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You get that
self-care js rooted
in Peace, love,
and understanding.
You give off that
chill vibe, yo

go with the flow
and handle your
Parents ang
anything that
comes yoyr Way
with grace.

You see the big
picture, byt know
that focusing on
the detaijls will
help you reach
your goals. Yoy
think through
consequencesg
and are open to
making plans to
help yoy reach
your short- ang
long-term goals.

You bring humour
and a positjye
attitude to
everything yoy do,
including taking
more responsibility
in your Cystinosijs
Care. That trajt
Smooths over

the bumps

when your fierce
independence
Mmakes jt difficult
for your family to
get through to you.

\

You work hard
and are willing

to try new things
and learn from
Mistakes. Yo
wear your heart on
your sleeve ang
are comfortaple
eXpressing your
€motions. You're
open and honest
about the ups and
downs of your
Cystinosis care.
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the right sunglasses

l«\ear{'—sl«\afea( face |
Look for frames that are "
wider at the top; avoid
bottom-heavy frames

roting face

Go for sharp-angled frames;
avoid small and round framés

Best choice: cat-eye

ovaf )Ca ce
Easy to pull off round or square

frames, bold colors too; avoid
oing too big or too small
going too big square )Ca ce ]
Round frames complement you

Best choice: retro square
” features; avoid sharp angles
| Best choice: round

| recfal:'ju(ar face
Go big with roun ed edges; avoid
small and narrow f'ram
es
Upgrade your shades!
Make your sunglasses fun and get creative with a

Best choice: large aviators
lit
tle hot glue and some beads, flowers, or fabric, You can even

Best choice: aviators

use i
sharpies or markers to Create your one-of-a-kind pair!



DLY Water use ™4

. Improves
Getting enough H20 i dn‘;y o o Bottle Trackers
is an important part of Get creative! Check out
life with cystinosis. these fun and easy DIY

o water bottle projects to
Maintains the track your H,0 intake.
balance of
body fluids

Preven'Fs D 1,' 1-
revtaes K 50100 4
In

Improves skin : t
complexion Helps keep

eyes lubricated

/

ds o the top O
bber bande’iO‘sh the bottle.

he ru
Move time you fin

pottom every

Stickers!

Get a water bottle you
love. Use stickers to trick
it out to match your style.



ine buildup in muscles may
Yo | p-was:ting. Fortunately,

lead to muscié

an individualized treqtment plan
helps keep muscles intact. Here areé
a few simple exercises you can do
at home. Try each for 3-5 sets.

Nrm carls
with cans or
exercise bands

Y

//\\
Word to the

wise:
Cl';eck with your doctor |
efore starting any P

exercise regimen.

These are only suggesti
You should alwaygsgc:rtllso:l:'
your physician or other
hea.lthcare provider before
starting an exercise program

Roll “wp a
towel and
Nrin N . 0
for 308 b Pro tip: Rest is key.
Seconds. Give your muscles
a day or two to
R\ 6°d‘]n¢,9 . recover before
s¥¢ eet ing them again.
Consh &7 qnd SA fquats working them a3
wl \no? 1\65'
"\ cor 20 sec
12 BE YOU ¥ Co
Extra challenge: Use exercise bands or light weights if you
ater bottles for more resistance.

have them. Or, hold cans or w



Tips for Breaking
the lce When Talking
About Cystinosis
I Talking to a friend about cystinosis takes some
skill. It requires patience and clarity. When you want
to fill in a friend, keep these in mind.

1 You don't have to tell anybody about cystinosis if
* you don't want to.

2 « If you do, explain the basics and keep it simple.

3 Let others know you don't want to be treated
*  differently—if that's true.

4‘ . Don't be offended if someone doesn’t respond right away.

14 BE YOU

not ready to talk about it

Science project is due in 2 wee_zks.
When do you want to work on it?

This weekend?

cool

So, | noticed you taking some meds.
All ok fam?

All good. Just something | need
to do

What's it for?

u can ask, but..TBH it's not

Well...yo nt to talk about now

something | wa

Kk. Sorry m

Whoa! How'd you getit?
Born with it. It's genetic

| can do pretty much anything

Thanks for asking. o=
No prob

It's nothing. Glad to know you got
the meds you need

gotcha

Let me know if you want to know

more

I'll send you some links. They've got
petter info than | do

Cool thx. HMU!

HOW IT LOOKS

IN TEXTS

ready to share

New co
. nsole arrjy, )
in hangd ed. Video games

Heck yeah!" L 4

Let's plq
a .
finisheq Y after science Project jg

Definitely:

It's on. Still want to know about
those meds?

S
ure. If yoy want to tell me about jt

I've got arare di
Cystinosis

Sease called
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to get you thinking & prepared

Positive Talk
isa powerful too
es that speak to you.

itivity 1. Write down
Positiv
3 lines or quot

likely to handle the challenges

ie to
f preparation. pick a parent or your bestie -
; an awkward situation. Use these prot
s r best results, make it fun

t at you. But, you're

Life throws alo :
smoothly with a bito 92
figure out how to stay chill 1

or create your own.
while taking it seriously.

It's a tricky balance, but, fo

/

Soctal situations

o What if someone is interested in me, but doesn’t know about my cystinosis?

e What if Ilike someone, but don’t know how or when to tell them about my cystinosis?
e What ifI find out my friends are making fun of me?

e What if I'm out with my friends and you hear someone say, “What’s that smell?”

General awkwardness while out

¢ What if I'm suddenly feeling weaker or having trouble holding things?

e What if I'm out and I lose my phone?

¢ What if I'm out and I start to feel unwell?

e What if I'm feeling pressured to do something that [ know isn’t healthy for me?
¢ What if I'm suddenly feeling anxious, but nobody understands why?

Medicine-related scenarios

e What if [ lose my medicine?

¢ What if my medicine doesn’t arrive in time?

e What if I miss a dose?

e What if I'm out with friends and have to take medicine?
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positivity 10 keep you going on Yo

|

ur journey-

{'\ddy
T v
Oou
thi ke all;e alIOWe
ngs th 1g deal to
€ impory abo
ant
You,
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