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tumours. It aims to help you navigate the challenges ahead 
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and the available services to help. Designed with families 
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For the families whose worlds were changed in a moment, 
and who face the unknown with courage, love, and hope.
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This handbook is also available online and as an audiobook. 
These versions, along with other helpful resources and appendices, are 

available here - www.brainchild.org.au

We are gathering feedback on this book to improve what’s in it and how 
it gets to families. Your feedback would be greatly appreciated! 

Please go here to share your thoughts - 

For hospitals - To order more books, please email 

Disclaimer

provided.

only.

If you are experiencing a medical emergency, please contact emergency services 
immediately.

External Links

for and do not necessarily endorse the content found on these external 
sites. Readers are encouraged to make their own decisions as to whether the 
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FOREWORD

If your child has just been diagnosed with a brain tumour, you might be 
feeling overwhelmed and helpless. This is a new world for you and your 

to consider. What you are going through can be frightening, and you may 
feel like no one else can understand. Take a breath, and know you will not 
be going through this alone.

This handbook has been designed especially for you - parents, caregivers 
and family members of children with brain tumours in Australia. It aims to 

are treated, and the available services to help. Designed with families 
who have gone through this journey before, we want you to know that a 
whole community of families, friends, and healthcare workers is in your 
corner.

I

You Are Not Alone

We are so glad you found this resource and so sorry you need it. 
Aboriginal and Torres Strait Islander peoples to land, waters, skies, and culture, 

respects to Elders past and present, who hold deep knowledge and wisdom, and 
extend that respect to all Aboriginal and Torres Strait Islander peoples.

the research that informed it took place.

Melanie Rolfe
Cross-Out
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you feel you have the power to speak up for your child and to get all your 

healthcare journey.

www.brainchild.org.au, and as an audiobook wherever you like to listen 
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shaped this book, both those who wish to remain anonymous and those 
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The news of your child’s brain tumour diagnosis will come as a shock.
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2

but humans grieve many losses. The diagnosis may come with a change 

your child. When your child is diagnosed with a brain tumour, you may be 
confronted with the possibility of their death and grieve the worry-free 
life you had previously.

in your head, where you replay them in your mind, or that you need to 

sleep, and a feeling of being unable to relax. Experiencing some level of 
these symptoms is expected. There are things you can do to help reduce 
these symptoms, regardless of whether they have reached a level to be 
considered a problem. Things that may help to reduce these symptoms 
include focusing on slow and steady breathing when you are anxious, 
telling your story when you feel you need to, and listening to your body 

3

day that says, I’ll try again tomorrow.”

and understands that many families struggle to hear and understand 

as best you can, as this can help when you have to make decisions. Some 

support you in making informed decisions about what is best for your 
child.

Chapter 1: Receiving a Diagnosis
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Speak Up

need to know what is happening, such as family, school, work, and your 
social community.

is familiar with this and will help you understand it in whatever way you 

person come to appointments who can help them take in and understand 

to understand something. While this is very usual and can be helpful, 

5

“fall down a rabbit hole” and read so much it becomes overwhelming. 
It can be useful to start by searching known reliable websites rather 
than general searching online. Some of these relevant to paediatric and 

www.childrenscancer.canceraustralia.gov.au

www.brainchild.org.au

www.canteen.org.au

www.redkite.org.au

www.campquality.org.au

www.carergateway.gov.au

Keeping a Journal

these in one place can be helpful so that you remember what to ask. 
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Who you Might Meet in the Hospital

come across an oncologist who specialises in brain and central nervous 
system cancers, called a neuro-oncologist.

6

the ones who tell you about the diagnosis, plan their treatment, and talk 
to you about test results.

your child will be cared for by another consultant. The covering consultant 
will make sure your consultant is updated on any important changes.

Surgeons work with the consultant to perform surgery as part 
of the treatment plan. A surgeon who specialises in brain surgery is called 
a neurosurgeon.

A registrar is a doctor receiving further training to become a 

psychiatrist will partner with your healthcare team to provide medical 

sleep or behaviour.

problems.
7
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 A radiologist is a medical doctor who interprets scans and 

diagnosis.

A highly specialised nurse trained and licenced 

their chosen area. They educate you, your child, and your family, as 

community-based services. In some hospitals these nurses may be called 

working.

departments to provide the day-to-day care of your child. These include 

and licenced to undertake.

Healthcare providers who provide specialist advice but are not medical 

8

many others.

These professionals will be brought in to care for your child when 
required. If your child needs an allied health professional, you can ask 

services when you are home in the community and can ask your hospital 
team for a referral to these. Some commonly used allied health services 
are described here.

tumour or certain chemotherapy treatments. An audiologist specialises in 

speech development, learning, and overall quality of life.

Some hospitals have child life therapists who use play-
based methods to help children with hospital care. In some hospitals they 

child to feel ready for procedures, cope with worries about procedures, 
and understand and get used to life in a hospital or treatment. In some 

if needed.

9
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part of treatment that brings joy.

teeth, or having medical procedures. They help with physical aspects, like 

your child needs. They will visit you in the ward to understand what 

is discharged, the pharmacist will make sure you have a supply of the 

taking and how to take them.

body through movement. They can support maintaining muscle and 

when your child is home in the community.

health through talking therapy. Psychological support is also available 

members. Psychologists can help with issues like anxiety, depression, 

10

 Undertakes scans and medical 

tumour where necessary.

Social workers provide individual, family, and group 
therapy to support children and families coping with the diagnosis and 

assistance for siblings, parents, and other family members. They can 
help navigate the medical system and plan for hospital discharge and the 

of the tumour or treatment.

with your hospital health team and include medical, senior nursing, and 
allied health services that specialise in this age group.

the hospital. They provide professional services that make your visit to 

11
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the hospital as smooth as possible, such as making sure your details are 
correct and your medical records get to where they need to be. They will 

consent, and insurance.

 Aboriginal and Torres Strait Islander families can be 

your healthcare team to be connected with this service.

impaired, interpreter services are available to ensure you have easy 

face-to-face, via video conference or by phone. Ask a member of your 
healthcare team to be connected with this service.

community you know.

Hospital chaplains and community clergy 
provide religious or spiritual care. They are specially trained to support 
people going through health crises and can talk to you about moral and 

your healthcare team to be connected with this service.

includes asking for a second opinion. If you want a second opinion, your 

13

your decisions are and that families need to ensure they have considered 

opinion.

An open discussion with your doctor about this will allow them to 

Talking to Your Children About the Diagnosis

symptoms and medical tests and may know something is wrong. Their 

this may vary depending on how old they are and how involved they 

worry that talking openly about the diagnosis will add to this. When 

about what is happening is vital to the health journey and can help your 
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important to understand that children will express their anxiety, stress 

they communicate what they are struggling with.

may be blaming themselves for the tumour or for the sadness that the 

have to do this more than once, and it is important to provide reassurance 
and comfort when they express this.

