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Introduction

This booklet is for people who are looking after someone
with cancer.

You may still be adjusting to the news that someone you
know has cancer, and that you will be their carer. You may
be wondering what carers do. You may be worried about the
impact being a carer will have on your life and how caring
might affect your relationship with the person with cancer.

You may also be questioning how you will manage the
emotional and physical needs of the person you are caring for
during the stages of cancer. Perhaps you have been providing
care for some time and need some reassurance.

This booklet aims to support you in your role as a carer. You
may relate to several of the emotions and feelings described
here, and you might learn practical tips on how to balance the
demands of caring, family, work and your own needs.

Your role as a carer is valuable.
Many carers have said the_y are If youlre reading this
better people for the experience  pJokiet for someone who

of caring. doesndt understand English,

. contact the Cancer Council
This booklet does not have to Helpline on 13 11 20

_be read from cover to cover B for services available in
just read the parts that are different languages.
useful to you.

In caring | learnt about life and love, and for that
| am truly grateful.
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Who is a carer?

A carer is someone who helps and supports a person through
an illness or disability such as cancer.

You may be a family member, relative, friend or neighbour.

You may provide care for a few hours once a week or 24-hour
care. A carer provides support in different ways: practical,
emotional and spiritual. Sometimes a carer lives interstate or
overseas and helps by coordinating care by phone, email or the
Internet. Care may be needed for a short time or over months
or years.

You may not see yourself as a carer; rather someone simply
taking care of a person who needs you. You may see becoming
a carer as a natural extension of your relationship with the
person with cancer. Some people accept the change in the
relationship while others may feel they had no choice or it was
something they felt they Oshouldd do.

Becoming a carer is probably a big
In NSW there are change for you, and it may take
almost 800,000 carers, some time to adjust to your new
;C;%usn\t/:?g;g[ﬁ%nm role and responsibilities. You may
e e ity ' hav_e C(_)nfllctlng deman_ds such as a
more likely to be carers family, job, study commitments or
(54%) than men (46%). not be very close to the person you

care for.
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How will | feel?

A carer often experiences a range of feelings about their role
and responsibilities. [tOs common to feel as if you are on an
emotional rollercoaster. It may help to know your feelings are
normal, and that they are similar to those experienced by the
person with cancer.

Research shows that carers often experience higher levels of
distress than the person with cancer.

Common reactions

Although everyone is different, these feelings are common to
most carers at some point.

Fear

Caring for someone with cancer can be frightening. You may
feel afraid of:

how unwell the person youOre caring for is feeling
knowing little about the treatment and health professionals
being responsible for giving medications

feeling like everything is out of your control

the possibility that the person youOre caring for could die.

Many carers say that learning more about the cancer helps
them feel more in control, while other carers feel overwhelmed
by the amount of information available. You need to do what
feels best for you.

The tips on page 17 may help you feel more confident about
managing medications.
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Anger and frustration

Carers can feel angry or frustrated at:
having to be the carer
the extra responsibilities
family and friends for not doing more to help
the cancer for interrupting their future plans
having little or no time for activities they used to enjoy

the person theyOre caring for because they do not seem to
appreciate the hard work and sacrifices being made.

Ways to deal with anger

Take some deep breaths, and try to understand why youOre
angry. It may be you are tired and need a break.

Let the anger out B go for a brisk walk around the block,
find somewhere you feel comfortable to scream, or punch
a pillow. Discussing your feelings with a friend, relative or
another carer may help relieve your tension.

Recognise the situations that make you angry, and try to
avoid them or react differently when they happen.

Notice the warning signs in your body P tense jaw, heart
pounding, gritting teeth, shaking B and try to calm yourself
down before your anger gets out of control.

Try to direct your anger positively. Use it to motivate you to
make changes or to find out more about the cancer and its
treatment.

| thought | must be an awful person for feeling so
angry. It took me a while to stop feeling guilty and
accept that anger is completely normal and okay.
Once you accept it, itOs easier to move on.
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Loneliness

It is easy to become isolated as a carer. You may feel too busy
to socialise or contact friends and family. People may visit you
less often, because they think you have too much to do or they
donOt know how to deal with the illness of the person youQOre
caring for. Maybe you did everything with the person who has
cancer and you miss this special time together.

Even if you have many helpers you may feel alone and isolated.
You may feel as though the main caring responsibility has

fallen to you, and no one quite understands what you are going
through and how you feel.

Ways to deal with loneliness
Keep in contact with family and friends.
Try to make contact with someone on a daily basis.

Avoid pretending that you can cope on your own otherwise
others wonOt offer to help.

Arrange for visitors to come to your house. Reassure others
if they are frightened or upset by the signs of cancer, or if
they donOt know what to say.

Join a local carers or cancer support group (see page 42).
Sharing your feelings with somebody in a similar position
may make you feel less lonely.
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Guilt

Guilt is one of the most common emotions carers experience.
Carers have said they feel guilty about:

feeling angry and resentful

wanting a break from caring

being well, while the person they are caring for is sick
not doing a perfect job as a carer.

Ways to deal with guilt

Talk about how you feel with the person you care for, a
friend or family member. Keeping your feelings to yourself
could add to the guilt you are already experiencing.

Consider talking to a professional counsellor. Counselling
may help you find a way to communicate your feelings.

Avoid using the words OshouldO or OmustO B they make you
feel more guilt.

Whatever | do, | never feel IOve done enough.
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Depression

The word depression is used to describe a range of emotions.
Feeling down or sad is common and usually lasts a short time
without severely affecting your life.

