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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
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Disclaimer
This handbook is intended to provide general information for families affected
by childhood brain tumours. It is not a substitute for professional medical advice,
diagnosis, or treatment. Always seek the guidance of qualified healthcare
professionals with any questions you may have regarding your child’s condition
or treatment options.

While every effort has been made to ensure the accuracy and currency of the
information contained in this handbook, medical knowledge and practices are
continually evolving. The authors and publishers do not accept responsibility for
any loss, injury, or damage incurred by use of or reliance on the information
provided.

This handbook does not endorse any specific tests, treatments, procedures, or
products mentioned. Inclusion of such information is for educational purposes
only.

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

External Links
This resource contains links to external websites provided to help readers find
additional information. These linked websites do not necessarily reflect:
e The views of the authors or affiliated organisations;
e A commitment to any particular course of action.

While we are careful in selecting the websites we link to, we are not responsible
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
information in these websites is accurate, current, and reliable.
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Aboriginal and Torres Strait Islander peoples to land, waters, skies, and culture,
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We are so glad you found this resource and so sorry you need it.

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
family, and you likely have questions you never thought you would have
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
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.

As you start your child’s treatment journey, you will cmeet many
healthcare workers who make up your child’s care team. You are an

essential part of this team, too. It is important to keep communication
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channels open and play an active role in your child’s healthcare. It is
really helpful to ask questions, speak up if something doesn’t feel right,
and share information about your child that is important to consider,
including the values of your family. Your healthcare team should make
you feel you have the power to speak up for your child and to get all your
guestions answered. Your team know the clinical side, but you know your
child; both pieces of the puzzle are important in planning your child’s

healthcare journey.

While this handbook will not answer all your questions, it has been
designed as a reliable source of information to guide you and help you
understand your child’s diagnosis and its impacts on emotions and your
family. You might like to read this front to back or flip to a particular
section that’s relevant for you now. This book is available digitally at
www.brainchild.org.au, and as an audiobook wherever you like to listen
to podcasts. Alongside the information, you’ll find quotes that have
helped other families; we hope this is a reminder that families like yours

have walked this path before you. You are not alone.
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The news of your child’s brain tumour diagnosis will come as a shock.

It can be difficult to process this information, and it might feel
overwhelming. This section will guide you through some of the first steps
after a diagnosis, such as seeking support, asking the right questions,

talking to your child’s teachers, and advocating for your child.

First Reactions

As you try to understand what’s happening to your child, you can
experience many emotions. Common reactions can include disbelief,
shock, or a sense of the situation being unreal as if you are in a fog; the
need to be in ‘action mode’, researching and creating plans; intense
sadness and despair; guilt about when and how you reached out for help,
or worry about the future. These reactions may come and go, and you
may move between different reactions and coping methods. There is no
wrong way. You might experience physical symptoms, such as ‘jelly legs’,
trouble with sleep, a racing heart, or exhaustion. All of these are very

normal, and you may experience all or none of them.
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It might feel like your child’s diagnosis has taken away the life you had
expected you would have. The term ‘grief’ is usually associated with death,
but humans grieve many losses. The diagnosis may come with a change
in your child’s opportunities, leaving you wondering what their future
could look like. You may be grieving for a lost future you had imagined for
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.

While your focus will be on the next steps for your child’s treatment, it’s
helpful to have some understanding of how the experience could affect
the emotions and mental health of you and your family. Living through
the experiences that led to your child’s diagnosis, as well as receiving
the diagnosis, can be traumatic. In this sense, ‘trauma’ is a term used to
describe what happens when a distressing event is stored in a particular
way in your brain and your body. This can feel like situations are ‘stuck’
in your head, where you replay them in your mind, or that you need to
retell certain stories repeatedly. Other signs that an experience has been
traumatising include avoiding reminders of the experience, trouble with
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
about what it might need. There are also specific types of therapy that
help process traumatic events, which are effective and recommended by
the World Health Organization (WHO). More information about emotions
and support is provided in Chapter 4.
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Communication With Your Healthcare Team

Families say that there are often feelings of anxiety about placing your
child’s health in the hands of a healthcare team whom you have only
just met. Your healthcare providers are there to help, and most families
have developed a good relationship with their team over time. Ask any
questions, raise concerns, tell them if something doesn’t feel right, and

share any information you think will help build this relationship.

