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Introduction

All of us may have different roles in life, as fam-
ily members, friends, partners, professionals,
etc. These roles may fulfill us in different ways.
Some we may take on by choice and some not.

The role of a caregiver sometimes comes sud-
denly and sometimes gradually. It may be a role
we take on naturally without much thought, or
it may be one that we resist or struggle to adjust
to. Depending on different life circumstances,
caregiving duties may be shared but often the
burden falls mostly on one family member.

Most of the roles we have in our lives come with
training, whether formal (schooling, on the job
experience, etc.) or informal (learning through
experience or watching others) but most of us
do not have the opportunity to be trained for the
role of a caregiver.

The purpose of this workbook is to support care-
givers of people with advanced cancer. Through
research into caregiver experiences, and through
years of working with caregivers in 1:1 therapy
and clinical settings, it has become clear that
caregivers need and deserve support for the
unique situations they face. Unfortunately, up
until now there have been limited resources

to support caregivers, and research shows that
caregivers can often be reluctant to reach out

for help resulting in underutilization of support
services. This workbook has been designed to
provide caregivers with a self-paced, ‘choose your
own path’ approach to support for the emotional
and practical challenges of cancer, allowing

caregivers to be in control of their experience,
accessing the information they want, when they
are ready.

Of note, we recognize that the close support
around someone with cancer can include
spouses, relatives, and/or friends. Throughout
this workbook we use the word “family” to
include anyone in the close circle around the
individual with cancer.

Managing Cancer and
Living Meaningfully
(CALM)

CALM for Caregivers is based on components

of CALM therapy ("Managing Cancer and Living
Meaningfully"). Developed in Canada and used
in many countries around the world, CALM is
focused not only on the practical challenges of
cancer, but also the range of emotions that may
be experienced and how to manage them, as well
as common challenges to identity, relationships,
meaning, and planning that may arise during
this time.

This workbook begins with a primer on emo-
tions and then explores four CALM domains: 1)
symptom management and relationships with
healthcare providers; 2) changes in self and rela-
tionships with close others; 3) sense of meaning
and purpose; and 4) mortality and future-oriented
concerns. Each section has a different focus, but
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you will notice some similarities throughout. We
start each section by highlighting what you can
expect, and then information will be presented
with real caregiver stories to illustrate the material
and reflective exercises woven throughout to help
connect what you are reading to your life experi-
ences and circumstances.

The stories are based on real situations. For this
reason, names and other personal information
may have been changed to protect privacy. You
may relate to these stories or you may not. Each
story is meant to provide an example, relevant
to the particular domain or topic, but is not
intended to represent all experiences. For some
people, learning through someone else's story
can be helpful and allow for deeper insights into
their own story and experience. If this is not
beneficial for you, we have tried to ensure that
the reflective exercises which typically follow can
still be completed from your own perspective.

How to Use this
Workbook

This workbook is meant for you to use in any way
that benefits you.

The various sections of this workbook have no
intended order and can be worked through in
many ways. You should feel free to decide what
content interests you and focus your attention
there. It can be helpful initially to familiarize
yourself with all the content of this workbook,
even if a topic or exercise is not of interest/impor-
tance now. Reviewing the content now will help
you recall and return to it later.

For individuals who prefer to navigate the work-
book by jumping from section to section, simply
note that some information may be introduced
in previous section, so you may need to flip back
to the to familiarize yourself with a strategy or
concept. However, this should not deter you from
freely navigating the workbook as you prefer.

Many people may prefer to use this workbook
with the support of a therapist or mental health
professional. Bringing difficult topics or emotions
to a session with a professional can help support
your understanding and the process of self-reflec-
tion but is not required.

Additional Supports to
Consider

This workbook is not intended as a substitute
for professional support. When navigating a
challenging time, looking for professional help
can be beneficial. If you feel you need more
support, consider contacting your family doctor
who may be able to connect you with mental
health resources in your community. The cancer
treatment centre may also offer counseling and
support that can help you. If you feel you could
benefit from speaking with a mental health-

care professional, let the treatment team know.
Asking to be referred to a social worker can often
be a good starting point to tap into the support
you need.

If you need immediate support, or if you have
thoughts of hurting yourself or someone else,
dial 911 01 go tO your nearest emergency room.
There is help available to you.

