Can add peanu{ bufer,
., nuts or Chocolate sauce, or {ry vsing sfrawberry clavored cream Cheese.
o ° .
Have €un and enjoy!
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900 S. Broadway, 2nd Floor
Denver, CO 80209-4198

forward to sending you additional issues in the future.

Welcome to the new Keep S'myelin newsletter - we hope you enjoy the new look and ¢ 000000000
feel. Wi t to thank you for your subscription. ° ®
eel. We wan ank you for your subscription : 'S;UE #18 .
We know there is a time when our subscribers outgrow the Keep S'myelin newsletter. ® KEEP SMYELIN °
If this is the case and you would like to be removed from the mailing list please call d °
- - - i i ! [ ] [
1-800-344-4867 or email keepsmyelin@nmss.org. If we don’t hear from you we look : EXACERBATIONS .
[ ]
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YoU ASKED. WE ANSWERED.
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MS - _I’ARENTS' PULL OUT

ISSUE #18 : EXACERBATIONS

National
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MANAGING AN

i THE FEELIN‘:S THATéo WITH IT

Once your healthcare provider has confirmed that you are experiencing
an MS exacerbation (also called a relapse, episode or attack), your next
steps will be to identify strategies for managing the situation.

An exacerbation is like an acute illness superimposed on a chronic one.
It feels like a crisis because the status quo is disrupted, symptoms feel
worse, the outcome is uncertain, and everyone has strong feelings about
it. The uncertainty of the situation is often as difficult for people
as the physical challenges.

RESOURCES = =
FoR YoU' AND YoUR FAMILY ——

WHEN oNE MEMBER of A FAMILY HAS MS, IT IS IMPORTANT THAT THE ENTIRE FAMILY LEARN ABouT IT.

¥K “When a Parent Has MS: A Teenager’s Guide” K “Just the Facts” Frequently asked questions
For older children and teenagers who have a about MS and the National MS Society.
parent with MS. Discusses real issues brought
up by real teenagers.

The National MS Society offers over 60

X “Someone You Know Has MS: A Book for publications on a variety of topics related to
Families” For children, 5-12. A story about managing and living with MS. To learn more,
Michael and his family explains MS and contact an MS Navigator at: 1-800-344-4867
explores children’s fears and concerns. or visit nationalMSsociety.org/brochures.



M- Follow your doctor’s treatment

H EKE AKE SOME recommendations and take steps

to deal with the new or increased
PK A AL I ' PS symptoms that you are having. If
the doctor prescribes corticosteroids

FOK M AK,N[f ,T TH KOV4 H to help speed recovery from the

attack, keep in mind that they @

T"“S (HALLENQ'N(( _nME can affect your mood and
interfere with sleep. m 9

9 To the extent possible,
give yourself and your body time to regroup.
You may need extra rest, help with daily
activities, and the luxury of focusing on your own needs for a little while. Talking
this over with your family will give all of you the opportunity to brainstorm strategies
for handling the daily rotines. You may want to consider hiring help at home for this
time to help with household chores or personal care.

< If your functional abilities have changed as a result of the attack, be sure to ask your
physician about rehabilitation options that might be helpful. Physical and occupational
therapists specialize in helping people maintain their mobility and ability to carry out
their chosen activities at home and at work. Remember that exacerbations are part of
this disease; nothing you did or didn’t do caused the attack to happen, and neither
you nor your family members.

) o Feelings of grief and loss are normal reactions to change and loss. If an exacerbation
temporarily or permanently changes your ability to do things that are important to
you, or requires you to do them differently, you will need to allow yourself
- and your family - to grieve. This grieving process is the first step toward
re-establishing your shaken identity and starting the coping process
that will enable you to meet the challenges ahead.

9K Be patient. It may take a few weeks or months
for you to feel like yourself again. In the meantime,
mobilize your resources, including your healthcare
team, the National MS Society, and family
and friends. There is no need to deal with
an exacerbation all by yourself.
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‘ Memory, planning, foresight, and judgment are part of what makes us
human. This is what we call cognition. More than half of people with 6 .
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MS experience some type of cognitive impairment, although, most (80%)
exhibit relatively mild symptoms such as difficulties remembering lists of
food items to buy in the supermarket or performing tasks in distracting
environments. These symptoms are generally mild enough that people can

ﬁ' learn ways to compensate for them. The remaining 20 percent experience
Mvﬂba; more serious cognitive problems that may interfere with their ability
to work and engage in activities such as driving and cooking. 6
Most people experiencing memory impairments can compensate by
relying more on visual cues such as post-it notes, calendars, date books,

and day planners. An electronic organizer, Smartphone, or a handheld
tape recorder can be particularly helpful. Also, you may want to keep
a family calendar to help everyone in the household keep track of

——
——
o ——
. —
. ——
i — E each other’s activities and commitments.
—

Making lists will help to organize and prioritize
information, errands, and tasks, and will aid recall.
It is important to check items off as you accomplish
them. Exercising the mind - reading newspapers
and books, playing cards, doing crossword puzzles,

To REGISTER YoR YoUR YREE KEEP S'MYELIN SUBSCRIPTIoN

CONTACT AN MS NAVIGAToR AT (-300-34Y4-43¢T.




engaging in stimulating conversation - can
also be helpful. For people with attention
problems, directing concentration on a single
task is preferable to doing too many things
at once. When engaging in tasks requiring
intense concentration, try to avoid noisy

or distracting environments.

For people with more severe cognitive problems,
cognitive retraining programs are available through
some medical centers. Typically these programs
are conducted by rehabilitation specialists from
a variety of disciplines, including clinical
neuropsychologists, speech pathologists,

and occupational therapists.

To Lo(ATE A (o4NITIVE SPE(IALIST NEAR You,
(ALL AN M§ NAVIGATOR AT 1-800-344-4563.

KEEP S MYELIN

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:

EVAN MNeuroscience W

A SANOFI COMPANY

(g Bayer HealthCare :F.S'VEII%NO U NOVARTIS

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