Depression is an emotional state that is severe and lasts for a
long time, usually significantly affecting your life. Depression
is common among carers, and is not just a mood you can
Osnap out of®. Research shows that about one in four carers
suffers from depression.

Some of the symptoms of depression include:
feeling sad or empty
losing interest and pleasure in activities you used to enjoy
loss of appetite or weight
having problems sleeping
feeling tired all the time
having trouble concentrating
feeling restless, agitated, worthless or guilty
feeling that life isnOt worth living.

Ways to deal with depression
Try to do something you enjoy every day.
Get up as soon as you wake up rather than lying in bed.
Catch up with friends D either in person or on the phone.

Try to do some exercise; even a 30-minute walk every day
is beneficial.

Seek professional help from a counsellor or your doctor.
You may want to ask if medication would help in your case.
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Stress

The demands, difficulties and limitations of looking after
someone with cancer can be stressful.

Symptoms of stress include physical signs, such as trouble

sleeping, constant headaches, high blood pressure and other

heart problems. Emotional signs may include feeling tired,
unwell and overly sensitive.

If stress continues for a long time, it could lead to exhaustion
and burnout. Many carers say they feel out of control or under

extreme pressure all day, every day.

Stress busters

Recognise signs of stress, and find a way to deal with
how you are feeling.

Exercise regularly, if you can.
Meditate or practise deep breathing.

Do something relaxing such as
listening to music or reading.

Talk to someone.
Ask others for help.
Try to rest and get enough sleep.

Take time to care for yourself.
Respite care may give you the
break you need.
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Ways to cope
Keep a diary

Some carers use a diary to record their role as they find it helps:

give them some perspective D for example, reading what you
wrote yesterday may help you see that today is a better day

release some of their worries or frustrations and see them in
a different light

acknowledge their feelings.

Don’t expect to be perfect

Sometimes you may feel like you could have handled a
situation better or done something differently. 1tOs okay to
make mistakes and each new day gives you a chance to try
again. You may expect too

much from yourself, and you Read the Cancer CouncilOs
may need to learn not to be so Emotions and Cancer

hard on yourself. N_O one is booklet for more information.
perfect; youOre doing the best Call 13 11 20 for a free copy.
you can.

| feel a huge burden of responsibility and my
workload has increased. | now have to care for
someone who needs a great deal of attention.

| also have to do all the chores around the house
and make all the really big decisions on my own.
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What carers do

Every caring situation is different. There are no specific
responsibilities for a carer; your role will depend on the needs of
the person you are caring for and what you are able to do. Your
role and the level of care you provide may change over time.

Caring is often more than a one-person job. Consider sharing
the care with family or friends, or the various services
available for support, see page 41Support and information.

Work with the health care team

Dealing with health professionals can be frightening, especially if
you havenOt done it before. At first, you may feel overwhelmed
as there is so much new and complex information to understand.

As a carer youOre part of a health care team made up of
doctors, nurses and other health professionals who specialise
in treating cancer. In
some treatment centres
these specialists work
together closely and this
is often referred to as a
multidisciplinary team.
The team will discuss the
needs of the person with
cancer and recommend
the best treatment. They
may also refer him or

her to other specialists to

ensure all aspects of
their care are covered. [ IT TAKES A TEAM TO MANAGE CANCER |
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Health care team

Following is a list of health professionals and health care
workers that you may be working with.

General practitioner (GP): responsible for general health
and coordinates specialist treatment.

Surgeon: surgically removes tumours.

Medical oncologist: responsible for chemotherapy.
Radiation oncologist: responsible for radiotherapy.
Haematologist: diagnoses and treats diseases of the bone
marrow, blood and lymphatic system.

Palliative care specialist and nurse consultant: responsible
for palliative care.

Nurses: provide support and help during all stages of
treatment.

Pharmacist: responsible for medication.

Dietitian: supports and educates patients about nutrition
and diet during treatment and recovery.

Physiotherapist and occupational therapist: help with
movement and mobility, and assist in preparing the house to
accommodate a patientOs needs.

Social worker, psychologist, counsellor, pastoral care worker:
help provide emotional and spiritual support and advise on
support services.
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Preparing for the doctor’s visit

Before the visit

Make a list of questions so you donOt forget anything.
It may help to do some research at the library or on
the Internet before the visit, so you can ask informed
questions. See page 44, Learn more about cancer.

List all the drugs being taken and their doses, and note
any side effects.

Contact the doctor before the visit to check what you
need to bring, e.g. test results, scans and blood tests.

Record any change in symptoms or condition.

Ask for a longer appointment or the last appointment
of the day, if you have a lot of questions.

During the visit
Take notes or record the discussion.
Write down any specific instructions.
Repeat your notes back to check accuracy.

Ask the health professional if they can give you printed
material or tell you where to find further information.

After the visit
Review the notes.
Discuss the appointment.
Diarise the next appointment.
Call for any test results.
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Safety at home

Depending on the needs of the person you are caring for, you
may have to make some changes to their home.

Tips

Talk to an occupational therapist about any changes you can
make or special equipment you can hire or purchase. This
may include putting handrails on the stairs or in the bathroom,
or moving the main living area to an easily accessible part of
the house.

Rearrange furniture to make access easier, and remove loose
rugs and other tripping hazards.

Look after your back if you have to lift the person youQre caring
for. Ask someone to show you how to lift safely and what
equipment is available to help you.

Communicate with family and friends

Many carers say they find keeping family and friends up to date
on the condition of the person with cancer time-consuming and
tiring. Some carers also find it stressful dealing with how other
people cope with the updates.

Tips
Use technology such as group text messages or emails to
keep others up to date. You may want to start an online diary.

