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Help bv' Just (5dn3 There

=> Hang out together. Watch a movie together. Read or
watch TV together. Decorate your brother’s or sister’s
bedroom with pictures or drawings. Go to the activity room
at the hospital and play a game or do a project together.

=» Comfort one another. Just beingin the same room as your
brother or sister can be a big comfort. Do what feels best for
the two of you. Give hugs or say “I love you.” Laugh or cry
together. Talk to one another. Orjust hang out in silence.
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Help bu\ (Seins Tkouskﬂ:ul

=> Help your brother or sister stay in touch with friends.
Ask your sibling’s friends to write notes, send pictures, or
record messages. Help your brother or sister send messages
to their friends. If your brother or sister is up for it, invite
friends to hang out with them.

=>» Share a laugh. You've probably heard that laughter is good
medicine. Watch a comedy or tell jokes together, if that is
your thing.

=» Be patient. Be patient with each other. Your brother or
sister may be cranky or even mean. As bad as you feel, your
brother or sister is probably feeling even worse. If you find
you are losing your cool, go for a run, read, or listen to music.

=» Make a snack. Make a snack for the two of you to share.
Make a picnic by putting a blanket on the porch orin the
bedroom.

=» Buy a new scarf or hat. Your brother or sister might like a
new hat or scarf if they have lost their hair during treatment.
Get a matching hat or scarf for yourself, too.

=» Try to be upbeat, but be “real,” too. Being positive can
be good for you and your whole family. But don't feel like
you have to act cheerful all the time if that’s not how you
really feel. Try to be yourself.

I am only one, but I am one.
I cannot do everything,
but I can do something.

—Edward Everett Hale

5%
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Helf bv‘ 51'0\'137\9 Involved

=» Keep a journal together. Write thoughts or poems,
doodle, or put photos in a notebook. Take turns with your
sibling writing in a journal. This can help you both share
your thoughts when it might be hard to talk about them.

=» Go for a walk together. If your brother or sister feels up to
it, take a walk together. Or, open a window or sit on the front
porch together.

The ideas above are for those times when you have extra energy
to give. Don't forget to take care of yourself, too. You deserve it.
Read more about taking care of yourself in the next chapter.

Can you think of some other ways to help your brother
or sister?
Make your own list here:

<
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<‘T&kin3 Care of Yourself

“When we found out my sister Kiana
had cancer, we all seemed to focus on
her—and noHAiv\s else. | was so worried
that | stopped kamsins out with friends
and quit frainins for track meets. One
day My mom said that 9iving wp all these
Hf\ins_c wasw’t good for me. She said i+
was okay to have fun and practically
pushed me out the door +o start going to
track again. | didwt think anyone
noticed me, but I’m glad my mom didl

She even came to my next track meet!»

—Patrick, age 16
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Is Important To “Sfaw‘ Fi—
Both Inside and Out

You may be so focused on your sick brother or sister that you
don’t think about your own needs, or if you do, they don’t seem
important. Butthey are! Read this chapter to learn ways to stay
balanced at a time when everything may feel up in the air.

Dza\ins With Stress

Stress can make you forgetful, frustrated, and more likely to
catch a cold or the flu. Any way you look at it, too much stress
isn’t good.

Here are some tips that have worked to help other teens manage
stress. In the lists on the next few pages, check one or two
things to do each week.

Turn your face to the sun

and the shadows fall behind you.

—Maori proverb



Take Care of Your Mind and 6odt1

=» Stay connected.

L
L]
L

Spend some time at a friend’s house.
Stay involved with sports or clubs.

Add your own here:

=» Relax and get enough sleep.

0]

(I

Take breaks. You’ll have more energy and beina
better frame of mind.

Get at least 8 hours of sleep each night.
Pray or meditate.
Make or listen to music.

Add your own here:

5%




=» Help others.
[l
O

U

Join a walk against cancer.

Plan a bake sale or other charity event to collect money
to fight cancer.

Add your own here:

=» Avoid risky behaviors.

U

Stay away from smoking, drinking, and other risky
behaviors.

=» Put your creative side to work.

5¢
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Keep a journal to write down your thoughts and
experiences.

Draw, paint, or take photographs.

Read books or articles about people who have made it
through difficult experiences in life. Learn what
helped them.

Add your own here:




=» Eat and drink well.

[J Switch to caffeine-free drinks in the evening that
won’t keep you awake.

[J Grab fresh fruit, whole-grain breads, and lean meats
like chicken or turkey when you have a choice.

[J Avoid foods that have a lot of sugar.

[] Drink 6-8 glasses of water a day to help prevent fatigue.

(1 Add your own here:

[J Play a sport or go fora run.
[J Take the dog for a walk.

[ 1 Learn about different stretching and breathing
exercises.

(] Add your own here:

LG
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Did you know?

