
GETTING THE  
SUPPORT YOU NEED

A PrActicAl Guide for couPles fAcinG cAncer

The challenges addressed in this booklet...

• We need to know what support we have around us

• We need more information

• We need extra help from the right health care professionals

• We need help at home

• We need more emotional support

• We need financial help 

• We need legal help



Note to reader

This booklet is not intended as a substitute for consultation with your 
health care professionals. Patients or partners with health care questions 
should call or see their health care professional promptly and should not 
disregard professional medical advice, or delay seeking it, because of 
information encountered in this booklet. Before commencing any health 
treatment, always consult your doctor. 

All care has been taken to ensure that the information contained here  
is accurate at the time of publication. All names of patients and partners 
have been replaced to protect their anonymity. Coping-Together is not 
responsible for any injury or damage to persons or property arising out  
of, or related to, any use of the booklets, or to any errors or omissions.
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GETTING THE 
SUPPORT YOU NEED

Finding the help you need among the numerous cancer support networks 
can be daunting, especially if you are not sure where to look or who to ask. 

In this booklet, we’ve put together some common forms of support – 
practical, emotional, financial, informational and legal – that you may need 

and suggested ways to help you find the right resources.
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Kim Brauer qualified with a BA Social Work and 
Masters of Social Work in Counselling with over 
15 year’s social work experience. Currently, Kim 
is a Senior Oncology Social Worker at the Cancer 
Therapy Centre in Liverpool Hospital. Over the 
past six years she has specialised in providing 
strength based counselling to patients with breast 
cancer and their families. She has also developed 
and facilitated a number of programmes using the 
Wellness Model to support patients throughout their 
cancer journey. Kim’s specific interests include: 
grief and loss; carer support and survivorship.

Kim Hobbs holds a Masters Degree in Social 
Work and has a long career in Oncology Social 
Work; currently working at the Department of 
Gynaecological Oncology, Westmead Hospital. 
Kim advocates for improved psychosocial 
support services for all people with cancer and 
their caregivers, believing that psychosocial 
care should be an integral component of 
comprehensive cancer care. Kim has also worked 
with key cancer care stakeholders to contribute to 
the development of educational resources for both 
clinicians and consumers.

Meet the experts
Every Coping-Together booklet has sections where health care professionals 
have been invited to discuss the information and strategies that are presented. 
Each expert is easy to identify – their picture is included next to their input, and 
you will recognise some of their faces from the Coping-Together DVD. 

In this booklet, Getting the Support You Need, our experts are Kim Brauer 
and Kim Hobbs.



Getting the Support You Need  5

We need to know  
what support we  
have around us.

Your plan to build a support 
network in your community.

Go to 
page 6

We need more 
information.

Find the right sources  
of information.

Go to 
page 18

We need extra help  
from the right health 
care professionals.

Understand who you need 
to speak to, and how.

Go to 
page 38

We need help at home.
Understand what services 
are available and how to 

make use of them.

Go to 
page 45

We need more 
emotional support.

Manage worries and 
emotions with support  

from others.

Go to 
page 55

We need financial help.
Understand what  

is available, where to  
find it, and how.

Go to 
page 63

We need legal help.
Know your rights and 

responsibilities, and who 
can help you.

Go to 
page 71

The following flowchart shows some common concerns and areas with which 
people may require extra assistance. Navigate your way through the chart until 
you recognise your own concern and choose the strategies recommended on  
the right. Go to the relevant pages for more detailed information.
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We need to know what support 
we have around us

“ The extent to which a person with cancer has support and feels 
supported has been identified as an important factor in their adjustment  
to the disease. ”  
National Breast Cancer Centre and National Cancer Control Initiative, 2003. 

It helps to know you will have the support you need, when you need it. While the 
available services and resources are extensive, they can be tricky to navigate.

Suggestions for building a support team

1. Create your support teams – Consider who can 
help address your physical, emotional, financial 
and social needs.

2. Use the Cancer Council Helpline – The Cancer 
Council has agencies in every state and territory and 
can tell you what services are available in each area.

Top Tip: It’s a good idea to plan ahead by anticipating 
possible problems. The more prepared you are, the 
lower your stress will probably be.
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Suggestion 1: Create your support teams
Three main teams help you through the cancer experience. These are: 

Support Services Team: Includes all the  
services that might be able to help you with:

• Carer respite • Transport

• Home care • Mobility 

• Financial issues • Legal issues

• Counselling • Support groups 

• Interpreters • Housework 

• Home maintenance • Accommodation

• Obtaining information about cancer

Health Care Team: Includes all the health  
care professionals involved in your care:

• Surgeon • Psychologist/counsellor

• Dietitian • Radiation oncologist

• Social worker • General practitioner

• Physiotherapist • Community nurse 

• Oncology nurse • Palliative care team

• Oncologist • Occupational Therapist

• Pastoral care worker • Cancer care coordinator

Friends And Family: Includes everyone  
in your informal support network who might  
be willing and able to provide help:

• Family members

• Friends

• Church members

• Work colleagues

• Neighbours

• Parents from your children’s school
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The first step in building your teams is to consider the type of support you 
need. Take some time to read through the list below to identify the services and 
assistance you need now and the areas in which you may need help over the 
next few months. We have suggested who is most likely to assist – you can add 
the names and contact details of the people and services that you deal with to 
create a handy reference guide. 

Problem Do I need help? Who Can Help? On My Team

Understanding treatment
NOW     FUTURE 

Cancer care coordinator, nurse, GP/
specialist, oncologist

Treatment side effects
NOW     FUTURE 

Nurse, GP/specialist, cancer care 
coordinator, oncologist

Physical rehabilitation 
NOW     FUTURE 

Nurse, physiotherapist, massage therapist, 
occupational therapist

Managing medications
NOW     FUTURE 

Nurse, GP/specialist, cancer care 
coordinator, oncologist

Pain management 
NOW     FUTURE 

Nurse, physical therapist, GP/specialist, 
cancer care coordinator, oncologist

Follow up nursing care (e.g. dressings) NOW     FUTURE  Community nurse, cancer care coordinator 

Hygiene/personal care (e.g. showering, wigs)
NOW     FUTURE 

Community nurse, community service 
provider

Depression or anxiety
NOW     FUTURE 

Psychologist, psychiatrist, GP, counsellor, 
social worker, family and friends

Stress
NOW     FUTURE 

Psychologist, psychiatrist, GP, counsellor, 
social worker, family and friends

Lack of emotional support
NOW     FUTURE 

Psychologist, GP, counsellor, social worker, 
family and friends, cancer support agencies

Sexual issues
NOW     FUTURE 

Psychologist, counsellor, sex therapist, GP, 
specialist, nurse 

Isolation 
NOW     FUTURE 

Family and friends, social worker, support 
groups, psychologist, counsellor

Carer needs (e.g. training in lifting) NOW     FUTURE  Social worker, community service provider

Carer respite 
NOW     FUTURE 

Community service provider, social worker, 
family and friends
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Top Tip: Most of the problems listed in this table are 
addressed in this booklet. Review the flowchart at the 
beginning of the booklet to help you find the relevant 
sections for more information and strategies. 
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Problem Do I need help? Who Can Help? On My Team

Mobility 
NOW     FUTURE 

Occupational therapist, physiotherapist, 
community service provider

Looking after children 
NOW     FUTURE 

Family and friends, community service 
provider

Dietary changes NOW     FUTURE  Dietitian

Transport (e.g. to appointments, children to school)
NOW     FUTURE 

Community service provider, social worker, 
family and friends. 

Domestic help/housework
NOW     FUTURE 

Community service provider, family and 
friends, social worker

Home maintenance
NOW     FUTURE 

Community service provider, family and 
friends, social worker

Preparing meals
NOW     FUTURE 

Community service provider, family and 
friends, social worker

Shopping
NOW     FUTURE 

Community service provider, family and 
friends, social worker

Completing forms NOW     FUTURE  Family and friends, social worker

Accommodation NOW     FUTURE  Social worker, community service provider

Crisis planning
NOW     FUTURE 

Cancer care coordinator, GP, specialist, 
social worker, family and friends

Return to work issues
NOW     FUTURE 

Social worker, solicitor, union, Fair Work 
Ombudsman

Financial issues 
NOW     FUTURE 

Social worker, financial planner, Centrelink, 
community service providers

Legal issues 
NOW     FUTURE 

Solicitor, community legal centres, public 
trustee, government offices

Other: NOW     FUTURE 

Other: NOW     FUTURE 

Other: NOW     FUTURE 

Other: NOW     FUTURE 
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How do I build my medical team?
Your medical team will largely be built around you. Who is on your team will be 
partly determined by the type of cancer you have, the treatment you undertake 
and your health care institution.

Some members of the team will be obvious and you will have lots of contact with 
them (e.g. your doctors). Others you may only see for a short time, or you may 
need to ask for access to them. If you don’t know who to ask about accessing 
additional health care services (e.g. psychologist, dietitian), a good starting point 
would be your cancer care coordinator or a social worker. 

If you need help from someone on your medical team, but are not sure who or 
what to ask, see the section ‘we need extra help from the right health care 
professionals’ in this booklet, or read through the Getting What You Need 
From Your Health Care Team booklet. 

Top Tip: Remember you have the right to a second 
opinion on any medical issue or treatment decision. If you 
feel unable to work with a member of your health care team 
you have the right to ask for someone else.

How can a social worker help?  

Social workers can offer counselling and help with practical 
matters. Most hospitals offer social work services, or can 
refer you to a social worker. Oncology social workers, 
who are trained to help people with cancer and their 
families, are also increasingly available. 

Ask your doctor or nurse to recommend a social 
worker, or check with the Cancer Council or specific 
cancer organisations. The Australian Association of 
Social Workers (02 6232 3900, www.aasw.asn.au)  
or Oncology Social Work Australia (02 9515 5242,  
www.oswa.net.au) may also put you in contact  
with someone in your area.
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How do I build my support services team?
Once you have identified the issues you need addressed, you need to find out 
whether there are services in your area that can help. 

There are lots of ways to find out about local services.  
You can: 

✓	 Ask your doctors, nurses or cancer care coordinator.

✓	 Ask your social worker.

✓	 Ask friends and family. 

✓	 Call the Cancer Council.

✓	 Look through the local phone book.

✓	 Look through the local newspaper. 

✓	 Search the Internet.

✓	 Visit the local library.

✓	 Contact organisations that you know – even if they do not provide the 
service you need, they may know who does. 

Top Tip: Investigate a variety of support services. 
Some are specifically for cancer patients, however 
there are also others for the general community for 
which you may be eligible. 

Top Tip: Some of the State Cancer Councils and other 
community organisations have service directories. These 
guides help pull together information about many services 
that might be available.

Contact the Cancer Council in your State to see if it has a service 
directory, or try using a community based guide such as Lifeline Service 
Finder (www.lifeline.org.au/Find-Help/Lifeline-s-Service-Finder/Lifeline-
Service-Finder/default.aspx), or Commonwealth Respite and Carelink 
Services Directory (1800 052 222 or http://australia.gov.au/service/
commonwealth-respite-and-carelink-services-directory).
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How do I build my family and friends team?
Family and friends are a valuable source of support. Not knowing how they can 
help may stop some people from offering, even though they would be more than 
happy to do so. 

Once you have identified the help you need, consider which of your family 
and friends could best provide it. People seem to fit some roles perfectly. For 
example, someone with a great relationship with many of your family and friends 
might make an excellent contact for updates on your progress. They could then 
let you know who has called and you could call them back when you feel up to it. 

Top Tip: Talk to your family and friends about the help 
you might need. People often WANT to help but don’t 
want to impose. Don’t be too proud to accept help when  
it is offered – it will make things easier for you both!

Knowing who you can count on for what kind of help is important. Ask your 
family and friends to think about the help they can provide – an easy way to do 
so is to get them to complete a checklist like the one below. 

Help I can offer Name:

	 Mow lawns

	 A meal prepared occasionally/ 
……. nights a week/fortnight

	 Help with forms / other paperwork

	 A shoulder to cry on

	 Grocery shopping

	 Babysitting

	 Respite for spouse/partner

	 Visit you in hospital

	 A regular ride at a pre-assigned 
time (e.g. take children to school, 
take you shopping)

	 Communication contact point

	 A weekly phone call

	 Research information for you

	 Home maintenance

	 Run errands

	 Gardening

	 Pick up medications

	 Attend appointments

	 Clean the house

	 Take you out, do something social 

	 Help with washing/ironing

Adapted from National Family Caregivers Association
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Top Tip: If family or friends offer to help, ask them how 
long they can do it for. Some people will be happy to help 
regularly for as long as it takes, others will only be able to 
help occasionally. It is good to know this up front. 

