When your
parent’s cancer
can’'t be cured

Now what?  €sconteen



Introduction

Hearing the news that your mum

or dad’s cancer is not going away

and that they may have a limited time
to live is going to be hard for you

and everyone around you.

That’s the understatement of the year.

You may find it impossible to believe.
You might feel like you're stuck in a nightmare
and will wake up any minute to find out it's not true.

But the sad truth is, cancer can't always

be cured. No matter what treatments the doctors
have tried or how brave and positive your parent
has been, people do die from this disease.

No matter how much preparation you do,

you can never be totally ready for something like this.
It sucks. You may feel like you have the worst

luck in the world. Thinking about life

without your parent can be so painful

that you may not be able to breathe.

It's not going to be easy. But that doesn't mean
that you can't get through this. Many other young




Introduction

people have been there before and have
made it out the other side. We have tracked
some of them down and in this book they
share their stories with you. Although
nothing we say can make what's

happening go away, hopefully it will help
you to realise that you're not alone.

This book is not an instruction manual on
how to feel when your parent is dying.
There is no right way to feel and no plan
to follow to prepare for something like
this. Everyone does it in their own way.

You're not expected to remain calm
and composed. Your feelings will change
as time passes and different sections of this

book will be important to you at different times.

So although the pages are numbered, you don't
have to read them in order. This book is just
something you can dip into when you need to.

You may find reading about these issues
for the first time difficult and distressing.
Most of us have never talked about
‘dying” and ‘death” much before.

I wish I had known
that even though
Dad wasn't going
to be here, I would become the
strong person I am today and
be able to create a happy life for
myself. A life that I can
happily say he would ’
be proud of! Melissa
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We know this is hard for your parent,
but we know that this is really hard for you
too. Cancer affects the whole family.

Often “the kids" get forgotten in situations like
this. But you have a right to get the information
you need and to be included in what's going on.
Leaving this book out on the table might be a
good way to get the message across to other
people in your family that, “Hey, I'm here too!”

This may be a time of massive uncertainty.
You may not be sure what's going on, or

how long your parent might be around.

The most important thing to remember is that
you can live while dying. Their illness might
shorten their life, but they don’t have to

stop living until the last breath. This

is a book about making the most of

that life. They will always be a part

of your life after they have died.




Understanding Stuff/Taking It In

Even if your parent has been
sick for ages, has no hair and
the hospital has become your
second home, you may not have
expected this. Your parent may
have already shown a great
amount of strength. Even though
they have been really sick before
in stages before, they always
bounced back. You may have
been expecting them to bounce
back this time - and find it really
hard to accept that there are no
treatments left to try.

I was just mad all the time at everyone and everything. I felt hatred
and I was guilty because I was mad at my own Mum that she was
going to leave me...She was like my heart, the closest person I've

ever had to me - and to me it was like [ was dying too. Laura , ’




Understanding Stuff/Who Says They Will Not Get Better?

When your parent’s cancer does
not respond to treatment aimed at
reducing or controlling it, a doctor
may say it is no longer “curable”.
This means your parent will not
get better and it is likely they will
die from the cancer at some point.

It is really difficult for a doctor to
accurately predict exactly how
long they will live. They may
give you an estimate, but keep
in mind that your parent may live
longer, or unfortunately, for less
time than the doctor predicts.

A doctor will not give up on your parent.
They will always do everything they
can to do the right thing for your parent
and family. But sometimes, you do have
to ask them to tell it to you straight.

[t may also have been your parent’s
decision to stop treatment. Often a
patient knows before anyone else that
they are not getting better and just
can't face going through it all again. It
doesn't mean that they are giving up
on living, just that they are admitting
the treatments are not working.




Understanding Stuff/What’s This Palliative Thing?

What's this

thing?

“Palliative care” is the special kind of
care and support provided to people who
have an illness that can't be cured.

It is really hard to shift your focus from
talking about your parent getting better to
talking about them needing palliative care.
It can also be really hard to be referred to
palliative care and have to start dealing
with new people and a new system.

Your family may have developed a really strong
and trusting connection with your parent’s
hospital and feel comfortable with the treatment
team there. It is normal to miss them - you have
been through a lot together. But it is important
to find someone you can talk to openly in the
palliative team too. It is often easier if you meet
them sooner rather than later. [t may also help to
talk to a professional counsellor or social worker
(whether they are part of the team or not).

Often when cancer treatments are stopped
and palliative care begins, people start to look
a bit better. You might find that your mum or
dad's hair starts to grow back, they get some
colour back in their cheeks and they may

even have more energy. If they are looking
better than they have for a while, how are

you supposed to accept that they are dying?

Cancer treatments can be pretty nasty.
There are some quite powerful side effects
of treatments such as chemotherapy and
radiotherapy that might have left your parent
looking quite weak and ill. When these are
stopped, the body starts to recuperate. But
unfortunately, the cancer will still be there.




Understanding Stuff/In The Loop

in ge

But cancer is having a huge impact
on your life, too, and not being
included in what is going on can be
even more stressful and scary.

Many young people find that when
they understand their parent’s

diagnosis, treatment and what to All T knew was that Mum takes a
expect with changes in their health, handful of tablets every day. The first
thgy fe?' more prepared to deal I heard it was really bad was when
with things as they happen. Mum went into hospital as terminal.
The hardest part of the We didn't think there was much wrong
before then. I would have liked to know

experience was being left in
the dark about the extent of Mum’s what was actually going on.” Megan
health...Mum should have told
us or at the very least the doctor
should have told us. The children
have a right to know the truth about
their Mum'’s wellbeing. Mark ’,

When there are gaps in the information
you get, you will probably start to

fill them in with your own guesses

and fears. You might suspect that
something is wrong, but often what
we imagine is worse than the reality.




Even though you might not want
to upset your parents by bringing
up the tough topics and letting
them know you're worried about
stuff, most people find that they
do feel better when they talk
about what is happening.

Honesty is really important. Even
if you are young, you have a
right to know what is happening
in your family. And if there is a
chance that your mum or dad has
a limited time to live, there will
probably be things you want to
do and say while you still can.

Understanding Stuff/In The Loop

You're walking a fine line

You can never know enough, but sometimes you
don’t want to know any more.
Andrew

How much you want to know is up to you. Some people
want to know all the details and others feel that just the
main bits are enough. You might also find that your need for
information changes over time. Whatever you choose is 0K.

My younger sister (age 12) was not told of the

terminal nature of Dad’s illness until about a
month heforehand. She later expressed to me that

|

suppose my family was hoping she would just sense
what was happening so they could hold off telling
her, everyone was worried how she would cope.
But looking back, it would have been better to be
open with her upfront, she wanted to know. Lizzie ,,

However if I didn’t ask, then she wouldn’t tell me. Therefore I
had no idea my Dad only had 6 months to live. Perhaps this was
because she was trying to protect me, as I was so young. Chris ’ ’




Understanding Stuff/Getting Answers

If you do want to know more
about what’s happening
with your mum or dad’s
cancet, you might have to
take the lead and just ask. It’s
never too late to start asking
questions. You might have to
remind people to be honest
and not sugar-coat things.

Here are some examples of questions
you might want to ask:

e What type of cancer does
my parent have?

e Are there any options for treatment?

e Will my parent get better?

Have they done everything they can?

How will my parent be feeling
— will there be pain?

What's a realistic expectation
of how long they will live?*

What will happen when/if she dies?
What's going to happen to me?

What about money?

*There’s no way to know for sure how
long your parent has left. It's very hard
for a doctor to predict how quickly
someone’s disease will progress.

Advice for others in the same situation:

Have courage, speak up and ask questions.

Andrew




When you're feeling stressed and upset, it can
be really hard to take in new information.
Here are some tips to make things a bit easier:

Understanding Stuff/Information Overload

Write your questions down

[t's OK to ask the same questions a thousand
times if you don't get it the first time

Write the answers down
Ask people to use simple words
Ask where you can get more information

Don't be embarrassed. You have a right to ask about anything
you're worried or curious about. You might have heard the
saying “there’s no such thing as a stupid question”.

“I was pretty puzzled by it.

I was, like, 11. The only thing [ knew [}
about cancer was that you lost your

hair and that was pretty much it.” Erin ' l




Understanding Stuff/Who Can Answer My Questions?

~

Who can

my

Parents:

Your parents might explain to you
what is happening. Some families
hold family meetings to keep everyone
updated and involved in decisions.

My Dad was very open to us

about what was going on and
very willing to answer any questions
honestly. My two sisters and | were
very appreciative of this. Lizzie 99

But not all families are good at having
conversations like this. There are other
places you can go for information.

Doctors and nurses:

You could ask your mum or dad if you
can go with them to their appointments.
It can help if you are just there to hear
what's going on. But you are allowed to
ask the doctor questions too if you like.

10

I don't think I saw a single doctor the
whole time Dad was sick”. Brooke

Social workers:

You might have the opportunity to

see a social worker provided through
the hospital, through your GP or the
community. They can help you talk
through the things you are worried
about, show you how to find more
information, organise family meetings
with the medical team and tell you
about community organisations and
service that might be able to help you.




Understanding Stuff/Who Can Answer My Questions?

There may be a school counsellor or school
nurse who can answer some of your questions
—medical or emational. The librarian may
also be able to help you find information or
support in books, magazines, videos or online.

The Internet is an amazing place to go for

answers. But, as you probably already know, * Always check the source of
it's also full of a lot of weird and wrong the information. Look at who
information. Here are some tips to make is behind the website and where
your Googling a bit more successful: their info is coming from. A lot

of stuff on the internet is out of
date, inaccurate or may be just
trying to sell you something.

¢ Don't believe it all. When your parent
has cancer you're open to all sorts of
miracle cures and treatments. But it's
a good idea to check any claims made * Use the web as a starting point.

with your parents or their doctor. You could use the information you
look up to start a conversation with

your Mum or Dad. You might even
be better at searching than they are
and come up with some questions
they haven't thought of yet.

e Make sure you're searching the right
stuff. There are over 100 different types of
cancer. The likely outcomes are different for
every cancer and different for every single
person. Google is not a doctor; it can't tell

you how long your parent is going to live. * Use websites you can trust. There
are heaps of recommended websites

that provide information about cancer,
palliative care and where to get
help listed in the back of this book.

Unfortunately, there is no person,

book or website that can tell you how
everything is going to work out. Cancer
is different for every single person.

11




Understanding Stuff/It’s OK To Feel

Realising that your mum or dad’s
cancer is not going away and
that they might not recover will
probably be one of the hardest
things that you will ever have

to deal with. Even if they have I was like an emotional cyclone
been sick for a while, nothing | felt a huge build up of anger and on top

can fully prepare you for this ride of that was the grief. Lisa
on the emotional rollercoaster.

Your feelings might overwhelm you
suddenly when you least expect it,

or they might be a constant nagging
weight that never seem to go away.

