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ABOUT THIS
RESOURCE
My name is Cassandra Bennett. I am a mother, wife, daughter, athlete and
accountant. In July 2018, at the age of 38, I was diagnosed with a Grade 2
astrocytoma, a slower growing, but intrusive brain tumour.
When I was diagnosed, I found a raft of information and tools for patients
and their families, but I could not find an easy way to keep track of all the
information that I had to manage throughout treatment. So, I teamed up
with my friend, Ana-Clara Toth (graphic designer extraordinaire), along
with some exceptional doctors, patients and carers. Our combined efforts
have resulted in the creation of Survivorship Diary-a resource specifically
designed to help patients and their families manage the information you
collect throughout each stage of treatment.
The Survivorship Diary is designed to arm you with some information about
what to expect through various stages of treatment, a list of questions you
might like to consider and a place to keep all your relevant information.
The development of this resource would not have been
possible without the support we have received from our
families, friends, doctors and the broader brain cancer
community. Thank you so much for all of your help.
TO MY BOYS - I hope we are together for many
years to come, but if you ever find yourselves
asking others what I was like, I hope they tell
you I was generous, loving and resilient. I want
to be able to demonstrate these qualities for you
now, and as you grow older and I hope you will
continue to show me these qualities, like the boys
I know you are. But above all, I want you to know
that you have brought immeasurable joy and
meaning to my life; I hope you will always know this.

@champagneandskittles
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IMAGE: Family retreat hosted by the Peace of Mind Foundation.
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We are proud to have partnered with some wonderful foundations to bring you this resource.
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We are sorry
you are here,
but VERY
pleased you
found us.
- Cass Bennett

SO,
YOU HAVE BEEN
DIAGNOSED
WITH A BRAIN
TUMOUR...
If you have just been diagnosed with a brain tumour, you and your family may experience
a flood of emotions. You may also find yourself in a new world of doctors, medical
appointments, MRI’s, surgeries, chemotherapy, radiation, or other treatment protocols.
Being organised early will help you navigate what is to come. This diary is designed to
help you and your family keep track of important information, appointments, medications,
and insurance information. We have also included key questions you should ask as you
move through each of the treatment regimens.
This could be the hardest thing you have ever endured, but being organised and having
a guide to navigate treatment will help you manage yourself and your health during this
confusing time.
NOW THAT YOU HAVE FOUND US, IT’S TIME TO DIG IN.

This diary has been dedicated in
loving memory of harper
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MY CALENDAR

WRITE YOUR IMPORTANT TREATMENT DATES IN THE CALENDAR.
THIS WILL HELP YOU STAY ON TRACK
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MY CALENDAR
NOTES:
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MY CALENDAR

WRITE YOUR IMPORTANT TREATMENT DATES IN THE CALENDAR.
THIS WILL HELP YOU STAY ON TRACK
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NOTES:
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MY CALENDAR

WRITE YOUR IMPORTANT TREATMENT DATES IN THE CALENDAR.
THIS WILL HELP YOU STAY ON TRACK
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Support, courage & community
for brain cancer patients, their
families & loved ones.

Peace of Mind Foundation are so pleased to be able to publish
and distribute the ‘Survivorship Diary’ to patients and their
families all across Australia.
The Peace of Mind Foundation is a not-for-profit organization created to give support,
courage and community to brain cancer patients, their carers, families and loved ones.
We are driven by a commitment to providing practical, emotional and financial support
nationwide that aims to alleviate the stress and demands of a brain cancer diagnosis.
By facilitating shared experiences, we create opportunities for ‘our community’ to connect.

peaceofmindfoundation.org.au

YOUR
MEDICAL
DIAGNOSIS
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WHAT IS
BRAIN CANCER?
There are two kinds of brain tumours – primary brain tumours (tumours that
originate in the brain) and metastatic tumours (tumours that originate in a
different organ but spread to the brain). Throughout this resource, we will be
explicitly referring to primary brain tumours.
PRIMARY BRAIN TUMOURS Primary Brain tumours are categorised according
to where the tumour originated, its pattern of growth and whether it is benign
or cancerous. The tumour is also graded by its degree of malignancy and its
chances of growing and spreading. There are approximately 130 different types
of brain tumour. Brain tumours are classified into two main types:
Benign slow-growing and unlikely to spread. Common types are meningiomas,
neuromas, pituitary tumours and craniopharyngiomas.
Malignant cancerous and able to spread into other parts of the brain or spinal
cord. Common types include astrocytomas, oligodendrogliomas, glioblastomas
and mixed gliomas.[1] Primary brain tumours and brain cancers virtually never
spread to other parts of the body.
METASTATIC CANCER (or Secondary) A tumour that starts somewhere else in
the body but spreads to the brain is considered secondary cancer and is called
a metastasis or metastases. As a very general rule of thumb, brain cancer does
not move to other parts of the body. So, brain cancer will not generally grow in
your breast or lungs, but some cancers metastasise from one part of the body to
the brain. The types of cancer most likely to spread like this are breast cancer,
kidney cancer, lung cancer, and skin cancer (or melanoma).
This diary is designed for patients who have brain tumours and contains
information that is specific to those who suffer from tumours or cancer that
originates in the brain (primary brain tumours). You can use this diary to help
manage your treatment for other types of cancer, but you may find that there is
a lot of information that is not related to different types of cancer or tumours.
TERMINOLOGY Something that can be really confronting early in the diagnosis
is the question of whether you have a benign brain tumour or malignant brain
cancer. But, in building this resource we found that many patients with benign
tumours face surgery, chemotherapy, radiation and are impacted by similar
challenges as those with malignant tumours. Throughout this diary we use the
terms ‘cancer’ and ‘tumour’ interchangeably. Medically, this may not be correct,
this is not a medical diary, it’s a tool for patients and carers, and we wanted to
make sure that all users felt this diary was designed for them.
If you have picked up this diary you are probably facing a brain cancer diagnosis,
or at least a treatment schedule that includes surgery, radiation and
chemotherapy. You call your disease what you think suits you best and then get
onto the job of dealing with it.
[1] Cancer.org.au. 2020. Brain Cancer | Causes, Symptoms & Treatments. [online] Available at: cancer.org.au [Accessed 26 November 2020].
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WHO
TREATS BRAIN
CANCER?
Brain Cancer is complex cancer and is treated by a range of specialists.
Patients are usually delegated to the care of their regional “Neuro-Oncology
Multi-Disciplinary Team” (MDT).
You may need assistance from the following medical specialists:
NEUROSURGEONS are the specialists that carry out surgery and advise on
surgical options.
NEURO PATHOLOGISTS make a diagnosis and formulate the
histopathological report.
MEDICAL ONCOLOGISTS oversee chemotherapy treatments and other
medication based treatments.
RADIATION ONCOLOGISTS deliver radiation treatments and assist in the
interpretation of follow-up imaging.
NEUROLOGISTS advise on seizure activity and other symptoms of
irregularities such as reduced sensation.
CLINICAL NURSE SPECIALISTS are specialists’ nurses who support patients
during and after treatment. These nurses will usually become the first port of
call for patients and families.
GENERAL PRACTITIONERS assist patients in dealing with the day to day
management of disease, side effects and provide referrals to specialists.
ALLIED HEALTH PROFESSIONALS can assist with many programs that
help patients with key living requirements. These specialities include
Physiotherapists, Occupational Therapists, Speech and Language Therapists
and Dieticians.
CLINICAL NEUROPSYCHOLOGISTS manage the cognitive and psychological
aspects of patient care.
PALLIATIVE CARE SPECIALISTS assist patients and families with specialist
clinical management and end of life treatment. Palliative Care specialists
are not usually in the MDT meetings, but they become key members of your
medical team if the disease progresses.
Usually these teams meet on a regular basis to discuss patients under their
care. Being familiar with your team and how they work together will help you
engage effectively with each stage of your treatment.

IMPORTANT INFORMATION
QUESTIONS TO CONSIDER ABOUT YOUR DIAGNOSIS

What type and grade of tumour do I have?

Where in my brain is the tumour and how big is my tumour?

Can the tumour be accessed via surgery?

What caused the tumour? Are other members of my family at greater risk of developing a brain tumour?

How can I make sure that all the doctors that need to see my results are receiving copies?

What can be done if I am nervous about confined spaces - such as the MRI machine?

Which of my doctors should receive a copy of the various imaging and pathology reports?

What scans and tests will I need to have? And what will these tests tell us?

What can I do if I am feeling sad, unsettled or angry?

Where can I get support services for the management of my condition?

What services can assist me throughout my diagnosis?

What is my short-term/long-term prognosis?

Further questions:

ADAPTED FROM Brain Tumour Alliance Australia (BTAA), 2016. It’s Okay To Ask. Canberra: BTAA.
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MY MEDICAL INFORMATION
KEY DETAILS ABOUT YOUR DIAGNOSIS AND TREATMENT

TREATMENT PLAN:

HEALTHCARE DETAILS:

Diagnosis:

Medicare Number:
Reference Number:

WHO Grade:

Private Health Insurance: Y / N

Tumour Location:

Provider:

Advanced Analysis Results:

Membership Number:

IDH1 / IDH2 / BRAF

MGMT analysis:

MY MEDICAL TEAM:
DOCTOR/SPECIALIST
General Practitioner

Neurosurgeon

Medical Oncologist

Radiation Oncologists

Psychologist

Neurologist

Palliative Care Specialist

Care Coordinator

NOTES:
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CONTACT PHONE

CONTACT EMAIL

MY MEDICAL INFORMATION
KEY DETAILS ABOUT YOUR DIAGNOSIS AND TREATMENT

WHERE IS MY TUMOUR?
The location of your tumour will impact the symptoms you may experience and the treatments that are available.
Ask your doctors to mark the location of your tumour on the diagram below.

FRONTAL LOBE
- Movement
- Behaviour
- Decision making
- Planning
- Initiative
- Mood

- Reasoning
- Memory
- Personality
- Judgement
- Inhibition

PARIETAL LOBE
- Telling Right from Left
- Sensations		

- Calculations
- Reading & Writing

OCCIPITAL LOBE
- Vision

CEREBELLUM
- Coordination - Balance
- Fine Muscle Control

TEMPORAL LOBE
- Language comprehention - Behaviour
- Memory		
- Hearing
- Emotions		
- Seizures

PITUITARY GLAND
- Hormones
- Growth
- Fertility

BRAIN STEM
- Breathing
- Heartbeat

- Blood Pressure
- Swallowing

NOTES:
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MY MEDICAL INFORMATION
KEY DETAILS ABOUT YOUR DIAGNOSIS AND TREATMENT

TREATMENT PLAN
Surgery Surgery Date:
Extent of resection:

Post op complications:

Notes -

Radiation Start Date:						End Date:			
Hospital:							

Doctor:			

Notes -

Chemotherapy Start Date:						

End Date:			

During radiation

Hospital:							

Doctor:			

Post radiation

Notes -

Other Treatments -
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CONSIDERATIONS ONCE
YOU ARE DIAGNOSED
When first diagnosed with a brain tumour, there are a few things that you should consider, in addition to your treatment plan.
You do not need to have all the answers straight away, below are a few questions to consider.
PICK YOUR TEAM Identify the person in your life that you
want to have involved in your medical care. This person may
need to make decisions for you in the case that you are not
able to act as a primary decision-maker. Depending on your
condition, you may wish to delegate this person as Power of
Attorney (POA) or Enduring Guardian. You can have multiple
POA’s, especially if you must undergo brain surgery. Have your
family lawyer or advisor assist with these arrangements.
A good General Practitioner (GP) can assist you in navigating
the enormity of what’s to come. After diagnosis, you may find
that you don’t see your GP often, but it is helpful to have a clinic
that knows you, your family and your diagnosis. They can assist
with flu shots, any symptom management concerns and 12-month
referrals (your specialist can only assist with 3-month referrals).
Get to know your pharmacist. Your pharmacist can help with
managing medications and scripts as well as medication
organisers such as Webster packs.
MANAGING ALL THE INFORMATION Ensure you bring
support people (including and your POA) with you to your
appointments, as you will all hear different parts of the
information delivered (there are some estimates that patients
take in about 30% of the information provided during difficult
consultations). It is useful to stitch together these different
perspectives after appointments, to make sure you understand
all the information that was delivered by your doctor.
Handling all of the health records can also be tricky. Use My
Health Record (myhealthrecord.gov.au) to keep an electronic
record of all your reports, tests, scans, medications and referral
letters. You can also share information with your family, which
may help you manage your overall care. My Health Record is
free and can be accessed securely online.
DAILY PLANNER Consider using a daily planner for your day
to day activities. This will enable you to manage time, energy
levels as well as assit in planning medical appointments and
medication reminders. Your daily planner could simply be a
physical diary or an electronic solution (Google, iCal, Outlook).

