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A NEW teacher! Every year in school I
« | get a new teacher. And every year [ am
asked the same question. After reading:
my report from the principal’s office,
my teacher wﬂl say. . |
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Tony, what is hemophlha‘?
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This is what I tell them: ‘_;'em‘_'é n9lens afn

1 " Hemophilia is a
Be Dbleeding disorder.
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| & That means my blood
e ®  works differently than
it should. |
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(oo pe)o¥00 | picorder (noun):
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s voly k£ | - State of confusion, untidiness.
o - b. Not working properly.
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So I tell her...

~ PR T ANY Ty 3 It works differently =
. ' * because something
QVorks differently? How? is missing in my

» ) . blOOd.
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With something

_, missing, my blood
L doesn't clot very
well. That means
when I bleed,
sometimes it

doesn’t stop.
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Clot (verb) To stick together
to make a solid mass or plug
from a liquid.
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Exetmple There’s a break in the pipe
. and water is dripping out. It needs a
- plug to hqld the water back
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Tony, why don't you go to the blackboard
and explain to the class what happens
when you bleed?
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[ like Tony!

- This is cool. We
‘get to skip math!
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I thought

science class
came after lunch!
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That looks
A ]j_ke it hurt.

If the cut is not very deep, the bleeding
will probably stop by itself. Even when
you have hemophilia.

If the cut is deeper, it may bleed a little
- longer. Still, most people can wash the cut,
hold the cut with a clean pad to stop the
Lleedmg and then put on a band-aid.
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But what in the blood
makes the bleeding
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The blood has special
cells in it to help plug
up the hole. Outside,
the blood dries up and
makes a scab. Inside,
it clots. The blood
bunches together to
plug up the hole and

stop the bleeding. /
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Tony’s Report on Blood

| Blood is mote than a red liquid. Tts_.
L@ made up of tany pacts. Same kfdj,_s__%
that blood fosks like ,t;hC'ﬁ’}/. punch, Tt

| ojndoes! But e ven _punch.ls made up. of
——~1a0y_pacts i water, sugar, and cherry
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(So, when all the parts are present, the
blood clots by itself. What's missing in
your blood, Tony, that causes you to

| teep bleeding?
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Factor! Your blood
can’t clot without factor;~
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‘When your skin gets a deep cut, your

blood vessels get cut.
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1 Finger gets cut. mmniyasn .,
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z Blood leaks out
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| 3 ¢ Factor helps plug
up the hole. o
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It’s like a leak in
a straw when you
have a drink. Or
it’s like a volcano,
with lava coming

out!
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Factor floats around in your blood. It is
not very busy, until your blood Vessel is
cut. Then it goes to work.
It helps the body make
a plug to block up
the hole or tear in
the blood vessel.

It's like the story of the little Dutch-Boy
who noticed a leak in the wall that held
- back the sea from his city. J6pa 1ydinn 280 £y s1o00 In> 95
finger in the hole and stop ~ #'? 2k 23¥e vipow nordad of pee
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~What happens whien factor is missing, -
Tony, like in boys with hemophilia?

v
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("Without enough
factor in my blood,
the bleeding
'sometimes doesn't
stop. Little
_paper cuts
usually will

stop because
‘we can hold

the cut together
to help it heal.
Buit that doesn't
3| work with a deep}
cut.
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I know what I'm

hold back the sea?
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Tony, if you bleed and your factor| = -
doesn’t work, does the blood
come gushing out?

ThlS isn’t how the story ends _-
in.my storybook! NE




That's what lots of people think.

Actually, no! The blood drips out at
.| the same rate as everyone else’s blood.
One important difference, however, is

that I bleed longer. -B'9€In p'efleon p'oa p>
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Tough day at
—\fhp dam? P £ A :
| ?‘Tw:f ”” p__ﬂ,_,._ Myth (noun) 1. An old
. A C traditional story, often |
Tt 7 7 used to explain e
natural happenings.

2. A belief held by

many that is not true.
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Then how do yéu stop your bIéeding; Ton@ |
" nolan npié 4k oI kes| | take medicine, which is

-1 .16pa of piclp PE€ also called factor. This is
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: _‘“"ce oI T\ N The medicine factor
- H helps plug

up the hole.
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'C The end...I hope! O
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Need_leS! Ugh! I wish I were
the missing something!
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needed anymore and dissolves. A scab is dried
blood on the outside. It stays until new skin grows.
underneath. Then it falls off '
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One shot? Does that
mean you're cured?

pny ke ple
No. Factor °¢p Joike #l€

‘to wear off ol

shot. Usuall
it helps to
make a plug
‘that
lasts long
enough
for the
blood
vessel and
skin

to heal. If
I get cut
badly
again, I'll
need
.more
factor.
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(Wait a minute, Tony. How come you
needed factor when you fell off your
skateboard this summer‘? You didn’t
= \bleed.
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But he sure
got black and blue!
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here? And what happened

to the Dutch boy‘?