Leave a detailed message on the answering machine to
reduce some of the time needed to answer calls. You could
say something like, OBill is doing okay with the chemo, mainly
feeling tired, thanks for your concernO

Ask a family member or friend to keep others up to date.

What carers do 15



Manage pain

The person with cancer can usually have their pain controlled
throughout treatment with pain medications or other techniques
so they donOt experience too much discomfort.

Tips
Use a pain scale together to help you both understand the
extent of the pain and communicate the need for extra doses.
Keep a diary of their pain levels and other symptoms so that
you can let the health care team know if there are any changes.

You may be concerned if the person needs stronger pain
relievers but addiction is rarely an issue for people with
cancer. Pain relief medication helps them stay as comfortable
as possible.

Try relieving pain and discomfort with simple things such as
hot-water bottles, ice packs and gentle massage. For more
information read the Cancer CouncilOs massage fact sheet.

To find out more call the Cancer Council Helpline on 13 11 20
for a free copy of Overcoming Cancer Pain.

PAIN SCALE
[— 1]

12345678910
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Manage medications

The person with cancer may be taking prescription and
non-prescription drugs. Keeping a list of the names of the
drugs, their purpose, dosage, when to take them and any side
effects, will help you administer the drugs safely, and will save
time and confusion when seeing health professionals. You may
want to use a Medi-List form available from your pharmacist.

Questions for administering drugs

What is the name of the drug and what is it for?

How should it be given (with food, without food, orally etc)?
How often should it be given?

Is there anything, like alcohol, that should be avoided while
taking the medication?

Are there any possible side effects? What should | do?
How long will the medicine be needed?

What should | do if a dose is missed?

Safety Net concession card

Many medicines cost much more than the price theyOre sold
for. The Australian Government pays most of the cost through
the Pharmaceutical Benefits Scheme (PBS).

To help reduce the amount of money a family spends on
medicines in a year, you can apply for a PBS safety net
concession card. To be eligible you need to keep a record of
what is spent on PBS medicines on a form available from your
pharmacist. Once the safety net threshold is reached, the PBS
medicine will be less expensive or free for the rest of the
calendar year.

To find out more see www.pbs.gov.au or call 1800 020 613.

What carers do 17



Manage finances

Caring for someone with cancer may be a difficult time
financially. There may be a drop in your household income if
you or your partner have reduced work hours or stopped
working. There may also be new expenses such as childcare,
transport, medication and equipment.

Various organisations can help you with financial issues, such
as budgeting, refinancing or counselling. You could also talk to
a social worker about financial or practical assistance available,
and apply for it as soon as possible. You may be eligible for
government assistance, as well as help from volunteer bodies,
church groups or your local council.

Centrelink supports primary carers with a range of payments.

The Carer Payment (adult) is for carers who provide
full-time assistance in the home of the person with cancer.
This payment is income- and asset-tested.

The Carer Allowance (adult) is for carers who provide a
significant amount of assistance, either in their own home or
in the home of the person with cancer. The allowance is not
means tested; you may be eligible for it if you are working or
receiving another type of pension.

The Carer Payment (child) is for people who are not able
to participate in the workforce because they are caring
full-time for an ill child. It is income- and asset-tested.

The Carer Allowance (child) is for people who provide a
significant amount of care to a child under 16 while living

in the same home. A number of factors influence the rate of
the allowance.
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If the person with cancer travels more than 100km one way
for treatment, they may be entitled to assistance through the
Isolated PatientsO Travel and Accommodation Assistance
Scheme (IPTAAS). Application forms can be obtained from
your doctor, community health centre or hospital.

The Cancer Council offers one-off monetary support for
people with cancer who are undergoing severe financial
hardship. To find out more contact the Helpline on 13 11 20.

Tips
Seek professional help to set up budgets and manage debt.

Contact your local Carers Association on 1800 242 636 for

help and information on financial assistance.

Check if youOre eligible for CentrelinkOs Carer Payment or
Carer Allowance. Contact CentrelinkOs Carers Line on 13 27 17
or visit the website at www.centrelink.gov.au.

Find out if you or the person you are looking after are eligible
to access superannuation early.

Enduring Power of Attorney

The person with cancer may appoint you as their Enduring
Power of Attorney while they are undergoing treatment.
This gives you power to act on their behalf on all financial
matters. This will enable you to do things such as pay bills
and manage bank accounts.

An Enduring Power of Attorney differs from a Power of
Attorney because it means you can act on behalf of the
person you care for even in the event that they lose the
capacity to make their own decisions. A solicitor can assist
you to make any legal arrangements.

What carers do 19



Prepare food and drinks

When the person you care for is having treatment you may
notice their appetite changes or they have problems eating.
They may not even be able to tolerate their favourite foods.

Treatments such as chemotherapy and radiotherapy kill cancer
cells but also damage normal healthy cells. This may produce
some side effects such as:

loss of appetite

feeling sick/nauseous

feeling tired/fatigued

having a sore mouth or throat

taste changes

constipation or diarrhoea.

If the person with cancer refuses food you have prepared, try
not to take it personally; they are unwell and the treatment
has changed their taste and appetite.

You may feel anxious because you want the person to eat well
so they can cope with the side effects from the treatment and
to help in their recovery. However, following a strict eating

plan is not necessary.

A dietitian, doctor or nurse can provide advice on a suitable
eating plan. The following tips will add to their advice. The
Cancer CouncilOs bookleFood and Cancerhas practical
suggestions on eating well during and after cancer treatment.
Call 13 11 20 for a free copy.
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Tips
Cook extra and freeze it for later.
Have ready-made supermarket meals in the freezer.