20 THE SURVIVORSHIP DIARY

CLINICAL TRIALS You or your carer should keep track of any
clinical trials that might be relevant to your condition.
You can also ask your medical oncologist to assist you. Not all
trials apply to every patient, but it is worth staying informed
about the research that relates to you. You are your own best
advocate. Visit the BTAA (btaa.org.au) and sign up for their
mailing list to receive updates about relevant trials being
conducted worldwide. Or visit australiancancertrials.gov.au
to read about trials being conducted in Australia.
MANAGING YOUR FINANCIAL SITUATION Ensure that you
understand your financial position, your insurances, sick leave
entitlements, annual leave, and long service leave.
Your financial planner can help you put together a plan to deal
with time off work, and manage financial commitments (such
as mortgage payments). It may seem like a daunting task, but if
you sit down and work through this early, it can help you make
longer-term decisions about what your family budget will look
like and which levers you can pull if you can’t go back to work.
SECOND OPINIONS If you feel you would like to see another
doctor or consider a different approach than what is being
offered by your surgeon or oncologists, you can ask for a
“Second opinion”. Always feel free to seek a second opinion.
Doctors are not offended by this; you must be confident that
you are undertaking your best option for treatment, whether it
be surgery/radiotherapy/chemotherapy/immunotherapy
or a combination.
FAMILY PLANNING Start thinking whether you would like to
consider any issues relating to fertility or family planning issues
for the future. Talk to your doctors about this early to ensure
you understand the treatments and possible side effects
relating to fertility.

CONSIDERATIONS
FOR THE CARER
Carers play a vital role in the journey of a brain tumour patient. You might find yourself attending medical appointments, shouldering more
at home, and facing a new future, not of your choosing. There is, of course, a lot of focus on the patient, but carers must have a plan in
place to manage what is ahead.
ASK FOR AND ACCEPT ANY HELP THAT IS AVAILABLE
TO YOU When you become a carer, there is an incredible
amount of work to do. It will be physically, mentally and
emotionally taxing. For the best outcomes for you and the
patient, find ways to lessen the load by reaching out to trusted
people around you. A broader group can help by assisting with
meals, cleaning, respite and helping with shopping or driving.
As a carer, you should also consider your own wellbeing.
Consider engaging with psychological support such as a Clinical
Psychologist or Counsellor - your GP or support nurse can help
with the referral. The bottom line is, you cannot help someone
else if you are not coping yourself.
KEEP ON TOP OF THE DAILY ‘STUFF’ Develop a
system to help manage daily ‘stuff’ such as medication and
appointments. Having a whiteboard (or use an electronic
calender system) at home can assist with managing
appointments, plans for each day of the week, and will help
you and the patient stay on top of things - it’s visible for all to
see and can be a useful tool if the person you are caring for
has memory problems.
You can also ask your chemist to assist with medicine
management by creating ‘Webster Packs’ or tablet organisers.
These organisers are filled with all medications dispensed,
ready to take, and labelled for each day.

BE ACTIVE IN DECISIONS ABOUT CARE When receiving
a diagnosis such as this it can be difficult for people to
understand or know what to expect from healthcare providers.
As there is a lot of reliance placed on the medical professionals
you will be dealing with, there is a tendency to assume that
‘doctor knows best’. In most cases, this will be correct, but
each patient and their carers have the last say about the
procedures and tests undertaken. To help both patients and
their carers navigate these decisions, a ‘Brain Tumour Patients
Charter of Rights’ has been developed. You can view the
document at “peaceofmindfoundation.org.au”. Use this as a
prompt to ensure you are receiving all the care and medical
options available to you.
STAY AWAY FROM DR GOOGLE When you or a loved one
first receive a diagnosis like this the desire to “Google” it can
be overwhelming. Don’t.
Google cannot tell you anything about your personal situation
and cannot provide any better information than your doctors.
If you are inclined to do your own research, ask your doctors to
provide you with any medical studies or references they
feel will benefit you, and resist the temptation to research
through Google.

HAVE THE “ICKY” CONVERSATIONS EARLY These
conversations will include issues such as life support, financial
management and expectations about quality of life. Ensure that
all decisions and discussions are documented and can be drawn
upon when needed.
Depending on the diagnosis, you should consider whether you
need an Advanced Care Directive. Patients and their families
use Advanced Care Directives to record decisions about
healthcare treatments patients are willing to undertake and any
those they wish to refuse if they are unable to communicate.
Advanced Care Directives also identify the person or people
a patient nominates to make decisions for them and, details
of what is important to them (ie. values and life goals). More
information can be found at health.nsw.gov.au.
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YOUR TREATMENT
PATHWAY
FROM DETECTION TO TREATMENT & MANAGEMENT

1.

DETECTION OF TUMOUR: Tumours are found
through imaging processes such as CT or MRI.

2.
3.

SURGERY: Surgeries are conducted to either
remove part / all of the tumour or to take a biopsy.

TUMOUR ANALYSIS AND GENOME SEQUENCING:
Pathological analysis completed on a sample of the tumour
removed during surgery.

4.

RADIATION: Usually undertaken as an outpatient for 5 days per
week for 5-6 weeks. Highly specialist and targeted treatment.

5.
6.

CHEMOTHERAPY: Usually undertaken as an
outpatient therapy. Treatment is mostly delivered
in a tablet form.

LIVING WITH BRAIN CANCER: Living with brain cancer can present some
challenges, so it is important to surround yourself with an effective team.
This team could include several specialists such as Psychologist, Social worker,
Dietitian, Occupational Therapist, Brain Cancer Nurse, Physiotherapist.

7.

PALLIATIVE CARE: Some patients will need to consider palliative options.
This is not only end of life care. These practitioners can provide advice on
medication and pain management as well as end of life options.

imaging & SCANS
After diagnosis, patients often start a consistent and ongoing regimen of scans, such as CT, MRI and PET Scans. These tests enable
doctors to monitor the activity of the tumour. These scans are not always covered by the Medical Benefits Schedule (MBS) and can
incur an out of pocket cost for Australian patients. Discuss this with your doctor when booking in for these tests to ensure you are
fully aware of any out of pocket costs.
THE KEY DIAGNOSTICS SCANS INCLUDE Computed tomography scan (CT Scan previously known
as a CAT scan): A CT scan is a scan that takes a three
- dimensional picture of a part of the body. CT scanning
equipment consists of a large gantry (a supporting structure)
with a circular hole. Inside the gantry is a rotating ring that
carries the x-ray source and electronic x-ray detectors.[1] The
patient lies down on the bed, which then moves into the
scanning area. Multiple x-ray projections are taken in thin
cross-sections along the person’s body (imagine a loaf of
sliced bread). The detectors collect the x-ray information from
each cross-section and send them to a special computer that
combines them into an image.
Magnetic resonance spectroscopy (MRI): An MRI uses
a powerful magnet to provide clear and detailed images of
structures in the body. For patients with brain tumours, MRI
is the primary imaging scan used to manage and track the
activity of the tumour. Sometimes patients require a “contrast”
solution to be injected partway through the scan, which helps
with further detail of the tumour, or other structures. While the
scan is non-invasive, patients sometimes find some discomfort
in the small space inside the machine, the noises made by the
machine and the need to remain very still for up to 45 minutes
at a time.
There are a number of different sequences that can be used to
help work out what a tumour is, and also for surgical planning.
These include MR Spectroscopy, MR Angiography (MRA) or MR
Venography (MRV). These sequences are not always used, but
can be helpful in specific instances. To help with these concerns,
patients should discuss the scan and the requirements with the
imaging team before starting the test.
Positron emission tomography (PET): Positron emission
tomography (PET) is an imaging procedure that provides
information about how a system in the body is working. The
PET scanner has a ring of detectors that surround the patient.
Patients are injected with a small amount of ‘positron-emitting’
radioactive material. Images of the body are then taken using
a PET scanner. The camera detects emissions from the injected
material, and the computer then creates two and threedimensional images of the area.
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This process may help answer the MRI abnormality of a tumour,
and if the tumour is high or low grade. CT scans are fused
with PET images, allowing the nuclear medicine specialist to
combine the structural information about your brain, which
improves accuracy of the test.
WHAT TO DO IF YOU ARE NERVOUS ABOUT BEING
INSIDE THE MRI OR PET MACHINES To achieve the most
accurate results, CT, MRI and PET Scans require that patients
remain very still while they are in the machine. Remaining
still can be difficult if the patients are concerned about small
spaces, or are claustrophobic. Claustrophobia is different for
everyone, and the impacts can range from mild to debilitating.
Additionally, the quality of the images taken can be impacted
if the feelings of anxiousness and worry cause the patient to
move while in the scanner. Below are suggestions on how to
overcome these concerns and remain calm during the scan.
- See the machine in advance, so you know what to expect
before you turn up for your first scan.
- Bring someone to provide support before and after the
scan (but remember that this person cannot come into
the room with you during the scan).
- Ask the clinic if they can provide music as a distraction
while you are inside the machine.
- If you feel that your claustrophobia will interfere with the
quality of the imaging and scans, consider asking the
doctor to provide a mild sedative before you have your scan.
[1] CT scan - Better Health Channel. betterhealth.vic.gov.au

Pathology and
blood tests
Throughout treatment, you will require a series of blood tests to help monitor the disease and your health and wellbeing,
especially if you are on chemotherapy.
The results of these tests will help your doctors monitor how
you are coping with treatment and will alert the doctors if
your body us is not reacting appropriately. Not everyone is
comfortable with needles and if this is the case for you there
are a few things you can do to help make the blood tests less
worrying.
- Let the person who is taking the sample know if you
have had a previous bad experience, such as feeling
light-headed or have fainted while having your blood
drawn and ask to lie down for the procedure.
- Take in three slow breaths, counting for each and
breathing through your nose. Push your stomach out as
you breathe in. Breathe out through your mouth as you
count to six. Find a focal point in the room to look at.

ADVANCED PATHOLOGY To understand the type of tumour
a patient has doctors need to take a sample of the tumour for
sequencing and pathology review. This is an important step,
as doctors cannot make decisions about treatment unless they
know what kind of tumour the patient has. For this reason, a
sample is taken from the section that is removed in surgery
and examined. This work can take about ten working days
following the surgery.
Once doctors have a sample, more advanced analysis can also
be undertaken. This type of analysis often means sending a
sample of the tumour to specialist labs which might not be in
Australia. This type of analysis can be costly.
You should discuss this with your doctors and ensure you
understand what questions you intend to answer from the
testing and if you are comfortable with any out of pocket costs.

- Count slowly and silently backwards from ten.
- Hold a conversation with someone else in the room to
create a distraction.

SCANXIETY
Sometimes scans cause some anxiety, or to those of us in the
business, “Scanxiety”.
Many patients experience feelings of nervousness and worry
as each new scan approaches, which is understandable
as the results of the various scans dictate the path forward
for patients and their families. There is no magic solution to
dealing with ‘scanxiety’, and there is no one-trick that works
for everyone. Below is a list of things you can try to help and
alleviate the worry before receiving results
- Identify your ‘go-to’ people