Here are some things that other
young people have described. ..

e Shock/Disbelief — This is when you
can't believe that this is really happening.
It doesn't feel real, like you're stuck in a

dream (nightmare is a better word!).
The truth is, there’s no right way or wrong

way to feel. Feelings will come and go and
you will have good days and bad days.

e Denial — Sometimes it might feel easiest
to pretend that everything's normal. It
is a really hard thing to accept that your

This is not going to be easy. But it parent is not going to be around forever.

might provide some comfort to know
that whatever you're feeling right now,
it has a name - and it's normal.

lignored it all! | didn’t talk about
it, | carried on like nothing had
happened and | was fine. Melissa ’,

12




¢ Empty/Numb — There may be times
when you just feel nothing. This doesn't
mean that you don't care — it might just
be your way of protecting yourself.

A lot of the time | felt numb, |
couldn’t feel because the pain was
too much. | switched off and escaped
with food or TV.... there was a big hole
inside me that nothing could fill. Lizzie 99

e Guilt - It's common to get the guilts big
time when your parent has cancer. You might
feel guilty that you're not helping enough,
or for complaining about the extra work you
have to do. You might feel guilty that that
you are still going out and having fun with
your friends. You might feel like you should
be crying more. Or be thinking about all of
the fights and nasty things you've said or
thought about your parent. You feel guilty for
misbehaving, or even for wishing that all of
this would just hurry up and be over....

But it's normal to feel guilty. All of
these are normal reactions to painful
feelings. Remember that it's not your
fault that any of this is happening.

e Regret - Try to avoid the ‘coulda,
woulda, shouldas’ —it's hard to dwell
on the things that you could have done
differently. Instead, try letting yourself
off the hook. You can't change the past.

e Fear — No matter how brave or grown up
you are, thinking about life without your
parent is scary stuff! You may be afraid of
the unknown, of being alone, or worried
about what will happen to you. You might
be afraid of your parent getting sicker or

Understanding Stuff/It’s OK To Feel

“Dad always treated
cancer as it was a
person so that we

were able to be
angry at the cancer
and not at Dad for
being sick”. Amy

that they will be in pain. Admitting you're
afraid is usually the first step towards
dealing with it. The next step is finding
someone to tell how frightened you are.

Anger — What is happening is so unfair
and you have a right to be mad! Anger is

a normal reaction to situations out of our
control but sometimes we can direct anger
at the people we are closest to, or it can
build up and release itself in harmful ways.
Try to find positive ways to release your
rage. There are some ideas on page 18.

Jealousy — You might feel jealous that
your friends can still go out and have
fun, or that they have healthy parents
and “normal” lives. You might also feel
jealous of your sick parent, who may be
getting all of everyone’s attention while
you are left to look after yourself.

13




Understanding Stuff/It’s OK To Feel

e Sad - Thinking about your future without
your mum or dad in it can be desperately,
heartbreakingly sad. It may be hard to imagine
right now, but sadness will come and go
and things will not always feel so hard.

e Withdrawal — There may be times
when you feel really down and just
want to be left on your own.

| sheltered myself away from
the world and didn’t want to
deal with anything or anyone. Lizzie ”

e Lonely — Even if you are surrounded by
people, you might feel like no one really
gets it - not even your brothers and sisters
or closest friends. Or you might feel a
bit abandoned and left out of what is
happening because your parents are always
stressed and focusing on other things.

e Worried — You may be stressed about heaps
of stuff! What will happen to me? Will | get
cancer? Will my parent be in pain? Do we have
enough money? What about school? Getting
answers to your questions and knowing what
to expect can really help — so it helps to let
people know what you're anxious about.

e Embarrassed — Having a parent who is
really sick can make you feel different and
that can be hard to handle. At times you
might just wish things were “normal”.

Remember

e Confused about your identity — You
might start to feel like your identity is
defined by cancer and that everyone
just knows you as “the girl/guy whose
parent has cancer”. It's OK to want
a bit more independence, but it can
be hard to find a balance. Sometimes
you might feel all grown up — taking
on heaps of responsibility and dealing
with big serious issues. But other
times you might wish you could be
protected like a little kid again.

e Hope - You might think (or people
might be telling you) that you should
“think positively”. It can help to be
optimistic, but you are not expected
to feel happy and hopeful all the time.
You might need to redefine what
hope means. It's even OK to hope
that all of this will soon be over.

“ Things like having hope that
they will not be in pain or that
you will get to finish the memory

box with them are all perfectly OK
things to feel hopeful about. Rebecca 99




Understanding Stuff/What's Grief?

What's

You have probably already experienced many
losses since your parent was diagnosed

with cancer. You may have lost your normal
life, or lost contact with some of your old
friends, or missed out on an opportunity

to go on a planned holiday. Any of these
losses can be really upsetting and it can

feel like your life will never be the same.

It's also possible to feel grief when you
know you are about to lose something that is
important to you, before it happens. This is
called “anticipatory grief” and often happens
when someone you love is expected to die.

Waiting for the death to happen - and knowing
you are helpless to stop it - can be just as
overwhelming and painful as after the death
has occurred. It can be a really confusing

time, with many mixed feelings and you might
not be sure how you're supposed to act.

15




Understanding Stuff/What's Grief?

Maybe you think that everyone,
including you, should be sad and
crying all the time and that there
will be no smiles or laughter.

But this isn't the case. It's not all
black and depressing, there will be
good days and bad days. It's OK to
make the most of the good days and
still have a bit of fun sometimes.

Everyone in your family is experiencing
their own feelings of loss and grief,
but they may be showing it in different
ways. They may also be trying to

hide it. You might find it really scary

or upsetting to see your parents so
stressed. And you might miss the way
things used to be. But grief is normal
and things will eventually settle down.

As much as it may not feel like it now,
the world in fact doesn't end and you
do survive it — somehow. Life won't be
the same, but there will still be life.

16

You go back, you go forward. It sucks,
but there’s no right way.” Andrew

One thing | wish I'd known at
the start was that normality does
start to come back into your life. Lisa 99

It can be important that you try to understand

and get a handle on your grief so that you have
the energy to make the most of your time with
your parent and say the things you need to say.

Find someone who is to talk to and tell them
about your worries and fears. When your feelings are
out in the open, you don't need to hold onto them.



When you are living with the
stress of cancer in your life,

it's really important that you
find a way to let your feelings
out and take your mind off the
situation. You might be tempted
to keep your emotions inside so
that you don't cause everyone
else around you extra stress by
seeing how worried you are.

But bottling your feelings up
doesn't make them go away.

In fact, they will probably only
grow stronger. Being worried
and frightened all the time

can make your mind foggy and
your body tense and tired. This
makes it even harder to manage

Understanding Stuff/Letting It Out

Letting, |

Managing your strong
feelings won't be quick
and easy, but it is definitely
possible. Sometimes it
may not feel like it, but you
WILL get through this.

There are heaps of things
you can do to give yourself
a bit of an outlet and

help you feel more in
control of your feelings.

Everyone deals with stuff in
different ways. You might
have already tried some of
these things and find they
didn't work. Keep trying,
you will find something
that helps you feel better.

through this difficult time.

For me it was playing guitar. Even just
getting away for 5 minutes to have your

own space and clear your head. Peta , ,
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Understanding Stuff/Letting It Out

Here are some ideas:

18

Talk about it. Putting your feelings

into words can make them seem more
manageable. Don't try to deal with this on
your own. It doesn't have to be someone

from your family or friends, it can be anyone.

[t may really help to see a professional,
like a counsellor or social worker who
understands a lot about grief and loss.

Listen to music. Choose a song that
describes how you are feeling, turn it up
and have a good sing, a yell or a cry. You
can also use music to change how you are
feeling. Listen to songs that make you feel
relaxed and happy. You could also write
your own songs or change a few words to
a song you like to express how you feel.

Cry. Give in to the waterworks;
it can be a big relief.

Exercise. Exercise can release the
“feel good” hormones in your body.
Make a playlist for your iPod and go
for a walk or run. Even some simple
stretches can help. When things
are getting crazy at home, it can
help if you keep doing your normal
activities, like sport or dancing.

Take a long shower. Sing, cry
or scream while you're in there.

Get creative. No one's expecting
a masterpiece, but getting arty can
be really relaxing. You could try
drawing, painting, photography,
scrapbooking, collage or digital
art. Getting started is often the
hardest part. You could try to
show how you are feeling now,
or your favourite memory with
your parent. Or nothing related to
anything at all. Just draw the cat.

Don't worry about what people

think, they’ll deal.” Erin




Learn something new. Ever
wanted to try the guitar? Salsa
dancing? Yoga? Learning a
new skill can help you take
your mind off things.

Write stuff down. A long
ramble in a journal or blog might
be just what you need. You
could also write poems, stories
or letters to your parents.

Read, watch, play. It's OK to zone
out sometimes with TV, movies,
books, radio, magazines, board
games or computer games.

Take a break from it all. Go
out with your friends and have
a laugh and talk about different
things. You're still allowed to
enjoy yourself. Don't feel guilty
for wanting your own life.

If you're religious, pray.

Understanding Stuff/Letting It Out

Punch a pillow. Or chuck a tantrum
on your bed. You have a right to

be p*ssed off, but it's best not

to take it out on other people.

Meditate. Even just taking one
minute a few times a day to breathe
deeply can release some of the stress
and fear from your body. Find a quiet
place, sit comfortably and just focus
on your breath. If your mind starts

to wonder, just keep bringing your
thoughts back to your breath until
that is all you are thinking about.

Set goals. It can help to have things
to look forward to. You don't have to
dream up where you'll be when you're
65, you could just think about what
you'd like to achieve by the end of the
month or year. It could be things about
your family or relationships, jobs

or education. Think about why you
want to achieve something and then
write down an achievable action you
will do to make sure you get there.

Get a bit philosophical. It
might sound a bit funny at first,
but taking time out to ponder
the "big picture” might help you
get your head around things.

[ used to drive out to the beach and just sit there and cry
or pray, it was calming and so beautiful there. Sarah ’ ’

19




Understanding Stuff/Letting It Out

20

| wish weren't in my life anymore:

1.

2.

3.

| really like and appreciate about my life:

1.

2.

3.

| would like to have in my life that | don't have now:

1.

2.

3.

| can do or change to make things in my life better:

1.

2.

3.

To describe you before your parent had cancer:

To describe you now:

To describe cancer:




Understanding Stuff/When It’s All Too Much

[t doesn’t mean that you are weak,
crazy or flawed if things are getting

| 1 on top of you and you want to
. s escape from it all. This happens
to everyone from time to time.
You might feel like you can't say that

you're not coping because you feel
you have to be strong for your parent.
But your feelings are important too.

m If you can recognise the warnin
llch 8 o g

signs that things are becoming
too much, there are things you
can do to help you feel better.