They may have a way that their body wants to move to address the 

something, or tapping on a part of their body. Think of ways they were 

whenever they want or need to, and it can also be used to educate your 

14

asking about.

While parents and carers may want to shield their children from fear and 

understand and react to the experience of illness and some helpful 

a brain tumour and their siblings.

15
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Understanding of Illness
- Have a limited awareness of 
illness

- Fear of being separated 
from parents

procedures or the idea of 
short-term pain for long-term 

- Increased irritability

seeming clingy

outgrown, such as thumb sucking, 

This is true for your child in hospital and siblings staying at home or with 

not fully understand procedures or hospital visits well in advance, it is 
important to inform them using simple, clear, and reassuring language, 

during procedures, and make sure someone can be with them when you 
need to take a break.

1616

Understanding of Illness
- Understand sickness and 
wellness

themselves
- Siblings may worry about 

- Fear of pain and injury

- Thumb sucking
- Fear of darkness, monsters, 
animals, strangers, the unknown, 
or of things that they have 
previously grown out of

down

Understanding of Illness
- They are less likely to believe 
that they caused the brain tumour
- They understand the concept 

treatments for recovery
- Fear of pain and injury is 
present, so it is important to be 
honest about tests, treatments, 
and pain management
- They can understand a more 

tumours

- Irritability
- Sadness and crying
- Anxiety, guilt, and jealousy
- Physical complaints like 
headaches and stomach aches

what they are

Chapter 1: Receiving a Diagnosis
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daydreaming, and lack of 

- Decline in grades

isolated

Understanding of Illness
- They tend to focus on the 
symptoms and how the brain 

- They can comprehend the 

symptoms, the brain tumour, and 
the role of treatment
- They can handle a complex 

showing an interest in learning 
more about the diagnosis
- They may want to be involved in 
decision-making regarding their 
treatment
- They have unique concerns 
about their physical appearance 

including worries about hair loss, 
weight changes, and acceptance

- Desire for more independence 
and to be treated like adults
- Feelings of anger and rebellion

- Experiencing depression, anxiety, 

- Displaying poor judgment

isolated

- Physical symptoms like stomach 
aches, headaches, and rashes

their feelings or keep them to 
themselves- making it harder to 
know how they are feeling

because they want to feel 

18 19

sounds like you feel really anxious.” Reassure them you will be there with 

• Reassure them that this is not their fault and they will not be abandoned.

“I can tell you’re so mad. You don’t want to go into hospital today. I know. 

You didn’t do anything to deserve this. I wish I could make it so we didn’t 

have to go either. This is so hard. I’m going to be right there with you.”

imperfect human moments. If you catch yourself speaking unkindly 
to yourself about this, remind yourself you are only human and going 
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through a highly stressful and overwhelming experience. Recognising 

the chances of this happening.

brain tumours for younger children. Read picture books or watch movies 

what your family is experiencing. For older kids, you might discuss the 
experiences of other children and ask if they can relate or have had a 

as well as fears, friendships, or other challenges your children might face.

and compassion for their feelings, look for playful ways to move toward 
the thing that needs to happen. For example, if a young child refuses to 
move somewhere, could you play some music and dance there? Have 

“How’s this? First, we do the procedure; then, we get some ice cream. We 

could get someone to bring up your favourite?”

• Share your feelings and fears with people you trust.

• Follow through with what you have said you will do.

20

• Talk through the behaviour you see with a curious approach to help 

• Teens may be more comfortable talking about their feelings with people 
their age. This is a usual part of adolescence for all teenagers. Encourage 
this and suggest ways to communicate what they need with their friends, 

ways to do this that might suit them.

• Discuss openly how the family might have to change how they do things 

health professionals.

Support services relevant for your child with a brain tumour, their siblings, 

with cancer will also support families with benign brain tumours. It is 
worth asking!
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Talking to Family and Friends

communicate. Families who have been through this journey have found 

work and energy it would take to keep a lot of people updated.

wanted to focus on my son’s well-being 
and what he was going through but had 

a constant barrage of emails and text 
messages from well-meaning family and 

thinking of us but also seeking updates. 

group which was a lifesaver. We could 

wanted to, friends organised meals for us 
through here etc. It was a lifesaver and 
reduced the need for lots of individual 

22

and challenging to tell the story over and over, or they may want to keep 

of family and friends. This allows you to have someone to talk to, a wider 

date.

select jobs that would be useful for other people to do for the family and 
can be shared with people that the organiser selects. This could also be 
done through social media or group chats. Try not to feel guilty about 
asking someone else to be your communicator. People want to help if 
they can, and asking someone to be the communicator may free you up 

23



The Australian Family Handbook for Childhood Brain Tumour

Talking to Family and Friends

communicate. Families who have been through this journey have found 

work and energy it would take to keep a lot of people updated.

wanted to focus on my son’s well-being 
and what he was going through but had 

a constant barrage of emails and text 
messages from well-meaning family and 

thinking of us but also seeking updates. 

group which was a lifesaver. We could 

wanted to, friends organised meals for us 
through here etc. It was a lifesaver and 
reduced the need for lots of individual 

22

and challenging to tell the story over and over, or they may want to keep 

of family and friends. This allows you to have someone to talk to, a wider 

date.

select jobs that would be useful for other people to do for the family and 
can be shared with people that the organiser selects. This could also be 
done through social media or group chats. Try not to feel guilty about 
asking someone else to be your communicator. People want to help if 
they can, and asking someone to be the communicator may free you up 

23



The Australian Family Handbook for Childhood Brain Tumour

24

we feel overwhelmed or stressed, it can be hard to think about what you 

Talking to Your Child’s School or Daycare

25

school can best work with you to support your family.

a brain tumour before and may not understand how best to provide 

template for an email you can send to your school, explaining common 
experiences of children with brain tumours and how best to support 
them and their siblings through diagnosis and treatment.

schools have teachers on-site and can work in the hospital school space 
or at the bedside.

to weigh what is important to your child and family.

the plan ahead, and scan results can be a period of high anxiety. Having 

focus on, and a lot of uncertainty about what the next weeks, months, 

worst-case scenario. To help manage the anxiety and to feel some control, 
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plans if you think that this will help you.

Social media is one way of doing this, and many groups exist for this 

child who has just been diagnosed with cancer, and for parents of children 

26

people, siblings, and families get to know other people who understand 
what the journey is like.

27
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the process of diagnosing a brain tumour and the words you might hear.

brain tumour. They can be called primary or secondary, low-grade or 
high-grade, and categorised as benign, non-malignant, or malignant. A 
malignant brain tumour can also be called brain cancer. These terms are 

What is a Brain Tumour?

