SUMMER, 2008

FROM THE EDITOR:
Hi everyone! I hope you are all having a great summer! You still have a few weeks
left to enjoy the sun and the fun before school starts, and you just might have
some time to do some reading. For Siblings Only is the perfect thing to read on a
lazy summer day. This month‛s story is a very special one, because it was written
by my niece, Caitlyn Levine. She wrote this story with me about her sister, Lauren,
5 years ago when she was just 8 years old. Now that she‛s 13, she has a few more
things to add in an update about Lauren. The story is very interesting, because it‛s
all about love, and worry too!
If you like reading Caitlyn‛s story, think about this. You can share your story with
the readers of For Siblings Only too! You can mail or e-mail to For Siblings Only.
And then, next month, you‛ll see your story here! Turn to the Calling All Kids
section for more information on how to do this.
In case this newsletter is too easy for you, you can receive our other newsletter,

Sibling Forum, for kids aged 10 and older instead. Just let me know by mail or email, and we‛ll be sure you get a copy. You can also download these newsletters
from our website at www.frainc.org.
Happy Summer!
Susan Levine
Editor
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LAUREN GOES TO THE HOSPITAL
By Caitlyn Levine and Susan Levine

Hi! My name is Caitlyn Levine and I am 8 years
old. I have an older brother, Jacob, age 11 and
a younger brother and sister who are twins.
Jared and Lauren are 4 ½. Lauren was born
with something called tuberous sclerosis.
Because of the tuberous sclerosis, Lauren has
growths in her brain that cause her to have
seizures. When she has a seizure, Lauren
starts to shake and her face gets pale and her
lips get blue. I‛ve seen her have so many seizures that I don‛t get upset any more.
I just get mom and she gives Lauren medicine.
Lauren also is slower at learning than her twin brother. She walked and talked
later than Jared and she is still slower in doing things. Sometimes, Lauren gets
cranky and more hyper too. She hasn‛t learned yet that it‛s not nice to hit and bite
other people. Jared has already learned this. Lauren also needs to learn to use
her words more when she is angry instead of doing something to hurt others.
When she does use her words, we give her attention and sometimes give her what
she wants.

In March, Lauren‛s doctors decided to do surgery on her brain so she wouldn‛t feel
different from other people and she wouldn‛t have as many seizures. In the
beginning, when I first heard about the surgery, I was worried. I didn‛t know how
long she would be gone or what they were going to do. After Mom explained what
was going to happen, I felt a lot better. Mom and Dad were probably worried when
they first heard about the surgery, but when they understood more, they were
okay too.
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Mom and Dad went with Lauren to the hospital and they stayed with her for most
of the three weeks she was there. I missed them all, but there were people
around to take care of me including my grandma. While my parents were gone, I
helped by doing things around the house for my mom. After Lauren‛s surgery, I
went to visit her in the hospital. Her head was covered with white fabric and
there was a tube with blood in it attached to her head. It wasn‛t too scary though.
I had seen her head all wrapped up another time when she had to go to the hospital
for tests. When she came home, her head was shaved on one side and she had a
big scar with stitches there. Mom told me what it was going to look like, so I didn‛t
feel worried.
Lauren was happy to be home! She was weak at first and needed help walking
around. I helped her and played with her too. So far, Lauren‛s seizures seem to
be better. She also doesn‛t seem to get as cranky. Before the surgery, we were
trying to teach Lauren to say “please” and “thank you” and “sorry” at the right
times. Since the surgery, she is using these words more and is saying them quicker
without us reminding her. I‛m glad about that. I hope that
Lauren will keep doing better too. I like helping her and
I‛m glad she is my little sister!

Caitlyn gives us this update about Lauren…
Now that Lauren is 10 years old, we are happy to say that
she hasn‛t had any more seizures since her surgery! She
does still take medicine for them, though. Lauren now is in a special class in school
where the teachers can give her extra attention. Lauren can‛t read, but she can
write her name and she can recognize it too. She still has problems with her
behavior. Lauren can get upset easily and she doesn‛t like to be at big parties
where it can be noisy with too much going on. She likes to be home, or be in
familiar places where she is comfortable. Lauren takes medicine to help with her
behavior too.

“For Siblings Only” newsletter is published in print and online with partial funding from the
Monmouth County Board of Freeholders.
We thank The Page Hill Foundation for its support to mail these quarterly newsletters.
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WHAT DO YOU THINK?
1.)

Some things like hospitalizations and seizures that happen to your brother
or sister can be scary. Have you ever been worried about anything with your
brother or sister? What made you feel worried or scared?

2.)

Caitlyn likes to help with her sister. What do you like to do to help with your
sister or brother?

3.)

What helped make Caitlyn feel better about her sister going to the hospital?