7

Signs you're not coping. ..

e Behaving badly — Throwing
JA tantrums, swearing and talking
back to your parents, running
away or skipping school can all
be ways to hide how hurt and
afraid you are. Acting out can
also get you a bit of attention
when everyone's so focused on
cancer that you feel abandoned.
Things might feel so hard right

But I was getting ill myself, I was on now that you just want to act
anti-depressants and I binge ate as a like a little kid again. This is a
way of coping. This was especially normal reaction to stress. But
distressing to me because I was everyone is feeling pretty strained

enthusiastic about health and fitness,
but when I tried to stop I would be you let peaple know when you
overwhelmed by a bombardment of are in a bad mood so they don't

emotion. Lizzie ’ ’ take your outbursts personally.

right now, so it might help if
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Understanding Stuff/When It’s All Too Much

22

Using drugs or alcohol —
This might seem like a good
way to block out the hard
feelings. But it really is only
a short-term escape and can
actually make the stresses
of your parent’s illness even
harder to handle. When you're
drunk or high you can say

or do things you don't really
mean — and sometimes don't
even remember. You might
look back with regret one
day if you spend the time
you do have left with your
parent in a bit of a haze.

I went cuckoo. I ran away.

| was bitchy, like a brat. | thought,
I'll do what | want!

Hurting yourself and

others — It's normal to feel

angry when your parent has .
cancer. But there are safe

ways to vent it and using

violence or deliberately

hurting yourself can cause

you and your relationships

Erin

Using dating and sex to get close to people
and ease the pain — \While it's OK to have
relationships, hooking up with people before you
are ready or with more than one person can put
you at risk, both emotionally and physically.

permanent damage. | started dating any boy that would
go out with me in attempt to fill this
big hole that Dad had left. | felt | needed a
supportive male in my life. At this time | pushed
away all my female friends and focused all

my attention on boyfriends. Melissa

e Withdrawal — You will need some time to
yourself every now and again. But you should
not try to go through this alone. Your worries
and wonders can grow into big fears when you
shut yourself off from others altogether.




Understanding Stuff/When It’s All Too Much

* Depression - You will feel sad
and down when your parent is
approaching end-of-life. But
if the sad feeling goes on for
a long time or hurts so deeply
that it's hard for you to enjoy
anything at all, you might be
“depressed”.

Depression is very common.
It is nothing to feel guilty or
ashamed of.

It is not permanent, but it is

not something that you can

just “snap out of” either. It is
really important to tell someone
about it. You will probably have
to work at it before it will get
better. Trying to get active and
do things you enjoy will help
you to reduce your depression.

Signs of depression include
feeling miserable, tired and
crying all the time; changes to
how much you sleep and eat;
losing interest in the things
you used to like; and feeling
hopeless or like you will never
be happy again. There is no easy way to go
through this. Be kind to yourself
let yourself make mistakes. Don't
punish yourself for your behaviour
when you are stressed. No one
is perfect in these situations.

Because I had lived with the situation for a while,
I started to forget it was unique and be hard on
myself for not coping...You need to have more

and remember this isn't
your while life and you just need to get through
this one bit, there is so much good ahead.” Lizzie
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Dealing With Stuff/It’s Crazy At Home

at

It was stressful at home.
Everyone was uptight, upset.

We all had to pull together and not complain that

we had to do the housework. You just do it.
Peta

In the later stage of a serious
iliness, you might feel like your
normal life has been stolen from
you. You might have to take on a
lot more responsibilities and not
get to do your usual activities as
much. There might be a crowd of
people around wanting to help
out. Maybe it's been a while since
you had a home-cooked meal.
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Dealing With Stuff/It’s Crazy At Home

The house was always very messy. We had to help out

with things, like making Dad’s breakfast and giving him
morning and evening pills. I wasn't very efficient, tended to
forget his coffee, drop things, bring things in cold.” Lizzie

Some of these things might start to sound familiar:

You have to take on extra
responsibilities.

You might have to pick up more chores at
home, like cleaning, cooking or looking after
younger brothers and sisters. You may also be
expected to help with your parent’s care.

Most of the time you might not mind and
you probably just get on with it. But it's
OK to wish that sometimes you could just
go out and do normal fun things.

Even if you've been living with “ I had to take on a lot of responsibilities
cancer for a while, most of us find around the house, in particular tasks

it really hard to deal with such like mowing the lawn and others that usually
massive changes in our lives. It's a a Dad would do around the house. Also
normal reaction to resent what is helping Mum with such tasks as washing,
happening and it may take a while cleaning, ironing, etc. It was really hard as |
to get used to the new situation. was only 16 and none of my friends had these
Eventually, things will settle down responsibilities, so

and your family will adjust and I have now grown up and realised that by
start to establish new routines and helping Mum with these little things while
plans for the future. Things may she is at work will allow her to spend more
not go back to exactly the way they time with us when she is at home and prevent
were before, but it may begin to her from becoming too stressed. Amy 99

feel like a new kind of “normal”.
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Dealing With Stuff/It’s Crazy At Home

I was used to my big strong Dad mucking around playfighting
with us, but that couldn’t happen. Eloise

Your relationship with
your unwell parent
changes.

You may find that it becomes
difficult to be around your parent
as their iliness progresses. It can
be scary to see them become so
weak or in pain and you might
prefer to stay away. Or there may
be changes to their energy levels
or behaviour and they may find it
harder to interact with you. You
may feel particularly lonely or
sad if they are your only parent.

It was lonely, since Dad and Mum

were at the hospice most of the time.

Sarah

Your relationship with your
other parent changes.

Like you, they are probably experiencing

a whole range of difficult and confusing
emotions. They will be worried about your
sick parent as well as stressing about you
and your siblings, the bills, work and what
will happen in the future. They might

not be around as much and even when
they are they may seem tired, distracted
and always focused on other things.

If you are starting to feel really lonely

or neglected at home, you could ask if
you could spend some time with another
relative or family friend once in a while.

Mum had to start working

fulltime. As she hadn’t worked
since before | was born, it was very
difficult for her at first. It was also
very difficult for my brother and |
as we had always had at least one
parent at home to welcome us after
school. Mum would not get home
from work for another 3 hours.

Melissa ”
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Dealing With Stuff/It’s Crazy At Home

All the good things that happened
after to this were a response to the
bad...I really think everyone in my
family are better people now.” Erin

28

Your relationships with siblings
change.

If you have brother or sisters, they might be
a really important source of support. They
are going though this too and may be the
only ones who really get how hard it is.
But if you never got along well with your
siblings, the stresses of cancer may not
change that. Everyone in your family will
deal with stress and fear in different ways
and you may need a truckload of patience
to prevent you from losing your cool.

Roles in the family might change, too. Older
siblings might start becoming really bossy
and protective, which can be frustrating.

Or younger siblings might look up to you

to look after them while your parents are
distracted and you might resent having to be
the strong one all the time. You may almost
feel like you have become the parent.

If you are having a really hard time dealing
with the changes at home, it's important to
talk about it with someone. A counsellor or
social worker can give you lots of advice.
There are contacts in the back of this book
of people and places to go for help.

Your family is drawn closer.

A crisis can really bring people
together and make them realise what
is important. Many young people
appreciate the extra time they spend
with their family in the end stages

of their parent’s iliness and find

that relationships became stronger
as they take on dying together.

But every family is different and
don't think you're doing anything
wrong if it doesn’t happen in yours.




You get an army of visitors.

Lots of family and friends might stop
by to help with the housework or

cook you meals. You know they are
just trying to help, but sometimes

you might wish you had your privacy
back and more time alone with your
parent, particularly if you don't know
the helpers very well. (They may be
really important people to your parents,
however, even if you don’t know them.)

“ I thought - you don’t have
the right to be here. You
weren't there through the big
life-changing journey. Andrew 99

You miss out on doing your

normal things.

Everything might be about looking after
your parent and your normal activities
might not seem so important any more.
Or there just might not be the time.

Everyone turned up but I didn’t
really know anyone.

There were so many randoms.

Dealing With Stuff/It’s Crazy At Home

[t might seem like your life has been turned
upside down and things will never settle
down. But, eventually, they will.

Many families find that maintaining as normal
a routine as possible can help everyone

deal with the changes that will happen as
your parent approaches end of life.

This is obviously a really, really hard time for
everyone, so try to work together and remember
that it's normal to stuff up sometimes. Everyone will
be doing their best in a very difficult situation.

Once my parent became ill, | wasn’t
allowed to invite friends around. |
also felt scared to expose my friends to the
full extent of what was going on at home.
| was too introduce my friends
to my Mum who had no hair. Chris 99
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Dealing With Stuff/School, Work And Other Stuff

5

\\\

other \

School

For some young people, school
might be a welcome relief.

It can be a place where you
can go and see your friends,
do normal things and forget
about cancer for a while.

But for others, going to school
when your parent is sick or

dying can cause a lot of stress.

\When you're back and forth
to the hospital, taking on
more responsibilities around
the house and helping to

look after your parent, you
might find it hard to find the
time or energy for school.

It can also be really hard to
concentrate when everything's
so hectic. You may miss

a lot of classes, slacken

off on your homework and
start to fall a bit behind.

You might worry about
being away from your
mum or dad and find that
school just doesn't seem
that important right now.

| avoided school
because | didn’t
really care about it and my
mind was elsewhere. | was
facing horrible stress, my
hair was falling out and
| had terrible dandruff, |
was breaking out in heaps
of pimples and | gained
a lot of weight. This did
not help me to want to
go to school. Laura 99

“At school I wasn’t trying, I didn’t care, didn’t
hand in any work.

It’s important for teachers to know. It takes the pressure off.
They do understand and will give you more time.” Peta
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Dealing With Stuff/School, Work And Other Stuff

“My teacher told me that if I felt that
I needed to spend the day with Dad
not to feel bad about missing school.

Tips to stay afloat:

e |et your teachers know what's happening at
home. How much you decide to tell them is
up to you. But you will probably find that they
do understand and will try to make things
a bit easier for you. They might be able to
give you more time for your assignments
or let you have time off when you need it.

e Try to get as much done at school as you
can, so you don't have to bring work home.

The workload seemed a

bit heavy at the time, but
the teachers were extremely
sympathetic and were willing to be
lenient when | needed it. Megan ”

e Try not to stress about your school
work. It can wait, if necessary,
until things settle down again.

¢ Talk to your teachers or a
counsellor if you're being
bullied or your marks
are starting to suffer.

very understanding
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Dealing With Stuff/School, Work And Other Stuff

What you tell your boss

or work mates about your
parent’s cancer is completely
up to you. There is no law
that says they need to know.
However, you might find that if
you do they will be supportive
and understanding, especially
if you have to take time off

or are just having a bad day.

Just before and after your
parent dies you'll probably
want quite a bit of time off.
You have the right to take
time off work, but you should
check with your manager
about exactly how much.

Most people know you can
take paid sick leave (unless
you are a casual). But you
may not know that you can
also take paid carer’s leave
if you have to look after a
family member who is sick,
or paid compassionate leave
if a family member dies, or is
about to die. The Australian
government website,
www.fairwork.gov.au

can tell you all about

your rights at work.