Becoming familiar with the language used in brain tumour care and treatment can 
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Country Website QR Code

brain-and-cns-tumours

-

United States of -

-
ric-brain-tumors

-

-

Symptoms of Brain Tumours

Each child with a brain tumour experiences their own symptoms and 

appear gradually, and it is very common for these to be mistaken for 

30 31

• Double or blurred vision

• Frequent headaches

• Weakness or paralysis

Finding Brain Tumours

Diagnosing brain tumours in children can be challenging. Parents may not 

because brain tumours in children are rare, healthcare professionals will 

tumour grows and puts pressure on other brain areas, symptoms might 

can result in headaches, especially during sleep or waking in the morning. 
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Causes of Brain Tumours

parents, like their children, worry that they have done something to 
cause a brain tumour. This is not the case.

33

How are Brain Tumours Diagnosed?

• Head movement tests

• Hearing tests

used rather than X-rays, as X-rays cannot see tumours behind the bone. 

a brain tumour should have these scans. The following pages contain 
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X-rays to create images of the body or brain. It takes a few minutes and 

and the table moves into a doughnut-shaped opening where the scan 

and produces images. The technician will be in the next room and may 

cannula already in place.

MRI

to one hour to complete. The procedure is painless and provides valuable 

objects, such as jewellery, wallets, pens, hairpins, or magnets, as they can 
interfere with the procedure. The hospital may ask your child to change 
into hospital pyjamas if their clothing may have metal in it. Inside the 

device may also be placed over their head, and the table will be moved 

34

head to keep it in the right place.

completed again. The scanner makes loud noises, but your child will be 

in another room will guide your child through an intercom, talking about 

out of the scanner, and your child can leave the room.

35
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the blood-brain barrier and improve the visibility of the tumour on the 

If your child has had a shunt placed to help with the pressure in their brain, 

neurosurgery. The images are transferred to a planning system that helps 

36

the tumour is doing in response to treatment.

high-grade, benign, non-malignant, and malignant tumours. The World 

A low-grade tumour is made of slow-growing cells. If these tumours can 

life-threatening.

challenging to remove surgically. Due to their fast growth rate, high-grade 
tumours will cause symptoms earlier than low-grade tumours.

37
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considered non-life-threatening or non-aggressive. However, in the case 

tumours that are not aggressive or are low-grade.

grow fast and can spread to other parts of the brain or body.

38

based on cell origin and cell behaviour, ranging from least to most 

tumours can also have mixed grades.

• Slow-growing cells

• Under a microscope, it appears almost normal

• Associated with long-term survival

• Fairly slow-growing cells

• Slightly abnormal appearance under a microscope

• Abnormal appearance under a microscope

• Tend to come back and progress to a higher-grade tumour

39
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• Quickly reproducing abnormal cells

• Very abnormal appearance under a microscope

• Forms new blood vessels to keep growing quickly

receive a report on the pathology describing the tumour type. This can 

contact you to discuss treatment plans.

treatment, and making decisions about other family members being 
tested for the tumour or gene. 

Germline 

40 41
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is available, the associated risks, and what will lead to the best outcomes 
or quality of life for your child. Healthcare teams want to do their best for 

observe.

mental health support services.

Surgery

scans and do not always need a biopsy. Some low-grade tumours causing 
no symptoms or brain pressure may be monitored without immediate 

treatments, if available, and support you in understanding and feeling 
as comfortable as possible with any decisions that have to be made. 

Removing as much of the tumour as safely 

44

techniques may be used.

guided imaging for precise biopsy needle placement.

directly above the tumour for biopsy.

carefully removing the tumour.

It may be replaced in a later surgery.

surgery, carefully monitoring vital signs and blood loss. Under general 

Used in older children when the tumour is 

sedated during the procedure and able to respond.

areas.
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X-rays, but with a much higher energy. The X-rays are targeted at the 

46

and Proton Therapy. 

the tumour in all three dimensions.

This involves using a specially made 

surrounding areas receive to a minimum.

gland, while delivering a full dose to the tumour.

This uses imaging techniques 

within the treatment unit.

Proton therapy needs highly specialised equipment and 

services.

47
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to ensure all tumour cells are treated. The treatment planning aims to 

treatments. They can bring a special toy or blanket with them for comfort.

and help them understand the procedure can minimise their anxiety and 

the planning and treatment sessions. In some hospitals, the mask will 

process more fun.

treatment but cannot be in the room when treatment is happening. The 

48

machines make clicking or whirring noises, which are normal. Each 

machine is turned on, but will monitor your child through a video monitor 

oncologist will see your child once a week for general monitoring and to 

discuss during these appointments. 

nausea, changes in taste, skin 

will vary depending on the type 

will discuss this with you.

Chemotherapy

chemotherapy played a limited 

compared to other cancers, as 

the blood-brain barrier. However, 
in recent years, chemotherapy has 
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are reduced.

reducing the chances of tumour growth. Some chemotherapy drugs 

chemotherapy drugs slow the growth of blood vessels into tumours, 
starving them of vital nutrients and oxygen, leading to tumour cell death. 

cells, slowing their growth or making them respond more to other 

kinds of damage to tumour cells, improving the chances of destroying the 

before another cycle starts. 

50

be at risk of losing too much weight, in which case supplement drinks, 
nasogastric feeding, which occurs through a tube entering the nose, 

seven days to return to normal. The three types of blood cells that may be 

will be easier for them to catch illnesses they are exposed to. They may 
need transfusions to replace red cells or platelets.

Some chemotherapy agents may impact 

51
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make sure you have a long-term plan for monitoring, a clear list of what 
drugs were used, and a follow-up plan into adulthood. 

Stem cells are immature blood cells in the bone marrow and can become 
whichever type of cell the body needs. Stem cells can be collected from 
blood or via a bone marrow harvest.

A stem cell transplant is where stem cells are removed from an individual 

system is low. The use of high-dose chemotherapy with stem cell 

target the tumour, but help your child recover from treatment.

Immunotherapy

Immunotherapy- also known as biotherapy or targeted therapy - is a 

helping the body to replace normal cells.

5252

cancer type and stage.

Preparing your Child for a Procedure or Scan

Find out as much as possible about what to expect.

• How long the procedure usually takes.

• What support can your child have during the procedure.

• Who will be there, and if you can meet them before the procedure.

• Any choices you or your child have in how this procedure happens - 

53
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choosing what music plays or what toy comes in with your child might be 

gently stroking their arm while you model slow and steady breathing.

This video explains how the brain processes pain and strategies to help 
relieve pain in procedures. It may be helpful for you to plan how you will 

Talk to your child about the procedure

How and when you talk to your child will depend on their age, personality, 
and previous experience with medical procedures. In general, take 
a moment to calm yourself before you talk to your child about the 
procedure – anxiety is contagious, but so is being calm! Take deep, long 
breaths yourself, and then coach your child to do the same. 

54

but trust yourself in what you think will work for your child.