Make meals a time when you can sit together and talk.

If the person youOre caring for was the main cook, ask them
for recipes.

Take extra care when preparing food because cancer and its
treatment weaken the bodyOs immune system. Always wash
hands before preparing food and take special care when
handling raw meat, fish and chicken.

If the person you care for is losing weight, talk to your doctor
or pharmacist about digestive aids or dietary supplements.

Radiotherapy and chemotherapy may cause nausea. The
health care team can provide medication to help b if one drug
doesnOt work, another may be more effective. Nausea and
poor appetite can last for several months after treatment has
finished.

Offer favourite foods often. During treatment, it is not as
important to have a ObalancedO diet.

Two SMALL
MEALS
BEATS

ONE BIG
MEAL
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Manage paperwork

Paperwork can pile up. You may have to keep track of bills,
receipts and letters from health professionals. ItOs easier if you
have them all in one place such as a folder, expanding file or
filing cabinet. Although it might take a bit of effort and time to
initially set up, carers who have done it say it is worth the effort.

Long-distance caring

Living away from the person with cancer can be difficult. You
may feel guilty for not being closer to help more, and you may
feel you are the last one to know about treatment and care.

However, there are many things you can do. Living away from
the everyday care may mean you have a different perspective
on the situation and can become the problem solver and care
coordinator.

Tips
Try to create a support network of volunteer and paid carers,
service providers, relatives and friends to regularly visit.
These people should be reliable in case of an accident or
emergency.
Create a contact list of the health professionals who are
looking after the person with cancer, and keep this list handy
in case you need to contact them.
Use technology (such as email, blogging, text messaging and
video conferencing) to stay in touch.
Look at the best possible telephone (landline and/or mobile)
plan to reduce your telephone costs.
Try to have a rest on your return home from caring.
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Caring for yourself

Caring can be rewarding, but many carers also find it
demanding, both physically and emotionally. If you have been
caring for someone for some
time, you may feel exhausted.
You may feel guilty making time
for yourself, perhaps because
you think it implies you donOt
care. However, looking after
yourself can help relieve the
stress and exhaustion of caring,
and reduce feelings of
frustration and isolation.

Youl, CARER
1S oG SoME

Make time for yourself

Some carers have said they felt like they lost their identity
when caring. You may feel like your career, interests and
health are no longer important or have to take second place.

Tips

Take some time every day, even if itOs just a few moments, to
do something for yourself. You donOt have to leave the house;
take a nap, catch up on personal phone calls, emails and
letters, do some gardening, read or simply relax.

Try to stay involved in activities you enjoy. It will give you
something else to think about and something to talk about
outside of caring.

Let friends or family know that you want to discuss things
other than caring.

Ask family and friends to help you so you can have regular
breaks or arrange respite care (see page 43).
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Care for your body

Carers can often forget to look after their own health and
well-being. When they do notice that theyOre not feeling well,
they tend to downplay their own health needs. You can
acknowledge that you are not feeling well without comparing
it with how the person youOre caring for is feeling.

Tips

Eat healthy meals and snacks. If the person you care for has
long appointments (chemotherapy and/or radiotherapy) or is
in hospital, you may need to bring healthy food from home.
Exercise for 15 to 30 minutes a day. This will make you feel
more energetic, help you sleep better and improve your
mood. If you can leave the house, a walk, run or swim will
help. An exercise bike or a yoga/meditation mat will mean
you can exercise at home.

Try to get enough rest. Tiredness often adds to the stress of
caring and may make you feel irritable. If you are having
trouble sleeping, taking a warm bath or listening to relaxing
music before bed may help you relax.

Keep up your regular checkups.

Avoid using alcohol or cigarettes to deal with stress. These
may make you feel better for a short time but contribute to
other problems.

See a doctor if you notice any changes in your health such as
fatigue, sleep problems, changes in weight and depression.

When | have an hour to myself | go for a run. |
run as hard and as fast as | can. | always return to
caring feeling refreshed.
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Talk with family and friends

Talking about how you feel about caring, particularly if you are
feeling angry (venting) may help you deal with these emotions.

If you feel uncomfortable talking to the person with cancer
because you think they have a lot to deal with already and you
are meant to be their support, it can help to:

share your feelings with a friend, other family members or
other carers

join a support group for carers of people with cancer
(see page 42).

When my husband was first diagnosed with
cancer, people were very supportive, but as the
illness has continued people have gotten used to it
and forget | still need help.
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Organise your time

It may not be possible to do everything you want to do and
you may need to organise your time.

Tips
Prioritise your weekly tasks and activities.
Use a personal planner/diary to keep track of important
information and appointments.
Concentrate on one task at a time, e.g. making dinner.
Avoid multiple shopping trips, e.g. do one large shop rather
than going dalily.
Ask for help, from family, friends or support services. This is
not a sign of failure but may help relieve some pressure.

Deal with uncertainty

When the person you care for is being treated for cancer, life
may seem less predictable. You may have to put some plans on
hold because you are not sure what is ahead. Carers often find
this uncertainty stressful. You may find it easier to cope if you
focus on things you can control.

Tips
Help schedule doctorsO visits so it suits both your schedules.

Learn more about the cancer and possible treatment options.
Information helps many people feel like they have more
control over a situation.

Attend an Understanding Cancer or Living Well After Cancer
program, see page 44 for more details.
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Focus on the value of caring

Looking after someone with cancer is not always easy or
satisfying. Many carers say they feel overburdened and
resentful. However, many carers say focusing on the value of
caring helped them to cope, and made them feel better.

