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& intro

What is this handbook for?

If you're reading this, you or someone you love has been
diagnosed with pLGG. You've probably already received
a lot of information. Maybe it’s not clear, or feels like too
much at once. It’s a lot to take in, and that’s okay.

This handbook is designed to support you and your family
through life with pLGG. It will help you stay organized,
express how you're feeling, and feel confident and involved
throughout your journey. It doesn’t explain the medical
details—that’s covered in your pLGG guide. Instead, this
handbook focuses on you: your routines, your emotions,
and the practical day-to-day moments that matter.

Inside, you can:

Keep key contacts and support information in one place
Make sense of new terms and get practical answers
Prepare for and track appointments

Record routines, notes, questions and reminders

Set goals and manage your wellbeing

Express your experiences, concerns, worries and wins
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How to use
this handbook:

You can write, doodle, or stick photos in it—make it your own!
There’s space for your thoughts, questions, and plans. Like this!

Use the pages you need, when you need them.

Skip what doesn'’t feel useful right now.
Bring it to appointments. Ask your care team to help you fill things in.

This is a tough journey, but you're surrounded by people who care:
your family, your medical team, and others who understand what

you're going through.

S

you are not alone

There is no ridht or wrong way to feel.
There is no such thing as a silly question.
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So... What is
pLGG anyway?

You'll find all the important medical facts in your pLGG guide.
This section is for your story and what you've learned so far.

“Here’s what my diagnosis means to me:”

(Add anything you want to remember, or questions you still have)

Worries and misunderstandings

25 “One thing that worries me about pLGG is...”



You might have heard a lot of things about brain tumors.
Not all of them are true! For example...

MYTH | “PLGG is the same as adult brain cancer.”

pLGG is a different type of tumor than those seen in most adults.

F=Sil It usually grows slowly.

“You can always see if someone is sick with pLGG.”

Many symptoms of pLGG (like tiredness, headaches, or worries) are
invisible. Just because someone looks okay doesn’t mean they feel okay.

“Having a brain tumor means you can't do the things you
love anymore.”

Many children and teens with pLGG keep doing activities, sports,
and hobbies they enjoy—sometimes with a few adjustments.

“People with pLGG have to follow a special diet.”

Most people with pLGG won’t need to change their diet,
but it's always best to check with your doctor just in case.

“Here’s one thing I've heard about pLGG that I'm not sure is true:”

Y

—25 Got questions: See page 13 for quick answers.
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Who'’s on
your team?

When you have pLGG, you get

a whole team of people who N
want to help you feel your best. &
Sometimes, it can be hard to

remember everyone’s names or 0

who to go to for help, so this page
is here to help you keep track.

Who'’s who?
Here are some people who might be on your team. You can write their
names in the spaces below:

—25 Oncologist: Doctor who diagnoses and treats cancer and tumors

remember

It's okay to fordet names or to feel nervous about
meetingd new people. Everyone on your team wants to help.




Our family & support circle

You're not just supported by your hospital team. You have people in your life
who care about you too. Friends, teachers, neighbors, and extended family

can all be important. Even pets!

“Who do I want to be part of my support circle?”

S~
~S5
ANYONE ELSE TEACHERS

o o
(o B

PETS
(YES, THEY COUNT!)

- Bring this handbook to appointments and ask
new team members to write their names!
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Say what?
The pLGG word guide

Ever hear a word at the hospital and think, “Wait, what does that mean?”
You’re not alone. Medical words can sound complicated, but you can totally
learn to “speak the lingo.”

This section is your guide to some of the words and phrases you might
hear along your pLGG journey. Remember, it’s okay if you don’t know
what something means right away. Learning new words takes time!

Biopsy (c—

A small piece of tumor that doctors take to look at under a
microscope so they can learn more.

Brain tumor

A lump made of cells that are growing in a way they shouldn’t
inside the brain.

Cell

A tiny building block inside the body. Tumors are created when
some cells start growing in an unusual way.

Glioma

A type of brain tumor that starts in the cells that support and
protect the brain.

Grade

A way doctors describe how a tumor behaves.
When doctors say “low-grade,” they mean Grade 1 or Grade 2:

Grade 1: Grows very slowly
Grade 2: Still growing slowly, but may need closer watching over time

Morbidity

Health problems or complications caused by an illness or its treatment.
This could be anything from feeling tired to something more serious.




MRI

A special type of scan that helps doctors see inside your body,
especially your brain.

Oncologist

A doctor who specializes in treating cancer and brain tumors.

Refractory

When a tumor doesn’t get smaller or keeps coming back even after
trying different treatments.

Targeted therapy

A type of treatment that is designed to attack certain tumor cells
while affecting fewer healthy cells.

If you come across a word you don’t understand, write it down
so you can ask your care team to explain.