Suggestion 2: Call the Cancer Council Helpline
A good place to start asking about resources in your area is the Cancer 
Council Helpline on 13 11 20. The Cancer Council is a mine of information  
and has lists of different services and resources for specific areas.

The Cancer Council can help you with:

✓	 Information about cancer, treatments and side effects  
(including brochures you can request or download).

✓	 Support groups.

✓	 Information about support  
services in your area.

✓	 Access to Cancer Connect  
– a peer-based support service 
that puts you in contact with 
others in similar situations.

✓	 Information about current  
cancer research. 

✓	 Access to other Cancer Council 
Support services (e.g. the Living 
Well After Cancer program run 
by the Cancer Council NSW,  
the Stress Management course  
by the Cancer Council SA,  
or the Life Now Yoga and 
Meditation classes run by  
the Cancer Council WA). 

Maybe we should ask for directions?
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What others have said about using these strategies

“ Before I was diagnosed, I remember marvelling at how many services 
seemed to be set up for cancer patients. It wasn’t until I needed them that  
I realised the problem was not what was around, but where. ”  
Dion, diagnosed with prostate cancer.

“ One thing I’ve discovered is that some of the people around you are 
happy for you to ‘marshal’ them into a support team – it takes away that 
uncertainty of how they can help, especially since they might have been 
told that it’s better to make specific offers than to just say something like, 
‘Let me know if you need anything’. ”  
Julie, diagnosed with breast cancer.

“ Getting to and from treatment was difficult, as was covering some of 
the costs relating to treatment. I started to feel overwhelmed. The hospital 
social worker suggested I call the Cancer Council. They were able to help 
me in numerous ways, including connecting me with a transport service 
and giving advice on financial assistance. ”  
Leanne, diagnosed with colorectal cancer.

OK, so which one of them put 
you in touch with community 

support services?
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How building your support team can help 
– What the experts have to say
Building your support teams essentially means that you 
have access to supportive care that considers all aspects 
of your cancer experience. There are several benefits 
associated with this, such as: 

✓ Reduced anxiety and depression.

✓	 Enhanced management of physical symptoms  
and side effects.

✓	 Increased understanding of cancer and its treatment. 

✓	 Greater ability to cope with treatment.

✓	 Improved decision making and active participation in care.

✓	 Increased satisfaction with the care provided.

✓	 Improved quality of life.

– Kim Hobbs

Key Points: Building a support network

1. Your support network might include members 
of your medical team, services from 
community-based organisations, family 
and friends. 

2. Determine what type of help you need and then 
find out who can provide it.

3. Your social worker and the Cancer Council can help 
you access a variety of services. 



18  Coping-Together

We need more information

“ Providing couples affected by cancer with appropriate information  
is a crucial component of adjustment to the diagnosis, individual control 
and coping. ”  
Williamson and Manaszewicz (2002).

People with cancer and their partners are often keen to learn as much as possible 
about what might lie in store for them.  

FACT: Most people diagnosed with cancer and their 
partners turn to their health care professionals for 
information. But doctors, nurses and specialists are often 
busy and finding other sources of information is necessary. 

Suggestions for seeking more information 

1. Identify your needs – Knowing what you are looking 
for will give you focus when you search for information.

2. Find the right information source – Different resources 
will suit different people. You might prefer ‘visual’ 
information (e.g. DVDs, diagrams), while others might 
prefer to read statistics or talk to experts.

3. Check your information is worthwhile and manage information 
overload – You can waste a lot of time trawling through useless 
information. Information that is not credible, accurate and up to date 
can also cause you undue stress. The sooner you dismiss fruitless 
and irrelevant sources, the better.
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Suggestion 1: Identify your needs
Before you start looking for information, think about what you need. The more 
specific you are the more focused and fruitful your search is likely to be. 

The following table sets out some of the common types of information people 
with cancer and their partners may need at particular stages of the illness.  
Take time to read through the table and consider the areas in which you  
would like additional information. Use the other Coping-Together booklets  
to see if they provide the information you need, and/or consider other sources  
of information you can use.

If the information you need is not included in the Coping-Together booklets 
contact the Cancer Council, they have a number of booklets covering the topics 
listed in the following table. 

Exercise: Identifying your information needs

Stage
Common information 
needs

Do I  
need this? 
✓	= YES Coping-Together Booklet

Type of cancer

Newly 
Diagnosed

Symptoms of cancer

Chance of cure and life 
span or survival rate

Recurrence or spread  
of cancer

Coping with diagnosis Dealing with Stress 
and Worry; Getting the 
Support You Need

Communicating with 
others about cancer

Supporting Each Other 

Effect on life plan or long-
term goals
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Stage
Common information 
needs

Do I  
need this? 
✓	= YES Coping-Together Booklet

Preparing for 
Treatment

Available treatment options

Side effects and risks/
benefits of treatment

Getting on Top of 
Symptoms 

Getting a second opinion Making Your Treatment 
Decision 

Alternative and 
complementary treatments

Making Your Treatment 
Decision

Treatment plan – how 
treatment works and who 
is involved

Getting What You Need 
From Your Health Care 
Team

Treatment success

Physical limitations during 
treatment

Getting on Top of 
Symptoms 

Clinical trials Making Your Treatment 
Decision 

Other patients 
experiences

Getting the Support You 
Need

Cost of treatment, 
insurance coverage, or 
other financial issues

Getting the Support You 
Need 

Typical duration of leave 
from work
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Stage
Common information 
needs

Do I  
need this? 
✓	= YES Coping-Together Booklet

During 
Treatment

Coping with side effects 
of treatment and risks/
benefits of treatment

Getting on Top of 
Symptoms; Getting What 
You Need From Your 
Health Care Team

Emotional reactions and 
support

Dealing with Stress and 
Worry

Alternative and 
complimentary treatments

Making Your Treatment 
Decision

Practical support services 
(e.g. home care, domestic 
help)

Getting the Support You 
Need

Support groups or support 
from other patients

Getting the Support You 
Need; Getting What You 
Need From Your Health 
Care Team

Spiritual support 

Effect on family, friends, 
caregivers

Supporting Each Other; 
Getting the Support You 
Need

Effect on social life or 
leisure activities

Effect on employment or 
work life

Getting the Support You 
Need

Top Tip: The American Cancer Society has a free interactive 
program called ‘I Can Cope – Online’. It provides ‘classes’ 
for learning tips about cancer and other related issues. 

Go to www.cancer.org/Treatment/
SupportProgramsServices/OnlineCommunities/
ParticipateinaCancerEducationClass/ICanCopeOnline/index
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Stage
Common information 
needs

Do I  
need this? 
✓	= YES Coping-Together Booklet

After 
treatment

Self-care issues during 
recovery 

Getting on Top of 
Symptoms 

Nutrition during recovery Getting on Top of 
Symptoms; Dealing with 
Stress and Worry

Immediate post-treatment 
follow-up care

Getting What You Need 
From Your Health Care 
Team

Recognising or preventing 
complications following 
treatment

Getting on Top of 
Symptoms 

Where to get medical 
supplies/equipment

Getting the Support You 
Need

Maintaining physical 
health and activity

Getting on Top of 
Symptoms; Dealing with 
Stress and Worry

Maintaining mental health Dealing with Stress and 
Worry; Supporting Each 
Other 

Monitoring condition/
cancer

Going back to work

Adapted from Rutten, Arora, Bakos, Aziz and Rowland (2005).

Top Tip: Although many people want as much 
information as possible, others only want the minimum. 
It is up to you to decide how much is enough. If you are 
feeling overwhelmed by the information on offer, simply 
accept the material and put it aside – it will be there if 
you change your mind.
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Suggestion 2: Find the right information source

Cancer information sources include:

✓	 Health care professionals.

✓	 The Internet (including specific cancer websites).

✓	 Cancer organisations.

✓	 Other people with cancer and their partners, including support groups.

✓	 Bookshops and libraries.

How you can get the information you need from each of these sources is 
discussed in turn.

Information source: Health care professionals

When you have a team of people caring for you, it’s often hard to know which 
professional can help you with what. When in doubt, try your GP, oncologist, 
oncology nurse, cancer care coordinator or social worker. If they can’t answer 
your questions, they can direct you to someone who can.

Top Tip: For a more detailed discussion on which health 
care professionals to talk to, and how you might go 
about it, go to the ‘we need extra help from the right 
health care professionals’ section of this booklet, and 
the Getting What You Need From Your Health Care 
Team booklet.
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Information source: Internet

Given the sheer weight of information available on the World Wide Web and the 
fact just about anybody can post it there, you need to be cautious about the 
information your Internet searches produce. 

Advantages of using the Internet Disadvantages of using the Internet

Quick

Efficient

Comprehensive

Inexpensive

Wide variety of information

Offers both factual and personal details

Not always accurate

Content not always monitored or 
sanctioned

Sources not always reliable

Volume of information can be daunting

Information may be out of date

Doubt over credibility in some cases

There are countless websites covering cancer and all the questions that come with 
it, so good places to start are usually public, non-profit and/or officially sanctioned 
websites posted by agencies like Cancer Australia and Cancer Council Australia.

Here are some websites that might be helpful:

Cancer Australia www.canceraustralia.gov.au

Cancer Council Australia www.cancer.org.au 

Cancer Council ACT www.actcancer.org

Cancer Council New South Wales www.cancercouncil.com.au

Cancer Council Northern Territory www.cancercouncilnt.com.au

Cancer Council Queensland www.cancerqld.org.au

Cancer Council South Australia www.cancersa.org.au

Cancer Council Tasmania www.cancertas.org.au

Cancer Council Victoria www.cancervic.org.au

Cancer Council Western Australia www.cancerwa.asn.au

American Cancer Society (US) www.cancer.org

Macmillan Cancer Support (UK) www.macmillan.org.uk

National Cancer Institute (US) Cancernet www.cancer.gov/cancertopics

Oncolink (US) www.oncolink.upenn.edu
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Overcoming my fear of computers

“ I have always wanted to look on the Internet to find some information 
about cancer treatments, but I have never owned a computer. I wouldn’t 
even know how to turn one on. But I have heard a lot about the Internet  
so I decided it was about time I gave it a go. My daughter helped me find a 
library near my home that had computers hooked up to the Internet. I made 
an appointment with the librarian there the following week. I made a list of 
all the information I wanted to find out before I went. The librarian helped 
me open a search engine and type in some words to find the information  
I wanted about the different treatment options and any side effects. I found 
lots of helpful web pages. One web page even informed me about which 
specialists I should talk to about my loss of appetite and nausea. I was so 
pleased. I have made another appointment at the library next week. ” Geraldine, diagnosed with bowel cancer. 

Top Tip: If you are not sure how to use computers 
or the Internet, ask a friend or family member to help. 
Librarians can also help you. If you do not have access to 
the Internet, try your local library (you may need to book  
a time) or see if a friend will let you use their computer.

Hmmm...where can 
we find out more 
about this? CANCER 

TREATMENTS

I'll check the 
Cancer Council 

website.
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How to search the Internet

Step 1: Choose a search engine

Search engines help you find the information you are looking for online by cross-
referencing and indexing your query against their databases. The way they 
process your query, and the nature and number of sites they check it against, 
can vary; so if you are not happy with your search in one, try another. 

Popular search engines include: 

✓ Google (www.google.com)

✓ Alta Vista (www.altavista.com)

✓ Yahoo (www.yahoo.com)

✓ Bing (www.bing.com)

✓ Ask.com (which also does dictionary  
and encyclopaedia searches). 

Step 2: Target your search

Here are some techniques to be as precise as possible with your search.

✓ Be specific: Rather than search a general term, such as ‘breast cancer’, 
which will produce reams of results, try a narrower search (e.g. ‘breast 
cancer radiation therapy’). See the following table for examples of words  
and terms you might use.

✓ Ask a question: Most of the major search engines are set up to respond to 
questions, (e.g. what are common side effects of radiation?)

✓ Define your limits: Some search engines allow you to do a Boolean search, 
in which you use, ‘and’, ‘or’ and ‘not’ to either expand or restrict the words 
it searches for (e.g. prostate cancer AND treatment; cancer treatment NOT 
surgery; melanoma OR carcinoma). You can also use quotation marks 
to keep two words or a phrase together (e.g. put marks around ‘cancer 
support groups’ if you want results only for that phrase, not for cases 
where the words are separated). A ‘+’ sign will ask for results that include 
two specific words or phrases, but not necessarily next to each other (e.g. 
‘colorectal cancer + chemotherapy’).