Some of the rewards of caring include:

learning new skills

strengthening the relationship as you demonstrate your love
and commitment

satisfaction from helping someone in need.

It was very hard work, but | found that caring for my
mother at home was one of the best things | could
have done for her in her greatest time of need.

What about the person | care for?

Many people being cared for look forward to a change from
their usual care arrangements as much as their carers do.
Sometimes the person with cancer may not want you to
take a break, because theyOre worried about what it means
for them. Explaining how a break will benefit both of you
may help.
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Ask others for help

You may want to do all that is possible to help, especially at
first. If the condition of the person youOre caring for changes
over time, you may have to take on more tasks and may find
it harder to cope.

Some carers say they feel as though they have failed if they
canOt manage all the responsibilities of caring themselves.
Others feel that everything should be provided by the family
and outside help is not necessary.

Asking for, and accepting, assistance is sometimes difficult.
You may find it hard to let others know what help you need.

If you seem to be coping with everything, family and friends
may not realise you need help. They may be waiting for you to
ask for help because they donOt know how to offer or fear they
will be intruding or disturbing you.

VOLUNTEERS ARE THERE T SHARE THE LOAD
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To work out what needs to be done and who could help, write
down everything that you do each day. What things does the
person you care for only want you to do? Are there specific
tasks that you are particularly good at?

You may want to hold a family meeting to discuss how
everyone is going to help.

Tasks that may be done by or shared

with others. include: Allocate the tasks you

. . know you can share
helping with household tasks such ;4 appreciate the

as cooking, cleaning, laundry, kindness from others.
ironing, shopping or gardening

driving the person you care for to appointments/attending
appointments

picking up children from school or other activities
looking up information
keeping others updated

sitting and talking with the person you care for while you
have a break.

At first, 1 didnOt ask for help, because | didnOt want
to bother anyone. | see caring as my duty; | have to
do it. I now realise people genuinely want to help.
They need my help to show them how.
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How relationships change

Caring for someone with cancer may affect your relationship
with them. Most carers agree that the relationship is under
greater stress during the diagnosis and treatment of cancer.

Facing challenges such as cancer together may strengthen
some relationships, but others may be strained. The impact on
your relationship may depend on what your relationship was
like before the cancer diagnosis.

Caring for your partner

Cancer often change§ family roles. You may have to take on
many of your partnerOs responsibilities, and they may find it
difficult to accept that they are now dependent on you.

Discuss the change in your roles and how you both feel about
this with your partner and how you will restructure your life
during cancer treatment. Try to include your partner in
household decisions and ask for their advice. Work together as
a team. They will appreciate, despite cancer treatment, that
they are still an important, contributing member of the family.

You may want to help, but taking away the jobs and
responsibilities your partner can still do may make them feel
as if they donOt have control over their life. Being able to do
things may make them feel useful and help maintain their
independence and dignity.

When you have established your new roles and responsibilities
it may be necessary to ask others for help. Discuss the various
job allocations with your partner.
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Effect of cancer on sexuality

You and your partner may find the cancer and its treatment
affects your sexual relationship. How it affects your sex life

will depend on the type of cancer, the treatment and its side
effects. Common issues include:

tiredness can make people lose interest in sex during and
after treatment

pain can reduce sexual feelings and desire
sexual desire may be affected by treatment

body image may be changed after treatment, making the
person with cancer feel self-conscious and embarrassed

treatment may affect your partnerOs ability to perform
the emotional strain of cancer may mean you are preoccupied
and lose interest in sex

worrying that touching your partner intimately will cause
them pain.

AlLT CAN I CAN SEE
CAN SEE A CARING FPERSEN,
1S THE A WICKED SENSE
SCAR OF HUMOUR., AND
A WARM SMILE /
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Ways to improve your intimate relationship

Restore the intimacy in your relationship by spending
time together. If your partner is well enough, maybe you
can go to a movie or out to dinner. Otherwise watch a
DVD together, give each other a massage, read the
newspaper together, look through old photo albums, talk
about how you first met.

Tell your partner you care. Despite the physical changes
from cancer or treatment, your partner needs to know
that you love them and find them attractive.

Discuss any fears you have about being intimate with
your partner. If you keep quiet, your partner may interpret
your distance as confirmation that theyOre no longer
desirable. At first many people feel embarrassed talking
about their sexual needs, but say that being open helps
identify changes they need to make.

Keep an open mind about ways to feel sexual pleasure.
You may need to try different things if your usual ways of
making love are now uncomfortable or not possible. For
a while you may need to focus on kissing and cuddling.

Take things slowly and spend time getting used to being
naked together.

Be patient. You will probably find that any sexual problems
after cancer get better with time and practice.

Talk to a counsellor who helps couples with intimacy and
sexual issues.

For more information call 13 11 20 for free information
about sexuality and intimacy.
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Caring for people close to you

You may be caring for a family member such as a child, adult
child or parent. Caring for a child will probably be an

extension of your existing relationship but perhaps more
intense. If youOre caring for an adult child, you may be unsure
about taking on a nursing role again. Or maybe they have their
own partner and family and you are uncertain what caring

role you should take on. If youOre caring for a parent, you may
be adjusting to your parent being dependent on you. Your
parent may also feel uncomfortable being reliant on their child.

Caring for a friend may mean negotiating with their family
members about the type of care you can all provide.

Perhaps you have a strained relationship with the person you
care for. The pressure of cancer treatment and the demands
of caring may add further tension to the relationship. You may
want to share this caring role with other people, so you are
not the full-time carer.