Exercise has been proven to make you feel better.
Running, swimming, or even walking at a fast pace
can help improve your mood.

Take Steps To Keep T\nins.: Simple

Staying organized can also keep your stress level under control.
Here are some tips to get you started.

[ Make a list of things you want to do. Put the most
important ones at the top.

[] Make a big calendar to help your family stay on top of
things.

[ Letyourteachers know what’s happening at home,
without using it as an excuse.

[ ] Talk to your teachers or a counselor if you are falling
behind. They can help you.

Lo



s1¢ sounds weird—since my
family didn't wsed Lo be that
organized-—bu’c keeping Lrack
of everything on 2 calendar
really helped S stay oh
Lrack. It made everything
feel more wnder control—=
especially when things SOJ:“
little crazy. —Eric age 17

What ¢lse Can You Do?

The ideas listed above may help. You may also have others that
would work even better. Write down your ideas below:

6l
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Get l-\df When You Feel Down and Out

Many teens feel low or down when their brother or sister is sick.
It’s normal to feel sad or “blue” during difficult times. However,
if these feelings last for 2 weeks or more and start to interfere
with things you used to enjoy, you may be depressed. The good
news is that there is hope and there is help. Often, talking with a
counselor can help. Below are some signs that you may need to
see a counselor.

Are you:
Feeling helpless and hopeless? Thinking that life has
no meaning?
Losing interest in being with family or friends?

Finding that everything or everyone seems to get on
your nerves?

Feeling really angry a lot of the time?

Thinking of hurting yourself?

Do you find that you are:

Losing interest in the activities you used to enjoy?
Eating too little or a lot more than usual?
Crying easily or many times each day?

Using drugs or alcohol to help you forget?

Sleeping more than you used to? Less than you used to?

Feeling tired a lot?




1€ You Answered “Yes™
To Any of These Questions...

It's important to talk to someone you trust. Going to seea
counselor doesn’t mean that you are crazy. In fact, it means
that you have the strength and courage to recognize that you
are going through a difficult time and need help. Read more
about what teens who've talked with a counselor or met with a
support group have to say in Chapter 10.

“It got to the point where | was
erlins down all the time, like

I jast didwt have any energy

and nothing seemed fun anymore.
| even stopped kamgins out with
my friends. | felt like | counldn’t
tell anyone what was 90ing on,
not even my Familvl. But then

| started fo\lking with a counselor
and now H\ins.r are getting back

on track.y? —Jake, age 13

63



—Japanese proverb

One kind word can warm three winter months.
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You and Your Friends

Your friends are important to
you, and you're important to
them. In the past, you could
tell them everything. Now

that your brother or sister weve my life. | didu't go angwhere
has cancer, it may seem like without them, ( was never really

lots is changing—even your
friendships. Here are some

“Bef«we my 61;9 brother Trevoy got

cancer, my thyee hest Jriends

howme, T/u‘ngs are a(bl‘/erem‘ now.
([ still see my friends, bat | wont 4o

things to think about: 4

ang out with Trevor a lot mope
Some friends may not now. ( dff/ﬂ/fe/y don't take hia
know what to say. Jor granted angmope, My friends
= It's hard for some keep on g oing like nothing has

people to know what to changed. And Jor f/zem—mﬂu‘ny‘
say. They may be afraid ~ 4as.’ —Tayloy, age (6

of upsetting you. Try

to be gentle with friends who
don’t ask how you're doing or who
don’t talk about your brother’s

or sister’s cancer.

Talking about
what’s going on is hard. I
know it’s not easy to ask

questions, but is there
anything you want to talk
about or know?

=» You may need to
take the first step.

=» Trysaying
something
like this:

b5



Some friends may ask
tough questions.

=» It may be hard to

answer questions
about what you and
your family are
going through.
You may want to
try to help your
friends understand
what’s going on.
Or sometimes you
may not feel like
talking at all.

Try saying
something
like this:

If you don't
feel like
talking,

try saying
something
like this:

Thanks
for asking,
but can we talk later?

“Sometimes it’s hard talking
about everything that’s
going on. |f this was
happening to one of my
friends, | probably wouldwt
know what to say to them,
either. It just makes me
appreciate even more the
friends who have called or

stopped b‘\ to \noms ot

—Justin, age 16

thanks for
asking about my family
Here’s what the
doctors are saying:

and me.

[add in your own
information here] .




* People asked me guestions all
the time. They'd say things like,
‘T heard Molly isn't coming back
to school this year' or 'T heard
your mom was having a
breakdown.! When I told them
the truth, they didn't believe
me.  And they'd ask dumb
guestions like, '‘Can Molly walk?
Can she write? They didn't
know what was going on, and I
didn't know how to answer them.

I got sick of it." —Tohn, age 14

Your friends have
their own lives.