- Talk to your doctor

- Shift your thinking

- Get some sleep
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OR ANY IMPORTANT QUESTIONS FOR YOUR MEDICAL PRACTITIONERS
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SURGICAL
NOTES
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YOUR
SURGERY
INFORMATION
Surgery is often the first step in treatment. The primary goal of surgery is to
establish a diagnosis by taking a biopsy of the tumour. The second goal of
surgery is to remove as much of the tumour as possible while minimising the
chance of causing a permanent brain injury.
Typically, patients are under general anaesthetic (asleep) throughout the
operation. With some tumour locations, the neurosurgeon may choose to
perform surgery under a local anaesthetic and light sedation (awake) to monitor
function as the tumour is removed.
Surgery is undertaken with a procedure called a craniotomy (removal of a piece
of skull). Following surgery, the neurosurgeon will usually replace the removed
portion and close the wound. Neurosurgery is generally not painful as the brain
does not feel pain; however, the coverings of the brain, skull lining and scalp do;
this may cause some discomfort and is usually managed with medication.
During the procedure, the neurosurgeon will often send a small sample of the
tumour to a pathologist and perform a ‘frozen section’ or ‘smear’, which is a
quick examination of the specimen. A complete analysis of the tumour is called
‘histopathology’. This analysis requires a technique called immunochemistry;
and usually takes about 3-5 working days. The result is usually enough to decide
the next steps of your treatment. Sometimes more detailed genetic testing
is necessary for tumours, such as “glioma”, where this testing may influence
treatment post-surgery. This test can take up to a few weeks.
BEFORE SURGERY In the days and weeks before surgery, try to relax and get
as much sleep as possible. Do not make any drastic changes to your routine.
Make sure to stop any anti-inflammatory medications, fish oil and blood thinners
(such as Warfarin, Novel Oral anticoagulants (NOACS) and Aspirin) before
surgery, as instructed by your surgeon. The surgeon will decide on the day
how much hair needs to be removed (if any). Your surgeon will explain the risks
related to surgery and expected outcomes. You will be asked to acknowledge
your consent for both risks associated with surgery and any out-of-pocket costs
(Informed Financial Consent).
Your neurosurgeon will usually ask you to have an MRI taken the day before
surgery to enable your medical team to map the location of the tumour and the
path for biopsy or removal. If possible, wash your hair prior, as after your MRI it
is not possible due to small registration “buttons” attached to your scalp.
These buttons need to remain in place for surgery.
OTHER CONSIDERATIONS The vast majority of neurosurgical operations are
safe in regards to survival and unexpected complications, however, any surgery
does carry some risk, and even ‘simple’ surgeries may have unintended impacts.
For this reason, ensure that your wishes are known to your family, carers and
any advisors (lawyers or financial planner), consider a temporary General Power
of Attorney for greater risk surgical procedures.
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Surgery
and
recovery
On the day of surgery, you will need to not eat and drink (fast) for a period
as instructed by your surgeon and anaesthetist. It is normal to be anxious
or nervous before surgery but try to remain calm and relaxed in the hours
before your surgery.
You will meet with your surgeon and anaesthetist in the pre-operative area
before surgery. They will go through the significant steps of the surgery
again and make sure that nothing has changed since they last saw you.
Once the surgery is complete, you will usually spend the first night in the
ICU where you can be monitored to ensure everything is going to plan.
AFTER SURGERY: In the days after surgery, your surgeon will come to
see you in the hospital to ensure your pain is well managed, the wound is
healing, your medications are appropriate and ensure you are receiving
optimal care. In the majority of cases, another MRI will be performed the
day after surgery.
The brain does not feel pain; however, you may have discomfort at the
wound site. Generally, you will not have a lot of pain after surgery. In most
cases, you will be given medication to control swelling in the brain called
Dexamethasone and sometimes medication to control seizures, even if you
have never had an episode. You will be gradually weaned from
Dexamethasone, but sometimes your neurosurgeon will keep you on seizure
medication for a few weeks or months.
After you are discharged from hospital, it always takes a little more time to
adapt to being home. Going from a hospital, with nurses, to a non-hospital
setting at home can be challenging, especially if you have lots of home
duties. Do not hesitate to ask your neurosurgeon to stay an extra day if you
feel like you need it. Remember that you had major surgery; it’s not a sign
of weakness to ask for help. Take advantage of the time in hospital to rest
and recover. Your surgeon will give you instructions on how to treat your
wound when stitches or staples need to be removed, and when it is safe to
shower, wash or dye your hair. Sometimes surgeons use clips to heal the
skull after the tumour has been removed. These clips need to be removed
approximately 10-14 days after surgery, which may cause some anxiety or
logistical concerns for patients. Discuss these concerns with your doctor
before leaving hospital. If you have any signs of fluid from the wound, fever,
redness, or swelling around the wound, notify your surgeon immediately.
In most cases, there will be a period where you cannot drive a vehicle; the
surgeon and road traffic authorities will detearmine this in your state.

IMPORTANT INFORMATION
QUESTIONS TO CONSIDER BEFORE YOUR SURGERY

Can you describe the surgery you are proposing?

What are the key risks?

How likely is it that a problem will occur?

Are there any expected side effects of the surgery, and will they be permanent?

How much of the tumour do you think you can remove safely?

Will you need to shave part or all my hair? Will I have a scar? How big will it be?

How will the wound be closed, and how will I need to care for it afterwards?

Who will you have assisting you and have you worked with them before?

Do you work as a part of a multidisciplinary team, and if so, who else is on the team and how often do you meet?

How long will I be in the hospital for?

How will we know if the surgery has worked?

Will I need more scans after the surgery?

How much will the surgery cost? Will there be any extra costs I should know about?

Instructions re: driving/swimming/working/sport/exercise/physical exertion?

ADAPTED FROM Brain Tumour Alliance Australia (BTAA), 2016. It’s Okay To Ask. Canberra: BTAA.
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SURGERY AND SURGICAL NOTES
KEY NOTES ABOUT YOUR SURGICAL TEAM AND HOSPITAL

HOSPITAL DETAILS:

EMERGENCY CONTACT:

Name:

Name:
Relationship:
Contact number:

Address:

Contact number:
ADDITIONAL DETAILS:
Admission date:
Expected length of stay:
Contact:

MY MEDICAL TEAM:
DOCTOR/SPECIALIST
Neurosurgeon

Anesthetist

Assisting Doctor

NOTES:
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CONTACT PHONE

CONTACT EMAIL

SURGERY AND SURGICAL NOTES
IMPORTANT PRE SURGICAL INFORMATION

SURGERY INFORMATION

POTENTIAL COMPLICATIONS

Date of pre-surgical MRI:
Awake surgery: Y / N
Expected outcome from surgery:

Percentage removal:

SUPPORT REQUIREMENTS POST SURGERY

HOW I’M FEELING ABOUT MY SURGERY
Pre-surgery:

Post-surgery:

NOTES:
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POST SURGERY NOTES
IMPORTANT NOTES ON YOUR POST-SURGICAL CARE

SURGERY INFORMATION:

SUPPORT REQUIREMENTS
POST SURGERY:

Date of post-surgical MRI:

Surgeon report:

Percentage removal:

Post MRI report:

POST SURGERY:
Pain management plan:

Surgical site care:

Side effects post-surgery:

Post-surgical follow up plan:

Post surgical medications:
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YOUR HOSPITAL CHECKLIST

ENSURE TO CHECK YOU HAVE PACKED IMPORTANT ITEMS FOR YOUR STAY IN HOSPITAL

PAPERWORK:

MISCELLENEOUS:

Doctor’s Admission letter

Chargers for devices

Consent forms

Notebook and pen

Scans and related CDs

Change for vending machines

Health Fund Details

Books, magazines, games, playing cards

Relevant MRIs, x-rays or test results
Pension health benefits card (if applicable)

DO NOT BRING:

Pharmaceutical benefits card (if applicable)

Valuables

Certified copy of advanced health directive or
enduring power of attorney (if required)

Cigarettes

Medicare card

Jewellery
Large amounts of cash

PERSONAL:
Regular medications in original packaging
Spare bed clothes
Closed in shoes/slippers with non-slip soles
Thongs or flip flops for shower
Toiletries
Aids such as walking sticks, hearing aids or
glasses/contact lenses

NOTES:
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RECORDING YOUR RECOVERY OR ANY IMPORTANT QUESTIONS FOR YOUR PRACTITIONERS
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RADIATION
NOTES
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WHAT TO
EXPECT FROM
RADIATION
Radiation therapy uses a controlled dose of radiation to kill or damage cancer
cells so that they cannot grow, multiply or spread. The radiation is usually given
in the form of High energy X-ray beams (also known as photons), but protons
(particle therapy) and gamma rays (from radioactive sources) can also be used.
It is a localised treatment which means it generally affects only the part of the
body where the radiation is targeted.
Radiation is required by almost half of all cancer patients, and it is one of the
most effective treatments available. For brain tumour patients, radiation therapy
may be used after surgery to reduce the risk of the tumour growing back, or it
can be delivered to control a tumour where surgery is not able to be performed.
RADIATION THERAPY is carefully planned for each individual to ensure an
accurate dose is delivered to the tumour, and the minimal dose is delivered to
the surrounding normal brain. One to two weeks before patients start radiation
therapy a planning appointment will be performed to take measurements of
your body and do a CT (and possibly an MRI) to work out the precise area to be
treated. It is likely that during the planning and treatment sessions that you will
need to wear a plastic mask that is fitted for you. The mask is made of a
tight-fitting mesh that will keep you very still and is attached to the bed. You
will wear it for only about 10 to 15 minutes at a time. You will be able to see and
breathe through the mask, however it may seem a little daunting at first.
If you feel that the mask is making you anxious, speak with your Radiation
Oncologist and they can assist with strategies for managing nerves or prescribe
medications if necessary. After planning, you are no longer needed at the
hospital until the start of treatment.
RADIATION ONCOLOGIST designs the treatment by using all of the imaging
(CT/MRI/PET scan) to create a computerised 3-D reconstruction of your brain,
with the tumour and the normal parts of the brain outlined. The radiation
therapists place multiple beams onto the reconstructed brain images to target
the tumour and the sites where the tumour can spread within the brain while
minimising the dose to the surrounding normal brain. Once that plan has been
produced in the computer, a radiation physicist checks the radiation doses to
confirm that it is accurate and safe to be delivered.
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RADIATION
TREATMENT
DELIVERY
During each treatment, the radiation therapist will accompany you into
the treatment room and lay you down on the machine and apply the mask.
Several checks will be completed, and then the Radiation therapist will leave
the room to commence the treatment.
There are more checks to confirm your position as the beams need to
be accurate to within a few millimetres. Each treatment will take 10 to 15
minutes and is delivered by a machine known as a Linear Accelerator. The
treatment is painless. Most patients will not feel any different during the
sessions, and you will be closely monitored at all times by the radiation
therapists. The bed may move during the treatment and part of the machine
(gantry) will move around you as well but will not touch you. This treatment
will not make you radioactive.
Most patients having radiotherapy for a brain tumour will be able to go
home each day. You will not be able to drive during your treatment. You will
see your radiation oncologist regularly during Radiotherapy to monitor your
progress.
It is normal and very common to feel anxious about your treatment. Please
talk with your radiation oncologist and your radiation therapist as there are
several strategies the radiation team can use to help you relax.
These include education, music or a favourite playlist in the treatment room,
simple breathing techniques and meditation. The radiation team can also
use medication if required.
The most common way to give radiation therapy is to give a small dose
of radiation each weekday for about six weeks, although sometimes
shorter treatments (over two to three weeks) can be used. By giving small
treatments each day, the tumour cells have more chance of being damaged
so that they are unable to grow, and the normal healthy brain has more
recovery time reducing the chance of side effects.
If you are receiving treatment away from home, talk to your doctor about
possible financial support for a hotel stay so that you are not required to
travel long distances every day.

TREATMENT
DELIVERY
SIDE EFFECTS OF RADIATION Radiation therapy is carefully planned to do as little harm as possible to the healthy normal tissue
around the cancer, but side effects can occur.
During the treatment, possible side effects include headaches and nausea, which are often controlled with medications. Hair loss, scalp
irritation, dulled hearing and tiredness can also occur. These side effects usually improve within a few weeks after treatment has
been completed. A small number of patients having radiotherapy to the brain can have side effects that occur months or years after
treatment. These effects can include impairment of memory and concentration.
OTHER CONSIDERATIONS There are a few issues patients should consider before treatment starts including:
- Try to quit smoking, keep up a balanced healthy diet and good sleep habits
- Organise assistance with meals and housework
- Keeping active is encouraged if you are able to during your treatment
- Schedule some time with family and friends during treatment
- See a psychologist or exercise professional to assist with your recovery if needed.
RADIATION SCHEDULES There are three radiation schedules used to deliver radiation for Brain Cancer:
- Fractionated: Small frequent doses often delivered over 3 weeks or 6 weeks such as IMRT or 3D conformal Radiation Therapy.
- Stereotactic radiotherapy (SRT or FSRT): higher doses delivered over 1-2 weeks.
- Stereotactic radiosurgery (SRS): single high dose delivered in one day only.
Most patients with glioma (the most common type of brain tumours) receive fractionated radiotherapy. Still, treatment plans will
depend heavily on the size and type of tumour, where the tumour is in the brain and other available treatment options (such as
surgery). Your Radiation Oncologist will recommend and design your personalised treatment, but you can ask to understand why
they have chosen the treatment plan.
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IMPORTANT INFORMATION
QUESTIONS TO CONSIDER ABOUT YOUR RADIATION

How will radiation impact my thinking and cognitive functions?

Can I exercise while I am in treatment?

What type of radiotherapy will I receive?

Will I have to undergo any procedures before the radiation?

Will my skin be affected? Will I lose my hair?

Are there any foods I should avoid or limit (ie. Citrus)?

What are the side effects of the radiation?

How do I contact the radiotherapy department?

How much will treatment cost?

Where can I get more information about the treatment?

What problems should I be on the look out for?

What is the aim of the radiation treatment? (How will we know if it has been successful?)

Further questions:

ADAPTED FROM Brain Tumour Alliance Australia (BTAA), 2016. It’s Okay To Ask. Canberra: BTAA.
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RADIATION NOTES

IMPORTANT INFORMATION ABOUT RADIATION

HOSPITAL DETAILS:

EMERGENCY CONTACT:

Name:

Name:
Relationship:

Address:

Contact number:
Secondary number:
ADDITIONAL DETAILS:

Contact number:
Admission date:
Contact:

MY RADIATION TEAM:
DOCTOR/SPECIALIST

CONTACT PHONE

CONTACT EMAIL

Radiation Oncologists

Radiation Therapists

Clinical Nurse Specialists

Allied Health Professionals

Dietician

Speech Pathologists

Social Worker

NOTES:
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RADIATION NOTES
IMPORTANT PRE-RADIATION NOTES

TREATMENTS

POTENTIAL COMPLICATIONS
Increased weakness / Confusion / Vomiting

Type of Radiation:
IMRT

Radiosurgery

Stereotactic

Radiation Target:
Brain Tumour Only

Whole Brain

Brain + Spinal Cord

Spinal Cord Only

PLANNING AND MASK MAKING SESSIONS

RELAXATION TECHNIQUES

First date:

Second date:

NOTES:
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SKIN AND HAIR CARE

POST RADIATION NOTES
IMPORTANT POST-RADIATION NOTES

RADIATION INFORMATION:
Expected outcome from radiation:

SUPPORT REQUIREMENTS
POST RADIATION:
Post radiation report:

POST RADIATION:
Radiation date:
Dexamethasone weaning schedule/plan:

Radiation site care:

Side effects post-radiation:

Dates of next MRI:

Post radiation medications:
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RADIATION TREATMENT DATES
KEY RADIATION TREATMENT TIMES AND DETAILS

WEEK ONE:

WEEK TWO:

Date:

Date:

Time:

Time:

Protocol:

Protocol:

Side effects:

Side effects:

How well do you feel?