INTRODUCTION
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Introduction

Primer on
Emotions

What Are Emotions and Why Are
They So Important

We invite you to think about emotions from
different perspectives, including what elicits
strong emotions in us, and how they may
manifest, pg.13

Common Emotions for Caregivers

We will explore commonly experienced
emotions that caregivers often describe:
helplessness, fear, grief, guilt and anger, pg.15

Managing Our Emotions

Lastly, we will offer various ways and tools to
manage emotions, pg.29

Summary

One-page summary for this section, pg.32
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To Start...

A cancer diagnosis brings with it many challenging emotions. People facing advanced cancer (both
patients and their family members) can experience very difficult emotions, including fear, helpless-

ness, sadness, grief, guilt and anger.

Often, the focus is on the patient's experience.
However, research consistently shows that

advanced cancer can be more distressing to care-

givers than to patients. One of the first studies
to compare the emotional distress of patients
and their family caregivers was conducted at
the Princess Margaret (PM) Cancer Centre, in
Toronto, Ontario, Canada. In this study, Braun
and colleagues found that almost 40% of spou-
sal caregivers experienced depressive symp-
toms, compared to only 23% of their advanced
ill spouses.

This is why we chose to begin this workbook
with a Primer on Emotions, helping you
understand your emotions (both pleasant and
unpleasant) as a family caregiver and how your
family member’s cancer is impacting your
emotional wellbeing.

12 CALM for Caregivers * A Workbook for Caregivers of Patients With Advanced Cancer



What Are Emotions and Why Are They
So Important?

Emotions are an important component of the caregivers will encourage you to move from
human experience and help us make sense of “I shouldn’t feel this way” to “this is why I some-
the world. Joy helps us understand what is plea- times feel this way.”

surable and good for us; fear signals when there
is a possible danger; anger motivates us; sadness
helps us process loss.

Another important thing to know about emo-
tions, is that they are like waves — and all emo-
tions, pleasant or unpleasant, will always pass.
We tend to judge ourselves for certain emotions
or the thoughts that they bring. However, it is
more productive to think of emotions as a source
of information — they can help you figure out
what you need or want. Our hope is that our
description of common emotions for family

Here is a picture to remember as you progress
through this workbook and beyond. It is the
wave of emotion/emotions. Depending on the
feeling and circumstances around that feeling(s),
this wave may take minutes or hours or some-
times even days to pass.

Wave of Emotion

A
Peak
fry
&
(]
£ <
[
({\Qoqo
fFall
It creeps ...getting to a peak... ...then slowly
in... settles down.
>

Time
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Lastly, it is important to know that we can expe-
rience several emotions atonce, and these emo-
tions might not always agree with each other.
For example, you might feel happy and sad at
the same time about differentaspects of a situ-
ation. This is especially true for family caregiv-
ers of individuals with advanced cancer. Being
a caregiver for someone with advanced cancer
can bring about many emotions. Sometimes it
may feel like being on a rollercoaster. You may
move between intense alternating emotions

or between feeling numb and feeling intense
emotions. You may feel emotions that seem
conflicting. For instance, feeling hopeful if the
doctor gives another treatment option but also
worried or fearful knowing that another round
of treatment might mean pain or have negative
side effects. This can be confusing and make it
difficult to understand what we are feeling.

Where Do You Notice
Emotions in Your Body?

Part of feeling and understanding our emotions
is knowing where they happen in our bodies.
As a wave of emotion begins, we may feel it in
our body—a lump in the throat, heat or fire in
the belly, faster breathing, racing heart, feeling
flushed. Physical changes can be cues to help us
recognize our emotions.

14 CALM for Caregivers + A Workbook for Caregivers of Patients With Advanced Cancer



Common Emotions for Caregivers

Cancer is often experienced as not just a physical
trauma, but also a psychological trauma, and in
that respect, the trauma is shared and is not lim-
ited to the individual with the physical trauma.
Therefore, people facing advanced cancer (both
patients and their family caregivers) can experi-
ence very distressing emotions, including fear,
helplessness, sadness, grief, and anger.

At the same time, while a traumatic experience
is distressing, it also may have the potential to
lead to what we call “post-traumatic growth.”
Post-traumatic growth refers to the positive
psychological changes that individuals experi-
ence while facing highly challenging experiences
and it is often associated with many positive
emotions, such as deeper joy and gratitude for

life and relationships, pride in one’s newfound
strength and resilience, or greater compassion
for others. These more positive emotions often
coexist with the distressing emotions.