32

There are lots of organisations,
government agencies and
charities out there offering
things like financial assistance,
carer support, student
services, legal advice and
medical information. Almost
all of these services are FREE
and they WANT to help you.
Don't be afraid to use them,
that's what they're there for.

See the contacts listed in the
back of this book to find them.


http://www.fairwork.gov.au

Dealing With Stuff/Friends

o

Some friends are great at being

there for you and holding you

up when your feelings come

and hit you like a bus.

But sometimes, friends don't really know how
to handle what is going on. They might stop
calling you or inviting you out and it can feel like
they're not there for you when you need them.

| couldn’t talk about it. You bring it
“ up once and they say “I'm sorry” and
that's it. It was too awkward. | felt | would
be there for them if something happened
but they weren't there for me. Amar 99

are the ones who
when it’s getting hard.” Peta

33




Dealing With Stuff/Friends

Ignoring it is not good enough for your best friend. Erin

A lot of friends don't really
understand the whole cancer
thing and don't know what
it’s like to have a parent who
is sick or dying. But even

You might also find that you
have less in common with
your friends now. You are
going through some massive
when you know this, you changes in your life and Y
might feel really hurt and you might find you are not
let down when your friends as interested in what your
arent very supportive. friends talk about anymore.
You might feel a bit jealous
that your friends still have
“normal” lives and think
they sound a bit trivial and
ungrateful sometimes.

Theyd be like,’Oh my mum made me
such a crap sandwich today’.” Steph
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Here are some things to think about. ..

Friends might be worried
about saying the wrang thing,
so they say nothing.

They don't know if it's OK to
mention cancer or your parent. You
might have to start the ball rolling.

They are worried about
imposing on your family time
so are shy to call or visit.

They think their lives are boring
and unimportant compared to
yours and don't know if they
should talk about normal things.

This is new territory for your friends.

Before you had this experience you
might have acted the same way.

They won't say things that
deliberately upset you. Sometimes
they might say things that

annoy you or make you angry.

But try not to be offended,

they just don't understand.

Friends may change. You might find
that you lose some friendship along
the way as you and your friends
start to have different perspectives
on life. But this may have happened
anyway, cancer or no cancer.

Dealing With Stuff/Friends

It’s not fair I can’t even
bring it up with my
friends.” Andrew

Try to stay in touch with your friends. Let
them know that even if you can't always
go out, you still like to be invited to things.
[t's important to have some fun and take
your mind off things sometimes.

Be as open as you can with your friends. If you
don't feel like telling the same story a hundred
times, you could just keep everyone updated on
what's going on with your Mum or Dad through
Facebook or MySpace or group emails or texts.

35




Dealing With Stuff/Friends

Knowing there was someone else
there who's lost their Dad helped me
get through the worst of the days.

Making new friends

So many other people say that the best kind
of support comes from meeting and talking
to other young people who have ‘been there

and done that" and really know what it's like.

There are support groups out there — like
CanTeen — that bring together people
your age who also have a parent with
cancer, or who has died from cancer.

Andrew

It can really help to connect with people who
are going through the same thing and having
similar feelings to yours. You can compare
battle scars and give each other tips, or just
hang out and have a break from it all. It can

be a big relief to realise you are not the only
young person who has a parent with cancer —
and to hear how other people deal. CanTeen
organises free camps and day activities that
you can go on to get support and just have fun.

You can also read real-life stories from other
young people, share your own, or chat to
‘experts’ on websites like www.nowwhat.
org.au or www.youngcarers.net.au.

I had become a bit isolated, so coming
into CanTeen was a good help, having the
opportunity to get away from things and

talk about it.

To see other young people whose parents had died and see
how normal they still seemed. Lizzie ’ ’
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Dealing With Stuff/Friends

or

Your friends probably really want to help you but don’t know
how. Maybe you could give them some suggestions, like....

O Just give me a hug.

O Just listen and be there for me.

O Let me cry. You can cry with me.

O Let me rant and vent.

O Talk about my parent. Use their name. They exist and they are important to me.
O Don't focus on cancer, but don't ignore it either.

OO We can still laugh and have fun. | need to be distracted sometimes.

O Invite me over or to the movies. If | say no, ask me again another time.

O Treat me like normal. I'm still the same person.

O Ask me how I'm doing, not just how my parent is doing.

OO Write me a card. Not just a generic one, but one that says what you really want to say.
O Check up with me regularly. Don’t smother me, but just be there.

O | know it's hard to talk about, but don’t abandon me just cos it's easier.

0 YOU CAN NBID ME DY oo

The most helpful things people said was not,“Call me if you
need me”. It was nice, but I didn’t want to inconvenience
anyone who had family and jobs of their own.

Lizzie
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Dealing With Stuff/Dumb Things People Say

things

Some people feel the need to say something,
even if they don't have the right words to
express themselves. Some of the old clichés
might hurt, some of them might make you angry.

Here are some of our favourites (not!) and the
answers that you probably wish you could shout.

No, you don't! You haven't been
through this — and you're not me!

You don't know that.

38

But you didn't do anything!

It's so not the same!

Good for them, | only care about
my mum/dad right now!

Yes, life may go on, but for me losing my mum/
dad is not something I'm going to get over!



But my mum is dying here! | deserve to
complain and feel bad sometimes.

I'm barely coping. Do you expect me to be
able to save the world now or something?

How do you know | believe in God? And
why would God want them to die, anyway?

So you'd be over it by now if it
was your parent? Yeah right!

So I should just forget my
parent and move on?

| would trade anything to have more years.
Is that supposed to make me feel better?

You're assuming | believe in heaven.

Dealing With Stuff/Dumb Things People Say

You probably don’t want people to look at you
with puppy dog eyes and say, “It's going to
be OK". But you don't want people to tip-toe
around and ignore it's happening either.

e You could ignore it.

e Say, “Hey, my mum/dad has cancer. How
would you feel if it was your mum/dad?”

e Try to remember they probably mean well
and are just trying to help. But no one
teaches this stuff. Most people don't have
much experience talking about cancer or
dying. Their words might not quite come out
right, but they don't mean to cause offence.

e |f people are being mean on purpose, tell
someone about it. A teacher or counsellor
could help you if you are being bullied.

® (Give them the “Just one thing” card
at the back of this book to give them
an idea about how to help you.

The sad truth is, there is really
nothing anyone can say that will
make this better, no magic words
that will take away the pain.
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Dealing With Stuff/Talking About It

It can be really hard to let people
know you are struggling. You might
not be able to find the right words, or
feel embarrassed or scared of looking
like a whinger or getting upset.

But heaps of young people say that talking
things out can be a hig relief. It can help to put
things into perspective and sort things out in
your head. It can also help you feel less alone.

Your first step in getting support is
admitting that you need it. The second
step is finding the right person.

The right support person will be easy to talk
to. They will listen and not judge or make you
feel ashamed for anything you are feeling.

So where do you find someone like that?
It can feel like there are people all around
you, but no one who really gets it.

about

Family

Everyone in your family is going through

this too. If you don't feel you can talk to

your sick parent, you may be able to turn

to your other parent or your brothers or
sisters. Your aunts, uncles, grandparents

and cousins can also offer great support.
They are probably sharing many of your fears
and you can make decisions together.

Other people

You might be lucky and have some great
friends who know how to provide you the
support you need. But if they're not great

at being there for you, you might be able

to turn to a teacher at school and let them
know what's bothering you. Community

and religious leaders, like priests, pastors,
rabbis, imams or elders are also experienced
in supporting people and offering advice.

Even if you are feeling alone,

there is always someone there.
You just have to find that special person
that you feel sharing with. It

may take time to find them but if you are
patient it will be worthwhile. Melissa ”




Doctors don't only treat physical problems,
but can also help in offering you support.
They might have also known your family for
a while and understand what's happening
for you. If you are over 14, you don't need
your parent’s permission to see a doctor.

If your parent is receiving palliative care,

the team is there to provide emotional and
practical support for the family and carers, too.
Don't be afraid to talk to them about anything
that is bothering you. They will be very happy
to answer any questions you have about all
kinds of stuff, not just medical questions.

These are professionals who have been trained
to give emotional and practical support to
people who are going through tough times.
They can help you find solutions to problems
and find ways to cope with the different

parts of your life. They can also help your
family to make decisions together if you are
not so great at communicating right now.

The Australian organisation,
CanTeen runs a free
counselling service
especially for young people
aged 12-24 who have a
parent who has cancer, or
has died from cancer. Email
support@canteen.org.au or
call 1800 CANTEEN for more
information.

Dealing With Stuff/Talking About It

You can ask them about anything that you

are worried or wondering about and they will
keep it confidential. Lots of counsellors and
social workers have particular experience
working with families living through cancer, so
they will really understand what you're going
through. If you prefer, you can often talk to
counsellors on the phone or by email, too.

Other places you can find a counsellor

e There may be a counsellor at
school or uni you can go to.

e Ask your local doctor to organise one for you.

e Your parent’s hospital might offer counselling
services to family members. Ask the
nurses or palliative care team about this.

e Look up “Community Health Services”
or "Family Counselling” in the Yellow
Pages to find a service near you.

e The Cancer Council Helpline can also provide
support and information. Call 13 11 20.

Usually you need to make an appointment

to see a counsellor. If you need to talk to
someone right now, you can call Kids Helpline
on 1800 55 1800 or Lifeline on 13 11 14.

[t might take you a couple of tries to find
the right counsellor for you. If you don't
feel comfortable with your counsellor, or

if you feel that they are not listening to
you, try a different one. You will eventually
find someone that you click with.

41




Dealing With Stuff/Talking About It

People care, they want to listen. If you don’t have
anyone like that, there are people out there, like
CanTeen.” Eloise

There are organisations
that bring together people
with similar experiences
S0 you can talk about
things with people who
really, truly understand —
or just take some time to
chill out and have fun.

Sometimes you talk about
cancer in these groups and
share stories and tips for
coping with each other
and with professionals.
Other times you just hang
out and make new friends
with people who get what
you're going through.

Showing

You can think of it as a

42

CanTeen is one organisation
that offers support to people
who have a parent living
with cancer, or who has
died from cancer. There are
other organisations listed

in the back of this book.

Your church or local
community might have other
youth groups that you can join.

The are lots of on-line forums,
blogs and support groups

that can bring together
people in similar situations.

It can be really helpful to

read other people’s real-life
stories and realise that you
are not alone in what you

are feeling. It can also make
things easier to open up when
you can be anonymous.

The website www.nowwhat.
org.au brings together young
people in Australia who have
a family member with cancer,
or have cancer themselves.
You can read heaps of real
stories, join forums and
access information written
specifically for people like you.

is not necessarily a weakness.

Eloise


http://www.nowwhat.org.au
http://www.nowwhat.org.au

Preparing/How Your Parent Feels

"y

parent
J\

They might be feeling lonely, angry or
desperately sad. They may be shocked or

in disbelief and very afraid. They may be
waorried about being a burden or about what
will happen to your family after they die.

