*...‘ L - =1

o ﬁ s =
lhe nd go stork
The dream of « Tf '_-if' ripl who ;

.

WEEBLEBOOKS



@ Pﬁzer

Texto: Roberto Ferrero Gomez
llustraciones: Adolfo Ruiz Mendes / Cosmica®

WEEBLEBOOKS

www.weeblebooks.com
info(@weeblebooks.com

Copy Editor: Dolores Sanmartin

2" edition
Madrid, May 2021



Dedicated to all thosge
tamilies wilh gpecial,
ditterent and unique boys
and girls.






What is normal? What things do we call rare? What is the
difference between unique and special? These questions are
raised for us in "The Indigo Stork’, a story about the value of
difference and the importance of putting oneself in someone
else's place. This tale of Vehia and her sister Naila, who has a
rare disease, shows us the importance of valuing and caring for
the “indigo storks" that exist in each and every one of us.

At Pfizer, we are committed to health education. As such, we
are offering this story out of the belief that it is one of the best
teaching tools for explaining to little ones - and to larger ones
too - values like respect, equality and empathy, which are key to
living in society.

We hope that this story will give children, parents and relatives
time for reflection, enjoyment and learning. Above all, we trust
that we can keep disseminating our philosophy and raison d'étre
in a manner that is different but that has the same purpose in
mind: to achieve, all of us together, a world that is increasingly
healthier and more committed to health.

Sergio Rodriguez
Country Manager Pfizer Spain






Ihe indigo slork

The dream of a Little girl who Lives wilth a rare diseasge

Roberto Ferrero Gomez
lllustrations: Adolfo Ruiz Mendes / Cosmica®



Hi, my name ig Vehia and I'm going
{o tell yon about my tamily,.
Like every other Monday, my Mum has left the house early to take

my little sister to see the doctor again. Then my sister has to go to
her exercises; she does a sort of gym that helps her to get stronger

and to straighten up and walk better.




Later on, she has to do movements with her mouth and her
tongue, with a different doctor, | think. This is because we
don't understand her when she talks...

although she doesn't speak much,
she's really funny.

On other days, she goes swimming and also to a special
school where Mum talks to some other people while Naila is
playing. That's why my older brother Danel, who is 15, is often
the one who takes me to school.




%o why is my gisler's Life o gpecial?

One day, when Naila was little —she’s two and now It seems that she's got a rare disease. And no pills,
she's big like me, because I'm six- Mum and Dad creams or injections can cure her of what she's got.
explained to my brother Danel and | that Naila has Nobody knows very much about her disease but at
something different. And that's why it's hard for least it doesn't hurt her at all.

her to climb stairs, eat on her own, speak like other Mum and Dad said that they're

children of her age and some other things. gaing to do whatever they can

to get a doctor to talk to more
e clever, expert people and find
2'

a pill or a medicine so that
Naila isn't so different.
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The last time | saw the doctor | was given some
glasses to wear because | couldn't see the drawings
or the letters on the blackboard. | love them; they're
pink and lovely. We all chose them and | look really
pretty in them.

| then asked why | have to wear glasses and my
brother and sister don't. Dad said that

everyone ig ditferent and
that's whatl makes someone
gpecial,

My brother Danel is also different; he has to wear a
brace to make his teeth go straight. Everybody has
different things happen to them. | think they teased
Danel at school at first. They're really silly. Don't they
know that there's nothing wrong with it?

| think I'm understanding this better.
Everybody getls something: |
cel glasses: my brother gels
a brace on hig teeth; and
Naila gels somelhing rare.
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Those days, Mum and Dad
seemed more worried and upset;
they talked on the phone a lot
and they went to meetings etc.

Dad had to Lleave
hi¢ job becaunsge he
¢aid hi¢ new job
was Naila now.

Pnd ug too,
of coursgel
Mum agreed because she's a

nurse and her shifts make it
easier for her to be with us.



I don't understand very
much aboutl this.
| love playing with Naila and Danel, who drives us

crazy and hides to give us a fright. That's when
he's not got his homework to do, of course.
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When I got to school, I Told my clagsmates how

SPCCiﬂl my gisler was. Since then, they have been really nice to me
and say lovely things about her. Everyone except Fernando, that is.

Fernando isn't a nice person and he makes fun of her: “Your sister's a duck!".
| really don't like it when he says that so | just ignore him.




When 1 asked Num why
Naila wasg difterent

and why she couldn't go to school with
me, she told me this:

—You see, darling, the new
babies who come to families
are brought by a stork.
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Ph, 1 get it! 1 know
what slorks are Likel

Dad showed me them in the animals’ book, that one that we like
to look at all the time. And we saw them when we went on that

Iong trip to that town, didn't we, Mum? We saw where they
~ lived:ina really / big nest, on top of a church I remember
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-Well the stork that one that was really different from the rest; it was really

. special, really lovely and really unique among all of them.
brought Naila was an And it left a little person who was different too: special,

lhdlgo slork:; | beaut|ful and unique.
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After these explanations, VVehia felt —You have to wait until the good weather

a desire to see that indigo stork comes; storks go to another continent to spend
one day. the cold winter there, so any day now they
could be near here flying by— her brother

¢he wanied to
asgk it questions.
¢he wanted

o know why

it wasg ¢o
difterent and

¢o rare, just Like
Naila,

She wasted no time in browsing through
the animals' book and then she asked Danel
where storks could be found.

replied.