How well do you feel?

FEELING UNWELL

FEELING TERRIFIC

WEEK THREE:

FEELING UNWELL

WEEK FOUR:

Date:

Date:

Time:

Time:

Protocol:

Protocol:

Side effects:

Side effects:

How well do you feel?

How well do you feel?

FEELING UNWELL

NOTES:
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FEELING TERRIFIC

FEELING TERRIFIC

FEELING UNWELL

FEELING TERRIFIC

RADIATION TREATMENT DATES
KEY RADIATION TREATMENT TIMES AND DETAILS

WEEK FIVE:

WEEK SIX:

Date:

Date:

Time:

Time:

Protocol:

Protocol:

Side effects:

Side effects:

How well do you feel?

How well do you feel?

FEELING UNWELL

FEELING TERRIFIC

FEELING UNWELL

FEELING TERRIFIC

NOTES:

PATIENT - thewolfyfoundation.org

You don’t only live once. You die once
but you live

every single day
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YOUR RECOVERY OR ANY IMPORTANT QUESTIONS FOR YOUR DOCTORS
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CHEMOTHERAPY
NOTES
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WHAT TO
EXPECT FROM
CHEMOTHERAPY
Chemotherapy is used to destroy cancer cells. Because cancer cells are defined
as cells that are growing and dividing faster than normal cells, chemotherapy
works by stopping the cells from growing, dividing, and making more cells.
For Brain Cancer, the standard chemotherapy treatment is a medication called
Temozolomide (or TMZ). Temozolomide is delivered in a capsule (no intravenous
infusions). Your medical oncologist will prescribe the most appropriate dose by
assessing your height and weight.
The Temozolomide should be taken at roughly the same time every day, and the
capsules should be taken whole and never broken. Taking the medication
at night, before bed, can help reduce the impact of nausea.
After your first round, your doctor may adjust the dosage based on the results of
blood cell counts and any side effects you may have experienced. 1 Blood tests
will be conducted regularly to assess how well your kidneys and liver are working,
and MRIs are usually repeated every 8-12 weeks to track changes in the tumour.
SIDE EFFECTS Common side effects include nausea, vomiting and fatigue.
Your medical oncologist can prescribe medication to help manage these side
effects easily. Other less common side effects are headache, loss of appetite,
weight loss, fever or high temperature, rash, hair loss, itching, dizziness,
weakness, general body pain, stomach ulcers, coughing and sleeplessness.
If you experience these side effects speak to your medical oncologist.
Temozolomide may also cause a drop in your white blood cell count which can
leave you open to infection. Your oncologist may prescribe an antibiotic.
If you notice any of the below symptoms, you should contact your medical
oncologist immediately or attend your local hospital Emergency Department:
2

- Shortness of breath
- Tingling or numbness of hands and feet
- Bruising
- Bleeding, pallor or severe tiredness which may indicate a low blood count
- New or recurring infections
- Chills or fever
- Development of red or purple spots on your skin
- Symptoms of diabetes, including passing large amount of urine or constant thirst
These may be serious side effects and need urgent medical attention.3
1
3

Temodol Product information. Date approved 16 July 2016 | 2 Temodol Product information. Date approved 16 July 2016
Temodol Product information. Date approved 16 July 2016
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CHEMOTHERAPY
TREATMENTS
TEMOZOLOMIDE DO’S AND DON’TS The following table details a list of items
you should be aware of while taking Temozolomide.
DO

DON’T

Take Temozolomide on an empty stomach.

Split the capsules. If the capsules are opened or
damaged, ensure that you do not inhale the powder
in the capsules or get the powder on your skin or in
your nose or mouth.

Contact your doctor or the poisons centre if you take
too much (13 11 26)

Do not chew the capsules. They must always be
swallowed whole.

If you miss a dose take the dose as soon as possible
during the same day if a full day has gone by do
not take a double dose unless your doctor tells you
to do so.

If you vomit up the capsule, do not take another
dose that day. If the vomiting persists, contact your
doctor.

Tell your doctor if you are taking other medications,
including health food supplements. Some of the
medicines can impact how TMZ works.

When taking Temozolomide, ensure that you or your
partner do not become pregnant. TMZ may cause
birth defects, so birth control and barrier method
contraception are strongly advised.1

SAFETY CONSIDERATIONS WHILE TAKING TEMOZOLOMIDE For the days
of the month and the week, you need to be careful with your bodily fluids. Protect
the people you live with by always flushing the toilet with the lid down, tell your
loved ones to use gloves if they are in contact with your bodily fluids (i.e. cleaning
up vomit, etc.) and use a condom even if you or your partner are on another form
of contraception.2
1

Temodol “The way ahead” | 2 Temodol “The way ahead”

CHEMOTHERAPY
TREATMENTS
While Temozolomide is the most commonly prescribed medication, there are few other chemotherapy treatments doctors might prescribe.
The below table describes each medication commonly used to treat brain cancer. While the table represents a standard way doctors
might prescribe chemotherapy, your doctor will prescribe a regimen specific to you and your diagnosis.
This table is provided as a guide only.
MEDICATION
Temozolomide (TMZ)

WHAT IS IT?
An alkylating agent that crosses the blood-brain
barrier and causes DNA damage.
It is used in the long-term management of gliomas
and may also be useful in medulloblastomas.

Lomustine (CCNU)

Lomustine works by slowing or stopping the
growth of cancer cells.
It can be used as a single agent for 2nd line
treatment of recurrent Glioblastoma or used
alongside Avastin or as a part of the PCV
treatment (see below).

Avastin (Bevacizumab)

Avastin is not chemotherapy, it is an antiangiogenic agent which inhibits the growth of
blood vessels (VEGF) which feed the tumour.
Avastin is on the PBS; only for Glioblastoma
(WHO grade IV) after relapse or disease
progression following standard therapy, including
chemotherapy, it is not a first-line drug.

ADMINISTERED

SIDE EFFECTS

A patient-specific dosage is given for approximately five
days per month for up to one year, or more, depending on
your condition.

Generally, this medication is
well-tolerated, but can cause the
following side effects:

It has been approved by the Pharmaceutical Benefits
Scheme (PBS).

- Fatigue
- Nausea
- Constipation
- Reduction in white cell counts
leading to infection
- Reduction in platelets leading to
bruising complications

Given as an oral capsule on one day every six weeks.

Generally, this medication is
well-tolerated, but can cause the
following side effects:

In some cases, your doctor may prescribe medication to
prevent or relieve nausea and vomiting to be taken with the
Lomustine capsule.
The PBS does not cover Lomustine, so there is an out of pocket
cost, which is usually under $300AU each round.

Intravenously.
Given every 2-3 weeks as an infusion.
Avastin is not recommended within 28 days of surgery as it
can inhibit wound healing.

It is a supportive care medication & commonly
used alone or in conjunction with Lomustine.

PCV: chemotherapy
combination of three
medications
Procarbazine + Lomustine +
Vincristine = PCV

Procarbazine and Lomustine are oral medications,
and Vincristine is given intravenously.
For use with Oligodendrogliomas only.

Orally and intravenously over a six-week cycle.
The PBS does not cover Lomustine and Procarbazine,
so there is an out of pocket cost.
Procarbazine has some dietary cautions, principally,
patients should not consume soft cheeses or red wine
whilst taking high doses of Procarbazine, ensure you take
your doctor’s advice on this.

- This medication can cause
severe low blood counts and
regular blood tests should be
carried out.
- Nausea & vomiting
- Loss of appetite
- Diarrhoea
- Mouth/lip sores
- In some cases, your doctor may
prescribe medication to prevent
or relieve nausea and vomiting.
Generally, this medication is
well tolerated. Can cause clots
(arteries and veins)
- Bleeding
- Bowel perforation
- Impaired wound healing as
- High blood pressure
- Kidney damage

Patients should be aware of
the side effects of this drug
combination:
- Fatigue - Constipation - Hair loss
- Nail changes - Liver toxicity
- Nausea/vomiting - Lung damage
- Reduction in white cell counts
leading to infection
- Reduction in platelets leading
to bleeding
- Peripheral nerve damage
(numbness or tingling)
- Oral mucositis
(ulcerations of the mouth)

* For further information on different chemotherapy treatments for brain cancer patients, please see https://www.eviq.org.au/medical-oncology/neurological
* This reference has been adapted from: BRAINS TRUST brainstrust.org.uk

THE SURVIVORSHIP DIARY 55

IMPORTANT INFORMATION
QUESTIONS TO CONSIDER ABOUT YOUR CHEMOTHERAPY

What are the known side effects of the medication?

Will I be given other medications to manage the potential side effects?

Who can I talk to if I cannot reach my oncologist?

Are there any particular symptoms/side effects I should be aware of?

Under what circumstances should I contact you while we are undergoing the chemotherapy treatment?

What should I do to protect myself and other people during chemotherapy?

Should I exercise while I am having chemotherapy?

Are there any special requirements for diet during chemotherapy?

Further questions:

ADAPTED FROM Brain Tumour Alliance Australia (BTAA), 2016. It’s Okay To Ask. Canberra: BTAA.
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CHEMOTHERAPY NOTES

QUESTIONS TO CONSIDER ABOUT YOUR CHEMOTHERAPY

HOSPITAL DETAILS:

EMERGENCY CONTACT:

Name:

Name:
Relationship:

Address:

Contact number:
Secondary number:
ADDITIONAL DETAILS:

Contact number:
ADDITIONAL DETAILS:

MY CHEMOTHERAPY TEAM:
DOCTOR/SPECIALIST

CONTACT PHONE

CONTACT EMAIL

Medical Oncologists

Clinical Nurse Specialists

Pharmacist

SUPPORT REQUIREMENTS DURING CHEMOTHERAPY

NOTES:
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CHEMOTHERAPY TREATMENT DATES
RECORD YOUR TREATMENT NOTES FOR EACH ROUND

CYCLE ONE:

CYCLE TWO:

Start Date:

Start Date:

Duration:

Duration:

Protocol:

Protocol:

Side effects: Hematological / Toxicity / Fatigue / Nausea

Side effects: Hematological / Toxicity / Fatigue / Nausea

How well do you feel?

How well do you feel?

FEELING UNWELL

FEELING TERRIFIC

FEELING UNWELL

FEELING TERRIFIC

CYCLE THREE:

CYCLE FOUR:

Start Date:

Start Date:

Duration:

Duration:

Protocol:

Protocol:

Side effects: Hematological / Toxicity / Fatigue / Nausea

Side effects: Hematological / Toxicity / Fatigue / Nausea

How well do you feel?

How well do you feel?

FEELING UNWELL

NOTES:
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FEELING TERRIFIC

FEELING UNWELL

FEELING TERRIFIC

CHEMOTHERAPY TREATMENT DATES
RECORD YOUR TREATMENT NOTES FOR EACH ROUND

CYCLE FIVE:

CYCLE SIX:

Start Date:

Start Date:

Duration:

Duration:

Protocol:

Protocol:

Side effects: Hematological / Toxicity / Fatigue / Nausea

Side effects: Hematological / Toxicity / Fatigue / Nausea

How well do you feel?

How well do you feel?

FEELING UNWELL

FEELING TERRIFIC

FEELING UNWELL

FEELING TERRIFIC

CYCLE SEVEN:

CYCLE EIGHT:

Start Date:

Start Date:

Duration:

Duration:

Protocol:

Protocol:

Side effects: Hematological / Toxicity / Fatigue / Nausea

Side effects: Hematological / Toxicity / Fatigue / Nausea

How well do you feel?

How well do you feel?

FEELING UNWELL

FEELING TERRIFIC

FEELING UNWELL

FEELING TERRIFIC

NOTES:
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CHEMOTHERAPY TREATMENT DATES
RECORD YOUR TREATMENT NOTES FOR EACH ROUND

CYCLE NINE:

CYCLE TEN:

Start Date:

Start Date:

Duration:

Duration:

Protocol:

Protocol:

Side effects: Hematological / Toxicity / Fatigue / Nausea

Side effects: Hematological / Toxicity / Fatigue / Nausea

How well do you feel?

How well do you feel?

FEELING UNWELL

FEELING TERRIFIC

CYCLE ELEVEN:

FEELING UNWELL

FEELING TERRIFIC

CYCLE TWELVE:

Start Date:

Start Date:

Duration:

Duration:

Protocol:

Protocol:

Side effects: Hematological / Toxicity / Fatigue / Nausea

Side effects: Hematological / Toxicity / Fatigue / Nausea

How well do you feel?