\ | was bleeding on the
inside. You can bleed
on the outside from
cuts and scrapes. Or
you can bleed inside
when you bump yourself.
You can’t see tew?f i jk .pjo9 "aaw?
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ru'\se. (houny). Biack and
blue color on 3Kin, caused
when blocd leaks from a

blood vesse| into tssue.

2 "_'(skin) around i1 Kids—

with hemophilia get lots of
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But if you can't see the blood coming

~ | out, like a cut, and you're not bruised,
how do you know if you 'Te bleedlng

inside? : ———

Because it hurts! And [ probably
won't be able to bend my knee. The
space meant for the bones to move
%ets filled with blood. I have to tell

- \ my mom and

dad fast! The

sooner [ get m
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Tony, where does hemophilia come from?

It's just so
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color. Even our
faces
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I have curly hair,
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Everyone in my 3

family has blue eyes! )i
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I have brown sKin, -
like my parents!
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Is there anything
you can't do?

Well my mom, dad and
dector said they'd let me
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The important thing for me to
remember is to protect my head
and joints with protective gear

\ e | do physical activities.
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Jogging in gym class

was no problem!
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Some kids with hemophilia can do lots of
physical activities. But most contact
~ gports like hockey, boxing and footbal

are not encouraged.
Pk Pk
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Some kids with hemophilia aren’t able to
do many physical activities at all, because
they get lots of bleeds from them. But they

can do lots of other tI}in.c_}q_ . like . o el
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[ thought fishing ) -
was supposed to
be safe!
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Q. Which kid with
hemophilia has
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| A.You can't tell by
looking! Only by
special blood tests.
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{ Tony, that was a wonderful explanation of ¥i
.| hemophilia. I know I learned a lot. Boys and |
girls, I want to see how much you learned

about hemophilia. Before we go to lunch, I'd
like you all to answer these questions. Good
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Oh, no! Every year
they do this to us!
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Somebody here got a
package going to
\ North Carolina?

How about
- Holland?
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The funny looking kid
! with the wet nose!
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No sweat! The ! ’ Y

"f.;;". o questions aref
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Gulp! But I'm the new kid in class! I
\ ever heard of hemophilia before thls'
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Not fair! This 'is-ngbert‘S first

\ hemophilia test!
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Ugh! 1 always write “serious,”
“moderate,” and “minor”.

~ You've got some “severe” memory Joss! Bug
you can fix it with some “mild” studving!
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Tony's Class Test on Hemophilia
(Fill in the blanks. Answers are on page 59.)

1.‘ Hemophilia is a blood

2. It means that the blood is something.

5. Hemophilia means that the blood does not properly
‘when there is a tear in the blood vessel.

4. When you get a cut, you

5. Bleeding stops when the cells in the blood up the
hole in the blood vessel. |

0. A forms on the outside of the skin to heal a cut.
7. Your blood is a red liquid. But it is made of many ___ .

8. When a boy has hemophilia, one of his blood parts is

9. A boy with hemophilia is missing

10. When you get a cut, blood leaks out, then factor helps to
up the hole.




11. When a boy with hemophilia is bleeding; his : can't
help to plug up the hole.

- 12. He needs to get a shot of _to stop the
bleeding.

13. Boys with hemophilia don’t bleed faster than anyone else,
but they do bleed

14. A cut heals when " grow back over the hole.
15. A is a place where two bones meet.
16. A happens when you bleed under the skin. It's

also called a black-and-blue mark.

17. When you bleed into a joint, it may feel

18. Boys get hemophilia when they are growing inside their
. They are just born-with it.

19. When you get something from your mother while you are |
growing inside her, it's called atrait.

. 20. There are three types of hemophilia:' ;
\ and , depending on how much

factor works in the body.




Helping Your Child |
Understand Hemophilia

The school age child is beginning to manipulate in his mind the
complex outside world by comparing, judging, serializing,
- combining, and generalizing, but usually only with tangible,
familiar objects, or only with objects and people with which he
has had experience. His understanding of the world -and
hemophilia - is still primarily outside himself, in the every day,
.concrete and perceptual world that he experiences, but he is
beginning to manipulate that world in his mind to consider things
beyond what he has personally experienced. He develops a crucial
step in logical thinking by explaining a causal link between two
events, to explain how event A'directly causes event B.