Setting boundaries and limitations

To establish a happy and long-lasting caring relationship, it
may help to set boundaries. Outline what you are comfortable
helping with, the level of workload you can manage, and what
your own needs are. The help of family, friends or support
services can be used to fill the gaps. For example, if you find it
uncomfortable or are physically unable to wash or provide
intimate care to the person you care for, talk to a community
nurse about providing this care.
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Communication

Communication is an important part of any relationship. When
someone is diagnosed with cancer, both they and their carer will
experience a range of emotions such as shock, fear, irritability
and anger. These feelings can affect communication.

How you and the person with cancer communicate now may
depend on how youOve always communicated. People who
frequently share their feelings may be better able to talk about
the changes the diagnosis brings.
For more information call People who usually solve
the Cancer Council Helpine problems alone, or one person
on 13 11 20 for a free copy has played the major role in
of Emotions and Cancer. making decisions, may have
more difficulty communicating.

Talking

You or the person with cancer may find talking about the
diagnosis and treatment difficult. This may be because:

you fear saying the wrong thing

you donOt know what to say and how to respond

you feel you shouldn®t talk about the cancer

you donOt want to say something that may upset them

you feel you have to be supportive and strong for the
person with cancer, and worry you could break down.

However, many people find talking helps them cope better
with the cancer diagnosis. It also helps couples know how
each other is feeling and creates a bond between them.
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Listening

Listening is an important part of communication, and helps
others talk about how theyOre feeling.

Ways to be a good listener

Sit somewhere private where you will not be interrupted.
Relax and show you are there for as long as needed.

Signal that you donOt want to be interrupted, e.g. switch off
your mobile phone.

Maintain eye contact.
Ask if they feel like talking.

Focus on the person and listen carefully. DonOt pretend to
listen while you are actually thinking about something else
or planning what you will say next.

Ask questions to get the person with cancer talking.
DonOt interrupt or change the subject.

Allow the person with cancer to be sad or upset. You donOt
have to keep them happy and in good spirits all the time.

If they interrupt you, ask them to wait until youOve finished.

Make sure you have understood what theyOve said,
i.e. paraphrase or repeat back information.

DonOt give advice early.
Respond to humour.

If the person stops talking, give them some time to gather
their thoughts rather than filling the gap.

It is okay to show that you are upset too. DonOt hide
your feelings or put on a brave face all the time.
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Caring for someone with
advanced cancer

The person you are caring for may have been told that they
have advanced cancer B cancer that wonOt go away and is
unlikely to be cured. You may both be trying to come to terms
with this and experiencing a range of strong emotions such as
fear and sadness.

Caring for someone with advanced cancer can be frightening.
You may find that you try not to think about this very much
and focus on the everyday practical matters.

As the illness progresses, their needs may change and a
different type of care may be needed. You may have to reassess
the type of care you can offer and who else can help.

It may be necessary for the person with cancer to be admitted
to hospital or another type of care facility. Some carers feel
guilty doing this but handing over the everyday care to
somebody else will allow you to spend more time just being
together. If you like, you can still help staff look after them.

The place of death may be more important to some people
than others. This is an important issue to discuss with the
person youOre caring for. Some people may prefer to be in a
hospital or hospice. Some people prefer to die at home in
familiar surroundings and in the company of their family.

One of you may have strong views, making the decision easier.
If the person with cancer is not clear what theyOd like, it may
be good to discuss it now to avoid any regrets or feelings of
guilt later.

You may want to read the Cancer CouncilOkiving with
Advanced Canceror Understanding Palliative Carebooklets
for more information.
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Palliative care

The aim of palliative care is to enhance the quality of life of
people with cancer and help them maintain their independence
for as long as possible. It also supports carers in their role.
Palliative care is tailored to an individualOs case and involves
the coordination of services to meet their medical, emotional,
spiritual and social needs.

A GP or community health nurse can coordinate palliative
care but if the needs of the person with cancer change, they
will be referred to a specialist palliative care team.

Anticipatory grief

Many carers experience anticipatory grief. This is the grief you
feel when you are expecting a loss such as death. Anticipatory
grief feels similar to grief after a loss, e.g. depression, extreme
concern for the person, preparing for the death and beginning

to think about what life is going to be like without the person.

Anticipatory grief can give family and friends time to slowly
get used to the death, to say what they want to say or tell the
person what they have meant in your life.

This type of grief may not always occur, and it can be different
to the grief a carer experiences when the person dies. The grief
experienced before a death does not make the grief after the
death last a shorter amount of time.

| would find myself rehearsing the eulogy in the
shower, and then feel terribly guilty. Talking to
others at my support group helped me to realise
my thinking was normal.
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Death and grief

If the person you have been caring for dies, you may feel a range
of emotions, including:

numbness and shock, even if you thought you had prepared
for this moment

sadness

relief that you are free of your caring responsibilities and
can now make plans for your own future

anger towards the doctors or the hospital, God or the
deceased person for dying

guilt that you are thinking of yourself at this time.

All these emotions are normal.
Feeling relief or guilt is not a
sign that you didnOt care. These
emotions may come and go and
change in intensity over time.

This section is intended to
be helpful, but it may stir
up difficult feelings. Read it
when you feel ready.

What is grief like?

Grief is different for everyone. Reactions vary, but may include:

physical symptoms such as breathlessness, loss of appetite,
crying and sleep problems

thoughts such as confusion, trouble concentrating,
hallucinations and disbelief.

