A book for

children about
Juvenile Idiopathi

Arthritis "

Juvenile Arthritis Research
Charity no. 1091620






Written by Tsipi Egertand Ruti Vitman
lllustrated byDror Adam

Edited with permission and distributed in the UK
by Juvenile Arthritis Research

This book is dedicated
with love to all the children
who are affected by JIA in
their daily lives.

Reproduced, edited and reprinted with permission from the writers bjuvenile Arthritis Research
All rights reserved by the writers. Book may not be reproduced without permission from the writers.
Information about copieskipo@jarproject.org






Why areKi p qgoihts sore?

Dear Parent,

This book was written by parents of children with
Juvenile Idiopathic Arthritis (JIA), for the benefit of
other children with JIA and their families

Having JIA can be confusing and worrying. As a child it
can be hard to understand why you are unwell and in
pain when your friends are not. It can be hard when
you feel different because you have so many visits to
the doctor and hospital, and have tests, medicines and
injections. As parents, we must help our children to
understand what they are going through, to explain
their condition to them, and what is happening. This
helps them to relax, and gives them the strength to
deal with what they are experiencing .

The aim of this book is to help you talk to your child
about their JIA. This book will give you the tools to
help understand how your child is feeling and a way
to talk to them about what is happening. In this book
we have assembled many of the challenges children
with JIA face, and include practical tools for coping
with them .

All of this is by meeting Kipo the monkey, who also
has JIA.



How to use this book

The pictures are designed to be used as springboards

for discussion with your child. We suggest that you

pause at each picture, taking time to ask your child,

PCUG U Yipb OGjfYn Yn G T T ( LKIpEL I AGFYHprEdIy

PCUGQG U YKipoln®riyw + YLjt CdzZOYu UG Lj'YndG TT

We encourage you to adapt the text by making it
shorter for younger children, and expand it to include
LiA©9s Ut OLjYLjs OLdTdaLYut YAt G1 YLUG (
are suggested discussion topics by picture:
O PAGES 1011:
Focus on discovering the nature of | G 5 Hificujty.
We suggest that you expand the text line to include
the symptoms your child is experiencing: fever, rash,
uveitis, other joint involvement, etc.

O PAGES 1213:
Finding ways to deal with pain; what works for your
child?

O PAGES 1415:
Which games and activities are difficult? What can
your child play instead?

O PAGES 1617:
Familiarising your child with the hospital; what does
the nurse do?



O PAGES 18109:
CUgu'Ynt OLjYu UO'Ynt LUt | 6Lj'YOnN g €
is JIA? Learning how to use a pain scale in order to

understand how your child is feeling.

O PAGES 2021
Getting acquainted with the care staff.

O PAGES 2223:
OUALjGt uUOI gs AYgFnYGuLjYsUl 5t
physiotherapist WI|| give a set of exercises specific to
900U YAt UI YLUGCNHNOL'YFOOnNLjé

O PAGES 24 25:
Practical tools for dealing with the injection. Ask your
child what helps them most to handle the injection.

O PAGES 2627:
Emotional processing; recognising emotions, fatigue,
and pain while focusing on the bright side of life.

O PAGES 2829:
Et Gl YLUGCnOLYLY FndudGt FYGLYL
as a fun-loving individual.



What is Juvenile Idiopathic Arthritis ?

Juvenile Idiopathic Arthritis (JIA) affects around 1 in 1000
children under the age of 16. JIA is inflammation in one or
more joints, lasting at least six weeks, that is not due to
injury or infection. The inflammation can sometimes
cause swelling, make joints warm to the touch, and lead
to reduced mobility and stiffness

Over time, JIA can include a variety of symptoms such as
muscle and soft tissue tightening, bone erosion, joint
misalignment, and changes in growth patterns. Not all
children with JIA have all these symptoms, and the
symptoms of JIA can change from day to day. Since
children are growing, it is important to treat JIA with
medicine and physiotherapy. This helps to prevent
damage to the joints and bones, strengthens the
supporting muscles and tissues, and helps to maintain
healthy social development. Around 14% of children with
JIA also develop uveitis (inflammation of part of the eye),
So it is important to have regular eye examinations

JIA is an autoimmune disorder. This means that the

iImmune system, which is designed to fight infection and

t Ol LYYttt OLj'YGI t Ft YJFn'YgUUQGLDbLjY
and tissues.

There are a number of different subtypes of JIA, and each
individual case of JIA is sub classified to determine the
appropriate treatment. See www.jarproject.org/ about-jia
for more information.



- Juvenile v the arthritis began before the age of
0 16. When a young person with JIA turns 16, they
o LudcCcCcyYUgdzOYi zk 0°YIOLgOLO
from adult types of arthritis.