Your mum or dad might not be sure how

to talk to you or be trying to protect you
from upsetting information. You might

also have lots of questions but don't

think you can bring them up. It's OK to
figure this out together, and to be upset
together. Just like you, your parent probably

never expected this could happen to Even though it’s scary and
them and won't always know the right hard, after that person dies
things to say or do. They may not get you can't go back... [ do try
it right all the time, but they are doing and tell myself that he knew
their best in a really difficult situation. that I loved him and how

important he was to me. I'm

sure he’d have known it, but

I'm sure he would have liked
to hear it.” Eloise

Try to be as open and honest as you can
with your parent. This may not be easy,
particularly if you have never gotten on that
well and are not used to talking about your
personal feelings. But it's never too late to
try and tell them how you feel - and you
will probably be glad you did in the future.
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Preparing/How Your Parent Feels

but no one would talk about it! We all knew it was
coming but what was there to say? Melissa

[t may be true that your

parent’s illness is going to It can be really, really hard to talk about dying.
shorten their life. But they You may have lots of questions, or you may
do not stop living until the not want to talk about it at all. Your parents
last breath. While they might also find it difficult to talk about.

are still here, treat them
as you always have. They
are still your parent.

If you and your family can, it can be
helpful to talk about things like where
your parent would prefer to die, who they

It's OK to still argue with would like to be around them when it
them sometimes. Or to happens, funeral arrangements or things
joke around and talk about that might change after they die.

normal things. It can really
help them to feel included in
what's going on and like they
are still part of the world.

Talking about these things does not mean
that you want your parent to die or that
you have given up hope. Your palliative
care team can talk with you as a family (or
individually) about these things if you like.

Your parent might actually be relieved
that you brought the topic up. They
might even feel comforted to know
that you know the end is coming.

don’t focus on”I wish I could do this” or
“T wish this was different”. Eloise
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Just be together, you don’t have
to say anything.” Amrita

Your parent might not always feel like talking.
In the later stages of their illness, they might
be tired, or trying to put on a brave face, or
overwhelmed by feelings of sadness. Their
illness or medication may have caused changes
in their thinking or behaviour. Everyone deals
with stuff in different ways and your parent
might cope by withdrawing from family
activities, or becoming argumentative or
demanding. Try not to take this personally.

Just being with them and giving a hug or holding
hands is enough, they will know how you feel.

If they feel like talking, listen. If they want to
talk about dying, don't correct them and say
things like, “No, you're not. Don't talk like that".
It can be painfully hard to talk about, but it's

OK to be upset and afraid together. You could
try, instead to say something like, “I know this
hard. But it would help me to talk about this".

Preparing/How Your Parent Feels

There will be some days when
your parent is too tired or sick to
talk. They may become impatient
or testy or seem withdrawn or
distant. This might make you feel
hurt, disappointed or worried.

If your parent is feeling too ill to
spend time with you, this doesn't
mean that he or she doesn't want
to. There may be other ways you
can show that you care — like
writing notes or bringing them
small gifts, or just sitting there.

If your parent is in hospital, it's OK
to visit. It might be less scary if
you ask a nurse or someone in your
family beforehand how they are
going and what you should expect.
Most young people find that even
though it is really hard to see your
mum or dad when they are weak
and sick, you will value all the time
you have spent with them later.

I wish I'd known before
that I should spend as much
time as possible with Dad.

with him was better
than being anywhere else, even
when he was sleeping. Sarah
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Preparing/Saying Goodbye

saying

46

One of the hardest parts was

imagining life without Dad.
The thought was just too painful,
thinking of all the things Dad was
going to miss out on seeing me do.
At the time all | wanted was for him
to see me dressed up and going
to my Year 10 Formal. Melissa 99

No one can tell you exactly when
your parent is going to die. So, how
do you prepare to say goodbye?

It might seem a bit embarrassing to have
big deep and meaningfuls and tell your
mum or dad all your deepest secrets,
when they might still be around for
months or years. Or you might be worried
that they will think you have lost hope if
you start talking about life without them.

But would it really be so bad
for your parent to know now
how much you love them?

It often helps us feel more

ready if we find ways to say
lots of little goodbyes, bit by
bit, in a lot of different ways.

“They don't have to
be in the palliative
stage, you can have
the conversation
It
wouldn’t hurt to
have this now” Erin



Preparing/Saying Goodbye

In the words of other young people
who have bheen through this:

Knowing what | do now, |
would try not to hold back.
If | want to tell someone how | feel “Let them know how

then | would tell them. Eloise 99 much they mean to you
Lo you get as you

Not every family finds it easy to talk openly don’t know when it will

with each other. This doesn't necessarily be the last” Melissa

change when someone is dying.

Here are some thoughts to get you started:
e Thank you for...

e |'msorry that. ..

e | |ove you because ...

e | feel proud when you ...

o | forgive you for... “You feel a bit awkward
with the whole

e | hope that... convo

e Ifonly... but you might appreciate

: it later.” Mark
e What scares me the most is. ..

e A favourite memory | have is. ..
¢ You make me laugh when. ..
e [l miss you.

e | know that this is really hard for you too.

e | will be OK. I will get through this somehow. “I'wish I'd asked her
what were her

e Do you have any advice for me in the future? e Ll il

o \What are your hopes and dreams for me? at the time it was

such a nice subject to
bring up.” Steph
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Preparing/Saying Goodbye

It is daunting and scary to try
and remember everything you
think you have ever wanted to
tell them before they die. Don't
be scared to forget things, or
fail to remember a specific
memory you wanted to share
one last time. The truth is, they
know how you feel, how much
you love them, how much

you will always love them.

You might find it hard to be
around your parent as they
approach the end of their
life. You are not just a visitor
in this experience. It can be
really draining to be around
them when they are really
sick and you might feel like
you need a bit more space.
You don't need to feel bad
about that. That's normal too.
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it had already sunk in and we saw
a lot of our family. We had a
each week and got a day off
school. There were some good
times in the end stages.” Erin

If you can, make the most of the time you have
with your parent, you will probably really cherish
this time. Try to think of things you can still do
together. You might be able to play a board game,
watch DVDs, read the paper or a book to them,

or get them to help you with your homewaork.

There might be lots of people around helping and
wanting to spend time with your parent. But it's
alright to demand a bit of alone time with your
mum or dad. You will value this time in the future.



Preparing/Memories And Stories

Look back over their life...

Often when a person is dying, they
like to reflect on their past and think
of their achievements so that they can
see that their life has been important.

If your mum or dad feels up to it, you
could sit down and talk about their
favourite memories and look back over

you will regret not Spendjng as their life. Even if they don't, you might
much time as possible with your be able to get answers and stories from
ill family member, take the time other people in your family or community.

to get to know them and ask any

: = Don't worry that you'll say the
questions you want.” Lizzie

wrong thing or that you'll both get
emotional. Ask them about anything
and everything you want to know.
No question is too simple.
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Preparing/Memories And Stories

like what does he think of me having a boyfriend

at 15?” Erin

A lot of young people say
that trying to imagine life
without your mum or dad

is by far the hardest part of
this experience. It will be
heartbreaking to think of all
the things they will miss out
on and you wish they could be
there for — your graduation,
your wedding, having kids.
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At moments like this in the
future, you may wonder what
your parent would think about
this and what they would

say about that. You will not
be able to predict all of the
conversations you might ever
want to have with them, but
many young people like to
spend this time now hearing
their thoughts and dreams
for you and the future.

“1 I talked to him more

about life, what I of doing
and what I hoped to achieve.
Just talking about anything apart
from cancer would’ve been so
beneficial.” Melissa




Just ask them.

Where were you born? o

Tell me a story from
when you were little. .

What did you want to be
when you grew up? .

What were you like
as a teenager? °

What was your first job? .

Where did you meet .
my Mum/Dad?

Who was your first
boyfriend/girlfriend?

Tell me about when
| was a baby.

What is your favourite
memory?

Preparing/Memories And Stories

What did you think I'd
be when | grew up?

What do you hope
for the future?

What is your
favourite colour?

What is your favourite movie?
What is your favourite place?
What is your favourite song?
What is your favourite food?
What is your favourite quote?

What is your most
important achievement?

I would have liked to ask how did you meet Mum,
how did you know you loved her? No matter
how much you say or how many memory boxes you

make,

Andrew
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Preparing/Memories And Stories

When your parent dies, the memories

you have of them will probably become
really precious. Even the smallest knick
knacks and silliest stories can take on huge
sentimental value and become special
keepsakes that you will treasure forever.

If you have the opportunity now, you might
be able to start collecting things that will
help to remind you of them in the future. This
might be something you can do together.

Here are some ideas:

e Create a photo album or slide show.
You could write a paragraph next
to each one about what your parent
remembers about that photo.

e Make a CD of songs that your parent
likes or that remind you of them.

e Make a scrapbook.

b}

e Make a memory box. You could put things
in there that are special to your parent
or remind you of them - like photos,
tickets, cards, clothes, toys or jewellery.

e \Write a journal. You could write down all

the things you are feeling now. It might help

you to maintain a connection in the future.
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e Take photos. You can never have enough. You
may not want to take photos of your parent
if they are looking really sick. You could take
photos of what the house looks like now,
how your parent decorates the house at
Christmas, what their room was like. There
might be big changes in your home and one
day you might really want to remember.

* (reate a video or voice recording. You
could ask them to tell stories about their
life, or retell memories you have together.

e Make a physical record. Draw around their
hand, make a handprint in plaster, record
how tall they are, cut off a lock of hair.

1}

e \Write a song or poem about your
parent, or how you are feeling.

* (reate a family tree. Record what they
know about your family history.

e (ollect their smell. The sense of smell
can be really powerful in bringing
back memories. Ask your parent what
perfume, aftershave or soap they use.

Everyone approaches the end of life differently.
Don’t worry if your parent doesn't feel like
preparing things like this with you before they
die. It doesn't mean they don't care. You can still
prepare memories on your own later, if you like.
If you don't want to that's OK too. There will be
lots of ways to remember your mum or dad.




palliative

“I thought was
a cancer ward. I thought
the nurses just wanted to
keep an eye on her. It didn't
cross my mind to ask what
it meant.” Lisa

Preparing/Intro To Palliative Care

The main aim of palliative care is
to improve the quality of life for
your parent by looking after all

of their physical and emotional
needs. It is a focus on giving your
parent the best life possible while
they deal with advanced cancer.

“Palliative” does not mean “dying”.
It is not just for people who are
about to die, although end-of-life
care is part of palliative care.

Palliative care does not aim to
make your parent’s life shorter
or longer. It aims to make what
life they have left as dignified
and peaceful as possible.
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Preparing/Intro To Palliative Care

A palliative care team recognises that your
parent has many different physical, emotional,
practical and spiritual needs and that the best
kind of approach is one that works together

to look after all of these needs. It also offers
support to you and your family to help you
care for them and cope with the situation.