FOCUS ON FEELINGS:
Caitlyn did a good job in her story of explaining about her sister‛s seizures and
what they look like. I‛d guess that she was pretty worried when Lauren first
started having seizures. It must have been scary in the very beginning. I‛m sure it
helped a lot when her parents explained about her sister‛s seizures. Caitlyn is so
used to seeing them now that she stays calm and knows exactly what to do! Her
sister has also gone to the hospital many times and had many tests because of her
seizures. As a result, Caitlyn is used to her parents and sister going to the
hospital. But this time, things were a little bit different. Lauren was
having an operation and she would be in the hospital a long time.
Caitlyn was worried at first. She felt better when her mom explained
everything to her. Caitlyn asked questions and felt better when she
knew exactly what was happening.
I‛m sure there have been times when you were worried about something with your
sister or brother who needs extra help to learn. When you have questions or are
feeling worried or scared about something, it‛s always a good idea to do what
Caitlyn did. Ask mom or dad questions so you can understand things better! It
always helps you feel better when you know what is going on.
As you can tell from Caitlyn‛s story, she likes helping with her little sister. She
likes helping with her little brother too! I think it‛s great that Caitlyn and her big
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brother Jacob try to work together with their mom and dad to teach Lauren how
to use her words instead of hitting. Brothers and sisters like you can be very good
teachers for a child in the family who needs extra help to learn.
Thank you, Caitlyn, for sharing your story with us. Lauren is very lucky to have you
for her big sister!

BROTHER/SISTER THINGS TO DO:
In every issue of For Siblngs Only, you’ll find fun ideas of things to do at home with
your brother or sister. Especially in the summer when you are home from school and
feeling bored, you can look in this section and find some great ideas for a lazy summer
day. Look through the ideas listed below and pick the activity that is just right for you
and your brother or sister with special needs. Ask mom or dad for help with setting
things up so it’s fun and safe. Then with whatever activity you pick, you’ll be sure to
have a great time!

1.) Make fruit juice ice cubes! Would you like a cool,
refreshing treat? Try making fruit juice ice cubes! To
make this especially fun, choose two or three different
kinds of juice (choose juices you and your brother or
sister can both drink). Grape and
orange are just two choices that
make delicious frozen treats. Fill up
the slots of the ice cube tray with the juices, being careful not to
mix them. To help make pouring easier for you and your
sibling, first pour some juice from the bottle into a 1cup
measuring cup. You might ask mom or dad to do that pouring
for you! Then help your sibling pour from the measuring cup into the squares in the
ice cube tray. Be sure to have a dish towel or sponge ready to help clean up spills!
Then carefully put the trays into the freezer. Wait about an hour and remove the
trays from the freezer. Place popsicle sticks, tooth picks or small straws in each
cube and place the trays back in the freezer to harden all the way. After a couple
more hours, pop the colorful cubes out into a cup or a bowl for each of you. Then
you can enjoy the different cool tastes! You can hold the fruit cubes by the stick,
toothpick or the straw, or hold them in your fingers with a paper towel wrapped
around one end so your fingers don’t get too cold! You can also use a spoon to hold
the cube. You can hold the fruit cube if you need to for your brother or sister so he
can take a bite. Talk about the colors and the flavors you like best. You can even
let mom and dad have a taste… that is, if you and your sibling want to share!
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2.) Make happy and sad stick puppets! Here’s a craft
activity for “feelings” fun! Make happy and sad stick
puppets following these directions. Trace four circles
about 4” across on a piece of heavy construction paper
or oak tag. Use the bottom of a glass or cup to trace the
circles. If your brother or sister can hold a pencil to
draw, you can hold the glass in place and show her how
to trace around the glass. Then let her try to trace one
or two. Carefully cut out the shapes, letting your sibling
do what she can do herself. Draw a happy face on one
circle and a sad face on the other using markers or
crayons. Help your sibling do the same. Using 4 Popsicle sticks you’ve washed and
saved from summery treats, tape the sticks to the backs of the circle to make puppets.
Then you can act out stories with the puppets. Have an adult read a favorite story while
you hold up your “happy” puppet when characters in the story are happy, and your “sad”
puppet when the characters are sad. Help your sibling do the same thing! Instead of
reading a story, you can ask each other questions like….”Do you like broccoli?” or “How
do you feel about summer? Or school? Or swings?” etc. Hold up the puppet that shows
how each of you feels. Help your brother or sister if she needs help. Make happy and
sad faces with your own face to match your puppet! Think of other ways to use your
puppets together. Have fun!