=» It may feel like your
friends don't care
anymore. It might
seem as though
their lives are
moving on and
yours is not. It can
be hard to watch
them get together
with others or do
things without you.
They aren’t facing
the situation you
are right now, so it
may be hard for
them to relate.

=» You might want to try saying something like this:

T miss

hanging ocut together.

I kow that I've had

a lot on my mind since ny sister
oot sick.

Want to hang out tomorrow?




but

Do no
t protect yourself by a fence

bg

rather .
by your friends. —Czech pr
overb

\] get the feeling MY “Now that my brother lost
friends want me o jast ki Lair and is 50 skinny:
'ge-k over it and §° Idon'+ want my fr'\emdg to
ba:k ko \1\0\: M: Wﬂf Come Over anymore. T don't

b

.e ore we found oV Mgt Haem to see low Tim looks.
sister has cancer. But

Besides, it's not easy to lau@k

1 wish they anderstood
and plm\j at home when he's so

that sometimes 1 ‘)us’c,
gick.” _Caroline, age |4

don't feel like doing

what Lhey're doing
or talking about what "

Lhey're talking abouk. My frien »
1 really want Lo spend great 7 S have bees
Lime with my sisker.” lbe o €y love Eo
—Max, age 1 sis CWas Yo, e
s Ae%& i o
©




Dealing With ¢mbarrassment

It may be hard to talk with your friends. You may feel
embarrassed that your brother or sister has cancer, or that now
your family is different. You may not want to tell anyone about it.
But when someone in your family is sick,
you really need friends you can talk with.

l-\owins Fun and Makins New Friends

old friends:

Even though you may have a lot on your mind, you can still get
together with your friends and have a good time. If you can't
leave home as much, ask if your friends can come over. Make time
to relax. It's both good and important for you.

Make a list of fun things you and your friends like to do together.
/Then do them!

]
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New friends:

A lot is happening to you right now. Sometimes old friends move
on. You may not have as much in common as you used to. The
good news is that you may make new friends through this
experience. Kids who used to just pass you in the halls may now
ask you how you are doing. Kids who you used to be friends with
may become close friends again. Be open to new friendships.

Going to support groups at the hospital or at school is a good
way to meet new friends. Support groups can help connect you
with other kids who can relate to you—because they're going
through some of the same things that you are.

Dcodins With Bartful Remarks

Unfortunately, some kids may say mean things. Others speak
before they think and before they get the facts. No matter the
reason, it can hurt when kids make jokes or say hurtful things
about you, cancer, or your brother or sister.

What can Yyou do?

=» Ignore the comment.

=» Say, “Hey, my brother/sister has cancer. It’s not funny. How
would you feel if it were your brother/sister?”

=» Being bullied? Go to your teacher, principal, or guidance
counselor right away.



C\no«fi‘cr |0

<‘Findin9 Support

Don’t let being afraid
of the way you feel
keep you from talking
to your parents, a
counselor, or kidsin a
support group.

For many people,
starting to talkis
difficult. Some teens
don’t have good
relationships with their
parents. Others are too
embarrassed to talk about
personal things. It can
also just be hard to make
the time to talk, with all
thatis going on. Butyou
and your parents really
can help each other.

to a

" el I Went q
Befor felt like

group I
g Cancer was
hing that I L
on my OWD.
would be Adumb
talk
going

support
ny sister
just gomet
to deal with
1 thought it
and depressinq to
with others who weré
the same thing as
me—but it’s helped allotLO
1 would tell other kids

a a support group for
Chec
you don’t like
o to.”

through

fin
sure. the
one if
first one you g

k out more than

TiP Rl A 1) :bw‘ about auking for kelf.

You may think: “I can solve all my own problems.”
However, when faced with tough situations, both
teens and adults need support from others!

2



Here Are Some Ti(:
for Todkins With Your Parents

Prepare before you talk.

STEP STEP
1...............> 2
Think about what Think about how
you want to say and your parents might react.
about some solutions How will you
to the problem. respond to them?
Find a good time and place.
STEP STEP
1...............> 2
Find a private place, Ask your parents
whether it’s your room if they have a
or the front steps. Or few minutes to talk.

maybe you can talk while
taking a walk or
shooting hoops.

EX3




Take things slowly.

STEP STEP
1...............> 2
Don’t expect to solve Work together
everything right away. to find a way through
Difficult problems these challenges.
often don’t have Some conversations
simple solutions. will go better

than others.

STEP STEP
1...............» 2
Don’t think you have to Make time
have just one big to talk a little each day
conversation. if you can, even ifit’s
Have lots of just fora
small ones. few minutes.