Each palliative care team provides its
own set of services to a patient and
their family. They tailor it to your unique
needs as a family. This may include:

e Nursing and medical care —in a
hospital or hospice or at home

® Counselling and social worker services
e Dietary advice

e [oan of equipment

e Physiotherapy and occupational therapy

e Therapists skilled in music, massage,
aromatherapy, or colour

e Spiritual support and pastoral care from a
range of cultural and religious backgrounds

e \olunteers to help you care for your parent
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Depending on your needs, your parent may
receive palliative care from their own GP or
health care team, or they may be referred
to a specialist palliative care team.

There are services available in
most areas of Australia.

Accessing palliative services as early as
possible can make things easier for your
parent and your family. A lot of people avoid
palliative care as long as they can because
they are afraid that it means they have
given up hope and are going to die soon.

Your parent’s health care team will

probably recommend if it is time to consider
palliative care. Your parent can even refer
themselves by contacting a local service.

You can start palliative care from the first
time you are diagnosed with a terminal
illness. It's not a one-way door. If your
parent’s illness stabilises or improves,
palliative services can be stopped.




Palliative care is for people whose illness has

not responded to treatment and it's likely it
cannot be cured. The focus of palliative care is
comfort and quality of life. But no one can tell you
exactly when they will die. Palliative care will
help your parent to live in comfort for the rest of
their life. This could be weeks, months or years.

No. Euthanasia is assisting the death of
someone who would prefer to die. This
is illegal in Australia. Palliative care is
about helping to give your parent the
most comfortable and pain-free life.

Palliative care is usually free. It is often
funded by the government or charitable
organisations. However, some hospitals and
hospices might charge fees for in-patient
services (these can often be covered by
Medicare or private health insurance).

Preparing/Intro To Palliative Care

In almost all cases, pain can be overcome
or made bearable. There is a wide variety
of drugs used to treat pain and various
ways that it can be given such as orally,
into the vein or patches on the skin.

A family of drugs commonly used to treat pain
are called “opioids”. Morphine is one of the
best known and commonly used. Morphine can
be used for long periods of time and although
the dose may need to be adjusted as your
parent’s body develops a tolerance to it, this
does not mean that their condition is getting
waorse or that they are getting addicted.

There are also other ways to relieve
pain, such as massage, meditation,
using hot and cold packs, aromatherapy,
acupuncture or hypnotherapy.

Your parent’s palliative care team
are there to help you too. There is no
question too small or silly to ask.
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Preparing/Intro To Palliative Care

Your parent has a right to make decisions
about their treatment and care right

up until the end of their life.

We all know that sooner or later we are
all going to die. But who wants to think
about that before you really have to?

Your family might avoid talking about your parent’s
death, thinking that if you accept it is going to
happen somehow you will make it happen sooner.
But sometimes when we avoid having a conversation
about death with the person who is dying while they
still can, we miss out on the opportunity to hear their
wishes for what will happen at the end of their life.

Your parent has a right to make decisions about
their treatment and care right up until the end of
their life. They may be less able to think clearly
as death approaches, so it's a good idea to start
talking about these things sooner rather than
later. It's important to write these wishes down
and to tell the medical team about them, to make
sure they get followed when the time comes.

56

These include things like:

Making an “advance care directive” to
tell doctors what kind of treatments are
or are not wanted, no matter how ill
they become. This includes things like
whether they want to go on life support.

Deciding who will be their “Medical
Power of Attorney”. This is a person
who will make decisions for your parent
if they can't speak for themselves.

Where would they like to die
if they have a choice?

Would they like to donate
organs if they can?

Would they like their body to
be buried or cremated?

Do they have any ideas for their funeral?

Do they have a Will? This is a legal
document that states what a person
wants to happen to their money
and property after they die.

Who will look after you (if you
are under 18) and your brothers
and sisters after they die?



Preparing/Hospital Or Home? Where Will They Be At The End?

Hospital

Depending on your parent’s illness
and other factors, your family
might decide that your parent will
be cared for at home, in a hospital,
or in a special palliative care unit
or facility, sometimes called a
hospice.Your parent might move
between these places as their need
for care and support changes.

There will be lots of things to consider when
your family decides where your parent will
be, such as their care needs, the area you
live in, the support available and what your
family feels comfortable with. There is no
right or wrong place for them to be. And

you can change your mind at any time.

at the end?

It's important that you are open and honest
about how you feel about the decisions for
your parent’s place of care. Ask for more
information if you are unsure about the options.

Caring at home

Many people would prefer to be at home

in the final stages of their illness. If your
family decides that your parent will be cared
for at home, the palliative care team can
provide all sorts of support to make them
comfortable and help your family to cope.

It can be really rewarding having your parent at
home in their final stages. They may be happy to
be in their own bed, surrounded by family and
friends. You may appreciate having the time to
spend with them and come together as a family.
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Preparing/Hospital Or Home? Where Will They Be At The End?

But looking after someone at home can be
physically and emotionally tough. Your family
may not have much experience caring for
someone who is dying and it's important
you don't take on more than you can handle.
While it's OK for you to help out, you should
not be in charge of their care. If you have
any concerns about your dying parent being
cared for at home, speak to your family

or the palliative care team. The palliative
care team will be able to support you.

“ Dad was at home, we had to make
sure the house was kept clean,

we had to make sure the animals stayed
outside. Sometimes if Dad was having

a bad day, we had to keep a bit quieter

and stay away from his tummy. My little
sister and | took turns to stay home with

Dad while everyone else went out. Amy ”

You may want to talk with your family about
what you do and don't feel comfortable doing
for your parent. There are lots of ways to
support them if you don't want to help with
their physical care. Bringing them some fresh
flowers or reading the paper to them can
make a big difference to their quality of life.

from child to carer.
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we set up a hospital
bed in the lounge
room. It was good
to have that time.”
Amrita

There may be changes in your parent's
mood, behaviour and appearance when
they are approaching the end of life. You
might find it really distressing to see them
become weaker and have less energy.

“ Living at home throughout the whole
ordeal was extremely traumatic. |

can recall sitting down to study for my year
12 exams, only to hear my parent in another
room wailing and crying. The difficult part
wasn’'t necessarily being able to focus

on my study, but was in fact because |

was so helpless to do anything. Chris 99

It's really important that you plan time to
get out of the house and take a break from
the situation sometimes. Also try to get as
much sleep as you can and to eat regular
and nutritious meals. You need to take care
of yourself too, so you have more energy to
enjoy the time you have with your parent.

Remember that there is also a lot of support
available to help your family care for your
parent. Your GP should be available to call

on if you need. There may also be district
nurses who can come and help with nursing
care such as giving drugs, changing dressings
and helping with washing and toilet needs.



Preparing/Hospital Or Home? Where Will They Be At The End?

Your family may also feel more
comfortable if your parent is cared for
in a hospital or hospice where trained
staff can look after them and relieve

pain and other symptoms as necessary.

A hospice or palliative care unit in
a hospital is a place that provides
all sorts of care for people with an
illness that is unlikely to be cured.

If your parent goes into hospital or a
hospice, you might feel worried that
they might not be able to come home
again. But it’s usual for someone to
go into a hospital or hospice for a
short time to have their symptoms
monitored and brought under control
and then, if they wish, go home again.
Your parent might be able to go into a
hospice for a little while to give your
family a rest from looking after them.

Many hospices are often smaller and
quieter than hospitals, or might be a
dedicated area within in hospital.

You may be able to stay over with your
parent in a hospital or hospice — but
make sure you get away sometimes,

if that's what you need to do.

It wasn’t too impersonal but there were medical

professionals nearby.” Megan
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Preparing/The Final Stages

final

The pain and stress that knowing that
someone you love is going to die cannot be
taken away. But if you know a little bit about
what to expect when it actually happens you
might be a bit less freaked when it does.

You may be really worried that death will be
painful for your parent. But the time before
death is usually peaceful. The body slowly
winds down as it starts to ‘let go’ of life.

There are some signs that death is near,
although it is impossible to know the exact
moment that death will occur. Sometimes
these changes start weeks before death,
sometimes days, sometimes hours.

Each person’s experience is unique.
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The doctors had a pretty
precise estimation about
how long my Mum had
left, but even so, it was
Megan



Weak and lacking energy. Your parent
may spend a lot of time sleeping and be hard
to wake up. It's best to let them sleep and
talk to them when they seem most alert.

Less appetite and thirst. As your Mum
or Dad gets weaker, they may have trouble
swallowing or digesting food. Small sips
of water or ice to suck might help.

Temperature changes. Sometimes
they may feel cool, other times hot
and clammy. This is because their
blood circulation is slowing down.

Incontinence. This is when they lose
control over their bladder and bowel. The
palliative nurses will advise you how to help.

Breathing changes. Their breathing
may be noisy as fluid collects in their
breathing passages. This can sound
like gurgling or rattling sounds. They
may also breathe really fast one minute
and really slowly the next and they
may stop breathing for a few seconds.
These breathing changes are usually
not distressing for the patient, although
you may find it frightening. It can help to
raise the head of the bed with pillows.

Hearing. Even if your Mum or Dad doesn't
respond when you are talking, they can
probably hear you. They may find it really
comforting to know you are there.

Preparing/The Final Stages

e Changes in mood and behaviour. As
your parent nears the end of life, they may
experience a lot of different emotions
that may change very quickly. They might
seem to become withdrawn, talking less
and losing interest in things around them.
Sometimes it might seem like they don't
recognise you. This can be really upsetting,
but it's a natural process of gradually
withdrawing from the world. Sometimes
they might be angry or irritable. You may not
have done anything wrong and just being
there and listening can be supportive.

Check with the medical and nursing
staff if you are unsure or worried about
any changes you notice in your parent.

Whether your parent is at home or in
hospital or a hospice at this time, there
will be huge changes to your life. It may
feel like real life is suspended and you are
living in a completely different world.

It made me sad
to see my Dad so frail and bald.

Try to talk with your family about whether
you want to be woken up or taken out of
school when death is approaching. If you do
want to be there, make an agreement with
your family that they will let you know what
is happening as soon as they know. It's OK
if you don't want to be there, there will be
plenty of ways you can still say goodbye.
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dies

Later/When Your Parent Dies

These are some signs that
death has occurred:

e Breathing stops

e Pulse stops

e They do not respond to anything

e Their skin feels cool and looks pale
e Fyes stop moving and may stay open

e Pupils of the eyes stay large,
even in bright light

e (Control of bowels or bladder
is lost as the muscles relax

Wherever your parent dies, there
is nothing that needs to be done
in a hurry. This is a personal time
to be with them and say goodbye.
Take as long as you need.

Some families have chosen to spend this
time doing things like sleeping next to
their parent one last time, washing them
and brushing their hair, cutting a lock

of hair to keep, holding their hand and
talking to them. It's perfectly OK to touch
and hold your parent after they have died.
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ter/When Your Parent Dies

“It’s a terrible thing when it does happen, but you can't
decide when and where it will happen or what you'll say.

The decision to see your parent after
they die is up to you. Remember that
even with the best planning things
can change when the actual moment
arrives, so be gentle with yourself and
understand how you are feeling.