Idiopathic v means that the cause is unknown
(which means we know itis not caused by injury
or infection which will have been ruled out by
your doctors).

Arthritis v means that one or more joints are
inflamed, usually for at least six weeks.

For more information about JIA, please see our My JIA
booklet.

My JIA is a comprehensive booklet about juvenile
GnidtsguUGLYgl GUI GUGL'YkZzZk AEY
about the condition, treatment, living with JIA, and how

schools can support children with arthritis. My JIA has

been created by Juvenile Arthritis Research.

Get your copy at  RWIYAEge](e][TeNelfolian)Y[E:!
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Kipo the monkeyis smalland sweet. :
He lovesto run and jump, and play hide and seek.
He livesin a housein the jungle deep,
together with his parents and little sister Peep.

\‘\\V//:

W,
W,

\ )%
: J

722 . \V(// 7
\ \\\\\(ﬁ’ \\\V(/// 4 \\\((//, \“\///// ¢

e W e

~— =%

. \\&(ﬁ/

A *\V/}

W

\“\!{/I £

(B

\\\V//// §
\\\\///f//



10

InL j qlpomej umormningtime,
The sunis out and starting to shine.

Daddy calls for Kipoto come and eat,

But Kipocriesout,1 d b o and weleps.

11 v dg xgipsMummycalls,

1 Z pfuesdsare waitingatthet di pp m" +
But Kiporeplies,1 P xMummy! | feel so sore.

Id b cevenget up off the floor.t






Mum gives him a hug, as Kipois crying.

Whilston her knee, his tears she is drying.

1 Jdnderstandyour morning started off rotten.

Mf ueaduce your pain so it can soon be forgotten.

Mf pat Hippo the hot water bottle on your sore knee.
That should help it feel better and then, if you need,

J igiveryou some medicineto make it less sore.

Inthe meantimemf tekax read and cuddle some more.t

12



After a while,the painj t soibad,

So Kipo plays hide-and-seek with Peep and Dad.

I | pdo youfeel now? Off to school, shallwe h p @t
I Z fyiyfriendsare waitingforn f "replieslittle Kipo.




Pgg!uifz!hpl!lup!Ljgptt!tc
Outside, the children are playing ball,

Cvu!Ljgp!xijngfst-!10p"!
J!'epotu! mjl fHui bu! hbnf !t

Mummy sees and understands.

1Look at what Buddy Bear is doing.

He would love you to help.
Zpvbsgv{{mf!di bngj po"
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Clover, the teacher, seesthem at the gate.

I Lj xfp#sedladyoucame!

If you feel pain in your joints, just let me know,

And J finthyou a quiet place for you and your friendsto go.t

Mum reminds Kipo they have an appointmentthat afternoon.
1 X f aslobmJointyx i b hapgeningwith your body soon.t







The hospital waiting room is full of commaotion.

Receptionistand doctors, nursesand children!

Suddenlythe door opens and out pops a face. J uDodtor Jointy, the lion!
ILjgpyvheefUi blusftbu"t
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Intothe e p d urpanithey go,

And Dr Jointy gently examinesKipo.

I Beweryjoint we musttake a look,

And then we can decide what we mustdo.t

I Mp gt this Pain Scale that here you can see,

It will help you expressjust how you feel.

The happiestface meansyou feel really good, nothingis sore.
The saddestface meansyou feelterrible.

Whichface describeshowyoufeelu p e b z @t
WhileKipois thinking, Dr Jointy goes on to say,




I LjhasllA,

It stands for Juvenileldiopathic Arthritis, you see.
| know z p vhavelats of questionsfor me.

It means his joints get swollenand sore.

And now J ilikee to explainsome more.

We don't know why children get it, butj urhpbrtantto know

Thatitj t oonhtagious,and your little Kipo

Is a normallittle monkeywho is happy to learn, laugh and play.

Sadly, though, sometimes, he will have bad days

Whenthe pain will make it hard to walk, run, draw, or even chew food.
But not all days will be bad ¥ some will be good.

Rightnow you are all experiencinga difficulttime.

Kipo has to go through many tests, and it will take a while
Until he starts to feel better as we get his medicinesjust right,
So heis pain-free in the day, and sleepswell at night.

Daddy asks,1 D byou explainto us, please, just what is happening
InL j qjpimtgandthe painthati f § b @+t
19



The Doctor points to the picture on the wall,
1 Uiigwhat a joint looks like inside of us all.
Yourshas inflammationthat makes it swell
And that is what is making you feel unwell

Now you are feelingpain in your toes, fingersand knees

But swellingcan appear in other joints, from your jaw to your feet.
Whenyour joints are swollen,j uaireially hard day
Youfeelterribleandj uhard to move around and play.