132



Talkin9 With a Counselor

Sometimes talking to friends and your parents is not enough.
When you are having a hard time, it can be helpful to talk to a
counselor. Friends Brice and Nick talk about what is happening in
Brice’s home:

THINGS ARE A TOTAL MESS AT HOME RIGHT NOW. MY PARENTS ARE NEVER AROUND,
AND WHEN THEY ARE THEY ACT LIKE I'M NOT EVEN ALIVE. EVERYTHING IS ABOUT MY
BROTHER PAUL. | KNOW HE'S SICK, BUT EVERYTHING DOESN'T HAVE TO REVOLVE
AROUND HIM. SOMETIMES | JUST FEEL
LIKE TAKING OFF.

WHAT ARE YOU
TALKING ABOUT?

| DON'T KNOW. | FEEL BAD SAYING IT,
B8UT I'M GETTING TOTALLY TIRED OF
PAUL BEING SICK. MY DAD IS NICE TO HIM
ALL THE TIME, BUT HE ALWAYS
YELLS AT ME.

YOU'RE ANGRY
ALL THE TIME.
I MEAN ALL
THE TIME, MAN.
AND THAT
CAN'T BE
GOOD, BRICE.

| FEEL THAT WAY, NICK. IT'S HARD TO SLEEP, AND | DON'T
EVEN FEEL LIKE EATING. IT'S ALL JUST TOO MUCH. AND
THE WORST PART? | REALLY DO LOVE MY BROTHER,
AND | CAN'T STAND TO SEE HIM SO SICK.

I HEAR YOU, BRICE,
B8UT YOU HAVE TO
TALK TO SOMEONE.
ALL THIS CAN'T BE GOOD.
PROMISE ME YOU'LL
TALK TO MR. DAVIS.
HE'S THE BEST
COUNSELOR
AT SCHOOL.

OKAY, OKAY.

YOU'RE RIGHT.
I'LL LET
MR. DAVIS
KNOW WHAT'S
GOING ON.

kR




N\rw\ Go 1o a
Counselor?

Remember—going to a
counselor means you have
the courage to recognize
that you’re going through
a tough time and need
some help. Simply put:
talking to a counselor

can help you feel better.
Counselors are specially
trained to help you sort

‘1t took a few visits, but then
[ got to know and trust my
counselor. She really listened
to wme and was lite a coach
who /te/Fed we leayn new skills
and see new ways of looking
at things. [ grew a lot!
—Samantha, age (5

out your feelings, gain new skills to deal with

what’s going on, and find solutions that work for you. Teens
who’ve talked with a counselor say it helped to talk to someone

outside their circle
of friends and
. : (ly hard fime dealing family who didn’t
s having & 147 £ 1 4ried to be take sides, who
it my sister’s cancer: Bu h d
wi \5 ;  tand Hoat ever\j’fk‘ ng Wi they could trust.
‘per\cec{' and p arents Others say they
okay. Tdidn't want fo sfress my P . learned a lot
Jr\jc;.vevx ore. One day my aunf said about themselves
OM‘ Wt help to talk with a counselor—even and felt better
v‘“{‘ﬁ’r somed like T had it all together- able to face
T ot but Twent. The life’s
T wag nervous at first,
w cel like T could tell her challenges.

CO\AV\§€IOV‘ made me (

—and 1 (\V\ﬂ“\j opened
6 an
how T was reall\j feeling. Tt felt 6rea+ o

wl«&\lf
just have someone fo -
H\romgk" —Jen, age

MP abo\ﬂ'
av\‘:j{'L\‘\V\

cus on me and

I was gong

15



Findina a Counselor

There are many ways to find a counselor. Here are some
suggestions to get you started:

=» Talk to your parents or someone else that you trust. Let them
know you would like help to get through this difficult time.
Tell them that you would like to talk to a counselor. Ask for
help making appointments and getting to visits. Sometimes
you can even bring a friend.

=» Aska nurse or social worker at the hospital if they can give
you the name of someone you can talk to.

=» Ask your guidance counselor or school nurse if you can talk
to him or her.

.\oinins a Swpport Grouf

A good outlet for
connecting with teens
that are going through
the same thing that you
are is a support group.
Some groups meet in
person; others meet
online. Some groups go
out and do activities
together. At first this
may not sound like something
you want to do. Other teens have thought the same thing—until
they went to a meeting. They were surprised that so many other
kids felt the same way they did and had advice that really seems
to work. Your parents or another trusted adult can help you find
a support group.

36 | The best thing about the future is that it comes



Chapter |1

After Treatment

When your brother or
sister has finally

completed treatment, “My sister Dana had to go fo a

you and your family may cancer Freatment center b hours
feel a whole range of away. | only gof to see her two
emotions. Part of you is Fimes. We talked on the phone,
glad itis over. Another but it waswt Hae same. My

part of you may miss the
freedom or new
responsibilities you had
while your parent was
busy taking care of your o have Mom and Dana back

sick brother or sister. home now.” —Kyle, age 1%

sisters and | sent (:\Aoi-o: and
letters so she knew we were

thinking about her. We're 9\0«:\

Your brother or sister

may still look sick and be weaker than you expected. You may be
afraid the cancer will come back. You may be looking to find
more meaning in your life now. All these feelings are normal.
Things may not go back to exactly how they were before cancer
came into your lives. Getting back to your “old life” may take a
long time—and it may not happen as you expect.

only one day at a time. —Abraham Lincoln
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Here’s what others have said about life after treatment. Do any
of these kids sound like you?