Age Timing of Discussion
During the procedure - calmly explain what is 
happening as the procedure is occurring, provide 
comfort and reassurance

Up to the day before the procedure - use simple 

want to show a video or story about the procedure.

be useful.

be useful.

undertaking procedures, including surgery, scans and x-rays, audiology 
tests, and more. It can be helpful to watch these with your child before 
the procedures to help prepare them, but also so that they can ask any 

55
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comfortable for them during the procedure. The more they know the 

more your child will feel this, too. Think about things that have calmed 

found helpful during procedures. There may also be pain relief and pain 

team can help you with.

Breathing

are safe. When breathing deeply and slowly, we feel calmer and give 

from a place of panic. And the wonderful thing about breathing is that 

on breathing, but even if all you can do is focus on slowing down and 
deepening your breathing, your child will start to copy the speed of your 
breathing without even realising it.

56

Try to make each out-breath longer than the in-breath and pause before 
you breathe in again.

Five-Finger Breathing

Chapter 3: How are Brain Tumours Treated?
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Music

Think about songs your child likes to listen to that calm them down or 

be something to dance or sing along with, and be something within your 

and comfort.

thoughts and decrease pain signals. Think about the things your child 
likes to do for fun or gets very engaged in these might be things like 

QR code.

58

through the experience if they want to. This is especially important if it 

Acknowledge the hard work you saw them do to get through the 

needed. Also, let them know if you thought they were brave or felt proud 
of them. 

Chapter 3: How are Brain Tumours Treated?
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Clinical Trials: 

Researchers focus on working out a safe dosage for human use and may 

60

outcome.  

tumour and their family. These trials might use drugs, for example, to 
treat nausea or sleeplessness, and will be given a phase number like 

can be reduced on the child or family.

Tumour Banks

61
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understand how tumours work and develop new or improved therapies. 

over the past decades, and the treatments we have today are based on the 

• What is the purpose of the study?

• What is involved in the study? What kind of tests and treatments? How 
and where are they performed?

Remember in these discussions that you may be randomly assigned to 

there?

62 63

Chapter 3: How are Brain Tumours Treated?

• Will my child need to be hospitalised? 

• If the trial ends unexpectedly, can my child stay on the therapy?

• How is safety monitored in the study?
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this has on your child, yourself and your family, and processing hard 

may not be able to support you as you expected, and others may ‘step 

understand what your children, partner, and yourself may need now.

is helpful to understand how to support your children and ensure you 
receive the support you need. The diagram below explains some of the 

Support for You, 
Your Child & Family
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how they respond to their world. 

explore. When children are comfortable, they explore the world, and the 

66

physically moving and could include a child playing with others, alone, 
with you, or even trying new things. When your child has experienced 
a serious health event like a brain tumour, this part of the circle can be 

to their safe haven - to you. When your child expresses distress, they must 
be welcomed, comforted, and helped to understand their feelings. When 

child with a brain tumour and your other children will need your support. 
This may not always be as clear as running to you in tears. Displays of 

comfort them can help them make sense of what they are experiencing 
and feeling and can help them move from distressed to a calmer state.

their children process and understand what they are going through 

Chapter 4: Support for you, Your Child & Family
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may not be able to meet your needs. Thinking through your needs and 
who can provide these supports can help. And it is also important to 

column. In the second column, write how you would like to have these 

68

Circle Element What I need Who I can turn to

To be heard
To be held
A cup of tea
To be taken care of

Friend
Partner
Therapist

Welcome me

Delight in me

Enjoy with me

Help me organise my 
feelings

Protect me

69
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as the focus is on the diagnosed child. Families may need to be physically 

another manages home life. Parents are stretched with pulls on their 

For older children, you may be able to talk them through the exercise 

them.

While it is important for children to feel their parents are trying to meet 

through apology and comfort. It is important for children to see that their 

70

says that as parents, we want our children to always feel us showing them 

number itself.

You don’t have to be perfect.
You’ll miss things.

you’ve missed,
That you come back.
That you keep trying.

This is what builds trust and security 

71
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when they are not told the whole story.

favourite song or sending funny photos to each other when you are apart.

when parents cannot be there.

• Including siblings in what is going on, including at the hospital when it 

• Using books to talk about what is happening. Redkite has a bookclub 

cancer.

• Talking to teachers to let them know the sibling may not have their 

behavioural self-control.

72

and great for their mental and physical health.

• Seek help from family and friends with household tasks and childcare, 

comfort and kindness.

If you have a partner, they will likely be part of your support system. Some 

and we hear many stories of partnerships where people were able to 
communicate, express their own needs, connect, and hold compassion 

on yourselves and consider what is truly worth your energy.

table with your partner will give you a common language for how you 
support your children and also give you language to talk about your 

as mental health services and peer support groups, that can help if you 

73
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Families who have been through this journey have expressed that a 

that they know what they need, expressing what you need, and forgiving 
each other. If their coping style is causing harm or undue distress, contact 

experiences has grown in recent years. This research indicates that our 

up under a blanket. The pressure of a hug or heavy blanket has a calming 

it needs.

74

to calm a newborn baby. Without language, we can make a baby feel 

skin-to-skin touch, such as massage. Think about your preferences for 

nervous system and decreases the stress hormones your body produces. 

way our bodies can tell our brains that we are safe.

to someone. Some people might feel most at home when they express 

that feels right to you will help you and the people around you to cope as 

child is diagnosed with a brain tumour, the moment of diagnosis itself is 

Chapter 4: Support for you, Your Child & Family
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you recognise these symptoms in yourself, please reach out for help. This 
response is very common and very treatable. The earlier you get support, 

processing trauma, and even doing everyday things that need this eye 
movement, such as playing Tetris and allowing your mind to wander on 

All the people who care for you would encourage you to take care of 

place possible, you can also support those around you best. Whatever 

an exercise to create a well-being plan to think through what you might 
need to best cope with the journey ahead.
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you can use these steps with your children, partner, and other important 

you need, think about ways to build these into your life to take care of 

How can I build these things into my life while my family navigates hospital 
and treatment? 

your Social Worker about your eligibility for this and to receive a referral.

Families who have been through the experience of having a child with a 

78

“Rest and self-care are so important.     

You cannot serve from an empty vessel.” 

mental health support from people who have some knowledge in the 

cancerhub.org.au will connect you with all relevant services across 

Chapter 4: Support for you, Your Child & Family

How to connect

Redkite
grandparents, with a Social Worker.
Financial support.

Resource library, including books for 
siblings.

cancer and coping with childhood 
cancer.

www.redkite.org.au

in children.

Therapy and tutoring to support 
children with brain tumours.
Family camps.

www.brainchild.org.au

Provides kids and families facing 
cancer with fun experiences, trusted 

puppet programs for schools and 
preschools, hospital programs, and 
other services.

www.canteen.org.au
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What it is Why you might like it How to get it

which support trauma processing.
Search ‘Anxiety Release 

Play or the AppStore

your social network, for example help 
with meals. AppStore

moments and procedures.