✓ Specify a country: Most search engines allow you to restrict the search to 
websites from a particular country.
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to be coloured

✓ Look for alternatives: If you feel there should be more results than what a 
search has produced, check if there is a different spelling (some words are 
spelled differently in the US – e.g. ‘behaviour’ is spelled ‘behavior’), or try 
different words or terms that mean a similar thing or cover a similar topic 
(e.g. ‘skin cancer’ instead of melanoma).

Here are some examples of key word searches:

Information need Example of key words

Symptoms colon cancer AND abdominal pain

what are symptoms of prostate cancer?

Test results what is a PSA test?

melanoma and ‘TNM system’

Treatments and procedures chemotherapy for breast cancer

side effects of mitoxantrone

‘colon cancer’ AND ‘surgical resection’

Developments ‘ovarian cancer’ AND ‘clinical trials’

colorectal cancer research 2012

Support ‘breast cancer support groups’ in Adelaide

prostate patients groups

Health professionals oncologists AND melanoma AND Sydney

bowel cancer specialists Brisbane
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Step 3: Assess what you find

Most search engines will present results in descending order of relevance.  
Once you unearth what you think is useful information, check its accuracy and 
the credibility of the site (see the box below for tips on this). Most good websites 
will offer links to other credible sites, so you can delve further. 

The following questions can help you assess the credibility  
of information you find on the Internet

✓ Who is running the website? You can usually find this information in 
the ‘About Us’ or ‘Contact Us’ section. It is important to know who is 
funding the website. For instance, a commercial website giving details 
of certain cancer treatments may be useful, but it may steer you in the 
wrong direction. Have a look at what sponsor and advertising material 
accompanies the information – does this suggest a vested interest?  
Also, if the web page claims to be from an organisation, check that  
the domain name matches up. As a general rule, the domain names  
of government-run websites will end in ‘.gov’ (plus a country code);  
sites for educational institutions will end in ‘.edu’; and sites for non-profit 
organisations will end in ‘.org’.

✓ Is the information current? Look at when the web page was last updated. 
Websites that have no date, or do not have a current date, on their pages 
may be misleading.  

✓ If the information seems too good to be true, it probably is. Check other 
reputable websites to see if this information is accurate. Cross-checking 
information on several of these websites will put your mind at ease.

✓ The use of commercial brand names or logos. If this is sponsored 
information, you may need to be circumspect. 

✓ The balance of opinion. Look for what has been left out of the information 
on the site. Most reputable information tells you about the good and bad 
of a treatment. If you have found a new treatment on a website, try to find 
supporting evidence from other sources. 

Adapted from "My Journey: Information Guide", Breast Cancer Network Australia (2010) and "Searching the 
Internet" abc.net.au/science.
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Information source: Cancer organisations

Australia has a host of government and community-funded agencies working  
to combat cancer and to support patients and their families. Their missions vary, 
but most have a variety of valuable resources to share with patients, families and 
professionals. Here is a list of some of the cancer-related agencies in Australia. 

Cancer Australia (www.canceraustralia.gov.au)

Australian Government’s umbrella organisation for cancer. It liaises with other 
cancer agencies and advises the government on cancer policy. This is often a good 
place to start if you are looking for specific organisations relevant to your needs.

Specific cancer centres

For consumer information about a particular cancer and details of public initiatives 
and policies, you can try organisations such as:

Australian Council of Stoma Associations Inc (www.australianstoma.com.au) 

Bowel Cancer Australia (www.bowelcanceraustralia.org)  

Breast Cancer Care Western Australia (www.breastcancer.org.au) 

Breast Cancer Network Australia (www.bcna.org.au)

Let’s Beat Bowel Cancer (www.letsbeatbowelcancer.com)

Lions Australian Prostate Cancer Website (www.prostatehealth.org.au)

Melanoma Institute Australia (www.melanoma.org.au)

Melanoma Patients Australia (www.melanomapatients.org.au)

National Breast and Ovarian Cancer Centre (http://canceraustralia.nbocc.org.au/)

National Breast Cancer Foundation (www.nbcf.org.au)

Prostate Cancer Foundation Australia (www.prostate.org.au)

St Vincent’s Prostate Cancer Centre (www.prostate.com.au) 

Sydney Melanoma Diagnostic Centre (www.melanoma.net.au)

The Melanoma Foundation (http://sydney.edu.au/medicine/melanoma-foundation/)

Westmead Breast Cancer Institute (www.bci.org.au)
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National health institutes 

The Australian Institute of Health and Welfare (www.aihw.gov.au) and the National 
Health and Medical Research Council (www.nhmrc.gov.au) have reports, studies 
and statistics related to health (including cancer).

State government bodies

The Cancer Institute NSW (www.cancerinstitute.org.au) and the Victorian Cancer 
Agency (www.victoriancanceragency.org.au) have news and publications to do 
with cancer. The health departments of other States and Territories also have 
information available.

Cancer councils

Cancer Council Australia (www.cancer.org.au) is the peak body for all the State-
based cancer councils, through which you can access hotlines, fact sheets, 
brochures, other publications, and information on new technology and research. 
You can call the Cancer Council Helpline on 13 11 20.

Cancer Council information centres (offering help with finding information) are 
now being established in some hospitals and local sites, such as community 
centres. Check with your State council (either via the helpline or on its website)  
to see if there is one near you. 

Cancer Advocacy 

Cancer Voices Australia (www.cancervoicesaustralia.org.au) is a good source  
of information on what support might be available to you.

Source: Cancer Australia

Top Tip: Many cancer organisations, including the Cancer 
Councils, offer information workshops. For instance, Cancer 
Council NSW offers the ‘Living Well After Cancer’ workshop.
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Here are some useful organisations for information on specific everyday needs:

Practical 
help

Meals on Wheels (www.mealsonwheels.org.au/Home.aspx) 

Cancer Assistance Network (www.canassist.com.au)

Independent Living Centres (www.ilcaustralia.org)

See the ‘we need help at home’ section of this booklet for more 
information.

Financial 
assistance

Cancer Assistance Network (www.canassist.com.au)

See the ‘we need financial help’ section of this booklet for 
more information.

Travel State Cancer Councils (via www.cancer.org.au)

ACT Health (www.health.act.gov.au)

NSW Ministry of Health (www.health.nsw.gov.au)

Country Health SA (www.countryhealthsa.sa.gov.au) 

WA Country Health Service (www.wacountry.health.wa.gov.au)

Department of Health and Human Services Tasmania  
(www.dhhs.tas.gov.au)

Victorian Department of Health (www.health.vic.gov.au/)

Queensland Health (www.health.qld.gov.au)

Department of Health and Families NT (www.health.nt.gov.au)

Clinical 
trials and 
research

Australian New Zealand Clinical Trials Registry  
(www.anzctr.org.au)

Australian Clinical Trials Online (www.australiancancertrials.gov.au/)

Australian New Zealand Breast Cancer Trials Group  
(www.anzbctg.org)

TROG Cancer Research (www.trog.com.au)

GI (Gastro-Intestinal) Cancer Institute  
(www.gicancer.org.au/trials.php)

Melanoma Network (www.melanomanetwork.org.au/page/
current_clinical_trials.html)

Supporting 
your children

CanTeen’s ‘Now What’ site is designed for children who have  
a parent with cancer (www.nowwhat.org.au)
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Some overseas cancer organisations (such as the US National Cancer Institute 
and Cancer Research UK) might provide relevant information. Just be sure to 
check its relevance in Australia. Here are some examples:

International cancer organisations

American Cancer Society (US) www.cancer.org

Beating Bowel Cancer (UK) www.beatingbowelcancer.org

Bowel Cancer UK www.bowelcanceruk.org.uk

Breast Cancer Care (UK) www.breastcancercare.org.uk

Canadian Cancer Society (Canada) www.cancer.ca

Cancer Research (UK) http://cancerhelp.cancerresearchuk.org

Colon Cancer Alliance (US) www.ccalliance.org

Colorectal Cancer Association of Canada www.colorectal-cancer.ca

Johns Hopkins Colon Cancer Center (US) www.hopkinscoloncancercenter.org

Macmillan Cancer Support (UK) www.macmillan.org.uk

Melanoma Research Foundation (US) www.melanoma.org

National Alliance of Breast Cancer  
Organisations (US) www.nabco.org

National Cancer Institute (US) www.cancer.gov

Prostate Cancer Foundation (US) www.pcf.org

Skin Cancer Foundation (US) www.skincancer.org
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Information source: Other people with cancer and their partners

Although everyone’s experiences are different, many people find it helps to  
share thoughts, concerns, tips and ideas with others who are, or have been,  
in a similar situation. 

The ‘we need more emotional support’ section of this booklet looks at some 
of the avenues for connecting with others, including:

✓	 The Internet.

✓	 Cancer Councils.

✓	 Support groups.

✓	 Health care professionals and cancer care coordinators.

A summary is provided below.

The Internet 

You can interact with other people via:

Blogs such as The Cancer Council’s Cancer Connections 
(www.cancerconnections.com.au/blog)

Online forums, which are like message boards or bulletin boards, such as  
The Breast Cancer Network Australia (http://www.bcna.org.au/network).

Chat rooms allow you to connect with other people about a particular topic 
by emailing questions or having a live chat with other people. You can find chat 
rooms on specific cancers through sites like the American Cancer Society’s 
Cancer Survivors Network (http://csn.cancer.org).

Social networks, for examples see: 

• Breast Cancer Network Australia, www.bcna.org.au/network

• Melanoma Survivors and Support Group on Facebook

• Colon Cancer Alliance on Facebook

• Prostate Cancer Foundation of Australia on Facebook

Cancer Councils

The Cancer Council has a one-to-one support program called Cancer Council 
Connect. You can talk to a trained volunteer who has gone through similar cancer 
experiences. They can provide practical advice, emotional support and ideas 
about where to find more information. Cancer Council Connect is a confidential 
service that protects your privacy. You can get further information about Cancer 
Council Connect by calling 13 11 20.



34  Coping-Together

Support groups

The best way to find a support group in your region is to ask your health care 
professionals or check with your State Cancer Council. 

You can find a comprehensive list of support groups by going to the Cancer 
Council website for the area you live in (www.cancercouncil.com.au). Also, some 
cancer-specific organisations offer to help people find support groups near them. 
Examples include the Prostate Cancer Foundation of Australia (www.prostate.org.
au/articleLive/pages/Support-Groups.html) and Breast Cancer Network Australia 
(www.bcna.org.au/sharing-support/find-support-group-your-area).

See the ‘we need more emotional support’ section of this booklet for more 
detailed information on cancer support groups. 

Health care professionals

Your health care team may know patients, survivors and partners you can talk 
to about their experiences, or who are keen to make contact with other patients. 
Short of that, they might have anonymous stories about what other patients and 
partners have said and experienced. It can pay to ask if they have any they can 
share with you.

Information source: Bookshops and libraries 

Libraries (indexes for most of which you can find online) are good sources of 
specific, research-based texts on cancer. Your health professionals can also 
advise you about where you can buy books with the information you need. 

Cancer support groups may have a good selection of books and information 
resources, which they lend to members. Cancer Councils have recommended 
reading lists, produce their own free booklets and often have other publications 
for sale. 
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Suggestion 3: Check your information is 
worthwhile and manage information overload
This means evaluating how useful your information is to you. This can save  
you time (by eliminating unhelpful resources from your reading list) and stress 
(by dismissing worrying information that has not been verified). 

Top Tip: Check information you find elsewhere with 
one of your health care professionals, especially if 
what you have found worries you in any way, seems 
to contradict other things you have been told, seems 
too good to be true, or may affect the decisions you make 
about your illness and treatment.

To check that your information is worthwhile, ask yourself:

1. Is it from a credible source? Make sure it comes from a reputable 
organisation, such as a recognised medical institution or government 
agency, and be wary of information that is sponsored by someone with 
a commercial interest. Use the box on page 28 to assess websites, and 
discuss the information with your health care professionals. 

2. From which institutions have research papers and articles originated – 
are they recognised universities or other research organisations?

3. Do you fully understand the language used?

4. Is the information the most recent you can find?

5. Do you know the full story behind the accounts of other people with 
cancer? This will help you decide how relevant the information is to 
your circumstances.

6. Who gave you the information or referred you to it? What, if any, might 
be their motivation? For example, is it from a pharmaceutical company 
with a product to sell?

7. Does the information sound incredible or too good to be true?  
If so, it probably is, be sure to discuss it with your health care team. 
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There is so much information! How do I deal with 
information overload?

