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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. 
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For the families whose worlds were changed in a moment, 
and who face the unknown with courage, love, and hope.



For the families whose worlds were changed in a moment, 
and who face the unknown with courage, love, and hope.



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 



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 



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 

II III

shaped this book, both those who wish to remain anonymous and those 

ACKNOWLEDGEMENT



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 

II III

shaped this book, both those who wish to remain anonymous and those 

ACKNOWLEDGEMENT



IV

Chapter 1

Chapter 2

Foreword
Acknowledgement

Receiving a Diagnosis

Who you might meet in the hospital

Talking to your children about the diagnosis
Talking to family and friends

What is a Brain Tumour?
Symptoms of brain tumours

How are brain tumours diagnosed?

I
III

1
1
3
7
13
14
22
24
25
26

29
30
31
32
33
37
40

CONTENTS
Name Profession

Melanie Rolfe Researcher
Authorship in 

Chapters 1,3,& 4, & 
Appendix B

Prof Natalie Bradford Researcher, Nurse Research, revision
A/Prof Liesje Donkin Researcher, Psychologist Research, revision
A/Prof Evonne Miller Researcher Research, revision
Brooke Spencer Clinical Nurse Consultant Revision
Claire Radford Speech Pathologist Revision, Authorship 

Hayley Coulson Physiotherapist Revision, Authorship 
of movement and 

Ash Badat Psychologist Revision
Amanda Carter Revision
Sue Johnson Psychologist Revision
Janine Kemp Social Worker Revision
Shannon Lakey Social Worker Revision



IV

Chapter 1

Chapter 2

Foreword
Acknowledgement

Receiving a Diagnosis

Who you might meet in the hospital

Talking to your children about the diagnosis
Talking to family and friends

What is a Brain Tumour?
Symptoms of brain tumours

How are brain tumours diagnosed?

I
III

1
1
3
7
13
14
22
24
25
26

29
30
31
32
33
37
40

CONTENTS
Name Profession

Melanie Rolfe Researcher
Authorship in 

Chapters 1,3,& 4, & 
Appendix B

Prof Natalie Bradford Researcher, Nurse Research, revision
A/Prof Liesje Donkin Researcher, Psychologist Research, revision
A/Prof Evonne Miller Researcher Research, revision
Brooke Spencer Clinical Nurse Consultant Revision
Claire Radford Speech Pathologist Revision, Authorship 

Hayley Coulson Physiotherapist Revision, Authorship 
of movement and 

Ash Badat Psychologist Revision
Amanda Carter Revision
Sue Johnson Psychologist Revision
Janine Kemp Social Worker Revision
Shannon Lakey Social Worker Revision



Chapter 3

Chapter 4

Chapter 5

How are Brain Tumours Treated?
Surgery

Immunotherapy
Preparing your child for a procedure or scan

treatment

Support for You, Your Child and Family

Partners

Services

Managing Changes in Your Child From the Brain Tumour

Visual changes
The visual system

treatment

tumours and their treatments
Hydrocephalus and shunts
Posterior fossa syndrome

43
44
47
50
52
53
53
60

65
65
70
72
73
78
78

87
87
88
89
90
91
93
95

96
97
98
99
100
100

104
107

Chapter 6

Chapter 7

Chapter 8 

Chapter 9

Resources

Complementary Medicines

Financial & employment issues

Sexuality and Teen Survivors of Brain Tumours

How parents and professionals can help

Quality of Life Care for Children with Brain Tumours

From the Publisher

109

113
114
115
116
117
117
118

121
122
123

127
128
129

133
133
143
146
151
160
162



Chapter 3

Chapter 4

Chapter 5

How are Brain Tumours Treated?
Surgery

Immunotherapy
Preparing your child for a procedure or scan

treatment

Support for You, Your Child and Family

Partners

Services

Managing Changes in Your Child From the Brain Tumour

Visual changes
The visual system

treatment

tumours and their treatments
Hydrocephalus and shunts
Posterior fossa syndrome

43
44
47
50
52
53
53
60

65
65
70
72
73
78
78

87
87
88
89
90
91
93
95

96
97
98
99
100
100

104
107

Chapter 6

Chapter 7

Chapter 8 

Chapter 9

Resources

Complementary Medicines

Financial & employment issues

Sexuality and Teen Survivors of Brain Tumours

How parents and professionals can help

Quality of Life Care for Children with Brain Tumours

From the Publisher

109

113
114
115
116
117
117
118

121
122
123

127
128
129

133
133
143
146
151
160
162



1

Chapter 1

normal, and you may experience all or none of them.

Receiving a Diagnosis

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

Chapter 1: Receiving a Diagnosis



The Australian Family Handbook for Childhood Brain Tumour

 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

Chapter 1: Receiving a Diagnosis



The Australian Family Handbook for Childhood Brain Tumour

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
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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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