There is no right way to cope with the loss of the person with
cancer. You need to grieve in a way that feels natural to you.
You may have particular religious or cultural customs that
influence how you grieve. Some people are critical of
themselves for not coping as well as they think they should or
for not reacting in the way others may expect them to grieve.
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Living with grief

Find someone to talk to. This may be a family member,
friend, bereavement support group or a professional
counsellor. If youOre feeling very anxious, have trouble
looking after yourself or think about hurting yourself, you
need to get professional help from a doctor, counsellor or
a psychologist.

Take time to reflect on your feelings. Find a way to express
them, i.e. cry, write in a diary.

When you can, talk about the person you have lost.
Acknowledge how they have contributed to your life.

Remember their life in a way that is meaningful to you,
e.g. plant a memorial tree, put together a special photo album.

DonOt make big decisions too soon. If you make decisions in
a hurry you may find, later on, that you regret not having
waited until your grief had lessened; for example, before
moving from the house you shared.

Avoid using cigarettes, alcohol or antidepressants to deal
with your grief. They may help delay or numb the grief for
a while but can cause other health problems.

Grief takes time. Some days you will just exist until better
days come along.

Look after yourself. It is common for a bereaved person to
not eat and sleep poorly. Having set mealtimes and
establishing a regular bedtime may help.

When you feel the time is right, explore a new interest. You
may feel guilty doing this, but itOs okay to rebuild your life.

Carers often say that gradually they are able to cope and
enjoy life in a new way again.
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Ongoing grief

Coping with grief is an ongoing process. The feelings of loss
donOt go away but the intensity eases. Most people will
continue to grieve in subtle ways for the rest of their lives.
You may find little incidents or memories or anniversaries like
birthdays or the day the person you were caring for died
suddenly bring back an overwhelming sense of loss. It may
help for you to arrange to be with family or friends at these
difficult times.

Carer support groups can help you get through times when
your grief seems overwhelming. Talking to people who have
been through a similar experience
may help you deal with your
feelings of anger. Exercise such as
walking or writing in a journal
aspects of the death. For are other ways to release angry
N e e e e feelings, blame or resentment.
the Helpline on 13 11 20. For some carers, crying can be a
good release.

There are many services
available to help with the
practical and legal

| feel | am now coping well with the loss of my
husband. It is coming up to four years and | will
always miss him, however, my life now has to be
lived without him. | keep myself busy and | am
doing okay.
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Support and information

Carers sometimes need help and support to keep going. You
may think you can cope on your own, but many carers have
found that getting help made their lives easier.

The availability of services may vary depending on where you
live. Some services are free but others may have a cost.

Where to find help

Carers Associations

Carers Associations in each state and territory provide carers
with information and advice. They can help carers with
referrals, counselling, support and resources on a wide range
of topics including: support groups, home help, financial
entittements and respite.

Contact your local Carers Association on 1800 242 636.

National Carer Counselling Program

The National Carer Counselling Program (NCCP) provides a
short-term counselling program for carers to help reduce stress,
and improve carer coping skills. The program is delivered by
qualified, professional counsellors either in person, by telephone,
one-on-one or in a group.

The NCCP service is run by your local Carers Association.
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Home help

Home care services can help with practical tasks in the home
such as house cleaning, shopping, laundry and helping with
bathing, dressing and toileting.

Home nursing

A trained nurse may visit people in their home to assist with
personal care, medication, give injections or change dressings.
Care may be provided regularly or when you need it.

Support groups

Getting in touch with other people who have been through

a similar experience can be very beneficial. In these support
settings, most people feel they can speak openly, share tips
with others, and just be themselves.

Support services are available for patients, carers and family
members. They include:

face-to-face support groups, which are often held in
community centres or hospitals

telephone support groups for certain situations or types of
cancer, which trained counsellors facilitate

online support forum to connect with carers at any time

Cancer Council Connect, a program that matches you with a
volunteer who has been through a similar cancer experience.

Ask your nurse or social worker for details of support groups
in your area. Go to www.cancercouncil.com.au to access the
Cancer Services Directory, or join an online support forum to
find out how to connect with others.
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Respite care

Respite care allows carers to have a break from their caring
role. Respite can be given at home, in a respite care centre or,
in some cases, a hospital.

Respite care can be for a couple of hours, overnight or a few
days. You can access respite care for any reason. For example,
you may need time out to access health care for yourself; you
may want to visit friends or other family members; or you

might want to catch up on some much needed sleep at home.

Some carers donOt access respite care because they feel guilty
or concerned about leaving the person they are caring for.
However, the service is there because caring can be a very
difficult role and can challenge your own sense of well-being.
By taking a break, you will probably

find that you can continue your A short break can

caring role more effectively. help you stay

. . healthier and happier,
Commonwealth Respite and Carelink L
and help you to cope

Centres are experienced in finding better with the
respite options for people of all ages demands of caring.
and conditions. Call 1800 052 222.

| cannot speak highly enough of the Commonwealth
Carers emergency respite services. They played a
very important role in my case.
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Learn more about cancer

You may find it helpful to learn more about cancer. This may
give you a better understanding of what to expect during
treatment. It may also reassure you and the person you care
for, and allow both of you to speak to health care
professionals with more confidence.

Cancer Council Helpline: call for support and for information
Cancer Council website: download publications

Cancer Council library: borrow books, videos and DVDs,
obtain journal articles, do online searches

Understanding Cancer program: this program offers
practical information and discussions about many issues
people experience after a diagnosis of cancer. Topics covered
include: what cancer is, cancer symptoms and side effects,
treatment, palliative care, diet, exercise and complementary
therapies. Courses are held frequently at hospitals and
community organisations throughout NSW.

Living Well After Cancer: a two-hour education program
that includes practical information and open discussion for
people who have completed treatment, their carers, family,
friends and work colleagues. This program is run by trained
cancer survivors.