Somethingthat happens, not always but sometimes,
Is called uveitisand it affects the eyes.

You cannot tell if it is happeningto you,

So, we check your joints, and check your eyestoo.t




Kipogroans,1 @ p dikeu whenit hurts! Itjustj t gb ps " +
Dr Jointy nods, shaking his great mane of hair,

I Z p wighs 0 unpbtipleasant,butx f  all dn your side,
And we are fighting JIA together with you alloftheu j n f " +
The doctor gives everyonea coloured tag that says,
IWearelL j q ightingForcelt
1 DrJointy, head the team, of course.
| will give you medicine and injections
That will fight the inflammation

1 X havetwo other fighters here with me,

To help make your musclesstronger is Mrs Stretchy.

Dr. Ossie Eyes, will make sure your eyes stay healthy.

And your main helpersare Mummy and Daddy.

And you, Kipo, you are the Champion!

We are all here to helpcheeryoup o " + 21



After the meeting with Dr Jointy,

the familygoesintoMrs T u s f urdom.z + t

I | Kipo. How are you?

Mf wseehowyoujumplikeafroginagp p m"” t

Kipois happy to stretch, bend, and jump.
Mrs Stretchy is pleased,and tellshim1 X fenpno f " +

1 Z p vdeirg freat Kipo! And if you practice each day

Z p vsbomlpe able to run and play.

Togetherwith the medicinesto help the swellinggo down
Your physio exerciseswill help you be able to run around.t

Shetells Mummyand Daddy, 1 L j shguld do the exercisesevery day
Evenwhen the pain starts to go away.

Thiswill help keep his joints flexible and his muscles strong.
Rememberto keep exercisingwhen the inflammationish p o f " +
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Theythen go to see nurse Ellie,

1 U p ashhe day for yourinjection,yout f f +

I Op P ShbutsKipo1 Hatej ok f duj pot " +

I Know,L j ggaysMumi c they fight the inflammation

| know they can hurt, but there is no choice

You can sit with me there and we can play with some toys.t

ButL j q mot calm, he still feels afraid.
Hee p f twarit hisinjectiontoday.

I Z pan siton mylap, and J hug you close
Whilenurse Elliegives the injection ¥ see how quickly it goes.t




Whenthey get to the clinic, Mummy cuddles Kipo.
I Dp orij osaysnurseEllier L j mfp goitt

1Kipo, my sweetheart, this will help keep you well

By stopping your joints hurting and stopping them swell.
Youd b cclhoase to not have it, but you do have a choice
To haveit in your arm or leg, on that side or this.
Shouldwe put on someice to numb the spot?

And together x f ireadyour book, of course.t

Kipo stretches out his arm and closes his eyes
He feelsa sharp scratch and lets out a sigh.

He counts with his Mummy,1 P otio-three.t
1 Zp wsuckdbraveg j h i exdlasnsDaddy.

And Mummyasks,1 E jt &ill sting, dearL | q pn@Kipo replies
1 K vatlitike, not too sore, a welcome surprise.t 25



J unighttime now, the stars start to shine.

Kipois tired, it must be bedtime.

1Jt mf f sgaysKigor b ¢ abeenalongday,

Il e p dikewnjectionsor check-upsandmyl| o f foretagain.t

Mummy reassureshim,1 J sorry, my dear. It may take some time
Before your knee starts againto feel just fine.

Meanwhile,we will bravely fight JIA together

And soon, little Kipo,z p vbe feeting much better.t

Kiponods,1 Z f thentvith a smile he does say

1 T p mthingswere not bad after all, today

Dr Jointy gave me a sticker, and Mrs Stretchy was fun ¥
The game we all playedtogether, | rememberix p o " +

26






Kipois a sweet monkeywho is full of fun.
Sometimeshis joints hurt him a ton.

He loves his friends and hates injections,
But they help reduce his inflammation

As a big monkey he understands,

That not everythingin life goes as planned.
Kipo the champion, with friends, family, and all,
Is happy, laughingand standing tall.
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Stay connected with
Juvenile Arthritis Research

@ @jarproject



Supporting Juvenile Arthritis Research

Juvenile Arthritis Research is a parent -led charity with direct
experience of Juvenile Idiopathic Arthritis and the impact it
has. We are a UK charity focussing on a cure for JIA. Our core
aims include research, awareness and support for children
with JIA and their families. We rely entirely on fundraising and
donations.

You can support our work in a number of ways:

Donate to us:

WwWw.jarproject.org/give

Fundraise for us:

www.jarproject.org/fundraising

Volunteer with us:

Charity no. 1091620