There are several strategies you can use if you find 
yourself feeling overwhelmed by information. 

1. Define your information comfort level. Are you the 
type of person who wants to know everything, or the 
type of person who prefers to know the bare minimum 
needed to make an informed decision? Make sure you 
tell others your preference for the amount of information, 
so that they don’t give you more than you want. 

2. When people offer you information resources (e.g. booklets, DVDs), 
accept what is on offer, but then put it aside. You might not want that 
information now, but in the future you might want to know a bit more. 
Having a handy pile of resources that you can look through will save 
you time and you won’t have to search for the information yourself. 

3. Restrict yourself to only reading/viewing information from reliable 
sources (e.g. brochures that your doctor provides, information from  
the Cancer Council). 

4. Ask someone on your family and friends support team to be the 
information gatherer/keeper for you. They can do the searching and  
the reading, and then provide you with information if you ask for it. 

What others have said about using these strategies

“ When I was first diagnosed, I felt that I needed to know something 
about cancer and treatment. I did not need to know absolutely everything, 
but I did want to know what I was going to experience with all the different 
treatments and what I could do to manage the side effects. ”  
Jennie, diagnosed with colorectal cancer.

“ I remember the moment I recognised that I knew nothing about Henry’s 
condition. Not knowing was very scary, so I rang every number of every 
cancer organisation I could find. It was a whirlwind of self-education,  
but I needed to do it. ”  
Lisbeth, wife of Henry, diagnosed with multiple myeloma.
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Key Points: Seeking more information

1. It is normal to want as much information as 
possible – but it is also common for people to 
decide they need only a minimum of information. 

2. Thinking strategically about the information you need 
can help you make better use of the wide and varied 
resources available.

3. It is important to check the suitability of any information you find –  
a good first step is to make sure it comes from a credible source.

Why seeking more information can help 
– What the experts have to say
Finding the information you need can:

✓ Put your mind at ease by providing answers to things  
that are concerning you.

✓ Raise questions to check with your health care  
professionals and others.

✓ Help you to consider available options and to make decisions.

✓ Provide tips and information to enable you to care for yourself.

✓ Increase your self-confidence and sense of control.

✓ Reduce anxiety, distress and doubt.

✓ Encourage you to take an active role in your care.

✓ Help you to feel you are not alone with your cancer.

– Kim Brauer

Source: National Coalition of Cancer Survivorship
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We need extra help from the 
right health care professionals

“ From the uncertainty of diagnosis through to the busy period of treatment 
there are doctors, nurses and other health professionals who can help you 
find your way through the health care system. ” Cancer Council NSW

While it might be comforting to know a whole team of health care professionals 
is behind you, this can also be confusing. It might not be immediately obvious 
which team member you should talk to when you have specific concerns about 
your cancer and treatment. 

FACT: Your cancer care team may include GPs, specialists, 
nurses, and other health care professionals. The make-up  
of the team may change over time, depending on the type of  
cancer, the stage it is at, and treatment progress.  

Suggestions for seeking extra help from the right  
health care professionals

1. Understand who is in your team and what they do.

2. Identify the key people – If you are not sure who to  
speak to, there are some health care professionals who  
can help to point you in the right direction.

3. Make sure your health care professional understands your needs – 
Once you have found the right person to speak to, there are techniques 
you can use to make sure you get what you need.
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Suggestion 1: Understand who is on your team 
and what they do
This list contains health care professionals who may be involved in your care and 
outlines what they do.  

Health care professional Their role

General Practitioner (GP) Your primary healthcare provider, who may have 
been your first port of call with cancer, and who will 
probably continue to monitor your progress.

Surgeon Specialist who operates on cancer. 

Medical Oncologist Specialises in treating cancer, including 
prescribing/administering chemotherapy.

Radiation Oncologist Specialises in prescribing/administering radiation 
therapy.

Oncology / Cancer 
Support Nurse

Administers cancer treatments, such as 
chemotherapy, helps to manage pain and other 
symptoms. Provides emotional support and 
information about medical and care needs.

Cancer Care Coordinator Coordinates care, assist patients and partners 
navigate health services and provide a single point 
of contact for information and support.

Community Nurse May visit you at home, if necessary, to help with 
care and treatment.

Oncology Social Worker Counsels people and their family/caregivers 
who are affected by cancer and helps them find 
practical assistance. Can provide information about 
locating services in your community (e.g. home 
care, transportation, financial support).

Palliative Care Specialist Health professionals who are adept at pain 
management, helping you to feel more comfortable 
and helping you and your family with emotional and 
other support you may need. Can help at any stage 
of your cancer, not just at end-of-life stage.
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Health care professional Their role

Physiotherapist Helps with the physical recovery from your illness. 
Can help maintain and improve your overall fitness 
and health.

Occupational Therapist Helps you manage daily activities. Can design 
and provide devices to help you regain your 
independence.

Speech Therapist Helps with assessing and managing problems with 
swallowing and speech.

Dietitian Can guide in choosing food to help you feel better 
or help you with tips to increase your appetite.

Psychiatrist Medical doctor who specialises in helping 
people with a wide range of emotional reactions. 
Psychiatrists can prescribe medication, such  
as antidepressants. 

Psychologist Can assist you and your family to adjust to the 
emotional impact of cancer and treatments. 

Pastoral Care Worker Priests or other clergy or spiritual leaders can help with 
prayer and spiritual guidance, which are important 
coping tools for many people with cancer.

For more information on what you might talk to each of these team members 
about, and how to go about it, go to the Getting What You Need From Your 
Health Care Team booklet.

FACT: You do not have to be at the end of your life 
to benefit from palliative care. Palliative care health 
professionals are generally adept at pain management, 
helping you to feel more comfortable and helping you and 
your family with the support you may need. Ask your doctor 
or nurse about palliative care options at home. You can 
find more information about palliative care through the 
CareSearch network (www.caresearch.com.au).
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Suggestion 2: Identify the key people

Here are some key people who will be able to help you:

✓	 GP – Your general practitioner is usually there throughout the cancer 
journey, and in many cases will have provided the key referrals for treatment. 
Ideally, they will also be kept up to date with test results and other 
information from the cancer specialists.

✓	 Oncologist or Oncology Nurse – Your oncologist and oncology nurses are 
usually at the centre of the treatment and should be able to help you or refer 
you to the right person.

✓	 Cancer Care Coordinator – Some States and their hospitals are introducing a 
program of coordinators (often nurses) to manage care plans, act as a contact 
and support point and help patients and their partners find the services they 
need. If you don’t know whether a coordinator is available, ask your GP, 
oncologist, local hospital or the Cancer Council if you have access to one.

✓	 Social Worker – A social worker can help you to navigate the complexities 
of the medical system, offer counselling and help you with practical matters.

✓	 Cancer Council – The Cancer Council has comprehensive information on 
cancer care, as well as counsellors who might be able to help you find the 
right health care professional. Contact the Helpline on 13 11 20 or go to 
www.cancer.org.au to access your State website.

How can a social worker help?  

Social workers can offer counselling and help with 
practical matters. Most hospitals offer social work 
services, or can refer you to a social worker. Oncology 
social workers, who are trained to help people with 
cancer and their families, are also increasingly available 
Ask your doctor or nurse to recommend a social worker, 
or check with the Cancer Council or specific cancer 
organisations. The Australian Association of Social 
Workers (02 6232 3900, www.aasw.asn.au) or Oncology 
Social Work Australia (02 9515 5242, www.oswa.net.au) 
may also put you in contact with someone in your area.
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Suggestion 3: Make sure your health care 
professional understands your needs
Here are some tips for getting the help and information you need from your 
health care professional. For a more detailed description of these techniques and 
strategies, see the section ‘we do not always understand what the doctor is 
telling us’ in the Getting What You Need From Your Health Care Team booklet. 

✓	 Use a question checklist – Make a list of questions and prioritise 
them in order of importance. For example, questions you might ask the 
oncologist regarding the cancer include: 

 • What kind of cancer do I have? How common is it?

 • Which parts of my body are affected? Has it spread? 

 • Is it slow growing or fast growing?

 • How is it treated? What are my treatment options?

 • What is the aim of the treatment – to cure, control or manage?

 • Where can I find more information about this cancer?

 • What is the expected survival for people with this type of cancer?

✓	 Provide your health care professional with questions, or requests 
for information, before your appointment – This might give your 
health care professional a chance to think about what you need, or to 
direct you to a source that will be more helpful in the meantime. Many 
health care professionals are happy for you to email such requests.

✓	 Prepare for appointments and ask for what you need – Before a 
medical appointment, think about what you would like to get out of it 
and don’t be afraid to ask for more information. 

✓	 Seek clarification – Health care professionals live in a world of jargon 
and mysterious (to most of us) terminology, and even those with the 
best communication skills can mistakenly assume you understand 
information they give you. For example, use phrases such as those 
below to get the information you need in a way you can understand it:

 • Could you go over that bit again please?

 • When you said that, did you mean…?

 • Can you clarify what you mean by that?
 • Is it correct that you want me to…? 
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What others have said about using these strategies

“ At first, it was like this procession of doctors and nurses and I was 
feeling a bit like, ‘Wow, there are a whole lot of chiefs here and this little 
Indian doesn’t know which one to take directions from.’ So I said to my GP, 
‘Look, I don’t want to have to work my way through a list every time I need 
to know something.’ And he put me onto a social worker at the hospital. 
Now all I do when I’m not sure is give her a ring and she can usually say, 
‘Oh, speak to this person or that person.’ So it’s a two-step process at the 
most, as opposed to a guessing game. ”  
Rex, diagnosed with bowel cancer.

“ I was a bit in awe of all these busy doctors and specialists and felt like 
I should just keep my mouth shut and do as I was told. But then I realised 
that most of them are pretty approachable – and you quickly work out who 
you know will always help you out. In my case, it was a couple of nurses 
in the oncology section of the hospital. They seemed to be right across 
everything and happy to talk to you. ”  
Arjun, diagnosed with melanoma.

Why seeking extra assistance from the right 
health care professionals can help 
– What the experts have to say
It is important for couples dealing with cancer to feel their 
needs have been met by their health care professionals. 
Finding the right people to meet those needs can help you to:

✓ Feel you have some control over what lies ahead.

✓ Understand what you might expect from cancer and 
treatment.

✓ Keep your health care professionals up to date with how you  
are progressing, so they can offer further help where needed.

– Kim Hobbs
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Key Points: Seeking extra help from the 
right health care professionals

1. The cancer care team will consist of a 
variety of doctors, nurses, therapists and 
other workers, with the make-up of the team  
likely to change throughout treatment. 

2. If you are not sure who to speak to, central contact 
people such as your GP, oncology doctor or nurse, 
cancer care coordinator or social worker can help you.

3. Once you find the right health care professional, use tools such  
as question checklists to ensure your professionals are meeting  
your needs.
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We need help at home

“ Having cancer and cancer treatment does not have to mean that you 
must stay in hospital or move in with family or friends. There are services 
available to help you live in your own home. ”  
Cancer Council, ACT.

There are two main types of home-based services:

1. Home nursing/medical care (e.g. help with dressing and wound care, 
medication management).

2. Domestic assistance (e.g. meal preparation, house cleaning, home 
maintenance, transport).

Suggestions for seeking help at home

1. Work out what help you need – Make a list of the 
care and day-to-day tasks with which you might need 
assistance.

2. Ask about available services – This will depend on the 
type of cancer, treatment and where you live, but there are 
key people and organisations who can help you identify 
suitable services.

Top Tip: The sooner you ask for help from community 
organisations, the quicker it can be to organise and 
receive it. Don’t wait until you reach a crisis, accept help 
as soon as you recognise you might need it.
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Suggestion 1: Work out what help you need
It will be easier to ask for assistance if you are clear about 
what help you need. Use the table below to help you identify 
what you are struggling with most, or where some help in 
one area of your life will take the pressure off others. For each 
area, prioritise your needs in order of importance. Next, look 
at Suggestion 2 for the services that may assist you. 

– Kim Hobbs

Area of need Type of help Do I need it? Priority 

Home care Home nursing visits?  YES     NO 

Help with medication and/or 
dressings? 

YES     NO 

Pain management? YES     NO 

Physical rehabilitation? YES     NO 

Understanding/implementing 
dietary changes? 

YES     NO 

Understanding/implementing 
treatment plan? 

YES     NO 

Managing symptoms and side 
effects? 