Available on tablets only 

Play or the AppStore

Provides kids and families facing 
cancer with fun experiences, trusted 

puppet programs for schools and 
preschools, hospital programs, and 
other services.

www.campquality.org.au

Tumour 
Support for families of children 

helpline. Some services not available in 
all states.

80

nature of these changes, your child may be eligible for support 

a member of the hospital allied health team to understand whether they 

to access support when you need it.
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I’m looking for... What’s available How to get it

Support for my 

cancer is and how to support 
someone who has it.

www.campquality.org.au 

informing them of your 
www.brainchild.org.au and QR 
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I’m looking for... What’s available How to get it

Fun -
night camps, online peer 
support for young people 

siblings.

www.canteen.org.au 

and camps for children with 
cancer and their families.

www.campquality.org.au

events and camps for children 
with brain tumours and their 
families.

www.brainchild.org.au

- www.livewire.org.au 

-

85

wishes

Chapter 4: Support for you, Your Child & Family



The Australian Family Handbook for Childhood Brain Tumour

I’m looking for... What’s available How to get it

Fun -
night camps, online peer 
support for young people 

siblings.

www.canteen.org.au 

and camps for children with 
cancer and their families.

www.campquality.org.au

events and camps for children 
with brain tumours and their 
families.

www.brainchild.org.au

- www.livewire.org.au 

-

85

wishes

Chapter 4: Support for you, Your Child & Family



The Australian Family Handbook for Childhood Brain Tumour

86

Chapter 5

are impacted will depend on where the changes in the brain occur. In 

what to look for.

thinking.  

Managing Changes in Your 
Child from the Brain Tumourur

87

Notes



The Australian Family Handbook for Childhood Brain Tumour

86

Chapter 5

are impacted will depend on where the changes in the brain occur. In 

what to look for.

thinking.  

Managing Changes in Your 
Child from the Brain Tumourur

87

Notes



The Australian Family Handbook for Childhood Brain Tumour

88

mood swings, withdrawal, and socially inappropriate behaviour.

logically or organise their thoughts, or showing impaired judgement 

• Some individuals may be aware of their behaviour and thinking, while 
others will not.

• In some cases, changes in thinking and behaviour are so subtle that 

them.

Thinking, behaviour, personality, or mood changes can be hard to accept. 

these changes. Some people feel guilty about having such feelings and 

listen as you discuss them. Someone who has been through this journey 
already may be able to help you truly feel that your feelings are normal 
and valid.

Visual Changes

treatment, it is important to understand the visual system. If your child 

89

these with your doctor.

The visual system includes the eye itself and the pathways that extend 

both eyes are open and looking straight ahead. Each eye has a right and 

images to form one image when both eyes are open.

Chapter 5: Managing Changes Relating to the Brain Tumour
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Severe or persistent cases can lead to visual loss in both eyes.

vision. However, some people may not be aware of vision loss in one eye 

the pressure it creates, can interfere with the nerves responsible for eye 

91

vision. The third, fourth, and sixth cranial nerves are involved in diplopia. 

eye movement, drooping eyelid, enlarged pupil with poor light response, 
upward eye movement, or inward eye movement toward the bridge of 
the nose.

(Author - Claire Radford, Speech Pathologist)

language, facial expression and body language. A considerable amount 

tone of voice we use and our facial expressions. 

by a brain tumour and its treatment. A brain tumour can disrupt 

Chapter 5: Managing Changes Relating to the Brain Tumour
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their intelligence.

• Use gestures and familiar topics to help your child understand. While 
they are in the hospital, showing them photographs of people and family 

92 93

(Author- Claire Radford, Speech Pathologist)

foods because they no longer taste the same. Some children experience an 
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• They may experience changes in their sense of hunger, leading them to 
eat more or less.

mouth during treatment.

and smells of foods.

experiences to your child.

can help you cut, mix, bake and cook.

blowing feathers through straws.

• Engage in pretend play with food toys, and equipment, or make foods 
out of playdough.

95

during other periods.

yoghurt, mayonnaise, ice cream, cheese, jam, jelly, marmalade, honey, 
syrups, sugar, and avocado.

• To boost protein, incorporate milk powder, eggs, cheese, yoghurt, 

issues. Referral to a speech pathologist is recommended if there are 

should be involved in the management of tube feeding.

(Author - Hayley Coulson, Physiotherapist)
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games, online yoga or dance videos can help make this more fun

• Walking to the bathroom or kitchen

• Riding a bike or scooter

• Swimming or hydrotherapy

soccer ball, dancing

determine if this suits your child.

Seizures

97

the side where the brain tumour is located.

example, visual disturbances may occur if a brain tumour is located in the 
occipital lobe, which processes vision.

• Uncontrollable twitching movements in one or more closely related 

areas

may see coloured circles

Chapter 5: Managing Changes Relating to the Brain Tumour
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• Altered memory, such as the replaying of memories

may experience a warning sign or aura, and their awareness of the 

fumbling with objects or wandering, can also happen. If this happens, 
staying with the person and gently guiding them away from possible 
harm is important.

98

• Do not put anything in their mouth

under their head to avoid banging

• They are in the water

• If your child is wandering, stay close and gently steer them away from 
danger

Chapter 5: Managing Changes Relating to the Brain Tumour
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For example,

• Swim with constant supervision.

• Ride bicycles on paths, not roads, and always wear a helmet.

injuries are likely, such as football, hockey, and soccer.

scuba diving and rock climbing.

of Tumours & their Treatments

The neuroendocrine system creates and distributes hormones. These 

The hypothalamus and pituitary glands in the brain are important 
parts of the neuroendocrine system because they start the release of 

100 101

temperature control. It also produces hormones that act on the pituitary 
gland, producing other hormones. These pituitary hormones regulate 

across the neuroendocrine system.

pituitary gland. The anterior pituitary gland produces hormones 

Depending on where the tumour is located, surgery, radiotherapy, and 
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adrenal suppression from steroid therapy.

predicted adult height and cause psychological issues. Delayed puberty 
can also occur, which may impact adult height.

risk is determined by the type, dose, length, frequency, and treatment 

103

may not be possible.

gland, which is located at the base of the neck. This can impact thyroid 

thyroid cancer. Thyroid hormone levels should be checked as part of 

 As bones in children develop, 

• Drugs such as methotrexate and steroids

• Hypogonadism

tumour survivors are at increased risk of 
obesity and heart issues such as stroke, 

and angina-like symptoms. Some of these 
impacts are related to growth hormone 
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• Age at diagnosis - younger children are at a greater risk

risk

• Surgery type

Hydrocephalus and Shunts

brain cells and protects delicate structures. It circulates through channels 
around the spinal cord and brain, constantly absorbed and replenished. 

surrounding the tumour, causing an increase in intracranial pressure. This 

of the brain, where the fourth ventricle is located, can cause blockages 
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to hydrocephalus.