Neil talks about the “new normal”:
@ “| watched My younger brothers when Alex
'} was away getting treatment. My stepdad
counted on me since he was working and
Mom was at the hospital with Alex all
the time. Now that Alex is home, I’m
back to beins Just one of the kids. Alex is
getting all the attention—even from my little brothers
who used to look up to me all the time. My stepdad savs
Il get wsed to being a kid again. but right now it
doesw’t feel that way™ —Neil, age 16

Ross appreciates life more:

"t used to be all about having the
latest stuff. € one of my friends
got a new skateboard or jacket,
| had to have it, too. After

Jackie got sick, | redlized that
it was just that—stuff.

Now there are more

important things in life—
like my sister and my family.
When someone you care about is really sick, you

find out what really matters.” —Ross, age 15



Tanya is glad to have her sister back home:

‘Before my sister Amy got sick, we fought all the time
lf she wore one of my sweaters, [ was on hey. [
bugged we when she followed me ayound, especially
when my friends were over. And if she got into my

stuff—it was way. But after Awmy got
cancer things just didn't matter

anymore. [ was like—'take my sweater
Ames—keep it, it's yours! [ vealized how

wuch | would wiss hey if anything
happened to her! —Tanya, age (5

Write down what life after treatment feels like for you and
your family:

19
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What If Treatment Doesw’t Help?

If treatment doesn’t help your brother or sister, you and your
family will face even more challenges. Hearing that your sibling
might die is very difficult. You may feel many of the same
emotions you felt when you first learned that your brother or
sister had cancer.

No booklet can give you all the answers or tell you exactly how
you will feel. But when the future is so uncertain, teens say that
it helps to:

=> Make the most of the time you have.
Do special things as a family. At home, make time for your
brother or sister. Call and visit as much as you can if they are
in the hospital. Write notes and draw pictures. Say “I love
you” often. If possible, try to have some special times
together. If you have not gotten along in the past, you may
want to let your brother or sister know you love them.

=» Stay on track.
When people get bad news, they often feel like they're living
outside of themselves—that life is moving along without
them. That's why it’s important to keep a schedule and stay
connected. Stayinvolved in school. Be with friends. And let
yourself take breaks from it all when you need to.

=» Have hope.
Never stop believing in tomorrow, and don’t be too hard on
yourself. Thereis more good than bad in this world—even
though you might not feel that way right now.

When it is dark enough,



=> Get help when you feel alone.
Make sure you find people who can help you. In addition to
your family, it may help to talk to a social worker, counselor,
or people in a support group. It's important to let your
feelings out.

Do you want more .mﬂ:orf

and suidancc?

Many cancer organizations can help you during this
very difficult time in your life. Turn to Chapter 13 for information
about some of these organizations.

you can see the stars. —Ralph Waldo Emerson

g\
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I Your Brother or Sister Passes Away,
Know That:

You'll always have memories.

Your brother or sister will always be part of your life. Hold on to
your memories of the good times. It's okay to think about
something funny that your brother or sister did or said. By
laughing and smiling you are bringing back just a little of what
was so special about them.

The pain will lessen with time.

At first the pain may be so strong that you might wonder whether
you will ever feel happy again. Time has a way of healing. Not
being sad every day doesn’t mean that you have forgotten. It just
means that you're starting to heal.

Everyone grieves in his or her own way.

Some teens grieve for their brother’s or sister’s death by crying.
Others get quiet and spend time by themselves. Some find that
they need to be around friends and talk. Others get very angry.
In any case, most people finds it helps to keep a reqular routine.
There is no right or wrong way to grieve. It’s okay to deal with
loss at your own pace.

Your sibling would want you to be happy.

Stay open to new experiences. Make small changes that give your
life new meaning. Write about your thoughts and about this
experience. Dont worry about what to say, just write.

Life will change.
Life won't be the same as before, but it can be rich and full again.
Keep believing this.



“We all huddled in my mow's bed the
night we foand out that Gracie's
treatment wasn't working angmore.
Gracie was so wise. Even though she
was only (0 years olel, she was trying
to comfort us and tell us it would all be
okoay. That moade us want fo cry
hayder—but something insicde said to be
brave for Gracie. Now, we look at
photos and talk about Cracie. [ still
don't bnow how life without my little
sister will look. | just 1ry to take it
one doy ot a time! —Cail, age (7

€2
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The journey of a thousand miles

must begin with a

single step.