YES     NO 

Other? YES     NO 

Home help Housework?   YES     NO 

Preparation of meals? YES     NO 

Shopping?  YES     NO 

Gardening and/or lawns? YES     NO 

Child care? YES     NO 

Respite care? YES     NO 

Other? YES     NO 
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Area of need Type of help Do I need it? Priority 

Mobility and 
health aids

Movement around the house? YES     NO 

Getting around in the community? YES     NO 

Other? YES     NO 

Travel Travel to medical appointments? YES     NO 

Accommodation (e.g. for specialist 
appointments in other areas, or for 
family if you are in hospital)? 

YES     NO 

Transporting children to school/
other activities? 

YES     NO 

Other? YES     NO 

Personal Grooming and self-care  
(e.g. help with bathing, needing a 
wig)? 

YES     NO 

Talking about concerns/emotional 
issues? 

YES     NO 

Other? YES     NO 

Carer Training in care procedures 
(e.g. administering medication, 
assisted lifts)?  

YES     NO 

Time to myself/time to do 
personal chores? 

YES     NO 

Talking about concerns/emotional 
issues? 

YES     NO 

Other? YES     NO 

Top Tip: If you have any questions or concerns as a carer,  
you can call the National Carer Advisory and Counselling  
Service on 1800 242 636. You can also find information through  
the Carers Australia website, www.carersaustralia.com.au
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Suggestion 2: Ask about available services
There are many services to help you deal with the needs you identified in 
Suggestion 1. Some are publicly funded and others are available through private 
providers. If you do not have information about specific services, consider asking:

✓	 Your doctor, nurse, social worker, hospital or community health centre  
(look under Community Health in the telephone directory).

✓	 The Cancer Council Helpline – call 13 11 20 or go to www.cancer.org.au

✓	 Carers Australia – call 1800 242 636 or go to www.carersaustralia.com.au

Top Tip: You can ask about Australian Government’s Home 
and Community Care (HACC) program, which provides and 
funds basic support to older people, younger people with 
disabilities and their carers. Contact the Department of Health  
in your State to see if you are eligible.

Following are some services that provide practical support to people with 
cancer and their families:

Practical needs Services

Travel • Your local hospital or community health centre may 
provide transport services for patients who cannot easily 
get themselves to treatment. 

• There are various community transport providers in 
each State and Territory. A good starting point is to ask 
your hospital, GP, local council, or social worker. 

• If you are having trouble getting children to school and 
activities, use the school newsletter, email lists or 
Facebook to ask for help – other parents and families  
are usually happy to do pick-ups and drop-offs when  
they can manage it.

• Each State and Territory has a travel assistance scheme 
for rural and regional cancer patients. Ask your doctor, 
oncology nurse, social worker or your State Cancer 
Council (13 11 20) for information.
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Practical needs Services

Home help • Contact Meals on Wheels (www.mealsonwheels.org.au)  
if you are struggling to prepare your main meals.

• Commonwealth Carelink Centres (1800 052 222)  
can advise you on services that provide domestic help.

• A social worker might help you to find appropriate 
services. Ask your doctor to recommend one.

• Your school, work or church community might be 
happy to pull together to help cover practical needs such 
as cleaning and shopping. Ask your partner or a trusted 
friend in the community to try to organise this, if you are 
uncomfortable about it or unable to do it yourself.

• Talk to your family and friends (or have your partner do 
this) about times when they might be able to help with 
child care and other household duties. Many will be happy 
to do this and might agree to be organised into a roster.

• If you can manage it, make use of online shopping and 
grocery delivery services.

Mobility and 

health aids

• Ask your doctor or hospital to refer you to an occupational 

therapist to help equip you with what you need to complete 
everyday activities. Alternatively, try Occupational Therapy 
Australia on www.otaus.com.au/find-an-occupational-
therapist, or call 1300 682 878. 

• Independent Living Centres in each State (find your state 
centre through www.ilcaustralia.org, or call 1300 885 886) 
are not-for-profit services that can help with mobility aids 
and other equipment you might need.

• You may be able to apply for a temporary disability  

parking permit. Procedures are different in each State, 
www.disabilityparking.gov.au provides information for  
each State or Territory, or discuss this with your doctor. 
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Practical needs Services

Home care • The Cancer Council can tell you about organisations  
that provide home care – call 13 11 20 or go to  
www.cancer.org.au.

• Contact a Commonwealth Carelink Centre on  
1800 052 222 to find out about home care services.

• Ask your doctor, nurse, social worker, local hospital or 
community health centre (look under Community Health 
in the telephone directory) about home care and home 
nursing visits.

• Ask your local pharmacy if they deliver medications.  
This may require some pre-arrangement and your doctor 
may need to phone the prescription to the pharmacist.

Personal • If you need wigs for hair loss during treatment, some 
hospital and cancer care centres have ‘libraries’ from 
which you can borrow hairpieces or turbans. Speak to 
your social worker or health fund about what financial  
help is available to cover wigs, if you need to buy one.  
The Cancer Council (13 11 20) may be able to help with 
listings of wig providers.

• Medicare has a Stoma Appliance Scheme which 
provides subsidised stoma products. Call 13 20 11  
or go to www.medicareaustralia.gov.au/provider/pbs/
files/5018-101111-stoma-appliance-scheme.pdf

• The Cancer Council can also help with where you might 
go to find a breast prosthesis (for breast cancer patients 
who have had a mastectomy).

• Medicare has an external breast prosthesis 

reimbursement program for new or replacement 
external breast prostheses purchased after 1 July 2008. 
Call 13 20 11 or go to www.humanservices.gov.au/
customer/services/medicare/external-breast-prostheses-
reimbursement-program
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Practical needs Services

Carer • If you need education and training for issues regarding 
physical care of your partner, the State branches of Carers 
Australia provide a range of educational and information 
resources. Contact your State branch:

 ACT 1800 052 222 
QLD 07 3900 8100 
VIC 1800 242 636 
NSW 02 9280 4744 
SA 1800 815 549 
WA 1300 227 377 
NT 1800 242 636 
TAS 03 6231 5507

• Respite services give you a break from time to time, 
while knowing that your partner is being looked after.  
The Commonwealth Respite and Carelink Services 
Directory can help you find respite services in your area: 
http://australia.gov.au/service/commonwealth-respite-
and-carelink-services-directory or phone 1800 052 222.

• The Carer Advisory and Counselling Service  
(1800 242 636) provides short-term counselling and 
emotional support to carers to reduce carer stress and 
improve coping. 

• CareSearch provides information and training for family 
carers. For further information contact 08 7221 8233  
or www.caresearch.com.au 
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Top Tips: Asking for help

Here are some things to make it easier asking for help:

✓	 Discuss your needs and concerns with a social 
worker or cancer counsellor (try the Cancer 
Council on 13 11 20 or www.cancer.org.au), who can 
reassure you that your needs are legitimate – they will 
also have good ideas about finding the help you need.

✓	 Talk to your partner, family members and friends 
about what you need. They may be able to help you with seeking 
assistance –you might even find they can offer more practical 
assistance than you expected.

✓	 Seek assistance earlier, rather than later – some things can take  
a little bit of time to organise, so you are better off making sure you 
have help lined up as soon as you become aware that you need it.

✓	 When in doubt, ask – if you assume certain types of help don’t exist 
or aren’t available to you, you may overlook them. If you feel you need 
a specific service, it can’t hurt to ask.

✓	 Ask your family and friends to think about how, how often and how 
long they would be happy to provide help. Write everything down  
so you can refer to it when needed.

✓	 Remind yourself that you are doing both you and your family a service 
by asking for assistance – practical support can relieve some pressure 
on all of you. 

Asking for help is often difficult 

Some people feel asking for help is an admission of defeat.  
It definitely isn’t – letting someone assist you takes the 
pressure off for a while and makes coping a little easier.

– Kim Brauer
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What others have said about using these strategies

“ When Lara was sick I felt that I could cover all that had to be done 
around the home, but I had no idea what to do when it came to her 
physical care, like changing dressings and helping with her colostomy.  
The community nurse looked after all that so I didn’t have to worry. ”  
Ryan, husband of Lara, diagnosed with bowel cancer.

“ The doctor referred us to an occupational therapist because we  
knew Youssef would be struggling to move unassisted for a while after  
his operation. She pointed out things that we hadn’t thought of, but she 
always had some sort of solution. ”  
Farida, partner of Youssef, diagnosed with prostate cancer. 

How can a social worker help?  

Social workers can offer counselling and help with practical 
matters. Most hospitals offer social work services, or can 
refer you to a social worker. Oncology social workers, 
who are trained to help people with cancer and their 
families, are also increasingly available.

Ask your doctor or nurse to recommend a social 
worker, or check with the Cancer Council or specific 
cancer organisations. The Australian Association of 
Social Workers (02 6232 3900, www.aasw.asn.au)  
or Oncology Social Work Australia (02 9515 5242, 
www.oswa.net.au) may also put you in contact with 
someone in your area.
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Why seeking extra care at home can help 
– What the experts have to say
Seeking extra care at home can help couples:

✓ Feel more confident about getting on with  
life at home.

✓ Be less worried about whether they are doing things 
the right way (e.g. taking medicines).

✓ Be reassured about their treatment when health care 
professionals check up on them at home.

✓ Feel satisfied they are receiving personalised attention.

✓ Gain a sense of control.

✓ Feel like they are ‘not alone’ in their cancer journey.

✓ Have confidence in the extra support, which can also give them more 
confidence when making decisions about treatment.

✓ Feel like the carer is adequately supported, and therefore reduce the 
likelihood of carer burnout. 

– Kim Hobbs

Key Points: We need help at home

1. Couples facing cancer often find it difficult 
to keep up with everyday commitments, 
especially when they are feeling unwell or 
are caught up in a busy treatment schedule.  
It is not an admission of weakness or defeat but  
simply another cog in the cancer treatment wheel.

2. Many services are available – some will be deemed 
necessary by your health care team, while you might 
identify a need for extra help in additional areas.

3. Extra care at home is not just for the person with cancer, but is often 
a necessary aid for partners and other family members as well.
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We need more emotional support

“ You may find there are times when you feel overwhelmed and afraid. 
You may also swing from feeling sad and tearful one minute, to feeling 
angry the next. These sudden changes of mood can make it very hard  
for you to predict how you are going to feel from day to day. ”  
Gynaecological Cancer Society

It is normal for couples to experience a range of emotions after a diagnosis, it is 
important for your overall well-being that you get the emotional support you need.

FACT: There are a number of things you can do to help you 
cope with your concerns and emotions. The Dealing 
with Stress and Worry booklet has many useful self-help 
suggestions, such as relaxation techniques, self-talk tips and 
problem solving strategies. The following section takes an in-depth 
look at how you might go about seeking help from others.

Suggestions for seeking emotional support from others 

1. Speak to your health care professionals – Your doctors, nurses 
and other members of your health care team understand that your 
emotional well-being is important in your ability to 
cope with cancer and its treatment.

2. Connect with others with similar experiences – 
Although support groups or networks usually bring 
together people with experiences to share that might 
help others, your contact with others does not have 
to be formal or organised; you may find other ways of 
connecting through Internet forums, cancer organisations 
and health care professionals.
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Suggestion 1: Speak to your health care 
professionals
Any members of your health care team can offer you emotional support.  
Don’t be afraid to ask – if the person you ask does not think they can provide 
what you need, they should be able to refer you to someone who can. 

Top Tip: For suggestions on which health care 
professionals you might talk to, and how you might go 
about it, try the Getting What You Need From Your 
Health Care Team booklet.

If you are unsure about who to speak to, the members of your health 
care team who may be more experienced with dealing with emotional 
issues are:

✓	 Cancer Care Coordinator – If you have access to a cancer care 
coordinator, they are an excellent starting point to help link you to the 
services that are available to help you address your emotional needs  
and concerns. 

✓	 Oncology Nurses – Your oncology nurse can provide you with empathy 
and support as you receive your treatment, and help you deal with side 
effects that are wearing you down. They can also answer questions that 
might be worrying you about your treatment. 

✓	 Psychologists or Counsellors – Can assist you and your family to adjust  
to the emotional impact of cancer and treatments.

✓	 Social Workers – A social worker can discuss your concerns with you and 
help you find further support when you need it.

✓	 GP – Your GP can provide a referral to a psychologist or other mental health 
care professional. This type of referral is eligible for the Medicare rebate for 
up to 10 sessions; however, there may be some out-of- pocket expense if 
the psychologist/counsellor charges above the Medicare rate. You may  
need to book a longer appointment with your GP to arrange this. 
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Suggestion 2: Connect with others 
with similar experiences
Although experiences vary between individuals, many 
people find it helps to share thoughts, concerns, tips and 
ideas with people who are, or have been, in a similar  
situation. Among other things, talking to others can give you:

✓ Some insights into the everyday ‘reality’ of dealing with cancer.