The symptoms of hydrocephalus vary depending on the age of the child. 

skills, such as crawling instead of walking, may also occur.

to drain away and keeps the right amount of pressure in the brain. A 

place permanently, though they may need replacing as they wear out or 

in the skull. It is tunnelled under the skin from the skull to the drainage 
site in the abdomen, peritoneum, lung, or heart. All shunts have a valve 
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with the tubing passing underneath the scalp and down the neck through 
small incisions. It is inserted into the peritoneum, a thin sac covering the 

surface, where it will be reabsorbed. In this procedure, no hardware is 

• Do not put direct pressure on the shunt

• Ensure the area around the shunt remains clean

• Avoid sports that need your child to turn their head frequently, such as 
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include fever, redness or swelling along the tract, and in infants, 

team immediately.

Posterior Fossa Syndrome

It happens in some children who have had surgery in the posterior fossa 

have surgery to remove medulloblastoma will develop posterior fossa 
syndrome. If your child develops posterior fossa syndrome they will need 

brain works to develop new pathways. This period can bring a lot of stress 

months, but some symptoms can stay for longer or become permanent.

Chapter 5: Managing Changes Relating to the Brain Tumour



The Australian Family Handbook for Childhood Brain Tumour

106

with the tubing passing underneath the scalp and down the neck through 
small incisions. It is inserted into the peritoneum, a thin sac covering the 

surface, where it will be reabsorbed. In this procedure, no hardware is 

• Do not put direct pressure on the shunt

• Ensure the area around the shunt remains clean

• Avoid sports that need your child to turn their head frequently, such as 

107

include fever, redness or swelling along the tract, and in infants, 

team immediately.

Posterior Fossa Syndrome

It happens in some children who have had surgery in the posterior fossa 

have surgery to remove medulloblastoma will develop posterior fossa 
syndrome. If your child develops posterior fossa syndrome they will need 

brain works to develop new pathways. This period can bring a lot of stress 

months, but some symptoms can stay for longer or become permanent.

Chapter 5: Managing Changes Relating to the Brain Tumour



The Australian Family Handbook for Childhood Brain Tumour

108

Notes

109

Chapter 6

Parents of children diagnosed with a brain tumour face tough decisions, 

decision-making process becomes even more complex when considering 

treatments for their child.

These studies use large numbers to make sure they have a good picture 

of other vitamins. This means that the correct dose for your child is hard 
to determine, and the impact this may have on their treatment is hard to 

complementary medicines. It is important to discuss any complementary 
medicines you are considering using with your healthcare team.

Complementary Medicines



The Australian Family Handbook for Childhood Brain Tumour

108

Notes

109

Chapter 6

Parents of children diagnosed with a brain tumour face tough decisions, 

decision-making process becomes even more complex when considering 

treatments for their child.

These studies use large numbers to make sure they have a good picture 

of other vitamins. This means that the correct dose for your child is hard 
to determine, and the impact this may have on their treatment is hard to 

complementary medicines. It is important to discuss any complementary 
medicines you are considering using with your healthcare team.

Complementary Medicines



The Australian Family Handbook for Childhood Brain Tumour

110

provider. This process should consider the goals and values of you and 

research. The outcome is an informed decision that brings together your 

Is it symptom management? Quality of life? Assess whether the therapy 

therapies that claim to provide a “cure” for cancer.

which may lead to unexpected outcomes.

the complementary therapy. Will there be travel involved, repeat 
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these components of the therapy are in line with your goals and values.

care centres now provide mind-body and exercise therapies. If you have 

complementary therapy aligns with your desired goal, does not interfere 

full overview of all therapies, including complementary medicine, means 
your healthcare team can deliver the safest care. Having the support of 
your healthcare team to make decisions about complementary medicine 

your child.
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baseline assessment before treatment can be helpful, and reassessment 

is usual and may include a need for specialised psychology support to 

lobes of the brain, it can lead to social and behavioural issues that impact 

depression and mood changes

Encouragement and coaching may be necessary to help children develop 

Chapter 7: Long-term & Late Effects

You can’t expect to be immediately 

Wrap yourself in a blanket.

Healing is a process.
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The tumour itself or its treatment can cause various physical side 

through hormone replacement therapy. 

growth, which could result in shorter stature. 

discussions about sexual development 

may have marks on their skin, patches 

changes are signs of their brain tumour and 
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the treatments they had. Figuring out and explaining these changes to 
others can be a challenge. When children become teenagers, they might 

how strong they are because they overcame so much, and to generally 

be hard for children and young people to navigate. A psychologist or 

issues.

Some young adults may struggle and drop out of high school without 

available resources and support. Teenagers nearing the end of school 

with entry-level jobs in fast-paced environments such as fast food and 
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employment.

very important. Adult services usually take over care when your child turns 

providers.

and treatment they had. The healthcare team who cared for your child 

set up for care in the adult health system and thoroughly explain what 
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Sexuality is an important topic for teenagers who have survived a brain 

between parents, teenagers, and professionals. It can be uncomfortable 

becomes crucial to address their long-term psychosocial adjustment, 

occur during puberty.

While many survivors of childhood brain tumour go on to have typical 

• Adult survivors of childhood cancer have less sexual experience and 
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may be delayed.

issues, lack of interest in sex, pain, reduced stamina and endurance, and 

reduced endurance.

123

due to being in hospital or not being in school, increased vulnerability 

the impact of brain tumours and treatments on sexual development and 

sexual experiences.

How Parents and Professionals Can Help

development

      o Talking about sexual consent
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treat the symptoms caused by the brain tumour, not the brain tumour 

the quality of life during the challenging journey of serious illness. The 

in their journey. 

process, bringing in aspects such as improving the overall quality of life, 

Quality of Life Care for 
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“We wish we had understood the true 
and life-changing impact of paediatric 

embracing the child and family… Paediatric 

about living.”

a possible future loss

• Accessing medical equipment

129

The diagnosis of a brain tumour brings the possibility of death into 

to planning for a cure alongside a plan for the possibility that the tumour 

what you hope for your child if the best possible scenario comes true. 

prepared. 

other than the best outcome. This is when your support networks and 

care of your child and also goals for experiences in life you want your 

of life.

Having these goals discussed and recorded can help make treatment 

the goals and values of your family.  An example of this would be a family 
that chooses a comfort focus in the treatment of breathing problems, 
deciding that admission to an intensive care unit or being placed on a 
breathing machine would not be something that achieves their goals of 
being in their own space and together. 
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documents discuss how your child or young person wants to be treated 

This alliance aims to provide the best possible treatment for your child 
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GLOSSARY

meet in the hospital. They provide professional 
services that make your visit to the hospital as 
smooth as possible, such as making sure your 
details are correct and your medical records get 
to where they need to be. They will help make 
appointments, contact the hospital and your 

insurance.
Audiologist An audiologist specialises in as-sessing and 

describe tumours that are considered non-life-
threatening or non-aggressive. However, in the 
case of brain tumours, this terminology is not 

tumours that are not aggressive or are low-grade.
Stem cells are immature blood cells in the bone 
marrow and can become whichever type of cell 
the body needs. Stem cells can be collected from 
blood or via a bone marrow harvest.
The brainstem, made up of the midbrain, pons, 

located at the base of the brain.
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accurate diagnosis and treatment planning. 

performed.
Removing as much of the tumour as safely 
possible to reduce symptoms and reduce the 

where complete removal poses risks, a biopsy or 

A clear liquid surrounding the brain and spinal 

against things like bumps on the head. 