There are some emotions, pleasant and unpleas-
ant, which tend to be commonly felt in caregiv-
ers that we are listing on the following pages.
This is by no means an exhaustive list or meant
to tell you what you should be feeling but per-
haps there may be times when you have or will
experience some of the emotions outlined here.
All of your feelings are valid and make sense. We
hope that by reviewing the list we provide you
will better understand what you may feel and
recognize that others may have similar feelings.

Feel all your
feelings

COMMON EMOTIONS FOR CAREGIVERS 1§



Helplessness

As a caregiver, it is very likely that you will feel helpless from time to time.

2 main conditions contribute to this:

r

1. You ultimately can’t fix the problem
that you really want to fix. It may be
distressing to see someone suffer and be
unable to make the illness or side effects,
such as pain or fatigue, disappear.

2. Ultimately, the patient has more control
than the caregiver. The patient has more
control over their situation, knowing their
own pain and discomfort levels, while you
do not. You might also face disagreements
about decisions like what they should

eat or drink and when, or what to tell

the doctor(s) and when to call the doctor.
Additionally, as a caregiver, you may not
have direct access to the patient’s medical
record or medical team to ask your own
questions. This lack of direct communica-
tion can leave you feeling out of the loop
and powerless, as you rely on second-hand
information from the patient.

My health choices are
mine to make.

| know myself
best.

I know but |
want to help.

16 CALM for Caregivers * A Workbook for Caregivers of Patients With Advanced Cancer




Primer on Emotions

Reflection

Reflecting On: Helplessness

Can you recall a specific moment when you felt helpless as a caregiver? What was the
situation? What other emotions, if any, did you experience? And how did helplessness
shape your behaviour?

Is there a pattern to your helplessness? How comfortable do you feel expressing
Do you feel it more with certain your helplessness to others, whether it's
people, situations, or in relation to the patient, friends, or family members?

specific issues?

COMMON EMOTIONS FOR CAREGIVERS '|7



Fear

A cancer diagnosis in the family shakes up our
sense of certainty and control. It makes us face
the reality that we can't always predict or control
what will happen. This uncertainty, by default,
brings both hope and fear. Therefore, many
caregivers alternate between feeling hope and
tear, with fear being more in the forefront when
there is less stability and more uncertainty. For
example, when the patient has new symptoms or
side effects, or when the patient is about to begin
or finish treatment.

Not knowing what each day will bring, how the
patient will respond to treatment, or whether

there will be unexpected complications can leave
some caregivers feeling on edge and perpetually
anxious about what the future holds. Many care-
givers also experience fear in relation to what life
will look like after the patient dies. In addition,
intimate exposure to illness, particularly cancer,
may evoke fears about one's own health or the
health of other family members.

Remember — while fear is unavoidable, it will
always be a wave that passes, and in the next
section, we will suggest a few strategies that can
help you “ride the wave” of fear when it comes.

18 CALM for Caregivers * A Workbook for Caregivers of Patients With Advanced Cancer



Reflecting On: Fear

Primer on Emotions

Reflection

Can you recall a specific moment where
you felt fear as a caregiver? What were
the circumstances? Was it in relation to a
specific concern? How did you experience
the fear in your body? And how did the
fear shape your behaviour?

Do you find that your fear fluctuates over
time? Are there certain times or events
that intensify or alleviate your fear?

How comfortable do you feel express-
ing your fear to others, whether it's the
patient, friends, or family members?

How do you usually react to uncertainty
in your life?

COMMON EMOTIONS FOR CAREGIVERS 19



Grief

Caregivers are often surprised to realize how much grief they are carrying. We usually think about
grief as something that only happens after someone important to us dies. However, grief often starts
with the diagnosis of cancer. This is because the diagnosis of cancer brings about many different
losses. Some are tangible losses like changes in finances or family dynamics. Some are intangible,
such as the loss of the vision you may have had for the future. In addition, sometimes, it may feel like
you're grieving not only for what has already changed, but also for what may lie ahead, a
phenomenon known as anticipatory grief.

20 CALM for Caregivers + A Workbook for Caregivers of Patients With Advanced Cancer



Reflecting On: Grief

Primer on Emotions

Reflection

Can you recall specific moments where
you've experienced grief as a caregiver,
or upon reflection, recognize instances
where you may have felt grief? What
triggered this grief? Where do you feel it
in your body?

Do you find that your grief fluctuates
over time? Are there certain times or
events that intensify or alleviate your
feelings of sadness?

Have you experienced anticipatory grief,
where you mourned potential losses or
changes before they occurred?