✓ Chances to voice concerns or thoughts with others who understand from 
first-hand experience.

✓ A forum for sharing tips, hints and ideas related to cancer and its treatment.

✓ An idea about what has and hasn’t worked for others.

✓ Some handy references to good sources of assistance and information.

– Kim Hobbs

You can try connecting with others by:

✓	 Joining a support group.

✓	 Using available resources to make contact in other ways.

How can a psychologist or counsellor help?  

Psychologists and counsellors can help couples learn to 
deal with significant emotional adjustment following a 
diagnosis of cancer, the effects of treatment and longer 
lifetime adjustments.

Ask your doctor, nurse, or cancer care coordinator if there 
is a psychologist you can see at the hospital/treatment 
centre. Your GP can also provide a referral to a psychologist 
or counsellor, with the costs subsidised by the Medicare rebate.  
The Australian Psychological Society provides a ‘find a psychologist’ 
feature on their website at www.psychology.org.au, or call 1800 333 497.
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Joining a support group

Cancer support groups can be found through cancer agencies, hospitals 
and doctors’ surgeries throughout Australia. Some are formal organisations 
and others are more casual groups formed by nurses, doctors or other health 
workers. These peer-support groups allow patients, partners and families to 
share experiences and information in a ‘safe’ and mutual environment. They 
often take the form of regular meetings ‘chaired’ by qualified health workers. 
Sometimes the meetings have a specific theme.

Some groups are held online and some are offered over the telephone. These 
forms of group contact are especially helpful for people who are geographically 
isolated, too unwell to travel or reluctant to meet face-to-face.

“I just want to know what 
other women have gone 
through and whether 
their experience has  
been similar to mine.” 
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Where to find a cancer support group/network

The best way to find a support group in your region is to ask your health care 
professionals or check with your State Cancer Council.

Some cancer-specific organisations offer to help people find support groups 
near them. Examples include the Prostate Cancer Foundation of Australia  
(www.prostate.org.au/articleLive/pages/Support-Groups.html) and Breast 
Cancer Network Australia (www.bcna.org.au/sharing-support/find-support-
group-your-area).

Cancer Council

The Cancer Council has a one-to-one, confidential support program called 
Cancer Council Connect. You can talk to a trained volunteer who has gone 
through similar cancer experiences and can provide practical advice, emotional 
support and ideas about where to find more information. For more information, 
call 13 11 20.

Health care professionals and cancer care coordinators

Members of the health care team may know patients, survivors and partners 
who are happy to talk to you about their experiences. Short of that, they may 
have anonymous stories about what other patients and partners have said  
and experienced.

Top Tip: Health care professionals have an ethical 
obligation to protect their patients’ privacy, but won’t mind 
you asking about how you might get in touch with others 
in a similar position to you. They may have details about 
support groups or other patients who are keen to talk to others. 

Top Tip: While joining a support group is helpful, you 
may also hear about some worrying issues. If anything 
you hear from others worries you or raises questions, 
talk to your health care professional. Individual 
experiences can differ greatly, so try not to assume that 
things will happen for you just as they did for someone else.
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The Internet  

Here are some of the ways you might use the Internet to connect with others:

Blogs

A blog is an online journal in which the writer, or blogger, can reflect, share opinions 
and discuss various topics. You can find examples of cancer blogs through: 

• Cancer Connections (Cancer Council), www.cancerconnections.com.au/blog

• Breast Cancer Network Australia, www.bcna.org.au/node/all/blog/network

Online Forums

These are like message boards or bulletin boards. You can read other people’s 
comments, and can also contribute your own comments on a particular topic.

For examples, see: 

• Cancer Connections (Cancer Council), www.cancerconnections.com.au/forum

• Breast Cancer Network Australia www.bcna.org.au/network

• Bowel Cancer Australia, www.bowelcanceraustralia.org/bca/ (select “forum”)

• Cancer Compass (US), www.cancercompass.com

Chat Rooms

These allow you to connect with other people about a particular topic by emailing 
questions or having a live chat with other people. Chat rooms are sometimes 
coordinated by a moderator. You can find chat rooms on specific cancers 
through sites such as:

• American Cancer Society Cancer Survivors Network, http://csn.cancer.org

• Melanoma Research Foundation (US) chat room,  
www.melanoma.org/community/chat

• OncoChat (US), www.oncochat.org

Social Networks

These are websites that encourage connections between people with similar 
interests. Some cancer websites have social networks that you can join. Twitter and 
Facebook are other social networking tools that allow you to share short comments 
and personal updates via the Internet and your mobile phone. For examples see: 

• Breast Cancer Network Australia, www.bcna.org.au/network

• Melanoma Survivors and Support Group on Facebook

• Colon Cancer Alliance on Facebook

• Prostate Cancer Foundation of Australia on Facebook
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Any information that you relay on social network sites and 
forums will be in the public domain. Consider your privacy 
before disclosing information.

What others have said about using these strategies

“ I really liked the little quotes in the Coping-Together booklets, because  
I think people relate to stories – it’s like, ‘Oh yeah, I feel like that too.’ Just that 
validation – even though it’s from a book or from words written on a page, 
it just helps to make you feel not so alone, because cancer is a really lonely 
journey. As much as you’re surrounded by the literature and you’re surrounded 
by doctors and nurses and professionals and people come rushing at you left, 
right and centre – you know, ‘I’ll help, I’ll help’ – I have never ever felt so alone. 
It’s like nobody gets what I am feeling inside. But to have somebody’s words 
jump out at you from a piece of paper and go, ‘Oh yeah, she gets it or I feel 
like that too’ – it’s just that validation that you need. ”  
Kassandra, diagnosed with breast cancer.

“ I was originally worried that the support group would be a big sob-fest 
of people feeling sorry for themselves. But it turned out to be the opposite. 
While most people were pretty realistic about things, they tended to do it in 
a constructive way – where you could learn something from what they had 
been through. ”  
Maria, partner of Rex, diagnosed with bowel cancer.
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Why seeking emotional support  
from others can help 
–What the experts have to say
It is important to seek extra emotional support from others 
when you need it because:

• Your emotional well-being is a vital part of your ability  
to cope with cancer and its treatment.

• People who do not feel they are emotionally supported may feel isolated  
or become depressed.

• It is reassuring to speak to people who have had similar experiences.

• People who know what you are going through can often offer support, 
empathy and advice.

– Kim Brauer

Key Points: Seeking emotional support from others

1. Many people with cancer and their partners find 
it helps to share ideas and thoughts with 
people who understand what they are 
going through. 

2. Health care professionals and others with similar 
experiences are useful sources of emotional support.

3. Contact with others may take the form of formal 
meetings (e.g. support groups) or informal connections 
(e.g. via Internet forums).
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We need financial help

“ Individuals with cancer and their partners are often unaware of available 
financial assistance arrangements, or report difficulties in accessing 
income support because of confusion regarding eligibility requirements,  
or onerous and stressful application processes. ”  
Cancer Council Australia/Clinical Oncological Society of Australia

A reluctance to ask for financial help when experiencing 
financial pressure is one of the biggest hurdles for couples 
dealing with cancer. Several forms of assistance are available 
– making use of them can make a big difference to your 
overall well-being.

– Kim Hobbs

Suggestions for seeking financial help

1. Work out what you need – If you can come up 
with some sort of budget (even if it is just a rough 
list of expected expenses), this will help you decide 
what sort of assistance you might need to look for.

2. Seek help from existing services – Once you know 
what you need, you can then seek out what help is 
available. This section looks at some of your options.
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Suggestion 1: Work out what you need
You might like to ‘brainstorm’ a budget to use as a guide. Start by noting your 
expected income for a defined period, and then list your expected expenses.  
It might help to group these in categories, examples are suggested in the 
sample budget provided on the next page.

Some things to consider are:

✓ Possible disruptions to your regular income (e.g. time off work for you and 
your partner).

✓ Indirect costs associated with cancer and treatment (e.g. babysitting when 
you are not well, increased power bills if you are home more, new clothes  
if you experience weight loss/ gain).

✓ Ongoing expenses you may be able to suspend (e.g. gym membership, 
newspaper delivery, regular charitable donations).

Top Tip: For more detailed information on managing 
your finances, try the Australian Government’s Money 
Smart website, www.moneysmart.gov.au, which has 
an online budget planning tool and links to financial 
counselling.



Getting the Support You Need  65

Exercise: Setting up a budget
Here are some of the categories you may need to think about for a budget.  
Use this as a guide to work out how much money you will have coming in  
and going out, and where you may be able to seek assistance.

BUDGET PERIOD: (e.g. 1 July – 30 September)

INCOME

Wages/salary

Income from savings and investments 

Pensions, tax benefits, social security payments 

Other income

TOTAL INCOMING FUNDS $

EXPENSES

Rent/mortgage payments

Groceries

Petrol and/or transport fares

Bills (e.g. power, water, phone, rates, insurance) 

Other loan repayments (e.g. car loan, personal loan) 

Credit card repayments 

Personal care (e.g. haircuts, cosmetics, toiletries) 

Home maintenance

Social (e.g. eating out, entertainment, holidays) 

Other car related expenses (e.g. servicing, tyres, registration) 

Medical expenses (treatments, medicines, travel to 
appointments, counselling, health care for other family members) 

Education and/or sport (e.g. school fees, team registration, gym 
membership)

Other expenses

TOTAL EXPENSES $

DIFFERENCE BETWEEN INCOME AND EXPENSES $
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Suggestion 2: Seek help from existing services
Once you know what you need, the next step is to find out what help is available 
and ask for assistance. This is not easy for many people, so here are a few tips 
to get you started:

✓ Discuss your financial concerns and needs with a social worker, cancer 
counsellor (you can contact the Cancer Council on 13 11 20 in the first 
instance) or a trusted financial advisor. They should be able to point you  
in the right direction.

✓ Tell your doctor or nurse if you have any financial worries related to your 
treatment and care – they might be able to make allowances in some way  
or provide referrals for assistance.

✓ If you are uncomfortable about asking for help, ask a family member or 
friend to make enquiries with assistance organisations on your behalf 
(though be aware the organisation may need to verify information,  
such as your identity and financial circumstances, with you directly).

✓ Try to be realistic about the level of assistance you will receive – health 
rebates and social services allowances usually only offset, rather than cover, 
your expenses, and charity funds are invariably limited and reserved for the 
neediest cases.

How can a social worker help?  

Social workers can offer counselling and help with practical 
matters. Most hospitals offer social work services, or can 
refer you to a social worker. Oncology social workers, 
who are trained to help people with cancer and their 
families, are also increasingly available. 

Ask your doctor or nurse to recommend a social worker, 
or check with the Cancer Council or specific cancer 
organisations. The Australian Association of Social 
Workers (02 6232 3900, www.aasw.asn.au) or Oncology 
Social Work Australia (02 9515 5242, www.oswa.net.au) 
may also put you in contact with someone in your area.
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Here are some services and strategies to help to ease your financial burden.

Financial help 
needed

Services and Strategies

Travel and 
accommodation

• All States have schemes to help relieve the costs for people 
who need to travel long distances to undergo treatment. 
In NSW, for instance, the Isolated Patients Travel and 
Accommodation Assistance Scheme (IPTAAS) is available 
to people from rural and remote areas who must travel to 
undergo treatment. A referral is needed from a doctor or GP.

• Some hospitals and community health centres provide 
transport services for patients – check with your oncology 
nurse or social worker.

• If you think you might qualify for a pension travel card, contact 
Centrelink on 13 27 17 or go to www.centrelink.gov.au

Treatment and 
medication

• Depending on your circumstances, you might be eligible 
for a health card that reduces the cost of your medication. 
Check with Centrelink on 13 27 17 or go to www.
centrelink.gov.au

• Make sure you check with Medicare and your health fund 
(if you have private insurance) about the treatments on 
which you can claim rebates.

• Ask your pharmacist about generic brands of medications, 
which are often significantly cheaper – but check with your 
doctor if it is OK to use those brands.

• Some health care professionals are prepared to discuss 
flexible payment options with you. If you are concerned 
about what you can afford, contact the doctor or health 
worker before your appointment.

• Some organisations offer assistance schemes for specific 
conditions and needs. One example is the Continence 
Foundation of Australia, which has a Continence Aids 
Payments Scheme (www.continence.org.au/pages/
financial-assistance.html). 
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Financial help 
needed

Services and Strategies

Bills and home 
expenses

• Check with Centrelink (13 27 17, www.centrelink.gov.au)  
to see whether you qualify for any benefits. 