Hemispheres
cerebral hemispheres. 

In the past, chemotherapy played a limited role 

blood-brain barrier. However, in recent years, 

in feeling ready for procedures, cope with 
worries about procedures, and understand and 
get used to life in a hospital or treatment. In 
some hospitals, these tasks are undertaken by 

area. 
In cancer research, a clinical trial is a structured 

Treatment-focused trials may explore new 

A consultant has reached a high level of 

care, they are called oncologists.

your child's arm. This contrast agent can cross 
the blood-brain barrier and improve the visibility 

The corpus callosum connects the cerebral 
hemispheres, passing messages between them.

including smell, vision, eye movements, facial 

replaced at the end of the procedure.

removed and not immediately replaced.
The cranium, also known as the skull, is the bony 
structure that makes up your head. 
Uses a series of X-rays to create images of the 
body or brain. 

Double Vision 
the pressure it creates, can interfere with the 
nerves responsible for eye movement. This leads 

can result in double vision. 

Fellow A fellow is a senior doctor training to become a 

surgery, carefully monitoring vital signs and 
blood loss. Under general anaesthesia, your child 

tumour that may make it responsive to targeted 

families through research and clinical trials.
Slow-growing cells. Under a microscope, it 
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Fairly slow-growing cells. Slightly abnormal 

astrocytoma.

astrocytoma.
Quickly reproducing abnormal cells. Very 
abnormal appearance under a microscope. 
Forms new blood vessels to keep growing 

High-grade tumours are made of fast-growing 

usually invade normal brain structures and are 
challenging to remove surgically. Due to their 
fast growth rate, high-grade tumours will cause 
symptoms earlier than low-grade tumours.

Hydrocephalus

Hypothalamus

also produces hormones that act on the pituitary 
gland, producing other hormones. 

image-guided neurosurgery. The images are 
transferred to a planning system that helps the 

This uses imaging techniques on specialised 

performed within the treatment unit.
Immunotherapy Also known as biotherapy or targeted therapy 

cells. Some immunotherapies are used to lessen 

body to replace normal cells.
Aboriginal and Torres Strait Islander families can 

136

nerves, brain stem, and pituitary gland, while 
delivering a full dose to the tumour.

Interpreter
impaired, interpreter services are available to 

healthcare team. 
The brain's lobes are broad regions responsible 

A low-grade tumour is made of slow-growing 
cells. If these tumours can be completely 

may not be possible, and any remaining tumour 

threatening.

they grow fast and can spread to other parts of 
the brain or body.

minutes to one hour to complete. 

Resonance Spec-

and leading to a drop in blood cell counts. This 

and takes about seven days to return to normal. 
The three types of blood cells that may be 

immune system will be weaker than normal, and 
it will be easier for them to catch illnesses they 
are exposed to. They may need transfusions to 
replace red cells or platelets.

Disability Insurance fund reasonable and necessary supports such 

support.
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System 
The neuroendocrine system creates and 
distributes hormones. These impact many body 
and brain parts, including growth, mood, and 

Anaesthesia
Used in older children when the tumour is 

awake but sedated during the procedure and 
able to respond.

neuro-ophthalmologist will assess and manage 

day-to-day care of your child. These include 

trained in and licenced to undertake.
A highly specialised nurse trained and licenced to 

These nurses oversee the running of a clinical 

the eye move-ment. 

movement, brushing teeth, or having medical 
procedures. They help with physical aspects, 
like splints or physical exercises, as well as social 

directly above the tumour for biopsy.

important parts of your hospital stay. 
Specialists who focus on the eye and visual 

eye and visual system.

138

diseases.

focusing on the disease process, bringing in 
aspects such as improving the overall quality 
of life, preserving dignity, and addressing 

that aligns with family values, culture, and 
community. 

Papilledema

growing tumour or a blockage of cerebrospinal 

Hospital chaplains and community clergy provide 
religious or spiritual care. They are specially 
trained to support people going through health 
crises and can talk to you about moral and 
ethical challenges that might come up during 
treatment. 

Emission 
what the tumour is doing in response to 
treatment.

Pharmacist In the hospital, the pharmacist will manage all 

Physiotherapist

support maintaining muscle and mobility during 
treatment and reaching movement goals in 

community.
Hormones can be produced in the anterior 

anterior pituitary gland produces hormones such 

Proton Therapy Proton therapy needs highly specialised 
equipment and is only available in a few 
hospitals in Australia. 

Psychiatrist A psychiatrist provides support through 
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Psychologist Psychologists can help with issues like anxiety, 

to be severe to start receiving help. 
Radiologist A radiologist is a medical doctor who interprets 

Radiographer
Undertakes scans and medical imaging, such as 

the tumour where necessary.
A treatment that destroys tumour cells by 

dividing and eventually causing tumour cells to 
die. This therapy uses high-energy X-rays, similar 

energy. The X-rays are targeted at the tumour 

Therapy, and Proton Therapy. 

around the tumour in all three dimensions.
Registrar A registrar is a doctor receiving further training 

to become a fellow. Registrars work under the 

carefully removing the tumour.
Resident

experience working with other health 

the brain communicate through abnormal and 
excessive electrical discharges. 

Shunt
implanted through a small hole in the skull. 
All shunts have a valve system that keeps 

Social Worker Social workers provide individual, family, and 
group therapy to support children and families 
coping with the diagnosis and treatment of a 
brain tumour. 

Speech Pathologist
addressing issues with speech, language, and 

such as mouth ulcers that might interfere with 

tumour or treatment.

guided imaging for precise biopsy needle 
placement.

the brain requiring treatment. 
Surgeon Surgeons work with the consultant to perform 

surgery as part of the treatment plan. A surgeon 
who specialises in brain surgery is called a 
neurosurgeon.

of treatment. They can provide support with 

hardship.

Services
These services are integrated with your hospital 
health team and include medical, senior nursing, 
and allied health services that specialise in this 
age group.
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APPENDICES

around us. For instance, if we accidentally touch a hot stove burner, 
our brain receives the message from the skin sensors, recognises it as 
harmful, and tells us to remove our hands quickly to prevent injury. 

helping us avoid harm.

Using our senses of sight, smell, touch, taste, and hearing, the brain 
receives numerous messages simultaneously and selects the most 
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stress response.

 

hemispheres. Each hemisphere controls the opposite side of the body. 