The healthcare team is very familiar with supporting families in crisis
and understands that many families struggle to hear and understand
information when stressed. It is essential to understand the information
as best you can, as this can help when you have to make decisions. Some

strategies that families have found useful are;
Asking Questions

No question is silly. If you are thinking of a question, chances are someone
else has thought about it before. Your team will be familiar with a lot of
your questions and will be able to answer them. If they cannot answer
straight away, they will find an answer and get back to you. It’s important
to ask about any alternative or complementary medicines or therapies
you are curious about or that your child is taking. Your team wants to
support you in making informed decisions about what is best for your
child.
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Speak Up

If you are worried about something or have noticed a change, let your
team know. It is better to get it checked out than regret not saying
anything. You know your child best, so if something doesn’t seem typical
or you are worried, that is important information for your team. You are

in the best position to notice things about your child.
Getting Answers in Writing

It is helpful to request information in writing. Your healthcare team may
already have suitable websites for information or brochures to give you.
They can also support you in sharing this information with others who
need to know what is happening, such as family, school, work, and your

social community.

Itis common to be unable to take in all the information given to you in one
appointment or discussion. This could be because the information is new
and contains many unfamiliar words or because the topic is emotional,
and you may be unable to focus the whole time. Your healthcare team
is familiar with this and will help you understand it in whatever way you
need. Don’t feel silly about asking for information to be repeated or
written down, asking to record notes on your phone or asking for it to
be provided differently. Some families find it helpful to have a support
person come to appointments who can help them take in and understand

the information.
Information From the Internet

Online research is one of the first things many people do when they want
to understand something. While this is very usual and can be helpful,
there is a lot of unreliable information on the internet. And sometimes,
too much time online can make your anxiety worse. You should always

ask yourself questions when researching online, such as;
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Who is the source of this information?
What evidence do they have for their position?

Is it different to other information I've heard? Why might that be?

Sorting through information can be overwhelming. It can also be easy to
“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

adolescent brain tumours in Australia are;
www.childrenscancer.canceraustralia.gov.au
www.brainchild.org.au
www.canteen.org.au
www.redkite.org.au
www.campgquality.org.au

www.carergateway.gov.au

Keeping a Journal

A journal can be a helpful way to track symptoms or medications and to
write down questions you want to ask your healthcare team. Keeping
these in one place can be helpful so that you remember what to ask.
Writing questions down helps to stop them from going around in your
head, meaning you can take them off the mental ‘to-do list’. There is
space at the back of this manual to keep this list of questions. You could
also keep your questions on your phone or email so you can add to them

whenever you want. (Page 158)
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Who you Might Meet in the Hospital

Your child’s healthcare team will include professionals with specific
knowledge about helping families with brain tumours. Below are some

professions you might meet:
Medical Staff (Doctors)

Consultants/Senior Staff Specialists: Your child will have a consultant in
charge of their care. A consultant has reached a high level of specialisation.
When they specialise in cancer care, they are called oncologists. You may

come across an oncologist who specialises in brain and central nervous

system cancers, called a neuro-oncologist.
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Your consultant will be in charge of your child’s treatment. Often, they are
the ones who tell you about the diagnosis, plan their treatment, and talk

to you about test results.

Consultants are rostered on the wards at different times. If your child is
admitted to the ward but your consultant is not rostered on that week,
your child will be cared for by another consultant. The covering consultant

will make sure your consultant is updated on any important changes.

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.

Fellow: A fellow is a senior doctor training to become a consultant/ senior

staff specialist.

Registrar: A registrar is a doctor receiving further training to become a
fellow. Registrars work under the direction of consultants and fellows.
Registrars rotate to different specialties every 6 months to gain experience

working with other health conditions.

Resident: A resident is a qualified junior doctor. They rotate through
different areas of healthcare approximately every 3 months to gain

experience working with other health conditions.

Psychiatrist: A psychiatrist provides support through medication for
mental health. While in the hospital, if needed, a consultation-liaison
psychiatrist will partner with your healthcare team to provide medical
mental health treatment for your child, like medication for mood, anxiety,

sleep or behaviour.