How well do you feel?

FEELING UNWELL

NOTES:
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FEELING TERRIFIC

FEELING UNWELL

FEELING TERRIFIC

CHEMOTHERAPY TREATMENT DATES
RECORD YOUR TREATMENT NOTES FOR EACH ROUND

CYCLE:

CYCLE:

Start Date:

Start Date:

Duration:

Duration:

Protocol:

Protocol:

Side effects: Hematological / Toxicity / Fatigue / Nausea

Side effects: Hematological / Toxicity / Fatigue / Nausea

How well do you feel?

How well do you feel?

FEELING UNWELL

FEELING TERRIFIC

CYCLE:

FEELING UNWELL

FEELING TERRIFIC

CYCLE:

Start Date:

Start Date:

Duration:

Duration:

Protocol:

Protocol:

Side effects: Hematological / Toxicity / Fatigue / Nausea

Side effects: Hematological / Toxicity / Fatigue / Nausea

How well do you feel?

How well do you feel?

FEELING UNWELL

FEELING TERRIFIC

FEELING UNWELL

FEELING TERRIFIC

NOTES:
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CHEMOTHERAPY TREATMENT DATES
RECORD YOUR TREATMENT NOTES FOR EACH ROUND

CYCLE:

CYCLE:

Start Date:

Start Date:

Duration:

Duration:

Protocol:

Protocol:

Side effects: Hematological / Toxicity / Fatigue / Nausea

Side effects: Hematological / Toxicity / Fatigue / Nausea

How well do you feel?

How well do you feel?

FEELING UNWELL

FEELING TERRIFIC

FEELING UNWELL

FEELING TERRIFIC

NOTES:

CARER & HEAD OF ADVOCACY AT curebraincancer.org.au

Finding this community helped me find connection, purpose
and hope within the brain cancer whirlwind. When I was
ready to join the fray, Cure Brain Cancer was
.

there
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ADDITIONAL
MEDICATIONS
While chemotherapy is the primary therapy given to manage cancer, several
other medications maybe prescribed to manage symptoms and potentially,
minimise the impact of the disease on the patient.
These include:
- Corticosteroids to control swelling in the brain
- Anti-seizure medication
- Anti-depressants
- Bowel regime management
- Steroids
- Pain medication for headaches
OTHER MEDICATIONS you may be prescribed to help manage your
condition. The table below provides a summary of some of the different
medications that may be prescribed to help you manage your health and
response to chemotherapy.
Not all patients will receive these medications, and each patient will receive
a customised dose and patient-specific instructions.
MEDICATION
Steroid
(Dexamethasone)

WHAT ARE THESE MEDICATIONS FOR?
Helps to control swelling in the brain related to the tumour or treatment and
may relieve headaches, swelling or “oedema” and other symptoms caused by
swelling. This medication is closely monitored.
You should never alter these medications without clear direction from your
doctors. Doctors will try to maintain you on the lowest possible dose for the
shortest period. Long term use of Dexamethasone can cause facial swelling,
which can be confronting for some patients and their families. In Australia,
Dexamethasone is available in 2 strengths - 4mg and 0.5mg.

Anticonvulsants

Brain tumours can irritate the brain leading to the discharge of abnormal
electrical activity which causes seizures. These medications are used to
prevent further seizures. It can take time to get the dosage and specific
medication correct as everyone has different needs.
Do not stop taking these medications unless you are under careful medical
care and advice. You may also need to stop driving if your anticonvulsant
medication is altered.

Anti-nauseants

These medications are prescribed to treat nausea and vomiting. It is
recommended that patients take the anti-nausea medication about 30 mins
before the chemotherapy.
NB: most anti-nausea medication will cause constipation – you should take
regular stool softeners whilst taking anti-nausea or chemotherapy medications.

Analgesics
(Pain medication)

The brain does not feel pain, but you may experience pain from the surgical site
or oedema (swelling) may cause headaches or a pressure sensation. There are
lots of over the counter pain medications (such as Panadol). Still, it is generally
advised that brain tumour patients avoid Aspirin or anti-inflammatory medications
such as ibuprofen (Neurofen) as these medications can interfere with clotting and
increase the risk of bleeding.

Antibiotics

These medications can fight infection and can be prescribed by your doctor
whilst on chemotherapy to prevent more serious types of infections.

* This reference has been adapted from: BRAINS TRUST brainstrust.org.uk
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MEDICATION MANAGEMENT
NOT INCLUDING CHEMOTHERAPY TREATMENT

Using the following pages keep a record of your medication protocols as prescribed by your Oncologist and other doctors
keeping note of any reactions, concerns, or side effects.

Medication name:

Medication name:

Dose (including frequency):

Dose (including frequency):

Purpose:

Purpose:

Start / End date:

Start/End date:

Prescribing doctor:

Prescribing doctor:

Expected side effects:

Expected side effects:

Management of side effects:

Management of side effects:

Medication name:

Medication name:

Dose (including frequency):

Dose (including frequency):

Purpose:

Purpose:

Start / End date:

Start/End date:

Prescribing doctor:

Prescribing doctor:

Expected side effects:

Expected side effects:

Management of side effects:

Management of side effects:

Medication name:

Medication name:

Dose (including frequency):

Dose (including frequency):

Purpose:

Purpose:

Start / End date:

Start/End date:

Prescribing doctor:

Prescribing doctor:

Expected side effects:

Expected side effects:

Management of side effects:

Management of side effects:
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MEDICATION MANAGEMENT
NOT INCLUDING OTHER MEDICATIONS

Using the following pages keep a record of your medication protocols as prescribed by your Oncologist and other doctors
keeping note of any reactions, concerns, or side effects.

Medication name:

Medication name:

Dose (including frequency):

Dose (including frequency):

Purpose:

Purpose:

Start / End date:

Start/End date:

Prescribing doctor:

Prescribing doctor:

Expected side effects:

Expected side effects:

Management of side effects:

Management of side effects:

Medication name:

Medication name:

Dose (including frequency):

Dose (including frequency):

Purpose:

Purpose:

Start / End date:

Start/End date:

Prescribing doctor:

Prescribing doctor:

Expected side effects:

Expected side effects:

Management of side effects:

Management of side effects:

Medication name:

Medication name:

Dose (including frequency):

Dose (including frequency):

Purpose:

Purpose:

Start / End date:

Start/End date:

Prescribing doctor:

Prescribing doctor:

Expected side effects:

Expected side effects:

Management of side effects:

Management of side effects:
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MY CHEMOTHERAPY DIARY

USE THIS SECTION TO WRITE NOTES ABOUT HOW YOU FEEL DAY-TO-DAY DURING CHEMOTHERAPY TREATMENT.
RECORD ANY IMPORTANT QUESTIONS FOR YOUR PRACTITIONERS
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MY CHEMOTHERAPY DIARY

USE THIS SECTION TO WRITE NOTES ABOUT HOW YOU FEEL DAY-TO-DAY DURING CHEMOTHERAPY TREATMENT.
RECORD ANY IMPORTANT QUESTIONS FOR YOUR PRACTITIONERS
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MY CHEMOTHERAPY DIARY

USE THIS SECTION TO WRITE NOTES ABOUT HOW YOU FEEL DAY-TO-DAY DURING CHEMOTHERAPY TREATMENT.
RECORD ANY IMPORTANT QUESTIONS FOR YOUR PRACTITIONERS

68 THE SURVIVORSHIP DIARY

MENTAL AND
EMOTIONAL
WELLBEING

YOUR MENTAL
AND EMOTIONAL
WELLBEING
Treatment and management of your brain tumour will undoubtedly impact on
your mental and emotional wellbeing. This section focuses on how you keep on
top of your overall mental wellbeing, and those of your loved ones.
It is important to equip yourself with the best resources to manage your physical,
mental and emotional health, while you undergo chemotherapy and radiation
treatments and beyond. The optimal “holistic” way would be your medical
specialists’ working as a multidisciplinary team. They can include clinical
psychologists, social workers, occupational therapists, dieticians and other allied
health professionals into your treatment. Counselling, supportive care,
complementary therapies, and modifying lifestyle factors can all play an active
role in keeping you and your family mentally fit.
After a serious medical diagnosis like this, all patients and their families experience
a range of emotions. It is important to note there is no right or wrong way to react
to this diagnosis. Every family member will be on their own emotional timetable,
and there is no right or wrong way of coping.
A cancer illness often brings with it significant upheaval and changes in the
familial roles, belief systems and identities. Some people go through much mental
questioning, others accept the new reality and re-prioritise what matters most to
them, and they live more in the present, acknowledging that they can prepare for
the worst but also hope for the best.
There are some critical emotional and physical changes you should be on the
lookout for:
- Feeling flat, worthless, helpless, guilty and losing interest in areas of your life.
- A significant change in sleep habits (often compounded by side effects
of chemotherapy)
- Fluctuations in your appetite, weight, and energy levels.
- Being constantly preoccupied with negative thoughts about the immediate
or longer-term future, feeling on edge and agitated as a result.
- Mood changes, such as increased irritability or apathy.
- Withdrawal from support network or, avoiding social situations that you
may have previously enjoyed as well as taking less care in your appearance.
If you experience any of these symptoms, you should promptly speak with your
doctors. Managing emotional and psychological pain is like managing physical
pain; you need to be proactive. If you see early signs of depression or anxiety, do
not wait to ask for help. Early intervention can help manage these symptoms more
efficiently and effectively.
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COMING TO TERMS
WITH IMPAIRMENTS
AND DISABILITIES
After a Brain Cancer diagnosis and treatments, patients may find they are
somehow impaired or have a disability they did not have before diagnosis.
These issues can be short term or life long and might include:
- Ongoing fatigue.
- Problems with memory.
- Difficulty learning new things.
- Speed of thinking.
- Executive functions such as reasoning and planning.
- Communication skills, reading, writing and speaking.
- Visual spatial perception capability.
Many patients find they have similar challenges, but how these challenges
impact lives differ for each person and their family. These challenges can
change with time and treatments. Discuss any changes with your medical team
and ensure you have the right support for yourself and your family.
BEHAVIOURAL AND PERSONALITY CHANGES Many patients experience
changes in their personality after being diagnosed. While many of these
changes can be the result of emotional distress originating from the
diagnosis, you may also find some personality changes result from the
tumour. The effects of aggressive tumours, such as GBM, include sudden
changes in your emotional state. Key indicators are anger, irritability, and
impulsive behaviours. These behaviours and feelings can be indicative of
changes in the physical tumour. Symptoms are especially challenging to
manage for both patient and family. If you feel you might be experiencing
these types of changes, speak with your doctors to seek additional support.
LIVING WITH FATIGUE People living with a brain tumour often experience
fatigue which can be extremely difficult to manage. Fatigue can be
caused by several factors including the type of tumour, the location of the
tumour, the side effects of treatment such as radiation and chemotherapy,
withdrawal of steroids and seizures. Additionally, the emotional side effects
of any cancer treatment can also cause fatigue. There are a lot of different
causes of fatigue which can make treatment difficult; however, there are a
few things patients and their families can do to help manage it.
- Create a consistent sleep schedule and stick with it.
- Spread your activities out throughout the week. Fatigue can be
exacerbated by overloading your schedule.
- Prioritise activities and organise your environment so you are not
overwhelmed in a messy or cluttered space.
- Keep up with a regular exercise routine.
Some patients will need more support in managing fatigue, especially while
in treatment. Ensure you are talking to your medical team about these issues
and ask for help as you need it.

IMPORTANT INFORMATION

QUESTIONS TO ASK ABOUT YOUR MENTAL AND EMOTIONAL WELLBEING

How do I know if I need professional help and how will I know what kind of help I need? Social worker, Psychiatrist, Psychologist? PET?

What role does my family play in my emotional and mental health?

What are the things I can do every day to help manage my own happiness and health?

Where can I access the services of a care co-ordinator?