• Centrelink also provides free social work services to 
help connect you to community services and check 
your eligibility for Centrelink payments (go to www.
humanservices.gov.au/customer/services/Centrelink/
social-work-services).

• Families may qualify for family tax benefits from the  
Family Assistance Office (www.familyassist.gov.au).

• Some charities, such as the St Vincent de Paul Society 
and the Salvation Army, can provide some help with bills. 
Contact your local charity for additional information.

• Some power and phone companies will discuss different 
options for paying bills if you are struggling. Call the accounts 
number listed on your most recent bill to talk with an advisor.

• When large bills, like insurance come in, consider paying 
them by the month. 

Top Tip: Try the Lifeline Service Finder to help you 
search for different services and types of assistance 
in your area. Go to: www.lifeline.org.au/Find-Help/
Lifeline-s-Service-Finder/Lifeline-Service-Finder/default.aspx
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Financial help 
needed

Services and Strategies

General • Check your superannuation conditions – you may be 
eligible for a sickness or disability allowance.

• Some workplaces and workers’ unions make provisions 
to help employees or members who are struggling 
financially because of illness.

• The national No-Interest Loans Scheme (NILS) can help 
people with health or pension cards to pay for health aids 
or essential household items (not rent, bills or basic living 
expenses). Various organisations administer this service – 
try an Internet search of NILS to find providers in your State 
(e.g. there is a national contact map at www.goodshepvic.
org.au), or contact your State’s Council for Social Services.

• Financial help may be available from organisations such as 
Anglicare, the Samaritan Foundation, Walter and Eliza Hall 
Trust, or Redkite (for children), or specific cancer foundations. 
Contact the Cancer Council (13 11 20 or www.cancer.org.au) 
for advice on who might be able to help you.

• Think ahead about looming purchases, such as clothes, 
shoes and presents, and use lay-by options where 
possible so you can pay them off gradually.

Top Tip: The things for which you can claim Medicare 
rebates are not always obvious, so it is worth asking 
about all recommended treatments. For instance, 
if you are referred by a GP, psychiatrist or paediatrician 
to a psychologist, clinical psychologist, social worker or 
occupational therapist in mental health, you can claim part 
of the cost through Medicare. The Medicare website has 
detailed information on how and what you can claim, go to:  
www.humanservices.gov.au/customer/services/medicare/
medicare?utm_id=9



70  Coping-Together

What others have said about using these strategies

“ Ted and I had always lived without a budget, but when he had to  
have so long off work I was worried about how we would cope financially. 
So, we sat down and planned a budget, cut back where we could and 
worked hard to stick to it. We did have to call the energy company and  
pay our bill in instalments, but we got there in the end. ”  
Merrilyn, wife of Ted, diagnosed with prostate cancer.

“ When the doctor started talking about treatments and everything  
else I needed, my first thought was, ‘How can I afford all this?’ I was afraid 
I would have to compromise my treatment because of money. But he told 
me he did special rates for pensioners and said he had information on 
other financial assistance. ”  
Ramsay, diagnosed with bowel cancer.

Why seeking financial support can help 
– What the experts have to say
Getting some extra financial help can: 

✓ Reduce your stress. 

✓ Allow you to focus on your health and well-being.

✓ Give you access to other services for which you might 
not have been eligible.

– Kim Hobbs

Key Points: Seeking financial support

1. Money matters are often a major stress, but many 
couples are reluctant to ask for help. 

2. Check the various sources of financial assistance available 
and talk to your social worker, doctor, nurse or financial 
advisor about which ones might be able to help you.

3. Be organised in collating financial information so you can be clear 
about what you need.
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We need legal help

“ When diagnosed most patients are primarily concerned with getting 
through their treatment. But…quite often, patients have to work through 
some really important legal issues to make sure they and their family are 
properly protected during these difficult times. ”  
Gillian Batt, Director of Cancer Information and Support Services,  
Cancer Council NSW. 

After diagnosis, it may be difficult to think about matters such as legal rights and 
responsibilities. But organisation and preparation can help you cope with some 
of the issues that may arise. 

Top Tip: Talk to your loved ones about your feelings on 
things such as organ donation, so they understand your 
wishes. These conversations need not be seen as negative 
thinking or a lack of hope on your part – they are things that 
even young and healthy people should think and talk about.

Suggestions for seeking legal help 

1. Work out what help you need – Think about what 
your illness might mean for the future, and what legal 
help you might need to put your mind at ease. 

2. Find the legal service to suit you – Some legal matters 
are quickly managed, while others are a little more 
complex. Some of the services you might need are listed 
on the following pages. A social worker or Cancer Council 
advisor might also be able to point you to available services.
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Suggestion 1: Work out what help you need
This list will help you to think about any legal matters you might need to deal with, 
and how you might go about it. The suggestions for action are then discussed in 
further detail. Some of the things you might need legal help with are:

Care planning

This may include drawing up a ‘living will’ (often referred to as an advance care 
directive) to help others make decisions on your future care if necessary. This may 
also mean nominating a representative (or enduring medical power of attorney) to 
make decisions on your behalf.

What to think about: 
• Do your doctor, partner and other key 

people know what your wishes for 
future medical care are, in case you 
are unable to express them yourself?

• Is there someone who can talk to 
doctors and medical staff about 
your needs if you are too unwell?

• Do you have specific wishes 
regarding use of pain medication 
and other treatments?

What you might do: 
• Make a ‘living will’ (or advance care 

directive).

• Nominate an enduring medical 
power of attorney (to liaise with 
medical staff and make decisions 
about your care when you are 
unable to).

Managing commitments 

You can nominate a representative (known as a general power of attorney) to act 
on your behalf if you are not well enough to keep up with things such as financial 
commitments.

What to think about:
• Are you likely to be in hospital, or 

undergoing treatment that keeps you 
out of action, for periods of time?

• Do you have someone who can 
keep up with commitments such as 
paying bills and signing documents 
if you are laid up?

• Is there someone you would like 
to look after your children under 
specific circumstances (e.g. you are 
not well enough to care for them)?

What you might do:
• Nominate a general power of 

attorney (to act on your behalf under 
specified circumstances).

• Appoint a guardian to take care of 
your dependants under specified 
circumstances.
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Making decisions

Depending on how your illness affects you, you may need to appoint someone 
to act for you if you are unable to make decisions for yourself. You may have two 
people looking after your medical (a guardian) and financial/practical interests  
(a power of attorney).

What to think about:
• Do you have someone who can 

make important decisions regarding 
your care and look after your general 
affairs? 

• Is it likely that your cancer and/
or treatment will interfere with your 
ability to make sound judgements 
on important matters?

What you might do:
• Appoint an enduring power of 

attorney (this must be arranged 
while you are still well enough to 
make sound decisions).  

• Consider the circumstances under 
which such powers would be 
activated – you can specify the date 
or conditions under which the power 
of attorney is started.

End-of-life planning 

Many people find a cancer diagnosis prompts them to prepare or amend a will, 
consider the future care of children (guardianship), and clarify their wishes in 
matters such as organ donation.

What to think about:
• Do you have assets that you 

would like to be shared between 
dependents and others when you 
are gone?

• Are you worried about who will 
care for your children or other 
dependants?

• Do you have specific wishes 
regarding organ donation and non-
resuscitation orders?

• Do you have someone in mind to 
manage your estate?

What you might do:
• Make a will.

• Appoint an executor for your will  
(to manage the execution of the will).

• Nominate a permanent guardian for 
your children or other dependents.

• Nominate an enduring guardian for 
yourself (to make decisions about 
your care when you are unable to).
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Employment rights

It helps to understand your rights in the workplace, especially if you are worried 
about how your illness will affect your work.

What to think about:
• Do you feel you are being unfairly 

treated at work because of your 
illness (e.g. pay, duties, lack of 
opportunity)?

• Are you worried about how much 
to tell your employer about your 
illness?

• Are you unsure about your rights 
regarding sick leave and other 
entitlements?

• Are you returning to work after 
treatment and unsure about what 
you should expect?

• Do you think you might have been 
unfairly dismissed because of your 
illness?

What you might do:
• Contact the Fair Work Ombudsman.

• Talk to a union representative.

• Contact a solicitor or community 
legal service.

Insurance and superannuation 

It can be difficult to work out what benefits or payouts you may be entitled to,  
or how your cancer diagnosis will affect future premiums and policies.

What to think about:
• Are you unsure about entitlements 

or payouts?

• Are you worried about what to tell 
your health fund and other insurance 
companies about your illness, and 
how this will affect your premiums?

• Are you having trouble finding 
insurance because of your illness?

• Are you unsure about 
superannuation payments (e.g. your 
employer’s commitments)?

What you might do:
• Check product disclosure 

statements from your health and 
super funds.

• Talk to a fund advisor.

• Talk to an ombudsman (e.g. Private 
Health Insurance Ombudsman, 
Commonwealth Ombudsman 
[for Medicare complaints], 
Superannuation Complaints 
Tribunal).

• Contact a solicitor or community 
legal service.
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Complaints

You may want to make a complaint or seek legal advice if you think you have 
received a seriously inadequate, or negligent, level of care from a health care 
professional or hospital.

What to think about:
• Do you have serious concerns about 

the quality of care from a hospital or 
health care professional?

What you might do:
• Contact the health complaints body 

in your State. You can find a list of 
State commissions in the Health 
Complaints section of the Private 
Health Insurance Ombudsman 
website at www.phio.org.au

• Talk to a solicitor.

Sources: Cancer Council NSW; Cancer Council Victoria; Tierney, Dexter and Gramelspacher (2001); Waddell, 
Clarnette, Smith, Oldham and Kellehear (1996).

FACT: Medical negligence is where you suffer injury or a 
condition is made worse because a health care professional 
or hospital fails to provide an acceptable level of care, treatment 
or advice.

Top Tip: Carers have legal rights at work (e.g. carer’s leave, 
special arrangement to help you manage caring and work 
roles), and may be entitled to financial assistance through 
the carer payment or carer allowance. Ask your social 
worker or Centrelink for more information.
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Suggestion 2: Find the legal service to suit you 
Here are some of the services that might help you.

If you need to… Contact…

• Make or update a will

• Appoint an executor, 

power of attorney or 

guardian 

• A solicitor – if you don’t have, or know of one, you 
can try the Australian Government’s Access to 
Justice website at www.accesstojustice.gov.au, 
or the National Association of Community Legal 
Centres at www.naclc.org.au or 02 9264 9595.

• The Public Trustee in your State – search for 
‘Public Trustee’ on the Internet or in your phone 
book and it will bring up contacts in each State. 
Public Trustees charge a small fee to provide 
advice, put together wills and other documents, 
and can act as independent executors. 

• Your post office – Australia Post offices often 
carry do-it-yourself will kits.

Follow up concerns 

about your employment

• Contact your union – if you are a member 
they usually offer legal advice services to their 
members.

• Contact the Australian Government’s Fair Work 
Ombudsman on 13 13 94 or www.fairwork.gov.au

• Talk to a solicitor – see details on how to find a 
solicitor at the top of this table.

Follow up concerns 

about insurance or 

superannuation

• Contact the Australian Government’s Private 
Health Insurance Ombudsman on 1800 640 695 
or www.phio.org.au.

• For Medicare complaints contact the 
Commonwealth Ombudsman on 1300 362 072 
or www.ombudsman.gov.au

• Contact the Australian Government’s 
Superannuation Complaints Tribunal on 1300 884 
114 or www.sct.gov.au
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If you need to… Contact…

Follow up serious 

concerns about health 

care professionals or 

hospitals

• Contact the health complaints body in your  
State – you can find a list of State commissions 
in the Health Complaints section of the Private 
Health Insurance Ombudsman website at  
www.phio.org.au

• Talk to a solicitor – see details on how to find  
a solicitor at the top of this table.

If you do not have a lawyer or solicitor, or cannot afford one, some good starting 
points are:

✓ The Cancer Council Helpline – 13 11 20 or www.cancer.org.au

✓ Your social worker. 

✓ The Australian Government’s Access to Justice website  
– www.accesstojustice.gov.au 

✓ The National Association of Community Legal Centres – www.naclc.org.au 
or 02 9264 9595.

Top Tip: If you have legal documents prepared (e.g. will, 
power of attorney, guardianship) make people aware of 
them, and where they are located. Consider providing 
copies to key people.
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What others have said about using these strategies

“ I had been thinking for years that I should make a will and ‘get all my 
affairs in order’, as they say. Being told I had cancer was pretty much the 
prod I needed to do it. I didn’t have a solicitor or anybody like that, so I just 
emailed the Public Trustee. It wasn’t that complicated and I felt like a weight 
had been lifted off my shoulders once it was all done. ”  
Rex, diagnosed with bowel cancer.