—Lao Tzu



Chapter 12
The Road Ahead

Sometimes H«inss do work out as you \no(:e.

Christine shares her story:

"Mv brother has been in remission for fwo years now.
TL\‘mgs were prefty bad at first. Then after a while, Hf\imgg
sort of settled down and got back to the way H«\e\j were before.
I think Rob’s cancer brow@l«ﬂ‘ us all closer together. T get
along better with him and my sister and even with my older

brother now. I'm closer to Mom and Dad. And T think we
all grew up a lot while he was sick.” —Christine, age 15

Sometimes Hr\ins.c look like HAe.v\ won't
work out as you \nore.

Here’s what Sam has to say:

* Watching my little brother play with his cars one
morning made me so sad. He loves those things.

He looked up and told me if he dies I can have all
his cars. Then he just went on playing. I felt a huge
lump in my throat. He's an amazing little kid."
—Sam, age 14

€5
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It can be hard to stay calm when you aren’t sure what the future
holds. You may be thinking—will my brother or sister live? Will
the cancer come back? Will life ever be the same? WillI laugh
again? Enjoy being with friends again?

While no one can know the future, there are things you can do to
make your life a little easier:

-> Keep talking and pulling together as a family.
You may find that cancer has drawn you closer together and
made you appreciate each other more.

=» Discover your own needs. Don't let others tell you how
you should feel. Allow yourself to cope at your own pace and
in your own way.

-> Remember that you're growing as a person. Many teens
say that having a brother or sister with cancer has made them
more sympathetic, more responsible, and stronger.

=» Keep in mind that you aren’t alone. Right now you may
feel lonelier than you ever have in your life. But you are not
alone. Family members, friends, neighbors, support groups,
and counselors are there to lend a helping hand, listen to
you, and give you good advice. Accept their help; you
deserve it.

-» Appreciate each day. Many teens who have a brother or
sister with cancer say that they learned to see the world more
clearly. In time you may come to appreciate things you may
have overlooked in the past.



Maybe you have noticed that little things seem to have more
meaning for you these days. Take some time to write these
thoughts down, even if they seem small:

Unfortunately, no booklet or person can tell you how everything
is going to work out. Cancer is tough, and your life may never be
quite the same. Butin the end, you will get through it. Why?
You're strong. And you are capable—even if you don’t always feel
that way.
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s great that you want
to learn morel

Keep in mind that cancer treatments are
getting better all the time. Make sure
that what you read or see is up to date
and accurate. Talk with your parents or
another trusted adult about what you
find. Share the articles or books you've
found with them. Ask them any
questions you may have.




Chapter 13

Learnins More on Your Own

Your school or public library

Ask the librarian to help you find the information or support that
you're looking for in books, magazines, videos, or on the
Internet.

The Internet

Use an Internet search engine and type in general words like
“sibling” and “cancer” together to get started. Keepin mind that
the Internet has a lot of good information. Italso has a lot of
poor information and false promises, so you may want to check
with your parent or another trusted adult about what you find.

Your sibling’s hospital or clinic

Visit the patient education office at your sibling’s hospital, if
there is one. Or, ask if you can go with your brother or sister
during their visit to the doctor to learn more.
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Help Is a Phone Call or Web site Away

Here are some places to contact for help. You can call them or
visit their Web site for more information.

National Cancer Institute (NCI)
Cancer Information Service (CIS)
1-800-4-CANCER (1-800-422-6237)
Www.cancer.gov

NCI offers accurate, up-to-date information on cancer for you and your
family. Call the CIS to talk to an information specialist who can answer
questions you or someone in your family might have. Or go to LiveHelp
on NCI's Website to chat online with an information specialist. NCI can
also help connect you with a support organization in your area. NCI
offers many materials in both English and Spanish. People who are deaf
may call a special TTY line at 1-800-332-8615.

American Camp Association
1-800-428-2267
WWW.acacamps.org

The American Camp Association can help you find camps that are
specifically for kids who have a brother or sister with cancer.

American Cancer Society (ACS)

1-800-ACS-2345 (1-800-227-2345)

www.cancer.org

By calling ACS, you can talk to a cancer information specialist. You can

call 24 hours a day to get your questions answered. The specialist may
help you find information and other resources.

CancerCare

1-800-813-HOPE (1-800-813-4673)

www.cancercare.org

CancerCare offers free information and support by telephone and online

to anyone affected by cancer. Visit their online support group for teens
who have a brother or sister with cancer.



Candlelighters Childhood Cancer Foundation
1-800-366-CCCF (1-800-366-2223)
www.candlelighters.org

Candlelighters Childhood Cancer Foundation provides support,
education and advocacy for children and adolescents with cancer,
survivors of childhood/adolescent cancer, their families and the
professionals who care for them.