Further questions:

ADAPTED FROM Brain Tumour Alliance Australia (BTAA), 2016. It’s Okay To Ask. Canberra: BTAA.
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MENTAL AND EMOTIONAL WELLBEING
TREATMENT NOTES

TREATMENTS:

MEDICATIONS:

Treatments prescribed:

Dosage:

Protocols:

ADDITIONAL DETAILS:

MENTAL AND EMOTIONAL HEALTH TEAM:
DOCTOR/SPECIALIST
General Practitioner

Psychologist

Psychiatrist

Social Worker

NOTES:
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CONTACT PHONE

CONTACT EMAIL

I don’t put things
off anymore. If you want
to do something, or achieve
something do it now,
don’t wait... get out the
good china - today!
- Mark Hughes

www.markhughesfoundation.com.au

Treatment
options
It is essential to understand your options, the treatment available to you and how to access that treatment.
Many patients are supported by a psychologist, psychiatrist, or social worker.
The patient’s relationship with these professionals is especially important. Some patients may find they need to meet a few mental
health professionals before they find the right person.
SUPPORT GROUPS There is a lot of benefit in talking to other patients, and carers who are dealing with similar diagnoses.
The best place to meet these people is in facilitated sessions, such as retreats or support group sessions. There are several support
groups active in Australia. These include:
Peace of Mind peaceofmindfoundation.org.au
Brain Tumour Alliance Australia btaa.org.au
Additional help can be offered through one on one counselling, best to speak to your local GP about referring you to someone
appropriate. Other information about psychological issues can be accessed via the following providers.
Beyond Blue beyondblue.org.au
Black Dog Institute blackdoginstitute.org.au
Headway Health headwayhealth.com.au
Canteen (for 12 - 25 years old) canteen.org.au
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MY MENTAL AND EMOTIONAL WELLBEING
USE THIS SECTION TO KEEP NOTES ON HOW YOU ARE FEELING FROM DAY TO DAY
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MY MENTAL AND EMOTIONAL WELLBEING
USE THIS SECTION TO KEEP NOTES ON HOW YOU ARE FEELING FROM DAY TO DAY
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SEIZURES AND
NEUROLOGICAL
HEALTH

Managing
your
NEUROLOGICAL
HEALTH
Many patients experience neurological symptoms as a result of their tumour,
or the related treatment.
These symptoms can present in many different ways and can vary significantly
from one patient to another. Some of the most common symptoms include
seizures, difficulties with speech or sight, altered taste or smell, changes in
personality and nausea or vomiting.
These symptoms are generally considered the ‘neurological’ symptoms that will
be assessed and monitored by your neurologist. Your neurologist will use the
results from several tests to assess and monitor your tumour.
These tests may include:
- Computed tomography (CT) scans
- Magnetic resonance imaging (MRI)
- Electroencephalography (EEG)
- Nerve conduction studies and electromyography (NCS/EMG)
- Lumbar puncture (LP) for cerebral spinal fluid analysis
Your neurologist will organise to have the appropriate tests undertaken and
assist in understanding the outcomes of these tests.
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MANAGING
EPILEPSY AND
SEIZURES
Some people find that their tumour may cause seizures or epilepsy. Seizures
can present in several different ways and may not always be obvious.
The brain functions on electrical activity - seizures occur when the electrical
impulses occur in an abnormal burst of energy. These bursts of energy
can cause the brain to behave in ways we do not expect. Patients can
experience seizures in many ways.
CLASSIFICATIONS There are three main classifications of seizures,
which include:
Focal onset seizures start in one part of the brain and generally remain
isolated to that part of the brain. This term is now used instead of calling
seizures ‘partial seizures’. The person might be awake throughout the
episode, but their awareness may be impacted. These seizures do not
present like the dramatic, jerky movements that we see in the movies; the
events are a lot less obvious but just as important to understand and help
care for a patient.
Generalised onset affects both sides of the brain or groups of cells on both
sides of the brain at the same time. There are several different subcategories
of generalised onset seizures, including tonic-clonic, absence, or atonic.
Unknown onset is the descriptor given to seizures where the beginning is
unknown. This might happen if the seizure is not witnessed or the patient is
unaware this has occurred.
BUILDING A SEIZURE EVENT TRACKER A useful way of tracking seizure
activity is to use a diary to help with diagnosis and management and inform
care and management decisions. The Survivorship Diary provides space for
patients to record the following:
Time of seizure Logging the time seizures occur may help identify any patterns
Length of seizure Recording the length of time a seizure lasts for can assist
with treatment.
Description Record a description of what happens during a seizure and a
description of the feelings the patient experienced.
Triggers Record if you think you know what might have triggered the
seizure. This might include forgetting to take medication, fatigue, changes in
medication, stress, flashing or flickering lights, inconsistent eating patterns.
Record anything else that might be significant.
- Were there any potential warning signs?
- How long does it take to recover?
- Did anyone see the seizure and if so, how did they describe it?
- Any side effects of the anti-seizure medications?

IMPORTANT INFORMATION

QUESTIONS TO CONSIDER ABOUT MANAGING SEIZURES AND YOUR NEUROLOGICAL HEALTH

Am I likely to have seizures?

What should my family or friends do if they think I am having a seizure?

What does it feel and / or look like if I have a seizure?

What are potential warning signs of a seizure?

Further questions:

ADAPTED FROM Brain Tumour Alliance Australia (BTAA), 2016. It’s Okay To Ask. Canberra: BTAA.
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HOW TO HELP IF
YOU WITNESS A
SEIZURE

TRY TO lower your loved one
carefully to the floor if they
aren’t already laying down
and keep them comfortable.

TRY TO time the episode and relay
this information to the medical team
when possible.

TRY TO loosen any restrictive clothing
on your loved one.
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DO NOT do anything if possible.
If your loved one is on the floor,
in a safe place and unlikely to
hurt themselves, then do not
try to intervene.

DO NOT put anything on or near
the patients mouth.

DO NOT leave the patient alone,
if possible immediatly call for
medical assistance.

DO NOT restrain or try to stop
the body movement in any way.

SEIZURES ARE EXHAUSTING, SO ONCE IT HAS ENDED,
ALLOW THE PATIENT SOME TIME TO REST AND RE-ORIENTATE THEMSELVES.

SEIZURE AND NEUROLOGICAL NOTES
RECORD YOUR TREATMENT NOTES

TREATMENTS

MEDICATIONS PRESCRIBED

Medications Prescribed

Dosage

Supplemental Medications

Protocol

SUPPORT REQUIREMENTS

NOTES:
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SEIZURE EVENT TRACKER

THIS CHART IS DESIGNED TO HELP YOU RECORD ANY NEUROLOGICAL EVENTS

DATE

TIME
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DESCRIPTION

DURATION

POSSIBLE TRIGGERS

NOTES

SEIZURE EVENT TRACKER

THIS CHART IS DESIGNED TO HELP YOU RECORD ANY NEUROLOGICAL EVENTS

DATE

TIME

DESCRIPTION

DURATION

POSSIBLE TRIGGERS

NOTES
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SEIZURE AND NEUROLOGICAL DIARY

USE THIS SECTION TO WRITE NOTES ABOUT HOW YOU FEEL DAY TO DAY OR ANY IMPORTANT QUESTIONS
FOR YOUR PRACTITIONERS
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LIVING WITH
BRAIN CANCER

LIVING
WITH BRAIN
CANCER

Living with Brain Cancer creates a whole new experience of life. It becomes crucial to look after yourself more than ever before.
This is not only because you are dealing with a significant health concern, but you are dealing with concerns and worries that you
are unlikely to have faced before. It is important that patients are equipped to deal with a number of unexpected changes in
their life. This section is included to help patients navigate some of these issues.
QUALITY OF LIFE Often a brain tumour diagnosis will impact many aspects of a patient’s quality of life. These aspects include
physical, mental, emotional and social concerns. While treatment may impact how well a patient functions, it is important to ensure
that there is a focus on living a good quality of life. In fact, living a good quality of life can mean a better long-term outcome for the
patient and their family. There are many ways that patients and their families can increase their quality of life.
TAKE CARE OF YOUR BODY A healthy body will assist in managing a brain cancer diagnosis. There are a number of
healthcare professionals that can assist with this, they include:
- Nutritionists

- Physiotherapists

- Occupational Therapists

- Neuro-Opthamologists

TAKE CARE OF YOUR MIND A Brain Cancer diagnosis creates a considerable amount of angst and upheaval. This can impact
a patient in two ways. Firstly, there is the predictable emotional turmoil that can come with the diagnosis; secondly, there are
several issues that can arise from the physical aspect of having a brain tumour. These include memory loss, changes in behaviour,
depression, anxiety, changes in judgement and insight, slowing of the ability to process information, and general confusion.
These additional symptoms may mean that a patient requires assistance from a range of other caregivers to ensure that all
symptoms are being managed. These additional medical specialists may include:
- Neuropsychologist

- Psychiatrist

- General Practitioner (G.P)
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TAKE CARE
OF YOUR BODY
Having a brain tumour, and undergoing treatment for it, will have impacts on
your health such as fatigue, nausea and changes in your appetite.
As a patient, some decisions are taken out of your hands but taking care
of your body through nutrition and exercise are two things you have some
control over, and will help you manage the ongoing impacts of the tumour
and related treatments.
DIET A well-balanced diet helps your body recover from treatment and
side effects by helping you maintain healthy body weight, lowers the risk of
infection, helps with the healing process and keeping up your strength and
energy. There are many schools of thought on diet types, but there is little to
no hard evidence to suggest one diet is better than another (i.e. Ketogenic/
vegetarian). Also, from a personal and mental perspective, a highly restrictive
diet can cause more angst and concern than its worth. Generally, doctors
suggest that a healthy diet consists of a balance of protein, carbohydrates,
and fats as well as other nutrients, such as fibre, vitamins and minerals and
limits sugars.
EXERCISE After surgery and other treatments, you may find that getting
back into the exercise regimen you used to do is challenging due to changes
in mobility or stamina. But, you will also find that regular exercise will help
you manage fatigue and depression. Taking guidance from your doctors,
you should try moderate, low impact and balanced workouts. The benefits of
exercise include increased energy, better quality sleep, sense of wellbeing
and appetite management.
While exercise is essential, there will be days when you don’t feel like it, and
that is ok too. The best way to tackle this is to plan exercise into your week
and then if you wake up on a particular day and don’t feel like it, you do not
have to do it. But if you fail to plan the exercise, the chances are you will fail
to do any at all. Try to find a walking group, cycling, dancing, swimming or
gardening and ensure to mix it up.

LIVING WITH A
BRAIN TUMOUR
Building a life after diagnosis can be difficult. There’s no single way to go about life after diagnosis but to assist, we have supplied
a few ideas. The below suggestions have been provided by Cherrie Adams who lost her son, Christopher, to Brain Cancer at aged 26.
Since then she has been supporting people with brain tumours and their families, in her role as the Peace of Mind online counsellor.
BUILDING MENTAL AND EMOTIONAL HEALTH There will be
some imposed routines around your diagnosis and treatments
that will have to be observed, but you can also allocate what I
call your ‘non-negotiables of care’, that is purely about focusing
on YOU in a positive and meaningful way (to you). These can
be worked into your routine in a way that allows flexibility, but
the key is to DO them, as prescribed by you. These are not
chores to be done dutifully, but activities that you identify as being
calming or nurturing for you. Consider the following activities
to be added into your non-negotiables. You can try meditation,
yoga, exercise - walk, run, swim, hike, bike ride, gardening,
playing or listening to music, craft, board games, reading or
podcasts. The important thing here is to find something that
brings you JOY, which you find beneficial to YOU!
LEARN Information is empowering. Research your tumour
because there are many different brain tumours, and read
about treatments. Look into trials and remember to ask
questions of your specialists.

Ask them to explain what you may not understand. It is good to
have someone with you to hear what you may miss.
Being proactive in your own journey is a way of claiming back
some control.
CONSIDER SUPPORT GROUPS Once you have your head
around the diagnosis and the next few steps, consider
looking into support groups. Use these groups for the
exchange of information and shared stories. No one will
“get you, like someone who is walking a similar path”. The
benefits of attending a support group include feeling less
lonely or isolated; it’s an opportunity to talk openly about the
challenges you might be having with people that might also be
experiencing those same issues, obtaining practical feedback
and suggestions about living with a brain tumour and staying
motivated to follow your treatment protocols.

EAT, PRAY, LOVE
EAT nutritional food, and healthy drinks are your way of
nurturing and honouring your body. When you fuel your
body with healthy options, it repays you by working
harder for your wellbeing.
PRAY if that is your way. Seek peace and contentment in
whatever way is meaningful to you. Prayer can be playing
with your children, sharing a special meal with a loved
one, or the more formalised version of saying words of
hope and belief.
LOVE, LOVE, LOVE with gusto! It gets your endorphins
flowing and opens your heart. When you view the
world from a place of LOVE, there is no room for guilt,
comparison, remorse, or regret. None of this matters
when you allow yourself to LOVE yourself. You are NOT
being punished. You are not flawed. Extend kindness to
you and your circumstances.
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NAVIGATING
DRIVING AFTER
DIAGNOSIS
Most patients will find that they become restricted from driving, after surgery
and or after experiencing seizure activity. Many people feel a sense of loss of
control when their licence is taken away and consider getting back behind
the wheel a survivorship goal.
DRIVING AND BRAIN CANCER Adjusting to the changes in your cognitive
ability, especially in relation to attention, visual function and reaction times
can affect your ability to drive, even if your tumour is low grade. There is also
the possible onset of seizures in some cases, which could result in a loss of
limb control and sometimes consciousness.
Not all of these factors will apply to everybody, but even one or two of these
factors could impact your ability to control the car, and therefore the safety for
you and those around you. It’s important to talk to your doctor, and make sure
you are right to go.
WHAT PRECAUTIONS SHOULD I TAKE? Keep talking to your doctor.
In most states, you can go back to driving six months after surgery, and
somewhere between 6 and 12 months after having a seizure. Pay attention
to the symptoms and side effects that you are experiencing especially if you
have changes in your vision, reaction speed, coordination, or attentiveness.
Make sure you are taking any medication that has been prescribed to you,
especially anti-seizure medications.
Rest up before getting behind the wheel and know your limitations. If you
are not confident driving at night or long distances, don’t. Try to avoid
circumstances and substances that might increase your risk of an episode,
such as late nights or alcohol.
INFORM YOUR TRANSPORT AUTHORITY A brain cancer diagnosis doesn’t
necessarily mean that you will never drive again. The best thing to
do is to download the relevant assessment form and talk it through with
your specialist.
For a list of information on local state or territory driving authority, visit the
resources in the Aditional Resources chapter - Pg 107.