—25 “Words I want to ask about:”

No question
is boo smalg!
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Need to know: quick answers

You probably have A LOT of questions. Guess what? That’s totally normal.
This section is all about answering the things that patients and families
most often wonder about. Plus, there’s space to write your own questions
on page 16.

m\g9

Can I still go to school?

Most kids with pLGG keep going to school. You might need some changes,
or extra help. Your care team can help you and your teachers work out
what’s best.

Will my friends treat me differently?

Sometimes, people might not know what to say or do. Most of the time,
your friends just want to be there for you. If you want, you can help
them understand what’s happening.

What if I feel too tired to do what I used to?

Feeling more tired is common. It’s okay to rest or take things slower.
Tell your family, friends, and teachers how you're feeling because they
want to help.

What should I do if I feel really worried or sad?

Everyone feels this way sometimes. Talk to someone you trust like
your family, a friend, or your care team. You're never alone.

Can I still play sports?

Most of the time, you can still enjoy playing sports. Sometimes you
might need to take breaks, try gentler activities, or avoid certain
contact sports. Always check with your care team about what'’s safe
for you. The most important thing is to listen to your body and go at
your own pace.



@ @
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How do I talk to my child’s school about pLGG?

Start by meeting with a key staff member (teacher, school nurse, or head

of year). Share information about pLGG (using your pLGG guide or a letter
from your care team) and discuss what your child might need, like extra time
for assignments, rest breaks, or time off for appointments.

What support can my child get at school?

Many schools can make accommodations, such as flexible schedules, reduced
homework, quiet spaces for breaks, or access to counseling. Ask your school
what’s possible, and involve your care team if you need extra support.

How do I talk to my employer about needing time off or flexible hours?

Let your employer or HR department know about your child’s diagnosis as
soon as you feel comfortable. Explain any appointments or hospital stays
you may need to attend, and ask about leave options or flexible working.
Bringing a letter from the hospital can help.

What if my workplace doesn’t understand my situation?

Many employers want to help, but don’t always know how. Be honest about
what your family needs. If you need extra support, ask your care team about
available advocacy resources.

How can I help siblings understand and feel included?

Give siblings simple, honest information, and encourage them to ask
questions. Let them know it’s okay to have mixed feelings. Involve them
in routines or special family time when you can.

sOvA



Wondering about?

Don’t forget to ask...

Here are some things you might want to ask at appointments.
Use them to guide conversations with your healthcare team
(check them off if you already know the answer!):

What is my treatment plan for the next few weeks?
Are there any side effects I should watch out for?
Who should I call if [ have a question at home?

Can I still do my favorite activities?

When is my next scan or check-up?

bbb bbb

Who do I contact for emergencies, appointments,
or issues at school?

b

If I have worries, who can I talk to?

b

How will we know that the treatment is working?

Find your own space at the back of this handbook—
write, draw, or list what matters most to you.



10.

11.

12.

13.

14.

15.

Write your own questions
“Questions I want to ask my care team at my next appointment:”

(Use this space for anything—big or small!)

16



Your pLGG organizer

Why planning helps

When you're dealing with pLGG, there’s a lot to keep track of—appointments,
medicines, routines, and new faces on your care team. Planning ahead

(even a little) can make things feel less overwhelming and give your

family more time for the things you enjoy.

Your appointments tracker

Use this table to write down your upcoming appointments, so you }j
never miss a date, and can get ready for each visit.

Date Time Who with Where Notes




Treatment schedule
Knowing what’s coming up can help everyone feel more prepared.
Write out your treatment schedule, or ask your care team to help fill this in:

Y

Day/Date| |Treatment/| | yyhere/How Who gives it
Medicine

How did it go?

18
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Clinic day ready

Checklist for managing routines
When there’s a lot going on, it’s easy to forget little things, especially
before a clinic visit. Ticking things off as you go can make life feel a

bit more manageable and means you're less likely to leave something
important behind.

Feel free to add your own items to make it work for you!

Packed bag for hospital/clinic
Brought handbook and notes
Questions ready for care team
Medicine packed

Snacks and comfort items packed

Contact numbers saved

000000 §

... Add your own:

O0000ad



~—25 Key contacts
Keep this info handy:

[ Name j [ Role ] [ Phone/Email ] [ Why call ]

Main doctor

Nurse

School

Practical tips }j

Keep your handbook in your bag or by your bed so it’s always ready.

Use colored pens, stickers, or drawings to make it fun and easy to
spot important things.

Ask someone you trust to help you fill in tricky bits—it’s a team effort!

If you miss any treatments or appointments, always talk to your
healthcare team as soon as possible.

20



21

Mission possible!

Why set goals?

When so much feels out of your control, setting your own goals

(no matter how small) and taking action towards them can be really
helpful. Your goals might be about health, school, hobbies, friendships,
or anything else that matters to you.

A goal is just something you'd like to work towards—one step at a time.