Neuro-Ophthalmologist: When a brain tumour affects your child’s
sight, a neuro-ophthalmologist will assess and manage visual (seeing)
difficulties. They specialise in the relationship between neurological
diseases (diseases that affect the brain, like brain cancer) and visual (eye)

problems.
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Radiologist: A radiologist is a medical doctor who interprets scans and
medical imaging results such as MRIs and CT scans to assist in making a

diagnosis.
Nursing Staff

Nurse Practitioner (NP): A highly specialised nurse trained and licenced
to diagnose and treat health conditions, including prescribing medicine,

within their expertise.

Clinical Nurse Consultant (CNC): A specialist nurse with expertise in
their chosen area. They educate you, your child, and your family, as
well as providing care coordination and liaising between hospital and
community-based services. In some hospitals these nurses may be called
different names, including Clinical Nurse Specialist (CNS) and Cancer Care
Coordinator (CCC).

Nurse Unit Manager: Often called a NUM (rhymes with ‘hum’). These
nurses oversee the running of a clinical area such as a ward or outpatient

department. They oversee patient care and nursing staff in their area.

Nursing Team Leaders: Responsible for coordinating care during a
particular shift, so may be in charge of a ward when the NUM is not

working.

Nurses: Different levels of nurses will work across wards and outpatient
departments to provide the day-to-day care of your child. These include
registered nurses (RNs), enrolled nurses (ENs), and assistants in nursing
(AINs). Each level has particular responsibilities of care they are trained in

and licenced to undertake.
Allied Health Staff

Healthcare providers who provide specialist advice but are not medical

doctors or nurses are called ‘allied health’. This includes physiotherapists,



Chapter 1: Receiving a Diagnosis

occupational therapists, social workers, nutritionists, psychologists, and

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
your oncologist for a referral to the service. You may also need these
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.

Audiologist: Hearing loss can happen because of the location of the brain
tumour or certain chemotherapy treatments. An audiologist specialises in
assessing and preventing hearing disorders and helps those with hearing
difficulties. They will monitor your child’s hearing during treatment and
offer recommendations for improving communication and hearing aids if
needed. Making sure your child can hear as well as possible can help their

speech development, learning, and overall quality of life.

Child Life Therapist: Some hospitals have child life therapists who use play-
based methods to help children with hospital care. In some hospitals they
are referred to as Play Therapists. Child Life Therapists can support your
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

hospitals, these tasks are undertaken by Occupational Therapists (OTs).

Dietitian: Dietitians are educated in nutrition (what we need to eat to be
healthy). Children with brain tumours may experience problems eating a
healthy diet. Dietitians can help address these challenges. They conduct
assessments of your child’s nutritional needs and provide counselling
and education to address issues with their nutrition. They can develop
ideas to overcome these problems and improve your child’s well-being

if needed.
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Music Therapist: Music Therapy uses music to support emotional coping,
functioning, and health. Sessions can include listening and moving to
music, writing and recording songs, and music making. Music therapy is a
valuable part of the overall program to support your child and is often a

part of treatment that brings joy.

Occupational Therapist (OT): An OT focusses on supporting patients to
undertake ‘occupations’ of daily life, such as play, movement, brushing
teeth, or having medical procedures. They help with physical aspects, like
splints or physical exercises, as well as social and emotional elements,

such as training in relaxation and social skills.

Pharmacist: Inthe hospital, the pharmacist will manage all the medications
your child needs. They will visit you in the ward to understand what
medication your child has taken before and give advice. When your child
is discharged, the pharmacist will make sure you have a supply of the
medicines you need and a clear list of what medications your child is

taking and how to take them.

Physiotherapist: Physiotherapists support the function of your child’s
body through movement. They can support maintaining muscle and
mobility during treatment and reaching movement goals in rehabilitation

when your child is home in the community.

Psychologist: Hospital-based psychologists care for your child’s mental
health through talking therapy. Psychological support is also available
in the community for times outside of the hospital and for other family
members. Psychologists can help with issues like anxiety, depression,
trauma, motivation, and mood changes. Psychologists can diagnose
specific mental health issues, but problems don’t need to be severe to
start receiving help. Neuro-psychologists specialise in supporting changes

in thinking, behaviour, and emotion resulting from brain injury.

10
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Radiation Therapist/ Radiographer: Undertakes scans and medical
imaging, such as MRIs, and provides radiation therapy targeting the

tumour where necessary.