Gilda’s Club
1-800-GILDA-4-U (1-800-445-3248)
www.gildasclub.org

Gilda’s Club provides a place for people with cancer and their families
and friends to join with others to build social and emotional support.
They offer support groups, workshops, and social activities for people
affected by cancer. Call to see whether there is a location near you.

Make-A-Wish Foundation
1-800-722-WISH (1-800-722-9474)
www.wish.org

Make-A-Wish grants wishes to kids who have life-threatening medical
conditions. Your parents, your brother or sister with cancer, or their doctor
can call Make-A-Wish to see whether your brother or sister can qualify.

SuperSibs!
1-866-444-SIBS (1-866-444-7427)
www.supersibs.org

SuperSibs! is a national non-profit organization that provides free
services to brothers and sisters of children with cancer. SuperSibs!
helps children and teens redefine the “cancer sibling” experience by
providing them with ongoing recognition and support.

The Wellness Community

1-888-793-WELL (1-888-793-9355)
www.thewellnesscommunity.org

The Wellness Community offers support, education, and hope to people

with cancer and their loved ones. Call to find out whether thereis a
location near you.
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Aependix

Chart A: Monitoring Tests

TEST

Biopsy

Blood test

Bone marrow
aspiration

CAT scan or

CT scan
(Computerized
axial tomography)

MRI
(Magnetic
resonance
imaging)

PET scan
(Positron
emission
tomography)

Spinal tap
(Lumbar

puncture)

Ultrasound
(Ultrasonography)

X-ray

PURPOSE

Used to find out whether a tumor or abnormality is
cancer. Benign means it is not cancer. Malignant
means that it is cancer.

Checks the blood to see whether the balance of the cells
and chemicals is normal

Collects a small sample of cells from inside a bone to be
examined under a microscope

Uses x-rays and a computer to produce three-
dimensional (3-D) images of the inside of the body

Uses radio and magnetic waves to make images of
organs and other tissues inside the body

Uses computerized pictures of areas inside the body to
find cancer cells

Collects a sample of the fluid inside the spine to be
examined under a microscope

Uses high-frequency sound waves to make images of
internal organs and other tissues inside the body

Takes a picture of the inside of the body using high-
energy waves




PROCEDURE (What Happens)

A doctor removes a sample from a person using one of two ways: with a
long needle (needle biopsy) or by making a small cut (surgical biopsy).

A nurse or technician inserts a needle into a vein, usually in the arm. Then
he or she draws blood.

A needle is used to remove a small sample of tissue from a bone (usually
the hip bone).

The patient lies flat on a table, which moves through a large tube while a
series of x-rays is taken.

The patient lies flat on a table, which moves through a large tube while an
MRI machine scans the body for several minutes.

The patient gets an injection and then a machine takes computerized
pictures of areas inside the body.

A needle is used to remove fluid from the spine in the lower back.

A technician moves a small handheld device over an area on the
patient’'s body. Animage appears on the computer screen.

The patient is placed in front of the x-ray machine or lies on a table.
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Chart B: Cancer Team Members

TEAM MEMBER

WHAT THEY DO

Child life specialist

A trained person who works with children and their
families to make the hospital and treatment
experience less scary

Nurse

A health professional trained to care for people who
are il or disabled

Nutritionist/
dietitian

A health professional with special training in nutrition
who can help with dietary choices

Oncologist

A doctor who specializes in treating people with
cancer. Some oncologists specialize in certain types
of cancer or certain types of cancer treatment

Patient educator

Educates patients and families about iliness

Pharmacist

Dispenses medicines for patients

Physical therapist

Teaches exercises and physical activities that help
patients gain more muscle strength and movement

Psychiatrist

A doctor who treats mental health problems, including
depression, with medicine and talk therapy

Psychologist

Talks with patients and their families about emotional
and personal matters and helps them make decisions,
but does not write prescriptions for medicines

Radiologist

A doctor who looks at x-rays and other images of the
body

Religious or
spiritual leader

Addresses the spiritual and emotional health of
patients and their families. This can be a chaplain,
minister, priest, rabbi, imam, or youth group leader

Social worker

Talks with people and their families about emotional or
physical needs and helps them find support services

Surgeon

A doctor who removes or repairs a part of the body by
operating on the patient




Gloss ary

What the Terms Mean

This list can help you learn some words that your parents or the
doctors and nurses may use. Don’t be afraid to ask questions
when you don’t understand what they are talking about. These
people are there to help you, too.

Benign: Not cancer. Benign tumors do not spread to the tissues
around them or to other parts of the body.

Biological therapy: Treatment to help the body’s immune system
fight infections, cancer, and other diseases. Itis also used to
reduce certain side effects of cancer treatment. Other names
include immunotherapy, biotherapy, or BRM (biological response
modifier) therapy.

Bone marrow: The soft, sponge-like tissue in the center of most
bones. It makes white blood cells, red blood cells, and platelets.