Making the most
of YOUR doctor
appointments
This diary has been developed to help you manage the information that you need to keep track of while you are in treatment and managing
your diagnosis. A significant part of this is managing the information that you receive when you meet with your doctors. To ensure the best
outcome from your treatment, you need to be a patient (and carer) who is active in your own care. You can demonstrate this by getting the
most out of your face time with your doctors. Below are some ideas on how to manage your doctor’s appointments.
PREPARE FOR YOUR DOCTOR’S APPOINTMENTS Ensure
you have thought about the appointment in the lead up by
writing a list of questions or concerns to ask your doctor. It is
easy to forget what you wanted to ask in the time pressure of
an appointment, especially when you have several issues to cover.
TALK ABOUT YOUR SYMPTOMS Talk to your doctor about any
health symptoms, even if you are not asked. Consider both your
physical and mental concerns. If you are in chemotherapy, you
may find that you are experiencing ‘chemo brain’. It is important
to tell your doctor this, even if not asked.

GET A RECAP Before leaving the appointment, ask the
doctor for a recap to ensure you understand what was discussed
during the appointment. Ask your doctor to tell you in simple
terms, what are the key messages they want you to take
away. When you leave also ensure that you are aware of your
medication regime, any imaging, scans or blood tests you need
to have done, next steps in treatment, any issues you need to
be on the lookout for (like changes in your symptoms), when is
your next appointment. It is also essential that you know how
to contact your doctor if needed between appointments.

ASK QUESTIONS ASK. ALL. THE. QUESTIONS! Even if you
think you might know the answer, it is essential to ask these
questions and ensure that you are comfortable you understand
the answer given. Asking these questions allows you to clear
up any concerns you might have, and it also helps the doctor to
know what you are thinking and how the diagnosis is impacting
you and your family. Make sure you understand the answers,
it is perfectly acceptable to say to your doctor ‘Wait, I want to
make sure I understand what you have just said. I want to get
this right.’ Make sure you write down the answers.
TAKE A FRIEND, YOUR SUPPORT PERSON OR CARER
Patients are advised to attend medical appointments with their
care person. The carer can assist with travel to the doctor if
you are unable to drive, help ask questions and write down
details from the consultation. It is known that patients take
in less than half of what their doctors say to them during a
consultation. Asking someone to attend the appointments with
you means you have two people listening to all the information
and someone to act as a scribe to take down details about
medications or treatment options.
You could also record the meeting.
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Care is at our core, cure is our goal.
The focus of The Brain Cancer Group is to improve patient
outcomes starting from patient care through to working towards
finding a cure for brain cancer.
Our three foundation pillars are Research, Education and Support
and we are proudly supported by a team of medical oncologists,
radiation oncologists, surgeons, researchers, nurses, patients
and carers all working together for a common goal – improved
outcomes for brain cancer patients.
Show your
support
braincancergroup.com.au
Please
support
usvia
with
a donation via braincancergroup.com.au

FINANCIAL
NOTES

FINANCIAL
MANAGEMENT
A key element in understanding your new normal is understanding your finances and
putting in place a plan to ensure you prepare for the days ahead.
Here is a list of things to consider to understand your financial situation:
- Understand your Annual Leave, Sick Leave and Long Service Leave
entitlements with your employer.
- Gather all relevant insurance policies (e.g. life insurance, income
protection, disability insurance, funeral insurance).
- Put in place a plan to manage financial obligations and outstanding debts
- Locate and, if necessary, update your will.
- Consider any potential Power of Attorney issues.
- Ensure your financial instructions are discussed with family and written down.
WHO CAN HELP The above list of actions may be daunting and seem
demanding, but the following list of agencies can assist you in understanding
these issues, your rights and obligations.
- National Debt Helpline

- Lifeline

- Money Smart

FINANCIAL COUNSELLORS can assist you with the following:
- Suggest ways to improve your financial situation
- See if you are eligible for government assistance
- Negotiate repayment arrangements with your creditors
- Explain your options and their consequences, including debt recovery
procedures, bankruptcy, and other alternatives
- Help you apply for a hardship variation
- Help you organise your finances and do a budget
- Refer you to other services, for example, a gambling helpline, family
support, personal counselling, or community legal aid.
- Understand if you are eligible to access all or part of your Superannuation
and if so, is this a good idea?
For more information on the agencies mentioned please visit the Additional
Resources on page 105.
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FINANCIAL ASSISTANCE
AND SUPPORT
Making a plan to manage your finances is a significant step in managing your illness. As soon as practicably possible after diagnosis, you
should take steps to ensure your financial position and plan to deal with your future requirements.
In addition to your assets, you should take care to apply for any benefits you may be entitled to. Planning will help you manage any
financial difficulties you may encounter throughout treatment and any changes in your capability to maintain a steady income.
Even if your immediate health outlook is good, ensuring that you understand these issues will help in the future.
CENTRELINK While not everyone is eligible for Centrelink
benefits, everyone has the right to apply and check. You must
be honest in your application, and it’s recommended that you
are clear in describing the things you cannot do, explicitly
highlighting why you need support. Ensure to explain how you
are during your worst days so that they can fully understand your
situation.
Centrelink provides many benefits, and the best way to
navigate the system is to consult the Centrelink Financial
Information Service (FIS). Make an appointment by calling 132
200 to speak with an advisor in your area.

YOU MAY BE ELIGIBLE FOR THE FOLLOWING SUPPORT:
- Disability support pension
- Sickness allowance
- Newstart (Incapacitated)
- Severe financial hardship provisions
- Carers pension
- Carers allowance
- Disability support pension
- Healthcare card, pensioner concession card
- Mobility allowance
- Rent assistance
- Pharmaceutical allowance
- Telephone allowance
- Bereavement Payment
- Department of Veterans’ Affairs

The following information is general only and may not be relevant for everyone. You should take steps to understand your situation.

NATIONAL DISABILITY INSURANCE SCHEME (NDIS)
The NDIS is a government-funded scheme designed
to assist people, aged between 7 and 65, living with a
permanent disability. The NDIS provides participants with
special facilities, support and services which may include
help with daily personal activities, transport to enable
participation in daily life activities, help in the workplace
to allow participants to maintain employment as well as
mobility equipment.
The NDIS requires you have a permanent impairment which
substantially inhibits your ability to take part in activities
and affects your ability to participate in the workforce.
An essential aspect of the scheme is that it is for people
living with disabilities rather than assisting patients at
the end of life. Applying for assistance shortly after your
diagnosis is preferable to when the disease becomes
more advanced. People who apply in the late stages of the
disease are more likely to be rejected.
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IMPORTANT INFORMATION

QUESTIONS TO CONSIDER ABOUT MANAGING YOUR FINANCIAL DECISIONS

Can I continue to work?

Who should I talk to about my financial situation?

Can I access my Income Protection, Trauma Insurance or Life Insurance products?

How can I find out about financial assistance I might be eligible for?

Do I have up to date beneficiaries listed on my Life Insurance and Superannuation policies?

Should I consider applying for the NDIS?

Do I need disability parking?

If I am the one responsible for the finances of the family/ relationship have I made a list of the relevant information,
such as account numbers and passwords and put them in a safe place?

Further questions:

ADAPTED FROM Brain Tumour Alliance Australia (BTAA), 2016. It’s Okay To Ask. Canberra: BTAA.
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YOUR FINANCIAL CHECKLIST

ENSURE TO CHECK YOU HAVE PACKED IMPORTANT ITEMS FOR YOUR STAY IN HOSPITAL
In a safe place, record details about your financial assets and insurance details so these details can be easily called on if required.
The checklist below is a prompt to ensure you have all the essential information about your assets and insurance products.
BANKING AND INVESTMENT DETAILS:

INSURANCE DETAILS:

Banking -

Health Insurance -

Super Holder

Provider / Level of Cover / Member Number

BSB

Life Insurance -

Account Number

Provider / Level of Cover / Member Number

Superannuation -

Income Protection Insurance -

Super Holder

Provider / Level of Cover / Member Number

Account Number

Accidental Cover -

Binding Death Nominations
Investment Holdings -

Provider / Level of Cover / Member Number
Other Insurance Products -

Listing of Shares / Managed Fund Investments

Type of Insurance / Level of Cover / Member Number

Share and/or Managed Fund Registry
Share / Managed Fund Registry Account Number

IMPORTANT DOCUMENT DETAILS:

Adviser Name and Contact Details

Wills -

Investment Property Manager Details

Location of Wills
Solicitor

PROPERTY ASSET DETAILS:

Accountant

Property Address(es)

Last Updated

Mortgage Holder(s)

Power of Attorney -

Account Number(s)

Enduring power of attorney (Financial)

Binding Death Nominations

Enduring power of attorney (Medical Treatment)
Enduring Power of Guardianship

MY GOV DETAILS:

Medical Treatment Decision Maker and Advance Care Directive

Username/Registered Email
Access to Government Services such as:
Medicare

NDIS

ATO

My Health Record
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OTHER DETAILS:
Location of company corporate registers, trust deeds,
SMSF deeds (if applicable)

* Remember to NEVER record passwords with your account details.

your
insurance
policies

When people are given a diagnosis such as a brain tumour, they will often find their capability to work is either interrupted for some
time or potentially changed. Understanding your insurance options is critical to ensuring you are making the right decisions about
your financial situation.
INCOME PROTECTION Income protection is also known as Salary Continuance and can be a source of income if you are unable to
work for an extended period. This type of insurance usually requires a qualification period of either three or six months.
Many superannuation funds offer a form of income protection as an extra. Contact your superannuation provider to see if you have
the cover and what is required to apply for the benefit.
TOTAL AND PERMANENT DISABILITY (TPD) INSURANCE Often included with your Superannuation Benefits, to benefit from TPD,
you must not be able to return to your usual work or other work that fits your prior work experience, training, or education.
There is usually a qualifying period that is set when you take out the policy. TPD will usually be paid as one lump sum payment.
DEATH AND TERMINAL ILLNESS COVER Some superannuation funds include this cover in your plan. Usually, this payment is
released when a patient dies but can be accessed earlier if the patient has been diagnosed with a terminal illness, and there is an
imminent end of life expected. To access this cover, you will need to consult your insurer to understand their requirements to prove
the severity of your situation.
TRAUMA INSURANCE Trauma Insurance covers cancer, heart attack, strokes and other traumatic events. Since 2014 any new
Trauma policies cannot be held through Super Funds, but it is worth contacting your Superannuation Provider to see if you have an
old cover and what is required to apply for the benefit.
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MY FINANCIAL DIARY

USE THIS SECTION TO MAKE NOTES ON YOUR FINANCIAL PLANS
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PALLIATIVE
CARE

MORE
INFO
PALLIATIVECARE.ORG.AU
Palliative care focuses on the whole
patient, not just the cancer. It is offered
to patients as they reach the end of
their life.

The discussions around Palliative
Care can be difficult for both
patient and the patient’s family,
however, it is known that early
access to Palliative Care can
improve a patient’s life expectancy
allowing patients to assist in the
management of their treatment.

PALLIATIVE
CARE
Despite advances in diagnosis and treatment options, many patients with aggressive
or advanced brain tumours will not be cured. As patients near the end of life, the
curative treatments may no longer be effective. For this reason, palliative care
specialists will usually come in to assist the overall management of the patient’s
medical, physical, psychological, and existential concerns.
Palliative Care is offered to patients to manage symptoms caused by cancer
and to improve the life of the patient. Care is provided to patients as they reach
the end of their life, and the discussions around this can be difficult for both
the patient and the patient’s family. However, it is known that early access to
palliative care can improve the quality of life for the patient and assist their
family in managing the disease.
Even though palliative care is offered later in treatment, it is essential patients
talk about their wishes early in the disease. These conversations will enable
family and the patient to be prepared for tough decisions when the time comes.
THE ROLE OF THE PALLIATIVE CARE TEAM The Palliative Care team are
experts at handling patient symptoms and concerns as they reach the end of life.
Patients can experience a broad range of symptoms which may include fatigue,
headache, nausea, vomiting, cognitive issues, feeding problems, seizures,
bowel and bladder problems. The Palliative Care team help manage many of
these issues. Where required, they are the best positioned to call on additional
specialities and services a patient may need as their condition progresses.
The Palliative Care teams ensure the patient, family or carer have access to
support in managing care from everyone that is involved in these later stages
of a patient’s life.
WHAT TO EXPECT FROM PALLIATIVE CARE The palliative care team can offer
several benefits; these include:
- Can improve the patient’s wellbeing.
- Reduces the number of investigations and tests a patient is subject to.
- Increases the patients’ control over their surroundings and hospital visits.
- Helps the family come to terms with the outcomes and gives them time
to say goodbye.
- To get the most out of palliative care, a referral should not be delayed to
the last few months of life; patients can benefit from palliative care while
still undergoing other therapies.
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Taking
care of
the carer
Becoming a carer for someone with a brain tumour requires a significant commitment and can be a particularly challenging experience.
However, you may find some light throughout the experience as well. The key is to take care of yourself and ensure that you have engaged
reliable assistance from family, friends, and appropriate medical aid.
Caring for yourself is extremely important. You cannot reliably help someone else if you are not taking care of yourself.
Ensure you maintain the basics – sleep, exercise, healthy diet, remaining in contact with your friends, accept help (and ask for help
if not offered), do something small for yourself every day and maintain a practice to help your mind. These may include meditation,
prayer or discussion with a trusted counsellor.
Maintaining a positive mindset while you are expecting the worst outcome is a particularly challenging headspace to be in.
Hoping for and achieving small things, even under challenging circumstances, can help keep your spirits up. These things might
include celebrating small wins, like enjoying some time in the sun, watching a favourite movie or spending time with a pet.
Visit the Acknowledgments and Resources chapter for more resources.