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. They help address practical concerns, such
as financial stress or employment issues, and provide counselling to assist
in adjusting to the diagnosis and its impact. Social workers also connect
families with community resources, support services, and educational
assistance for siblings, parents, and other family members. They can
help navigate the medical system and plan for hospital discharge and the

resources or support you need once you’re back home.

Speech Pathologist: Speech Pathologists support patients in addressing
issues with speech, language, and eating. This can include temporary
problems such as mouth ulcers that might interfere with eating, and
long-term issues relating to changes in speech or eating from the effects

of the tumour or treatment.

Welfare Officer: In some hospitals, welfare officers work with hospital
Social Workers and focus on the financial aspects of treatment. They
can provide support with travel arrangements, accessing Centrelink, and

refer you to useful services during financial hardship.

Youth Cancer Services: If your child is aged 15- 25, in some states they
can be supported by Youth Cancer 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.
Other Staff

Administration: ‘Admin’ staff are often the first people you’ll meet in

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
help make appointments, contact your GP, and prepare forms for travel,

consent, and insurance.

Indigenous Liaison: Aboriginal and Torres Strait Islander families can be
additionally supported through an Indigenous Liaison. Ask a member of

your healthcare team to be connected with this service.

Interpreter Service: If you have difficulties with English or are hearing
impaired, interpreter services are available to ensure you have easy
communication with your healthcare team. These can be provided
face-to-face, via video conference or by phone. Ask a member of your

healthcare team to be connected with this service.

Operational Staff: Food service, cleaning, and portering (moving patients
around the hospital) are other important parts of your hospital stay.
These staff often get to know your child and become part of the hospital

community you know.

Pastoral Care Worker/ Chaplain: 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. Chaplains offer
spiritual and religious care within a multi-faith setting and can provide
specific rituals, prayers, or celebrations upon request. Ask a member of

your healthcare team to be connected with this service.

Getting a Second Opinion

Families should feel they have all the information and freedom to make
informed decisions about their child’s healthcare. Sometimes, this

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

12
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doctor can arrange a referral and share information with the other doctor.
Your doctor will also be talking with other doctors around the country
through national meetings (such as ANZCHOG and the Zero Childhood
Cancer program), and may be able to share with you perspectives from
those conversations. Your doctor understands how important and difficult
your decisions are and that families need to ensure they have considered
all options. You should not feel awkward or guilty for asking for a second

opinion.

An open discussion with your doctor about this will allow them to
understand your perspective, may allow them an opportunity to clarify
any points where you hold different opinions, and will allow them to
further explain the reasons they are recommending a particular course
of action. Time may also be a factor in decision-making. If the second
opinion is different from the first, both doctors should be able to explain
how they have come to their recommendation. An open conversation will

allow all opinions, benefits, and risks to be considered.
Talking to Your Children About the Diagnosis

This section aims to give you tools to talk with your child and their siblings
about the physical and emotional things they are going through. By the
time they receive a diagnosis, your child has likely been experiencing
symptoms and medical tests and may know something is wrong. Their
siblings are likely to have less information and understanding (although
this may vary depending on how old they are and how involved they
have been). Your children could be anxious or scared, and some parents
worry that talking openly about the diagnosis will add to this. When
children don’t have all the information, they may imagine something
even scarier is being kept from them. Being honest and talking openly
about what is happening is vital to the health journey and can help your

child feel safer. Children do not always have the language to label and

13
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express their feelings, and so they can feel alone with their emotions.
Children may express their distress in ways other than using words. It is
important to understand that children will express their anxiety, stress
and frustration in whatever way they can- their behaviour is another way

they communicate what they are struggling with.

Children may misunderstand medical terms, and younger children may
think magical forces are causing their illness. Children can worry that they
did something to cause the tumour or that it is a mystical punishment for
something that they have done wrong. Look out for any signs that they
may be blaming themselves for the tumour or for the sadness that the
family is feeling and offer reassurance that this is not their fault. You may
have to do this more than once, and it is important to provide reassurance

and comfort when they express this.

Where a child isn’t able to express how they are feeling with words, they
may be able to express where in their body they are feeling an emotion.
They may have a way that their body wants to move to address the
feeling, such as swaying, being rocked, running, being held tightly, hitting
something, or tapping on a part of their body. Think of ways they were
comforted as a baby, including music or white noise; these may also be
helpful. You can also look for ways to help them express their feelings, like
yelling into a pillow. Children often need a mix of comfort activities and

activities to express their feelings actively.