Cancer: A term for diseases in which abnormal cells divide
without control. Cancer cells can invade nearby tissues and can
spread through the bloodstream and lymphatic system to other
parts of the body.

These are the main types of cancer:

e (Carcinoma starts in the skin or in tissues that line or cover
internal organs.

* Leukemia starts in blood-forming tissue such as the bone
marrow. Large numbers of abnormal blood cells form and
enter the bloodstream.
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* Lymphoma and multiple myeloma begin in the cells of the
immune system.

e Sarcoma starts in bone, cartilage, fat, muscle, blood vessels,
or other connective or supportive tissue.

Cell: Theindividual unit that makes up all the tissues of the body.
All living things are made up of cells.

Chemotherapy or chemo: Treatment with medicines that kill
cancer cells. Chemo is most often given intravenously (through a
blood vessel). Some chemo can also be given by mouth.

Clinical trial: A type of research study that tests how well new
medical approaches work in people. These studies test new methods
of screening, prevention, diagnosis, or treatment of a disease.

Depression: A mental condition marked by ongoing feelings of
sadness, despair, loss of energy, and difficulty dealing with
normal daily life. Other symptoms of depression include feelings
of worthlessness and hopelessness, loss of pleasure in activities,
changes in eating or sleeping habits, and thoughts of death or
suicide. Depression can affect anyone, and can be successfully
treated.

Diagnosis: Identifying a disease by its signs and symptoms.

Donor: A person whose stem cells match with those of the person
with cancer. Not everyoneis a match. A patient’s brother or
sister is more likely to match than someone who is not related.

Hormone: A chemical made by glands in your body. Hormones
move in the bloodstream. They control the actions of certain
cells or organs.



Hormone therapy: Treatment that uses hormones to slow or stop
the growth of certain cancers such as prostate and breast cancer.

Immune system: Organs and cells that defend the body against
infections and other diseases.

Intravenous or IV: Injected into a blood vessel.

Leukemia: Cancer that starts in blood-forming tissue such as the
bone marrow and causes large numbers of blood cells to form and
enter the bloodstream.

Malignant: Cancerous. Cells from a malignant tumor can enter
and destroy nearby tissue and spread to other parts of the body.

Metastasis: The spread of cancer from one part of the body to
another. A tumor formed by cells that have spread is called a
metastatic tumor or a metastasis.

Protocol: A plan for treating cancer.

Radiation therapy: Treatment with high-energy radiation to kill
cancer cells and shrink tumors. External radiation comes from a
machine outside the body. Internal radiation comes from
material put inside the patient near the cancer cells.

Recurrence: The return of cancer after a period when it seemed
to be gone. The cancer may come backin the same place as the
first time or in another place in the body. Also called recurrent
cancer.

Relapse: The return of signs or symptoms of cancer after a
period of improvement.
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Remission: During remission, the signs and symptoms of cancer
go away or are less than before. In partial remission, some, but
not all, signs and symptoms of cancer have disappeared. In
complete remission, all signs and symptoms of cancer have
disappeared, although cancer may still be in the body.

Sibling: Another way of saying your brother or sister.

Side effects: Problems that can occur when cancer treatment
harms healthy tissues or organs. Some common side effects of
cancer treatment are feeling tired, pain, being sick to the stomach,
vomiting, lower blood cell counts, hair loss, and mouth sores.

Stem cells: Cells from which other types of cells develop. For
example, blood cells develop from blood-forming stem cells.

Stem cell transplantation: The use of healthy stem cells from
the bone marrow or the bloodstream to replace cells that were
destroyed by high doses of chemotherapy and/or radiation
therapy. The transplanted stem cells may come from the patient
or from donors. In many cases, the donors are family members.
The patient gets the stem cells through an IV line.

Support group: A group of people with similar concerns who help
each other by sharing experiences, knowledge, and information.

Surgery: An operation to remove or repair a part of the body.

Tissue: A group or layer of cells that work together to perform a
specific function.

Transfusion: The infusion of certain blood cells or whole blood
into the bloodstream. The blood may be donated from another
person, or it may have been taken from the patient earlier and
stored until needed.



Transplant: The replacement of tissue with tissue from the
patient’s own body or from another person.

Tumor: A mass of tissue that forms when cells divide more than
they should or do not die when they should. A tumor may be
cancerous (malignant) or not cancerous (benign).

X-ray: A type of high-energy radiation. In low doses, x-rays are
used to spot diseases by making pictures of the inside of the
body. In high doses, x-rays are used to treat cancer.

Make a list of any terms that still arent clear to you. Talk to your
parents, doctors, nurses, or other adult about your questions.

a9



Acknowledgments

We would like to thank the many teens, scientists, and health
professionals who assisted with the development and review of
this publication.

To know the road ahead,
ask those coming back.

—Chinese proverb
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