Vehia kept wanting to see the
indigo stork. She spent hours
and hours looking through
her bedroom window,
from where she
would be able to
catch sight of it if it
passed by, because
in the area there
were often a lot of other
birds flying about.
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Vehia loved all animals and could spend ages watching them without getting
bored. Her patience and the way she took her time to analyse and do things made
her similar to her sister. Naila was persevering and determined in all the tasks she

tried to do on her own, like using a fork correctly, opening a book or making herself
understood when she needed something.

Strangely enough, Naila in Hebrew
means «she who achieves hey goalgy.
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How odd! -Vehia oflen
exclaimed. -The indigo
stork never appears
in any of the stork
pholos.

And she went back to her place by the
window as if it was a look-out post.
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At school, she was a very bright girl and her results in his room: "Danel! Danel! I've seen it! It flew by my
were really good. She was loved both by the teachers  window! It stopped and looked at me”

and the pupils, who would always ask about Naila. .
Although, of course, the exception who proved the It was beautiful! 1t

rule was always Fernando. On some days, he was had a coloyyp that
even punished for his bad behaviour in wasg go difterent

class. and amazing that 1

\ehia dashed out conldun't stop look‘hg
qf her bedroom to at it; it nae sPeﬁa[
find Danel, who was
doing his homework

and unique, just Like
s Mum told me...,

unique and gpecial
Like Nailal
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Her brother stopped her in her tracks.
—Have you seen it???

—What?

—The indigo stork!

As delicately as he could,
while giving her a kiss on
the cheek, Danel replied:

—\/ehia, | wish | could

have had a nap as good
as yours! You were lying
on your cushion and the
warm sunshine coming
through the window made

you drop off. /
Pud the indigo ‘1
slork came to visil

youn in a bovely dream.

—That's not true! It was real! The stork told me that
it was passing by because it had to leave another
special baby at somebody else’s house.




—And it also told me that,
even though it
was unique,

it would Like
to be the
colony of
the other
slorks
becansge
it tell as
if it nas
alwnays
being
stared
at and

it tell
lonely.




I have {o tind oul who painted it that colour, when it went indigo

and whethey it could be the same colony ag the othey storks or

whethey there are more storks with that colour and where they
are. Why do they come when you don't ask them tof

I'm going to do the same as Mum and Dad do with
Naila: I'm going to look for clues and paths and show
all my friends that they exist and that, even

though they've never seen them, they
are in some place and they could
g0 to your house at any time with
—)— a unique, different baby like them
and like Naila.

——

At that moment, her father came
in. He'd been making the dinner in the
kitchen.

—Dad, I'd like to do some discovering. Will
| be able to do it? What will | need?




Her father was about to answer
when Mum and Naila opened the
door and entered the house. It
had been another tough day, one
that was full of exercises, care and
therapeutic games.

Vehia forgot about the questions
she'd asked her father and went
running towards them:

—Hey! I've got loads to tell you
about!




Suddenly, she realised that they
had not come home on their own.
Fernando, her horrible classmate
from school, was with them.

Vehia wasg really
cross: why did
he have (o come

to her house

wilh her
gisler and
hey motheyp?

But before he could
reply, her mother said:

—Vehia, Fernando would
like to talk to you.



— Erm... Vehigq, I... want to say sorry for
being so nasty all the time..., I... —and he
burst into tears.

Vehia's mother finished off his sentence:




The indigo stork

wag going lo -Mum, we have to
genrhonscl tind more indigo
—said Vehia without letting

her mother finish. She gave

Fernando a hug—. Don't

worry. I'll help you all | can.
| know a lot.

The boy was surprised by how
kind Vehia was. He smiled.
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Her mother started thinking.
Without realising it, Vehia had had
a great idea: to find more families
with special children! She looked at
her daughter proudly.

Meanwhile, \Vehia said to her sister:

—Come here, Naila, do you like the
colour indigo? I've met a stork that
was that special colour; it's a rare
stork but it's unique, like you.

Do you want \
to be indigo? |







The news that we have to confront a disease always catches us
unprepared. And much more so if this is a rare disease, where
the path to diagnosis is usually lengthy and full of uncertainty. If
it is one of our children who suffers the disease, all the feelings,
doubts and emotions multiply and flood in so that it is very
difficult to manage the family's day-to-day affairs.

The lack of knowledge that surrounds rare diseases does not
only apply to those who suffer them and their environment; this
shortfall is also common among doctors and society. Therefore,
it is very difficult to find tools that help us to withstand or
resolve both the small doubts and the larger issues that arise
daily. This is where the sky clouds over and despondency assails
families, when a feeling of solitude takes hold of us and we
question the reason for everything.

This is when those who have suffered just like us, or those who
are suffering at this very time and accompany us on the journey,
appear as if by magic; this is when patients' associations provide
support to families that need help. These associations work to
group people with very similar experiences and situations where
everything is shared, where those people provide each other with
help in a show of absolute generosity, where the information
that we feared we would never find becomes available and
where we encounter resources that we need but that nobody
has given us.

“The indigo stork"” intends to keep clacking away to draw
attention to the importance of how to approach things naturally
and non-judgmentally; it is not important what happens to us,
what is important is how we face up to it.

Mario Torbado
Pfizer Head of Relations with Patients’ Associations
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