PATIENT AND CARER

Every day is a
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blessing

IMPORTANT INFORMATION
QUESTIONS TO CONSIDER ABOUT YOUR PALLIATIVE CARE

Who are the members of the palliative care team and what do they do?

How do I access the services offered by the palliative care team?

How and when do I contact the palliative care team?

What symptoms may occur in the future, and what should I do if they arise?

What financial assistance is available to me or my carer once I enter the palliative care program?

Am I eligible for disability parking?

Where can I find more information about ancillary palliative care services? (physiotherapy, massage, in home care)

Further questions:

ADAPTED FROM Brain Tumour Alliance Australia (BTAA), 2016. It’s Okay To Ask. Canberra: BTAA.
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PALLIATIVE CARE NOTES

KEY INFORMATION ABOUT YOUR PALLIATIVE CARE TEAM

TREATMENT CENTER:

EMERGENCY CONTACT:

Name:

Name:
Relationship:

Address:

Contact number:
Provider:

Contact number:

Secondary number:

ADDITIONAL DETAILS:

MY TREATMENT TEAM:
DOCTOR/SPECIALIST
Palliative Care Specialist

Social Worker

Physiotherapist

Psychologist

Speech Therapists

NOTES:

102 THE SURVIVORSHIP DIARY

CONTACT PHONE

CONTACT EMAIL

MY PALLIATIVE CARE DIARY

USE THIS SECTION TO KEEP NOTES ABOUT YOUR TREATMENT AND REQUIREMENTS WHILE IN PALLIATIVE CARE
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ADDITIONAL
RESOURCES

additional
resources

In building this guide, we have consulted with doctors, patient advocates, materials and support documents from Australia, the
United Kingdom and the USA. Below is a list of the various resources and organisations who consulted in the development of
the Survivorship Diary.

MY MEDICAL DIAGNOSIS
Pages 14 - 27

LEARNING TO LIVE WITH A BRAIN
TUMOUR: Austin Health and the
Oliva Newton-John Cancer Wellness &
Research Centre have developed Building
the Bridge to Life with Brain Cancer. You
can access this resource through their
website or request a hard copy.
buildingthebridge.com.au
ADVOCACY AND AWARENESS: The
Cure Brain Cancer Foundation carries out
research and advocacy for Brain Cancer
patients and their families.
curebraincancer.org.au
IT’S OKAY TO ASK: This resource is
developed by the Brain Tumour Alliance
Australia (BTAA) to help patients, and their
families ask questions of their doctors and
treating specialists throughout the various
stages of treatment.
btaa.org.au

UNDERSTANDING BRAIN TUMOURS:
The Cancer Council has released two
documents for carers and patients
dealing with brain cancer.
cancer.org.au/cancer-information
cancer.org.au/assets
BRAIN TUMOUR PATIENT GUIDE:
The BrainsTrust patient guide is an 8
volume guide that provides patients
with information about each of the steps
patients and families take from diagnosis
to palliative care. You can find each of the
volumes at the link below.
brainstrust.org.uk

SURGERY

Pages 28 - 37

UNDERSTANDING BRAIN SURGERY:
The Cancer Council has released two
documents for carers and patients
dealing with brain cancer.
cancercouncil.com.au

RADIATION
Pages 38 - 49

UNDERSTANDING RADIATION
TREATMENT: The ‘My Radiotherapy
Book’ assists patients to understand the
range of radiotherapy treatments that
is available, how those therapies are
delivered and the potential side effects.
brainstrust.org.uk

CHEMOTHERAPY
Pages 50 - 65

PATIENT RESOURCE: The below
link from BTAA allows you to access
the electronic version of a patient
resource that was released by MSD, the
manufacturer of Temozolomide. This
document is no longer available from
the manufacturer as the medication is no
longer under patent, but the BTAA has
posted an electronic version of the for
patients to access.
btaa.org.au		

MULTI-CULTURAL SUPPORT: For
many patients that speak English as a
second language, the BTAA provides
advice about brain tumours and related
treatments in multiple languages.
btaa.org.au
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HOW ELSE CAN YOU FIND
ASSISTANCE/SUPPORT
CONTINUED

MENTAL AND EMOTIONAL
WELLBEING

Pages 66 - 73

BEHAVIOUR AND PERSONALITY
CHANGE: Brain tumours challenge
how we cope with stresses in our lives;
additionally, changes in our brains can
cause patients to suffer some changes
to their personality and behaviour. Brains
Trust have developed a handbook to help
patients dealing with these challenges.
brainstrust.org.uk
ANXIETY AND DEPRESSION: You can
find fact sheets from Beyond Blue for
patients and carers to understand how
to manage the emotional and practical
impacts of brain tumours.
beyondblue.org.au
Also available from The Brain Tumour
Charity fact sheets that can help patients
recognise the signs of depression and
provide some strategies on dealing with
these challenges.
thebraintumourcharity.org
ACCESSING HELP: Use the below link
to find a neuropsychologist in your area.
psychology.org.au

MANAGING SEIZURES &
NEUROLOGICAL HEALTH
Pages 74 - 83

SEIZURES AND NEUROLOGICAL
NOTES: For information on how to
manage seizures and epilepsy visit the
Epilepsy Foundation website.
epilepsyfoundation.org.au

LIVING WITH BRAIN CANCER
Pages 84 - 88

MANAGING FATIGUE: One of the biggest
challenges with brain tumours is the
related fatigue. BrainsTust has developed
a workbook with advice on how to
manage fatigue.
brainstrust.org.uk
STRATEGIES ON LIVING WITH BRAIN
CANCER: The Brain Cancer Group has
developed fact sheets in how to manage
to live with brain cancer, strategies for
both patients and carers.
braincancergroup.com.au
PRACTICAL ISSUES TO CONSIDER:
Brain Link is a Victorian-based
organisation that works with people
with acquired brain injuries. The
website contains fact sheets to assist
with practical issues such as changes
in thinking and behaviour, continence
problems or coping with stress.
brainlink.org.au

PALLIATIVE CARE
Pages 97 - 102

Palliative Care Australia is the national
peak body for palliative care. The website
below contains information for both
patients and carers.
palliativecare.org.au
The following websites include great
information and resources for caregivers
and helping manage the final stages of
brain cancer.
cancer.net // btaa.org.au //
brainstrust.org.uk

TALKING TO KIDS ABOUT CANCER:
The Cancer Council provides a guide with
advice on how to talk to kids about a new
diagnosis and coping with life during and
after treatment.
cancer.org.au

CARERS: Palliative Care Victoria
developed by Peter and Rosalie Hudson,
is a comprehensive guide for families and
friends who are supporting someone who
needs palliative care.
pallcarevic.asn.au

This handbook from Mummy’s Wish
provides advice on dealing with cancer
in the family and children.
mummyswish.org.au

WALKING A MILE: This leaflet from
BrainsTrust has some helpful advice that
carers can give to their friends about how
they can be supportive.
brainstrust.org.uk

FINANCIAL ASSISTANCE
Pages 89 - 96

FINANCE: This Building the Bridge guide
includes information about accessing
Centrelink benefits, super and advice.
This reference is only a guide, ensure you
access advice specific to your situation.
buildingthebridge.com.au
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SUPPORT AND RETURNING TO WORK:
The Cancer Council also provides practical
support to manage issues including
transport, accommodation and financial
costs and legal issues for patients that
meet the guidelines. The Cancer Council
also provides advice on returning to work
on their website.
cancer.org.au

NAVIGATING
DRIVING AFTER
DIAGNOSIS
AUSTRALIAN CAPITAL TERRITORY:
Submit driver licence medical to rusmedicals@act.gov.au.
For further information call 13 22 81 or visit - accesscanberra.act.gov.au
NEW SOUTH WALES:
Submit medical condition notification to medicalunit@rms.nsw.gov.au.
For further information call 13 22 13 or visit - rms.nsw.gov.au
NORTHERN TERRITORY:
Submit MVR fitness to drive to mvr.medical@nt.gov.au.
For further information call 1300 654 628 or visit - nt.gov.au
QUEENSLAND:
Submit the medical condition notification to mcr@tmr.qld.gov.au
For further information call 13 74 68 or visit - qld.gov.au
SOUTH AUSTRALIA:
Submit the certificate of fitness to serviceSA@sa.gov.au
For further information call 13 10 84 or visit - sa.gov.au
TASMANIA:
Submit the MR68 medical fitness to drive to tes@stategrowth.tas.gov.au
For further information call 1300 135 513 or visit - transport.tas.gov.au
VICTORIA:
Submit the medical report to medicalreview@roads.vic.gov.au.
For further information call 13 11 71 or visit - vicroads.vic.gov.au.
WESTERN AUSTRALIAN:
Submit the fitness to drive certificate to dss@transport.wa.gov.au.
For further information call 1300 852 722 or visit transport.wa.gov.au.
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GLOSSARY
NOTE TO THE READER

The Survivorship Diary is intended as a general introduction to brain cancer diagnosis and should not be seen as a substitute for medical,
legal or financial advice. You should obtain independent advice relevant to your specific situation from appropriate professionals, and you
may wish to discuss issues raised in this book with them.
All care is taken to ensure that the information in this diary is accurate at the time of publication. Please note that cancer
information, including the diagnosis, treatment and prevention, is continuously being updated and revised by medical professionals
and the research community. The Survivorship Diary and its members exclude all liability for any injury, loss or damage incurred by
use of or reliance on the information provided in this diary.

ALLIED HEALTH PROFESSIONAL:

A trained medical professional that
supports medical care. Examples
include psychologists, social
workers, occupational therapists,
physiotherapists and dietitians.[1]

AVASTIN (Bevacizumab): Is a

MAGNETIC RESONANCE IMAGING
(MRI): The MRI scan is a medical

imaging procedure that uses a magnetic
field and radio waves to take pictures the
body’s interior.

NATIONAL DISABILITY
INSURANCE SCHEME (NDIS): An

medication to treat brain cancer. It is
not chemotherapy; it is a medication
designed to block the blood supply to
the tumour (as opposed to attacking it).[2]

individualised financial support system to
help people living with a disability, their
family and / or their carers.[6]

BENIGN: Not cancerous or malignant.

Doctors who specialise in the surgical
treatment and management of conditions
that affect the brain, spine and nervous
system.

A benign brain tumour is a low-grade
tumour that is usually slow-growing.
However, it can still be life-threatening
and may need urgent treatment.[3]

BIOPSY: Is the removal of a sample of

NEUROSURGEON (brain surgeon):

NEUROLOGIST: A neurologist is a

tissue from the body for examination to
help diagnose a disease. [4]

specialist physician who diagnoses and
treats conditions of the brain, spinal cord
and nerves.[7]

CHEMOTHERAPY: A medication

PALLIATIVE CARE: Is the treatment,

based treatment to slow down or stop the
growth of cancer cells.

care and support provided for people with
life-limiting illnesses.

CRANIOTOMY: An operation to open
the skull and access the brain.[5]

RADIATION: The use of high-energy

COMPUTERISED TOMOGRAPHY
SCAN (CT Scan): A scan that uses

SEIZURE: A seizure is a sudden,

x-rays and a computer to create a detailed,
cross-sectional picture of the body.

LOMUSTINE (CCNU): Lomustine
is an anti-cancer (“antineoplastic” or
“cytotoxic”) chemotherapy drug.

MEDICAL ONCOLOGIST: A doctor
that oversees chemotherapy and may
direct a multidisciplinary team, managing
the treatment of patients with cancer.
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x-rays or particles to destroy tumor cells.
uncontrolled electrical disturbance in
the brain. It can cause changes in your
behaviour, movements or feelings, and in
levels of consciousness.[8]

TEMOZOLOMIDE: Is the primary
chemotherapy used to treat brain
tumours.
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