To access these services log on to www.cancercouncil.com.au
or call 13 11 20.
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Information on the Internet

The Internet can be a useful source of information, although
not all websites are reliable. The websites listed below are good
sources of reliable information.

Australian

Cancer Council NSW ... www.cancercouncil.com.au
Cancer Council Australia ... www.cancer.org.au
Cancer Institute NSW ... www.cancerinstitute.org.au
Carers NSW . www.carersnsw.asn.au
Centrelink ... www.centrelink.gov.au

Commonwealth Department

of Health and Ageing ... www.health.gov.au

Health Insite B an Australian

Government initiative ... www.healthinsite.gov.au

NSW Health ... www.health.nsw.gov.au

Pharmaceutical Benefits Scheme. ... www.pbs.gov.au

International

American Cancer Society ... www.cancer.org

Macmillan Cancer Support ... www.cancerbackup.org.uk

US National Cancer Institute ... WwWw.cancer.gov
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Cancer Council Helpline 13 11 20
Monday to Friday 9am to 5pm

The Cancer Council Helpline is a telephone information
service provided by Cancer Council NSW for people
affected by cancer.

For the cost of a local call, you can talk about your concerns
and needs confidentially with oncology health

professionals. Helpline consultants can send you written
information and put you in touch with appropriate services
in your area. You can also request services in languages
other than English.

You can call the Cancer Council Helpline, Monday to Friday,
9am to 5pm. If calling outside business hours, you can
leave a message and your call will be returned the next
business day.

If you have difficulty communicating over the phone,
contact the National Relay Service, a Government initiative
to assist people who are hearing and/or speech impaired
(www.relayservice.com.au). This service will help you to
communicate with a Cancer Council Helpline consultant.

: =
ancer [ [ouncil
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Glossary

carer

A person who helps someone through an iliness or disability such
as cancer.

empathise
To understand the feelings of the person you care for.

Enduring Power of Attorney

The ability for a person to act on behalf of the person they are
caring for on all financial matters.

health care team

A group of health professionals who are responsible for treating
the person you care for.

Medi-list

A list of names, dosages and times of a patientOs medications. A
Medi-list is available from pharmacies.

palliative care

The holistic care of people who have a life-limiting illness, their
families and carers. It aims to improve quality of life by addressing
physical, emotional, spiritual, social and practical needs. It is not
just for people who are about to die, although end-of-life care is
part of palliative care.

pharmaceutical benefits scheme (PBS)

A government-funded scheme that subsidises some prescription
medicines.

respite care

Alternative care arrangements that allow the carer and person with
cancer a short break from their usual care arrangements.
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How you can help

At Cancer Council NSW weOre dedicated to defeating cancer. As
well as funding more cancer research than any other charity in
the state, we advocate for the highest quality of care for cancer
patients and their families, and create cancer-smart

communities by empowering people with knowledge about
cancer, its prevention and early detection. We also offer direct
financial assistance for those people in hardship as a result

of having cancer. These achievements would not be possible
without community support, great and small.

Join a Cancer Council event: join one of our community
fundraising events like Daffodil Day, AustraliaOs Biggest Morning
Tea, Relay For Life, Girls Night In and Pink Ribbon Day, or hold
your own fundraiser or become a volunteer.

Make a donation: any donation whether large or small will
make a meaningful contribution to our fight to defeat cancer.

Buy your sun protection products from our website or our
retail stores: every purchase helps you prevent cancer and
contributes financially to our work.

Help us speak out and create a cancer-smart community:
Cancer Council is a leading advocate for cancer prevention and
improved patient services. You can help us speak out on
important cancer issues and help us defeat cancer by living and
promoting a cancer-smart lifestyle.

To find out more about how you or your family and friends can
help, please call 1300 780 113.
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Regional offices

Central and Southern
Sydney Region

153 Dowling Street
Woolloomooloo NSW 2011
(PO Box 572

Kings Cross NSW 1340)
Ph: (02) 9334 1900

Fax: (02) 9334 1739

Far North Coast Region
101-103 Main Street
Alstonville NSW 2477

Ph: (02) 6627 0300

Fax: (02) 6628 8659

Hunter Region

22 Lambton Road
Broadmeadow NSW 2292
Ph: (02) 4923 0700

Fax: (02) 4961 0955

Mid North Coast Region
121 High Street

Coffs Harbour NSW 2450
Ph: (02) 6659 8400

Fax: (02) 6652 1530

North West Region
Shop 2

218 Peel Street
Tamworth NSW 2340
Ph: (02) 6763 0900
Fax: (02) 6766 7053

Northern Sydney and
Central Coast Region
The Hive, Erina Fair
622-650 Terrigal Drive
Erina NSW 2250

Ph: (02) 4336 4500
Fax: (02) 8302 3500

South West Region
1/37 Tompson Street
Wagga Wagga NSW 2650
Ph: (02) 6937 2600

Fax: (02) 6921 3680

Southern Region

1 Lowden Square
Wollongong NSW 2500
Ph: (02) 4223 0200
Fax: (02) 4225 1700

Western Region
75 Kite Street
Orange NSW 2800
Ph: (02) 6392 0800
Fax: (02) 6361 7425

Western Sydney Region
43 Hunter Street
Parramatta NSW 2150

Ph: (02) 9354 2000

Fax: (02) 9687 1118
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Cancer Council Helpline 13 11 20

For support and information on cancer and cancer-related issues, call the
Cancer Council Helpline. This is a free and confidential service.

For further information and details please visit our website:

www.cancercouncil.com.au
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