~—25 How to use this section

Use this section to set goals for yourself (or as a family).

Your goals can change! It’s okay to start small, and to celebrate
every little win.

Ask your family or care team to help you if you get stuck or
need ideas.

~—25 Goal examples

“I went back to my dance class for a lesson.”

“I ate breakfast every day this week.”

“I asked a question at my hospital appointment.”
“I messaged my friend to say hi.”

“I told my teacher how I was feeling.”

“I tried a new hobby and had fun.”



~—5 Goal-setting template

What'’s my goal?
“What would you like to achieve or get better at?”

What's the challenge?
“What could get in the way or make this tricky?”

What'’s one small step I can take?
“What's the first thing you can do to get started?”

Who can help me?
“Who could give you support, advice, or encouragement?”

How will I know I'm making progress?
“How will you be able to tell if you're getting closer to your goal?”

How will I celebrate if I reach my goal?
“What'’s something fun or special I can do to reward myself?”

~—25 Balancing life and medical needs

Sometimes it’s hard to balance “normal life” with appointments, rest,
and medicine. Here are a few ideas:

Make a weekly planner for fun activities between hospital days.
Ask your healthcare team how to adjust your plans if you’re not feeling great.
Remember: it's okay if plans change.

- Every step counts, even if it’s tiny. Celebrate your progress.

22
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Thriving with pLGG

pLGG might change some things, but there are still lots of ways to enjoy life
and look after yourself. Taking care of your body and mind can help you feel
stronger, happier, and more in control, even on tough days.

body Omind

Tips for staying healthy

Nutrition \_Q__)

Activity & movement

N

Try to go to bed and wake up around
the same time each day.

Create a bedtime routine (reading,
listening to music, or a warm bath).

If you have trouble sleeping, talk to your
care team for ideas.

Eat a variety of foods: fruit, veggies, protein,
and snacks you enjoy.

If some foods taste strange or you're not
hungry, that’s okay. Tell your nurse or
doctor—they may be able to help.

Drink plenty of water!

Stay as active as you feel able—gentle walks,
stretching, or dancing at home all count!

If you need to take it slow, that’s okay.
Rest is important too.



Fun, hobbies & social life

\3\‘ - Make time for things that make you
smile: games, art, music, reading, video
calls, or time with friends.

If you can’t see friends in person, try
sending a message, drawing a picture,
or playing an online game together.

otional
welibeing

It’s normal to have good days, bad days,
and in-between days. Here are some ways
to look after your feelings:

Talk to someone you trust about how
you're feeling—family, friend,
or someone on your care team.

Try writing or drawing in your journal.

Practice simple breathing exercises
when you feel worried. Breathe in for
four counts, out for four counts.

Try this a few times!

suaqiiem

Make a “feel-good” list: songs, activities,
people, or places that help you feel
calm or happy.

24



Checking in: thoughts,
feelings & concerns

These pages are a safe space to write down what’s on your mind—
anything at all! Remember: every feeling and concern is important
and worth talking about with someone you trust.

prompes (ideas

Prompt Examples

Something that made me happy today:
Something that made me sad/worried/frustrated:
A question I have:

Something I'd like help with:

Ideas for using these pages

~

Fill them in every day, once a week,

or whenever you want.

Use emojis, words, or drawings—

whatever feels easiest.

If you run out.of space, scan the @Eﬁéj
QR code to print off a new page.

FPO
=V RS

All your feelings are valid. You don’t have to figure things out alone.
Sharing what’s on your mind is a brave and important step.



My check-in chart
Thoughts, feelings & concerns

What'’s on my mind? | | How I'm Who can help? What I want to

(Describe the worry feeling (Consider who ask (Write what
Date or win you are to talk to in you'd like to share
focused on) your circle) at your next visit)

26



checking in

(continued)
What'’s on my mind? | | How I'm Who can help? What I want to
(Describe the worry feeling (Consider who ask (Write what
Date or win you are to talk to in you'd like to share
focused on) your circle) at your next visit)

27



What'’s on my mind? | | How I'm Who can help? What I want to

(Describe the worry feeling (Consider who ask (Write what
Date or win you are to talk to in you'd like to share
focused on) your circle) at your next visit)

28
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Make it yours

This is your journey. This space is for you.
There’s no right or wrong way to use it!

Doodle, draw, or paint.

Add photos.

Write your story, poems, or lists.

Jot down dreams, plans, or feelings.

Make a memory page for something special.

~—>5 Whatever you put here is important, just because it matters to you.

Today I'm proud Of: ...

One thing that helped me today: ................ccocooiiiiieeeeeeeee e



~—25 Whatever you put here is important, just because it matters to you.

Someone I'm grateful for is: ...

Something that made me laugh: ...

30
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~—25 Whatever you put here is important, just because it matters to you.



~—25 Whatever you put here is important, just because it matters to you.
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