If things don't go exactly as you would
have liked, there are lots of things you
can do to say goodbye in different ways.

Your parent's palliative care team will tell
you what you need to do and who you
should call if your parent dies at home.

Usually, you will have to call your parent’s
doctor and a funeral director and they
will lead you through the next steps. If
your parent dies in the night, it's OK to
wait until morning before you call the
appropriate people if you want to.

The doctor will come and check your parent
and sign a death certificate and give this
to your family or your funeral director.

Eloise

It is fine to sit with your mum or dad for a
while after they die. There is no rush to call
anyone or get anything done right away.
Many families find this is an important time
to talk together or pray and say goodbye.

The doctor will give your family a death
certificate for you to take to the funeral
director. You may be able to take your
parent home for one last visit. The funeral
director might also come to collect your
parent’s body from the hospital or hospice.

It can be really hard to leave without your
parent. The staff will support you and let
your family know what you should do next.




You tell yourself you're
ready for them to go,
ready for them to be at
peace. But when it all
comes down to it, in those
final days, hours, minutes,

seconds,
for the feelings
and emotions you will
experience.” Rebecca

Later/When Your Parent Dies

No matter how long you have known
this was going to happen, how much
you have thought about it and how
ready you think you are, nothing can
ever fully prepare you for how you
will feel when your parent dies.

Your reality has changed forever and it
can be impossibly hard to think about
facing your life without them in it.

There is no guidebook for how to
get through this. There is no ‘right
thing to do’ or ‘best advice we
can give'. Each person deals with
grief in their own personal way.

The first few days or weeks after it
happens might feel very strange and
life at home might seem really flat.
It is impossible to predict how you
might feel, or what this time will

be like. Here are some things other
young people have described:

Numb. Your body might be going
through the mations, but you don't
feel sad or anything at all. You might
feel disconnected from the world
and like nothing feels real. You might
think you should be crying but the
tears just aren't there. This is your
body’s normal reaction to shock.

The day he died | went to

dancing so | could get my
mind off it. | wasn't sad the day he
died. I needed a distraction. Erin ”
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Later/When Your Parent Dies

Get up, go to hospital, go home.

You get into a routine and then it's over.

| think the next few days Andrew

we just stayed with each
other and didn’t really do much.
We didn’t really get into a normal
routine, making food and doing
chores for a few weeks. Sarah ”

Lost. It might feel eerily quiet and
calm just after your parent dies,
particularly if you have been living

with their illness for a while. When Distracted. It might also be

you don't have to care for your parent really busy, there might be people
anymore, what are you supposed to everywhere and things to do and you
do now? It can take a really long time don't get a lot of time to yourself

to get used to the massive changes to take in what has happened.

in your life and for things to settle

. : y ., The week after Dad passed
back into a new kind of “normal”.

away to the day of the

funeral all seem like a blur. | threw

myself into preparing a slideshow

and booklet for the funeral and

that's about all | remember doing.

Our Grandma came to stay and

looked after meals, etc. Melissa ’,
new life
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Denial. You might find it really hard to
accept that your mum or dad has gone and
that your life will not go back to the way
it was before. It might feel like they will
just walk back in the door any minute.

You might need to sort through your parents
things after they die. This can be very upsetting
as it feels so final. It's fine if you don't want to
do it for a while. Some families like to leave
their loved ones things just the way they left
them until they feel ready to pack them away.

Remember, everyone in your family will deal
with this in different ways. You have to do what
is right for you. You may worry that you can't
talk about your parent in case it upsets people.
But make sure you do find someone you can
talk to. You might have a friend or relative. You
could also call a counsellor or support line.

I was just glad there
was room for me in this
world again.” Lizzie

Later/When Your Parent Dies

Although there was a big
hole inside me that nothing
could fill. Deep down I was
devastated and didn’t want
to continue my life without

Dad. I sheltered myself away
from the world and didn’t
want to deal with anything
or anyone.” Melissa

Relief. It's perfectly natural to be
glad that this is all finally over.

I'd reached a point where |
couldn’t handle anymore. | couldn’t
handle seeing my parent so dependent
on others to feed them, clothe them and
shower them. Because it had become
so evident that they were not going to
be able to recover, | felt that the quicker
they died, then the quicker life could
begin to get back to ‘normal’. Chris ,’
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Later/Funerals

A funeral is a very personal Most families choose to use a funeral director
occasion. There is no ‘right’ to help them organise the day.

way to do it. Your family's
cultural and religious
traditions might play a part e Will it be a burial or cremation?
in how it goes. Your parent
may also have given you

They can help you decide things like:

e \When and where will the service be and who will lead it?

some ideas about what they * \Who will speak at the service?

would like before they died. e Wil there be a viewing?

Your family will probably e \What sort of casket or coffin? Who will carry it?

start to plan a funeral within

a couple of days after your e \What personal touches — like music, flowers, photos or
parent dies. But there's booklets - can you add that show your parent’s personality?
no rush, it doesn't have to o Will there be a “wake"” after the service? This

happen straight away. is a gathering that could be anything from a cup

of a tea and a biscuit to a raging party.

There are contacts to help you find a funeral
director in “Where to get help” on page 79.
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Later/Funerals

If you want to be involved in the funeral, make
sure you tell your family. You might like to

do a special reading, write a letter or poem

or just talk about your mum or dad and share
your memories. You could also help to choose

the music or put together some photos. But if you don't want to go to the

funeral, there are other ways you
can say goodbye. You could plant
a tree, tie a message to a balloon
and let it go, or visit a special place
you used to go to with your parent.

Many young people find that it helps This is one of the biggest and
them to go to their parent’s funeral and hardest things that will ever
share their sadness with their family and happen to you, so don't feel like
friends and celebrate their parent’s life. you have to be a certain way, or

say particular things. Let your

| was able to go and see Dad in .
feelings come when they come.

an open casket and | was able
to put some things in his coffin and
touch him, which helped me realise he
was dead as | wasn't able to see him
at the hospital after he died. Amy ”

I had prepared a speech for the funeral but I didn't
end up giving it, which I will regret for the rest of
my life. I was too worried about being judged and
getting upset in front of everyone. That was my
one opportunity to share with everyone about how
much Dad meant to me and I missed it.” Melissa
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Later/Bereavement

“ The hardest part is realising Dad’s not
here for the special occasions. And not
having him ring at night to say goodnight. Amy ,’

When someone you love dies, you are “bereaved”.
The mixture of thoughts and feelings you have as you
deal with your parent’s death is called “grief”. The
way you display your grief is called “mourning”. This
will be different according to your culture, religion,
family traditions, as well as your personality.

“I was sad that Dad
wouldn’t be there to see
me become the woman
I was meant to be, to see
me achieve my goals, to
possibly see grandkids
one day.” Lizzie
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Grief shows itself in different
people in different ways. This
can include things like:

Crying (or not crying — it
doesn't mean you don't
care if you don’t cry)

Wanting to be alone
Sleeping a lot, or not much at all

Finding it hard to concentrate,
being forgetful

Your body hurts — your head,
stomach, your throat all ache

Lack of interest in usual activities

Wanting to party or
keep really busy

Wanting to move away
from where you live

Talking to the person who died

Doing activities that
remind you of them

Throwing things out

Avoiding talking about
what's happened

There are lots of other grief reactions
you might have. Whatever reactions
you experience, they are normal

for you. Everyone experiences

grief differently. There is no

right or wrong way to grieve.



It doesn't follow a pattern and you
can't predict how long it will take.

[t might feel like it comes and goes
in waves. You will have some good
days, then you might be knocked
over by a wave of feeling so
strong you don't know which way
is up. This can happen at times
like birthdays or anniversaries.

Or when you least expect it, like

when you hear a song on the radio,

or are reminded of the last movie
you watched with your mum or
dad, or someone rings up and asks
to speak to them on the phone.

You will need to have a lot
of patience for yourself and
the people around you —
particularly if you show your
grief in different ways.

It's OK to deal with it at your
own pace. Don't listen to people
who tell you to “move on” or
“get over it”. You will always
feel connected to your parent,
even when they are not there.

Later/Bereavement

When things get really crazy, you may be tempted
to vent your feelings in ways that can harm yourself
or other peaple. Beware of signs that you are not
coping with your grief, such as using drugs and
alcohol or taking it out on others with violence.

As much as you can, it helps to maintain a routine.
It also helps if you keep your body as healthy

as possible with good food, drinking enough
water and getting enough sleep and exercise.

e Take one day at a time. Don't
worry about tomorrow.

e Remember that everyone will act differently
— there’s no right or wrong way.

¢ Find someone you can trust and
share your feelings.

e Try to be active and exercise.

e Listen to music that suits your mood. Sad
music won't necessarily make you feel worse,
it can actually make you feel less alone.

It can be comforting to know that other
people have felt as sad as you before.

e Hold onto hope. You might find hope and
comfort from people who have experienced a
similar loss. Learning about some of the things
that helped them and realising that with time,
things do get easier can help to give you hope.

e [t can be really helpful to talk to a bereavement
counsellor because they are used to being
around people who are grieving like you
and they really understand what you are
going through. You may be able to find one
through your parent’s palliative care team.
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Later/Bereavement

Some

to carry with you

Do not be afraid that you will forget your
parent. It will not be possible to forget them,
even if you wanted to. They will always

be a part of your life. You don't need to

feel guilty if you go for 20 minutes without
thinking about them, or if you catch yourself
laughing or having fun with your friends.

One thing | found helpful were the

kind words people expressed about
Dad. Knowing that he had impacted so
many lives, not just mine, made me proud
of everything | had done for him. Mark ”

At first you may wonder if you will ever
feel happy again. Time has a way of
healing. As much as it feels the world is
going to end, you will get through this.

As much as I thought I wasn’t
going to make it after Dad died,
I found an emotional strength I
didn’t know I had inside of me!”

Melissa

No one is perfect in these situations. There
is no point dwelling on the things you wished
you could have done differently or punishing
yourself for not handling things better.

| learned that making mistakes

is so important to growth and
learning and that you can learn from
failures. It isn’t really failing anyway, it's
just valuable life experience. Lizzie ”

You will never forget your parent.
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Stay open to new experiences.
It's OK to make some changes
in your life and spend
time with new people.

Your life won't be the
same as it was before, but
it will be rich and full.

You cannot change what
will happen/has happened,
accepting it and living your
life to the fullest is all you
can do. Life is too short!

more strongly about appreciation and

Later/Bereavement

I think if you don’t laugh it’s even
harder. It's a way of coping.

This experience will change
your life. Some young people
like to look at the meaning and
impact it has had on their life.

You may realise more about
what your family means to you
or be proud of the strength
you showed in getting through
this. You may feel motivated
to achieve certain goals, or

to appreciate life more.

Peta

But there’s no need to search
for deeper meaning or think
about what lessons you have
learned if you don't want to.