SPECIAL DEFINITIONS:
Autism:
No one knows what really causes autism, but doctors know that children with
autism learn differently and have differences in their brains. Children who have
autism look the same as other children do, but they are slower to learn. The first
thing parents might notice is that the little boy or girl might not start talking when
other children usually do. In fact, it might seem that they don‛t really understand
words at all. Parents might also find that the child does not look at them much, or
doesn‛t seem to be interested in other children. Children with autism have a hard
time understanding language. They have a hard time understanding facial

For Siblings Only

Summer 2008

Page 7

expressions like smiles and frowns or sad faces. They don‛t know that a smile
means that you are happy and a frown means that you are unhappy.
Children with autism don‛t seem to like to play with other children. In fact, it
might seem like they don‛t understand how to play with toys the right way. For
example, instead of pushing a toy truck, the child might turn it over and just spin
the wheels. Most children learn by copying each other or following what an adult
does. But kids with autism don‛t try to imitate others and they don‛t know how to
pretend, like playing with a baby doll and giving it a bottle.
Children with autism might react differently to what is going on around them.
They might be extra sensitive to sounds and cover their ears as if the sound hurts.
Or, they might not notice very loud sounds and almost seem like they didn‛t hear it
at all. Kids with autism are usually happiest when things stay the same – when they
do the same things every day, or watch the same videos. Some kids like to watch
the same video over and over and over again, day after day!
A doctor called a neurologist is usually the person who figures out whether the
child has autism. He or she might do special tests and ask the parents lots of
questions to help him or her decide.
Kids with autism need special teaching to help them learn. Speech therapists,
occupational therapists, and teachers all work with the children. They might use
sign language or pictures to help them learn to talk or share what they want. They
help them learn to play and talk and understand language. Some people with
autism can grow up to take care of themselves, get a good job and get along well
with other people. But some will always need a lot of help. Someday, doctors may
be able to find a cure for autism.

LET‛S VISIT THE LIBRARY:
If you have a chance to go to the library this summer, ask the librarian to help you
find books about kids who have a disability or learn differently. There are some
great books out there, and new ones are being published all the time. If you find a
good one, write and tell For Siblings Only about it. Then, we can read the book
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too and write about it for all of our readers! Here is one book you‛ll find in the
children‛s section of the library…

My Friend Isabelle by Eliza Woloson, Woodbine House, 2004.
This is a story about Isabelle and her very good friend. Just
like all friends, sometimes they have trouble getting along,
but most of the time, they have lots of fun together.
Isabelle is different in some ways, because she has Down
syndrome. But in most ways, she is just like her friend! This
book has cute drawings of Isabelle and her friend, but in
real life, the children are really good buddies!
The National Down Syndrome Society has a video of the story, and at the end of
the video, you meet the real Isabelle and her friend! The video is a great one to
share with children in your school, because it teaches us that we can all be friends,
even if someone is a bit different from us. For more information on the video,
have mom or dad go to www.ndss.org and click on Education, and then, “Everybody
Counts.”.

CALLING ALL KIDS:
Since the Olympics will be taking place during most of the month of August, Calling

All Kids is all about sports and the Olympics! Fill in the answers to our Olympic
questions and send them back to For Siblings Only and you can be in the next
issue of this newsletter! You can e-mail the answers to slevine@frainc.org, or you
can mail them to For Siblings Only, 35 Haddon Ave. Shrewsbury, NJ 07702. Our
readers would love to hear from you!
Think of some things you and your sibling might be extra good in – running, jumping,
basketball, spelling, crawling, singing, climbing on furniture, crying, laughing
screeching, rolling on the floor, banging on the highchair, or maybe even swimming.
Now pretend that there is an Olympic event for each of these activities. With all
of these ideas in mind, answer the questions below!
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1.) Think of something you do extra well. What would be the perfect Olympic
event for you to be in?
_________________________________________________________
_________________________________________________________
2.) Think of something your brother or sister who needs extra help to learn is
extra good at. What Olympic event would be perfect for him or her?
_________________________________________________________
_________________________________________________________
3.) What sport is your favorite to watch or play? ____________ Why?
_________________________________________________________
_________________________________________________________
4.) Do you have a story to share with the readers of For Siblings Only? You can
write about a summer adventure with your brother or sister who needs
extra help to learn. You can also just tell us about your sibling just like
Caitlyn did. Use the space here for your story, or use a separate piece of
paper.
_________________________________________________________
_________________________________________________________
_________________________________________________________
_________________________________________________________
_________________________________________________________
_________________________________________________________
_________________________________________________________
_________________________________________________________
5.) Your name ________________________________ Your age _________
Your sibling‛s name ___________________________ Age ___________
Disability _________________________________________________
Your address _______________________________________________
_________________________________________________________
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Thank you for reading For Siblings Only. Enjoy the rest of your summer, and look
for the next issue in the Fall, after school starts!
“For Siblings Only”
A Newsletter for brothers and sisters of children with disabilities
Editor: Susan P. Levine
Published by: Family Resource Associates, Inc., 35 Haddon Ave., Shrewsbury, NJ 07702
Phone: 732-747-5310
Fax: 732-747-1896
No Part of this newsletter may be printed without the permission of
Family Resource Associates, Inc.

For Siblings Only
Family Resource Assoc., Inc.
35 Haddon Ave.
Shrewsbury, NJ 07702
www.frainc.org
www.techconnection.org