“ Even though my prognosis was pretty good, I suddenly felt like I needed 
to tell George things like what I wanted to happen with my body when  
I die. He was a bit freaked at first, especially when I started saying things 
like, ‘Don’t just keep me alive for the sake of it’. But I think he worked out 
that this was more a case of me having got a wake-up call, about being 
organised for the future, not about me giving up or anything like that. ”  
Leanne, diagnosed with colorectal cancer.

Why seeking legal assistance can help 
– What the experts have to say
Seeking legal help can make a difference to your ability to 
cope with your cancer and its treatment by: 

✓ Putting your mind at ease over future arrangements.

✓ Knowing that all the ‘paperwork’ is in order.

✓ Giving you time to focus on other important things.

✓ Knowing important issues can be addressed quickly 
and efficiently, if needed. 

✓ Understanding your rights at work and in relation to official things such as 
insurance and superannuation can also give you more confidence and help 
you to make informed decisions.

– Kim Brauer
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Key Points: Seeking legal help

1. Legal matters are often low on the list of priorities for 
people dealing with cancer, but they are usually 
necessary to protect you and your family. 

2. Some legal paperwork can be managed quickly 
and easily if you seek the help of the right services.

3. Several government agencies have been set up to help 
people find services, seek advice and follow up concerns.

I don't want to be worrying about this 
later.. . we should get these things in 
order now, for peace of mind.
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Support organisations  
and other resources 
Throughout this booklet we have provided you with lots of contacts for support 
organisations. The following list summarises all of these sources. 

Australian organisations

Australian Council of Stoma 
Associations 

www.australianstoma.com.au

Australian Government – 
Access to Justice Initiative

www.accesstojustice.gov.au 

Australian Institute of Health 
and Welfare 

02 6244 1000  
www.aihw.gov.au

Australian New Zealand 
Breast Cancer Trials Group

02 4985 0136  
www.anzbctg.org

Australian New Zealand 
Clinical Trials Registry

02 9562 5333  
www.anzctr.org.au

Australian Psychological 
Society

1800 333 497  
www.psychology.org.au

Bowel Cancer Australia 02 9923 8269  
www.bowelcanceraustralia.org

Breast Cancer Care WA 08 9485 2593  
www.breastcancer.org.au

Breast Cancer Network 
Australia

1800 500 258  
www.bcna.org.au

Support groups via: www.bcna.org.au/sharing-
support/find-support-group-your-area

Online network via: www.bcna.org.au/network

Cancer Assistance Network 02 8217 3400  
www.canassist.com.au

Cancer Australia 1800 624 973  
www.canceraustralia.gov.au
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Cancer Council Australia 02 8063 4100 
www.cancer.org.au

Cancer Council Helpline 13 11 20 (for all States) 

Cancer Institute NSW 02 8374 5600  
www.cancerinstitute.org.au

Cancer Voices Australia 02 8063 4191  
www.cancervoicesaustralia.org.au

CanTeen 1800 226 833  
www.nowwhat.org.au

Carers Australia 1800 242 636 
www.carersaustralia.com.au

Includes Carer Advisory and Counselling Service 

CareSearch 08 7221 8233  
www.caresearch.com.au

Centrelink 13 27 17  
www.centrelink.gov.au

Continence Foundation of 
Australia

1800 330 066  
www.continence.org.au

Commonwealth Ombudsman 1300 362 072  
www.ombudsman.gov.au

Department of Health and 
Ageing: Cancer Screening 
Program

1800 624 973  
www.cancerscreening.gov.au

Fair Work Ombudsman 13 13 94  
www.fairwork.gov.au

Family Assistance Office 13 61 50  
www.familyassist.gov.au

Gynaecological Cancer 
Society

1800 700 288 
www.gcsau.org

Independent Living Centres 1300 885 886  
www.ilcaustralia.org
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Let’s Beat Bowel Cancer 03 9508 1016  
www.letsbeatbowelcancer.com

Lions Australian Prostate 
Cancer 

www.prostatehealth.org.au

Meals on Wheels QLD 07 3205 5588

NSW 02 8219 4200

ACT 02 6234 7600 (through Red Cross)

VIC 0459 406 433

TAS 03 6228 4546  

NT 08 8924 3900 (through Red Cross)

SA 1800 854 453

WA  08 9244 8233  
(through Aged and Community Services) 

www.mealsonwheels.org.au

Medicare Australia 13 20 11  
www.medicareaustralia.gov.au

Melanoma Institute Australia 02 9911 7200  
www.melanoma.org.au

Melanoma Patients Australia 1300 884 450  
www.melanomapatients.org.au

National Association of 
Community Legal Centres

02 9264 9595  
www.naclc.org.au

National Breast Cancer 
Foundation 

1300 708 763  
www.nbcf.org.au

National Breast and Ovarian 
Cancer Centre 

1800 624 973  
http://canceraustralia.nbocc.org.au

National Centre for 
Gynaecological Cancers 

1800 624 973  
www.canceraustralia.gov.au/about-us/priorities-
and-programs/national-centre-gynaecological-
cancers

National Health and Medical 
Research Council 

1300 064 672  
www.nhmrc.gov.au
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Occupational Therapy 
Australia

1300 682 878  
www.otaus.com.au

Oncology Social Work 
Australia 

NSW 02 9515 5242

QLD 07 3163 8785 or 07 5519 7681

SA 08 8204 5511

VIC 03 9656 1111 or 03 9276 2000 

WA  valda.duffield@oswa.net.au  
or vere.berger@oswa.net.au

www.oswa.net.au

Private Health Insurance 
Ombudsman

1800 640 695  
www.phio.org.au

Prostate Cancer Foundation 
Australia

1800 220 099  
www.prostate.org.au

Support groups via: www.prostate.org.au/
articleLive/pages/Support-Groups.html

Royal College of Pathologists 
of Australia

02 8356 5858 
www.rcpa.edu.au

St Vincent’s Prostate Cancer 
Centre

www.prostate.com.au

Superannuation Complaints 
Tribunal

1300 884 114  
www.sct.gov.au

Sydney Melanoma 
Diagnostic Centre 

02 9515 8537  
www.melanoma.net.au

TROG Cancer Research 02 4014 3911  
www.trog.com.au

Victorian Cancer Agency 03 9635 5481  
www.victoriancanceragency.org.au

Westmead Breast Cancer 
Institute

02 9845 6728  
www.bci.org.au
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International organisations

American Cancer Society (US) www.cancer.org 
Chat via the Cancer Survivors Network  
at http://csn.cancer.org

Beating Bowel Cancer (UK) www.beatingbowelcancer.org

Bowel Cancer UK www.bowelcanceruk.org.uk

Breast Cancer Care (UK) www.breastcancercare.org.uk

Canadian Cancer Society www.cancer.ca

Cancer Compass (US) www.cancercompass.com

Cancer Research (UK) www.cancerhelp.org.uk

Colon Cancer Alliance (US) www.ccalliance.org

Colorectal Cancer 
Association of Canada

www.colorectal-cancer.ca

John Hopkins Colon Cancer 
Centre (US)

www.hopkinscoloncancercenter.org

Macmillan Cancer Support (UK) www.macmillan.org.uk

Melanoma Research 
Foundation (US) 

www.melanoma.org

National Cancer Institute 
CancerNet (US)

www.cancer.gov/cancertopics

National Coalition of Cancer 
Survivorship (US)

www.canceradvocacy.org

National Family Caregivers 
Association

www.nfcacares.org

OncoChat (US) www.oncochat.org

Oncolink (US) www.oncolink.upenn.edu

Prostate Cancer Foundation 
(US)

www.pcf.org

Skin Cancer Foundation (US) www.skincancer.org
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Booklets, publications and websites

"Access to justice", Australian Government, www.accesstojustice.gov.au

"Better health channel", Victorian Government, www.betterhealth.vic.gov.au

Cancer glossary, Cancer Australia, www.cancer.gov/dictionary

"Cancer, work and you", Cancer Council NSW (2011), www.cancercouncil.com.au/
wp-content/uploads/2011/08/CAN3461_Cancer-work-and-you_final-low-res.pdf

"Clinical practice guidelines for the psychosocial care of adults with cancer", 
National Breast Cancer Centre and National Cancer Control Initiative (2003),  
www.nhmrc.gov.au/guidelines/publications/cp90

"Dealing with debts", Cancer Council NSW (2011), www.cancercouncil.com.au/
wp-content/uploads/2012/06/Dealing-with-Debts-NSW_June.pdf

Disability parking scheme, Australian Government, www.disabilityparking.gov.au/

"Employment and cancer", Cancer Council NSW (2011), www.cancercouncil.com.au/
wp-content/uploads/2012/06/Employment-NSW_June.pdf

"Family Law", Cancer Council NSW (2011), www.cancercouncil.com.au/wp-
content/uploads/2012/06/Family-law-NSW_June.pdf

"Getting your affairs in order", Cancer Council NSW (2011), www.cancercouncil.com.au/
wp-content/uploads/2012/06/Getting-Your-Affairs-in-Order-NSW_June1.pdf

“Legal rights and responsibilities”, Cancer Council Victoria, www.cancervic.org.au/
about-cancer/living-with-cancer/legal_rights_and_responsibilities

Money Smart, Australian Government, www.moneysmart.gov.au

"My journey: Information guide", Breast Cancer Network Australia,  
www.bcna.org.au/my-journey-kit

"Searching the internet: Tips and tricks", Australian Broadcasting Commission, 
www.abc.net.au/science/slab/searching/default.htm

"Superannuation and cancer", Cancer Council NSW (2011),  
www.cancercouncil.com.au/wp-content/uploads/2012/06/Superannuation-
NSW_June.pdf

Translating and interpreting service (TIS), Australian Government,  
www.immi.gov.au/living-in-australia/help-with-english/help_with_translating/

"Understanding funerals", Cancer Council NSW (2011), www.cancercouncil.com.au/
wp-content/uploads/2012/05/Funerals.pdf
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"What happens to debts after death", Cancer Council NSW (2011),  
www.cancercouncil.com.au/wp-content/uploads/2012/06/Debts-after-Death-FS-
NSW-June.pdf

"Your role as executor", Cancer Council NSW (2011), http://www.cancercouncil.
com.au/wp-content/uploads/2012/06/Executor-NSW_June1.pdf

Other Resources

Commonwealth Respite and Carelink Services Directory: 1800 052 222 or  
http://australia.gov.au/service/commonwealth-respite-and-carelink-services-
directory

"I Can Cope – Online" – A free interactive program provided by the American 
Cancer Society. Go to: www.cancer.org/Treatment/SupportProgramsServices/
OnlineCommunities/ParticipateinaCancerEducationClass/ICanCopeOnline/index

Lifeline Service Finder, go to www.lifeline.org.au/Find-Help/Lifeline-s-Service-
Finder/Lifeline-Service-Finder/default.aspx
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NOTES



the best cancer care starts with getting the cancer information you 

need. Well-informed patients and partners are their own best advocates 

and invaluable partners for health care providers.  

puts the focus on the patients and their partners, providing the 

practical information they need to learn new coping skills and build 

confidence in using them.  has been put together 

by a team of researchers and clinicians, including psychologists and 

nurses, with expertise in helping people cope with cancer.

“ I’ve got six months of chemo to get through, what are all the different 
things that we’re going to have to put into place in order to make sure that 

everybody in the household is taken care of… and having something like some 
of the questions posed at you from the Coping-Together resource, just jogs 

things in your head and you go, okay – I didn’t think about that. ”  
Faye, diagnosed with breast cancer.

“ You need something that’s going to help you – practical information,  
all that stuff that is going to help the situation. You don’t need to understand 

more about what’s going on – you need more help to feel better. ”  
Bjorn, partner of Ellen, diagnosed with colorectal cancer. 

“ I am a big fan of support groups, which is very ironic, because when 
I was first told about the support meetings, I was like ‘I don’t want to go’. 

When you think about support meetings, it’s like yeah, I’ll go in there  
‘Hi, I’m Gail and I’ve got breast cancer’. I felt it was going to be plastered 

all over my face, but it wasn’t. It was the loveliest bunch of women  
– very inspiring – great to be able to see people who have gone through 

cancer and come out the other side and back living their life. ”  
Gail, diagnosed with breast cancer.

EMAIl coping.together@unsw.edu.au    WEB www.copingtogether.org.au