It's perfectly OK to think
the whole thing sucks. It's
also OK to come out the
other end of this being the
same, faults and all.

but definitely feel much

— an overused term but I feel the meaning has
always been underrated.” Megan
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Handy Stuff/Glossary

Advanced cancer Cancer that is unlikely
to be cured. It might be the original cancer
or cancer that has spread or come back.

Bereavement The period after the death of

a loved one during which grief is experienced
and mourning occurs. “Grief” is your personal
experience of loss and includes physical and
emotional responses. “Mourning” is the way
you display your grief. The time spent in a period
of bereavement is different for each person.

Cancer A general term for a large
group of diseases that have uncontrolled
growth and spread of abnormal cells.

Carer A carer is generally a family
member or close friend who looks after
the patient and makes sure they have
everything they need. A young person
(read: you) might be your parent's carer.

Chemotherapy The use of drugs to treat
cancer by killing cancer cells or slowing their
growth. It is also used in palliative care to
control pain or other symptoms of cancer.

Chronic illness A medical condition
that is permanent or long-lasting.

Complementary therapy Treatments
(such as yoga, relaxation or nutrition) that
may be used as well as medicine to make
your parent feel more comfortable.

Coroner A government officer who
investigates any death that is not obviously
from natural causes. There does not

have to be anything suspicious about the
death for a coroner to be involved.

Diagnosis The process of identifying a
disease by its signs or symptoms.
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Handy Stuff/Glossary

The end stage of palliative
care where the patient is very close to death.

The assisted death of someone
who would rather die than suffer from the
effects of their illness. It is illegal in Australia.

A professional person
who can organise the practical and
legal requirements of a funeral.

Care that incorporates
different types of therapies and services to
make sure that all your physical, emotional,
spiritual and practical needs are met.

A place that provides care for people
with a life-limiting illness in a home-like
environment. Patients might go in for a short
time to bring their symptoms under control or
to give their carers a break, and then go home
again. They may also choose to die there.

An illness that is unlikely
to be cured and will cause the person to die at
some stage. A person may live with a life-
limiting illness for weeks, months or years.

A malignant tumour is likely
to spread to other parts of the body if untreated.

Also known as secondary
cancer. A cancer that has spread
from another part of the body.

A strong and effective
painkiller, which is commonly used to treat
people with cancer who have pain.

The study and treatment of cancer.
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The care of people who
have an illness that cannot be cured. The
main aim is to improve the quality of life
of the patient by looking after all of their
needs — including physical, emotional,
spiritual, social and practical. It is not just
for people who are about to die, although
end-of-life care is part of palliative care.

A multidisciplinary
team which may include nurses, doctors,
social workers, volunteers, chaplains,
psychologists, physiotherapists and other
kinds of complementary therapists.

Care provided by a person
trained in giving spiritual and emotional
support for a patient and their family, often
just by talking to them and if requested,
offering prayers and religious rituals. It is
usually provided by counsellors, chaplains
and other religious ministers or elders.

A medical examination to
determine the exact cause of death.

The original cancer. Cells
from the primary cancer may break away
and be carried to other parts of the body,
where secondary cancers may form.



Primary carer A person who takes the
most responsibility for looking after the
patient. The primary carer of your Mum or
Dad might be your other parent, another
relative or even you. There are many support
services available to help the carer.

Prognosis The likely outcome of a person’s
disease. When people are receiving palliative
care, their prognosis is usually that the
illness cannot be cured and is life-limiting.
Doctors make their judgement based on

their knowledge and experience with
patients with similar medical conditions.

Quality of life The patient’s level of comfort
and satisfaction, based on how well all of
their physical and emotional needs are met.

Handy Stuff/Glossary

Radiotherapy A cancer treatment involving
high energy X-Rays to kill cancer cells, stop
them growing or to reduce the pain from cancer.

Red blood cells Cells that
contain ‘haemoglobin’, that carries
oxygen around the body.

Relapse The return of the disease
after a period of improvement.

Remission \When there are no signs
or symptoms of active disease.

Respite care A service which provides
temporary care for the patient, to give
the carer and the patient a short break
from their usual situation. Respite can
be in a hospital, hospice or at home.

Resuscitation A medical action that aims
to return someone to life when their heart
or breathing has stopped. Resuscitation
may or may not be successful.

Survival Rate The percentage of people
who are still alive after a particular
time with a certain disease.

Symptoms Signs of an illness. This
includes things such as pain, fever, nausea,
fatigue and breathing difficulties.

Terminal When a person who has an incurable
disease is showing signs and symptoms that
suggest their death is about to happen.

Tumour A growth or lump, which
may or may not be cancer.

White blood cells Cells in the blood
that help to fight infection.
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Handy Stuff/Who Does What?

what?

Oncologist

A doctor who specialises in the treatment of cancer.

Oncology Nurse
Specialist

A registered nurse with additional education and training in cancer.

Registered
Nurse

A nurse who provides regular care in the hospital or outpatient clinic.

Cancer Care
Coordinator

A nurse who is the main point of contact and helps
patients and families communicate and deal with the
different members of their treatment team.

Palliative
Care Nurse

A nurse with special training in caring for people with a life-
limiting iliness. They provide care, advice and support for patients
and their families - in hospital, in hospices or at home.

Palliative Care
Specialist

A doctor who has special training to be able to assess the needs of a
person with a life-limiting illness. They prescribe medical treatment for
pain and other symptoms, advise the other members of the palliative
care team and support the patient and their family and carers.

Physiotherapist

A professional who helps with recovering physical
movement and muscle strength.

Clinical
Psychologist

A professionally-trained therapist who helps
with emotional and mental well-being.

Social Worker

A trained professional who helps patients and their families
cope with life with cancer. They help with things like support
services, financial assistance and other practical issues.

Dietician A professional who provides information to patients and their
families about nutritional needs related to cancer and treatment.
Pharmacist A professional who is knowledgeable about drugs and medication.

Pastoral Care
Worker

A person trained to provide spiritual and emotional
care as a part of treatment. They include counsellors,
chaplains and other religious ministers or elders.
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This is a website for all young people who have
cancer in their lives. There are lots of real-life
stories, blogs, forums and heaps of information.
You can also order free copies of the other
“Now What...?" books from this site.

CanTeen is an organisation that supports young
people aged 12-24 who have a parent who has, or
has died from, cancer (it also supports young cancer
patients and their siblings). They run a range of
camps and programs to bring together young people
in a similar situation, share their experiences and
get away from it all for a while. Call 1800 226 833.

The Cancer Council Australia website has lots of
good, clear information on cancer and can direct
you to Cancer Council support services in your
state. These include counselling, support groups
and practical or financial assistance. Call 13 11 20.

Handy Stuff/Where To Get Help

CanTeen runs a FREE counselling
service especially for young people
who have a parent who has, or has
died from, cancer. You may be able
to talk to a counsellor in person, in
a group, on the phone or online. Call
1800 CANTEEN or email support@
canteen.org.au to find out more.

Not just for kids, but for teens and
young adults too, this website has a free
and confidential counselling service for
people going through tough times. You
can talk about anything that's bothering
you. You can talk to a counsellor on the
phone, on web chat or by email — any
time of the day. Call 1800 55 1800.

Lifeline is an organisation that has
useful information on counselling,
health, accommodation and many other
services to help you. Call 13 11 14.

Youth Beyond Blue supports young
people dealing with depression,
anxiety and other mental health
problems. They provide tips on how to
talk about depression and get help.
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http://www.nowwhat.org.au
http://www.nowwhat.org.au
http://www.canteen.org.au
http://www.cancer.org.au
http://www.kidshelp.com.au
http://www.lifeline.org.au
http://www.youthbeyondblue.com

Handy Stuff/Where To Get Help

www.grief.org.au

The Australian Centre for Grief and Bereavement
is an organisation that provides information
about grief —and how to get through it! It also
has links to other resources and information

that offer support when someone is dying.

www.skylight.org.nz

This is a great website with lots of tips
and helpful articles to help young people
who are experiencing grief and stress.

www.reachout.com.au

A site for young people who are going through
tough times. Find stuff out, understand more
about mental health and wellbeing, get help
and connect with other young people.

www.myparentscancer.com.au

This site you can read simple information
about cancer, some suggestions for coping
and the personal stories of other young
people. It is mainly about young people who
have a mother with breast cancer, but lots of
the information is relevant for any cancer.

www.winstonswish.org.uk

This is a UK website that provides services
to bereaved young people and some great
tips about talking about death and dying and
living with someone who is seriously ill.

www.macmillan.org.uk

This UK website gives information and advice
on how to deal with the practical and emotional
and effects of living with and after cancer.
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www.pallcare.org.au

Palliative Care Australia includes information
about palliative care services. You can access
the palliative care organisations in your state
from this site. The state sites have directories
of palliative care services in your area,

plus information for families and carers.

www.homehospice.com.au

Home Hospice offers free support for
people who are caring for a loved one
living with a terminal illness at home. They
can send a trained Community Mentor to
offer your family guidance, information
and support so that your ill parent can
continue to live at home until they die.

www.caresearch.com.au

This website brings together resources and
information about palliative care and how to
find services in your area. It gives really good
suggestions about how to care for someone
who is ill, and how to yourself as a carer.

www.youngcarers.net.au

This organisation supports young people
who are caring for a parent who is physically
or mentally ill. They run support programs
and provide information and links to other
services. You can access the Young Carers
Association in your state from this site.



http://www.grief.org.au
http://www.skylight.org.au
http://www.pallcare.org.au
http://www.homehospice.com.au
http://www.caresearch.com.au
http://www.youngcarers.net.au
http://www.reachout.com.au
http://www.myparentscancer.com.au
http://www.winstonswish.org.au
http://www.macmillan.org.au

Handy Stuff/Where To Get Help

www.centrelink.com.au

If you need financial assistance,

. www.lawstuff.org.au
you may be able to receive

payments through Centrelink if you This site for under 18's can
are a carer, a student, unemployed, answer any questions you
in a remote area or bereaved. may have about the law.
www.australia.gov.au/life- www.afda.org.au

events/death-and-bereavement The Australian Funeral Directors

This is Centrelink’s bereavement Association provides information
support page. It gives information on what to do when someone
about payments and services dies and a directory to help

you may be able to receive after you find a funeral director.

your parent dies. Plus information
about who you need to tell and
other legal requirements.

CanTeen Cancer Council Helpline
Kids Help Line Young Carers

Lifeline
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Now What...? Living with the death
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This book looks at the issues of bereavement
and grief, how it feels and what is normal.

It's Like This...How young people and their
parents deal with cancer (DVD) (2010)

This DVD is produced for parents of young
people to give an understanding of the
experience of living with cancer as an adolescent
and young adult. It was produced as a joint
project between CanTeen and RedKite.

Cancer Council Booklets

The Cancer Council has a fantastic series of
booklets covering lots of topics, including
types of cancer, palliative care and tips for
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out at www.cancercouncil.com.au.

Sometimes Life Sucks: When someone
you love dies (2010) — Molly Carlile

Stories, tips and advice to help teens get
through their personal experience of grief.
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