The brainstem, made up of the midbrain, pons, medulla 

our limbs. It enables precise movements, such as piano playing, and 

Appendix A
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the brain and spinal cord. It circulates through channels and ventricles 

system.

in memory, intelligence, and decision-making. The parietal lobes interpret 
sensory signals and give meaning to objects. The occipital lobes process 

The corpus callosum connects the cerebral hemispheres, 
passing messages between them.

motor control.

The cranium, also known as the skull, is the bony structure 
that makes up your head. The neurocranium is the part that protects the 
brain, and the viscerocranium makes up the face structure.
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have found useful in the past.

changing the parts in brackets. Use this however it is helpful for you.
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Dear [Name]

Reading this email when you have time to sit and digest it might be a 
good idea. I have added our details, but much of this email has been 
pre-written, so it might not sound like ‘me’.
We have been told that [my child] has [type of brain tumour].
This brain tumour is usually treated with [surgery, radiation, 
chemotherapy].
In our situation, it’s likely that [my child] will be away from school 
for [amount of time]. (We will try to come to school for periods 
when we can).
We want this information to be communicated to [my child’s] 
teachers. We want other students at the school to be told [that my 
child has been diagnosed with a brain tumour/ general information 
about brain tumours but not that my child has been diagnosed with 
one/ just that my child will be away from school]. We prefer this 
information to be communicated via [individual class teachers/ 
school assembly/ written communication to parents/ social media]. 
(Please use this text to convey the message):
[Insert how you would like to word the information to the school 
community]

Community Support:
(For primary schools, Camp Quality may be able to support with 
a puppet show and education for the other students about cancer- 
https://www.campquality.org.au/how-we-help/services-and-
programs/cancer-education-program/ 

understand cancer and tumours, which can be borrowed from them- 
https://www.redkite.org.au/service/book-club/ 
Ronald McDonald House Charities provides professional 
development for teachers on how to best support children who have 
been through serious illness when they return to school- https://
rmhc.org.au/what-we-do/learning-program/ 
If anyone from the school community would like to know ways they 
can support us, please ask them to contact [insert name and way 
to contact them]. They will organise a list of things we need help 
with and be the point of contact so that our attention can stay on our 
family.
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146

have found useful in the past.

changing the parts in brackets. Use this however it is helpful for you.

Appendix B

147

Dear [Name]

Reading this email when you have time to sit and digest it might be a 
good idea. I have added our details, but much of this email has been 
pre-written, so it might not sound like ‘me’.
We have been told that [my child] has [type of brain tumour].
This brain tumour is usually treated with [surgery, radiation, 
chemotherapy].
In our situation, it’s likely that [my child] will be away from school 
for [amount of time]. (We will try to come to school for periods 
when we can).
We want this information to be communicated to [my child’s] 
teachers. We want other students at the school to be told [that my 
child has been diagnosed with a brain tumour/ general information 
about brain tumours but not that my child has been diagnosed with 
one/ just that my child will be away from school]. We prefer this 
information to be communicated via [individual class teachers/ 
school assembly/ written communication to parents/ social media]. 
(Please use this text to convey the message):
[Insert how you would like to word the information to the school 
community]

Community Support:
(For primary schools, Camp Quality may be able to support with 
a puppet show and education for the other students about cancer- 
https://www.campquality.org.au/how-we-help/services-and-
programs/cancer-education-program/ 

understand cancer and tumours, which can be borrowed from them- 
https://www.redkite.org.au/service/book-club/ 
Ronald McDonald House Charities provides professional 
development for teachers on how to best support children who have 
been through serious illness when they return to school- https://
rmhc.org.au/what-we-do/learning-program/ 
If anyone from the school community would like to know ways they 
can support us, please ask them to contact [insert name and way 
to contact them]. They will organise a list of things we need help 
with and be the point of contact so that our attention can stay on our 
family.

Appendix B



148

While our child is in hospital, they will be supported by the Hospital 
School when they are well enough. The hospital school will be in 
touch with you to share information.

What to expect for our child:

The impacts of the tumour will be seen on the parts of the brain it 
is pressing on. Sometimes, in treating the tumour, the surrounding 
brain tissue is impacted, and this causes further symptoms. These 

though my child may not have all of these.
• Trouble focusing & brain fog
• Mood issues
• Social issues
• Sleep disruption
• Fatigue
• Problems with gait and balance
• Nausea & trouble eating
• Headaches
• Vision problems
• Hearing problems
• Pain or numbness in extremities

Common social issues for your child with a brain tumour and their 
siblings include:
• Bullying relating to the illness.

through.
• Missing out on social opportunities due to being away from school.
• Friends not knowing what to say, and so avoiding them.
• For a child with a brain tumour, changes to their social skills and 
speed of thinking impacting relationships.
• Not knowing how to answer questions and feeling uncomfortable 
with these conversations.
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Siblings:
Our other children are aware of the diagnosis and treatment. Issues 
that are common for siblings of children going through a brain 
tumour diagnosis and treatment include:
• Emotional ups and downs.
• Regressing to previous coping mechanisms.
• Anger, sadness, resentment, confusion, and moving quickly 
between usual activities and thinking about their sibling.
• Feel they need to be extra compliant so they don’t add further 
stress to the household.
• Acting out and rebelling.
• Feeling overlooked.

• Having less time at home for schoolwork due to additional factors 
in the household.

We ask that you support [names of siblings] through this time with 
compassion and understanding if they are operating at less than their 
usual level. Please let us know if you notice [any particular areas 
of concern]. The best way to contact [me/us] about this is [email/ 
phone].

is staying at the hospital with [our child]. During this period [details 
of any changes to the usual home situation, who to contact and how 
to contact them for usual schooling information, changes in who 
will be signing consent forms, etc.].
I would appreciate having one person at the school who can be 
the contact person if we need to update you on anything about our 
child[ren]. [Insert if you have someone in mind, or ask for someone 
suitable for this].
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• Symptom tracking

• Appointments
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This checklist has been validated for use in Australian childhood cancer. 

bothering your child. It is designed to be used up to a day before you see 
them, to help you think through what issues need to be discussed and 
share with them at the appointment.
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As a publisher, author, and most importantly, a 

childhood brain tumour diagnosis, I understand 

compassionate guidance.
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From the Publisher

advocacy tools, and a reminder that you have a network of support to 
walk through this path with you.

This book is one I wish I had when my own child was diagnosed, and I am 
honoured to help bring it to others who need it most.

www.crystalleonardi.com



Bowerbird Publishing
Julatten, Australia
www.crystalleonardi.com

The Australian Family Handbook for Childhood Brain 
Tumour has been designed especially for you - parents, 
caregivers and family members of children with brain 
tumours. It aims to help you navigate the challenges ahead 
by providing information about supporting yourself and 
your family, what brain tumours are, how they are treated, 
and the available services to help. Designed with families 
who have gone through this journey before, we want you 
to know that a whole community of families, friends, and 
healthcare workers is in your corner. 

You are not alone.
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