1. Definition. What is hemophilia? Hemophilia is now an
internal body malfunction, rather than meaning only
superficial bumps and bruises. He understands that
“something’s wrong” or “something’s missing” in his
blood.

When answering his questions, don't go into detail about
what is missing. He knows hemiophilia is a condition - if
he gets hurt, he may need factor - rather than being just
an isolated injury. Tell him that hemophilia means his
blood does not stop bleeding, or clot, on its own
sometimes. '

2. Heredity. Where does hemophilia come _from? He now
links hemophilia to his parents, particularly his mother.
The child age 10-11 may begin to understand the role of
genes and chromosomes, although these are difficult

! terms to understand. He understands them more like a
singular entity, almost like a “germ” that is transmitted
from mother to child at birth. An older child may accept
and partially understand some genetic rules, such as “a
carrier has a 50/50 chance of having a boy with
hemophilia.” Explain hemophilia transmission the way
you might explain how children inherit hair-color, eye
color or skin color. Keep explanations simple and general

. at first,



. External bleeds. What happens when I get cut? The
grade school child provides a more step-by-step
explanation of the bleeding and healing process, and

frequently mentions scabs as the end result. Explain * -

external bleeding to him step-by-step, keeping it mostly
visual, and reassure him that not every bleed requires
factor. Explain scabs as being like bandages or plugs.

. Internal bleeds. What happens when I bang my knee
hard? Internal body processes are still difficult for school
age children to understand. Describe internal bleeds
using familiar, concrete comparisons: the knee is

- “swelling like a balloon” with blood, factor works like a
“plug” to stop bleeding. Avoid any description of the
clotting cascade, or using words like “proteins,” or
“fibrin.” Keep words and explanations simple.

. Healing. How does factor work? Factor is the “something
missing” in his blood. Factor is also the medicine that
will help stop the bleed. It's best to keep the concept of
factor simple - factor “plugs up” the hole in his vein to
stop the bleeding. Do not use the “falling dominoes”
analogy or the clotting cascade to explain blood clotting.

. Activities. Can I do all the things that other boys do?
Tailor your explanation to his particular life style and
abilities. Some boys with hemophilia can play soccer and
baseball; many others cannot. Discuss with him the
different activities that he, your son, can do, and the
activities that he may like to try. Discuss if he is severe,
moderate or mild and how that might affect his physical
activity level. Encourage him to try new things, while
considering at the same time the effects they may have
due to hemophilia. If he focuses on what he can't do,
channel his focus to what he can do. Be creative and
offer lots of options.

. Cure. Will my hemophilia ever go away? The school age
child knows that this is a lifelong condition, and that
one shot of factor will not cure him, although he may
believe that hemophilia would disappear if hie received
someone else’s blood without hemophilia! Children are
very optimistic and many believe a cure might be found.
Help your child think of ways in which hemophilia might
be cured. . "



Answers to Tony's Class Test

‘1. disorder
2.  missing
3. clot
4. bleed
5. plug
6. scab
7. - parts
8. missing
9. factor
10.  plug
11. factor
12. factor
13. longer
14. cells or skin
15. joint

16. bruise _
17. hot, tingly, funny

18. mother

19. inheriting

20. severe, moderate, mild




Note to Parenté

What is Hemophilia? is the first- developmentally-des1gned series of ..
books that meet your child’s changing needs for age-appropriate
information about hemophilia. Level 1 {Preschool) introduces
concepts about hemophilia that are non-technical and concrete.
The vocabulary is targeted to ages 3-7, and the story format is
appealing to young children. Level 2 (Grade School) goes further
to present more complex but still concrete concepts about
hemophilia. The text and vocabulary are targeted to ages 7-11,-
and the humorous quips and cartoon format is appealing to
school age children. Level 3 (Adolescent) tackles abstract and
concrete concepts about hemophgla and human anatomy and

physiology.

For best results, start with the first level and progress to the
next two when your child is ready. You can better determine
when he might be ready for the next level by using the questions
at the back of each book to assess understanding, and by
reading How Children Understand Hemophilia (also available free
of charge to parents through Centeon). This book provides examples
of how children understand hemophilia at various stages,

tips on listening to your child and suggestions for teaching him
information about hemophilia at the appropriate time. Encourage
your child to become active in his education, and his education
about hemophilia. Encourage him to ask questions, and to read!



Centeon is a global leader in the plasma protein industry, providing a

wide range of innovative, high quality therapies and unique support
services to patients worldwide. Centeon is dedicated to the research and

development of plasma proteins and emerging technologies.
The views expressed in this book reﬂect the author's opinions only and
not those of Centeon. .
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