Books and stories can help children to understand what is happening to
them and their families. Redkite’s book club has a range of books that can
be borrowed at no cost: https://www.redkite.org.au/service/book-club/.
The hospital occupational therapist may also be able to work with your
family to create a ‘social story’ specific to them, which supports children
to understand what is going on. You can read this story with your child

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

14
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children’s friends or school.

If children have specific questions, try to answer them directly and clearly.
If you don’t know an answer, offer to talk to the healthcare team. If you
tell your child that you will get back to them about a question, make
sure you do; not hearing back about a question may suggest to them the
answer was so terrible that you don’t want to tell them. You could also
try reflecting the question back to your child, asking, “What do you think
the answer is?’ This can give some clues about their ideas or the things
worrying them. You could also follow this up by asking what they are
worrying about or what would help them feel better about what they are

asking about.
Age-appropriate Communication

While parents and carers may want to shield their children from fear and
difficult emotions, in most cases, even young children should be informed
truthfully about their or their siblings’ brain tumour diagnosis. The level
of information and detail shared with a child will depend on their age
and understanding. Your healthcare team can help you to plan for these
conversations; just let them know you want that help. A Social Worker,

Psychologist, or Occupational Therapist can all help.

Below is a general outline of how children of different ages typically
understand and react to the experience of illness and some helpful
communication strategies. This information is relevant for your child with

a brain tumour and their siblings.
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Infants & Toddlers

- Have a limited awareness of - Increased irritability

illness - Crying

- Pick up on parents’ - Wanting to be close to you or
emotions, including anxiety seeming clingy

- Fear of being separated - Changes in sleeping or eating
from parents - Colic

- Don’t understand medical - Mild skin rash

procedures or the idea of - Going back to behaviour they had
short-term pain for long-term outgrown, such as thumb sucking,
benefit bedwetting, or using baby talk

Babies and toddlers need reassurance that they won’t be abandoned.
This is true for your child in hospital and siblings staying at home or with
other carers during hospitalisation. Even though young children may
not fully understand procedures or hospital visits well in advance, it is
important to inform them using simple, clear, and reassuring language,
usually close to the time of the event. Spend time with them, be present
during procedures, and make sure someone can be with them when you

need to take a break.
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Pre-schoolers (3-5 years)

- Understand sickness and
wellness

- May look for a cause for the
brain tumour, sometimes blaming
themselves

- Siblings may worry about
‘catching’ the brain tumour

- 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

- Nightmares, sleepwalking, sleep
talking, bedwetting

- Stuttering

- Baby talk

- Hyperactivity

- Being emotionally distant or shut
down

- Fear of separation, especially
during bedtime or going to
preschool/ daycare

- Aggression, such as hitting or
biting

School-aged Children (6-12 years)

- They are less likely to believe
that they caused the brain tumour
- They understand the concept
of needing medication and other
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
detailed explanation of brain
tumours

- Irritability

- Sadness and crying

- Anxiety, guilt, and jealousy

- Physical complaints like
headaches and stomach aches

- Separation anxiety when going
to school, fear of being left alone
- Siblings may have hostile
reactions towards their sick
sibling, such as yelling or fighting
- Siblings” behaviour may seem to
regress (go backwards) and they
may start acting younger than
what they are
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School-aged Children (6-12 years) continued

- Poor concentration,
daydreaming, and lack of
attention

- Decline in grades

- Becoming withdrawn and
isolated

Teenagers (13-18 years)

- They tend to focus on the
symptoms and how the brain
tumour affects their daily
activities, such as school, sports,
and social relationships

- They can comprehend the
connection between their
symptoms, the brain tumour, and
the role of treatment

- They can handle a complex
explanation of the brain tumour
and may have detailed questions,
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
and fitting in with others,
including worries about hair loss,
weight changes, and acceptance

- Desire for more independence
and to be treated like adults

- Feelings of anger and rebellion

- Criticism of your handling of the
‘illness situation’

- Experiencing depression, anxiety,
or worries about being different

- Displaying poor judgment

- Becoming withdrawn and
isolated

- Not caring about things (apathy)
- Physical symptoms like stomach
aches, headaches, and rashes

- More likely to internalise

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

- May argue against treatment
because they want to feel
‘normal’
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