How comfortable do you feel
expressing your grief to others, whether
it's the patient, friends, or family
members?

COMMON EMOTIONS FOR CAREGIVERS 21



Guilt

It's common for caregivers to carry around a heavy load of guilt. They might replay moments in their
minds, wondering if they could have handled things better or made different choices, even to the
point of being convinced that different choices or actions could have prevented the cancer from hap-
pening in the first place.

Sometimes, caregivers also feel guilty for perfectly normal thoughts or feelings, like the wish for this
experience to end, or like having moments of happiness while the patient is sick.

If you struggle with guilt, we would like you to consider the idea that beneath the weight of guilt
you're carrying, there might be a deeper longing — the wish to regain a sense of control and certainty.
As humans, it's less painful to believe that if we had acted differently, things might have turned out
better, than to confront the reality that we don't always have as much control as we'd like. Admitting
this can be tough because it means accepting the unpredictable nature of life and the vulnerability
that comes with it.

22 CALM for Caregivers * A Workbook for Caregivers of Patients With Advanced Cancer



Reflecting On: Guilt

Primer on Emotions

Reflection

Can you recall specific moments where
you've experienced guilt? What
triggered this guilt? Where did you feel
it in your body? How did the guilt shape
your behaviour?

Are there certain times or events that
intensify or alleviate your feelings of
guilt? Have you noticed any patterns or
triggers that consistently lead to
feelings of guilt?

perception of guilt?

How comfortable do you feel expressing your guilt to others, whether it's the patient,
friends, or family members? Have you ever discussed your feelings of guilt with others,
such as friends, or family members? If so, how did these conversations impact your

COMMON EMOTIONS FOR CAREGIVERS 23



Anger

Similarly to guilt, many caregivers find themselves struggling with waves of anger, feeling frustrated
or resentful when they believe others could have or should have handled situations differently.

Anger is often a great source of information about your unmet needs. Anger can be like a signal, try-
ing to tell us something important. For example, it might be telling us that we're burned out, or that
we're feeling overlooked or unappreciated, like no one sees all the hard work we're doing.

But here's the thing about anger: it's often not the whole story. It's the tip of the iceberg — what you
see on the surface. Beneath that anger, there are usually deeper emotions lurking, like grief, fear, or
helplessness. As humans, it’s often easier and less painful to feel anger than to feel the emotions that
are underneath.

24 CALM for Caregivers * A Workbook for Caregivers of Patients With Advanced Cancer



Primer on Emotions

Reflection

Reflecting On: Anger

Can you recall specific moments where Are there certain times or events that
you've experienced anger as a intensify or alleviate your feelings of
caregiver? What triggered this anger? anger? Have you noticed any patterns or
Where did you feel it in your body? How triggers that consistently lead to

did the anger shape your behaviour? feelings of anger?

How comfortable do you feel expressing your anger to others, whether it's the patient,
friends, or family members? Have you ever discussed your feelings of anger with others,
such as friends, or family members? If so, how did these conversations impact your
perception of your anger?

COMMON EMOTIONS FOR CAREGIVERS 25



Hope

Fear and hope always coexist. A cancer diagnosis, by default, brings about uncertainty, and uncer-
tainty brings about both hope and fear. Therefore, as we discussed when we explored the common
emotion of fear, many caregivers alternate between feeling hope and fear.

Sometimes, caregivers might doubt their sense of hope, worrying that it means they're ignoring the
seriousness of the situation. But it's important to realize that feeling hopeful doesn't mean you're in
denial. It's completely normal, and can be very nourishing, to have moments of hope. We encourage
you to enjoy this feeling, rather than question it.

Dealing with the mix, or duality, of hope and fear can be tough. Often, we end up splitting these emo-
tions between ourselves and the person we are caring for. For example, the patient might hold onto
hope while the caregiver feels overwhelmed by fear, or vice versa. This division is very common, and
we will explore how to manage it in the next section.

( )
& J
( N ( )

| think the
rain will
pass soon.

I'm not too

sure of it...
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Reflecting On: Hope

Primer on Emotions

Reflection

Reflect on a time when you felt a sense
of hope as a caregiver? What inspired or
nurtured that feeling? Where did you feel
it in your body? How did it shape your
behaviour?

Have you ever doubted your sense of
hope, questioning whether it was
realistic or appropriate given the
circumstances?

How do you express or share your hope
with others? How do their responses
impact your own sense of hope?

Do you find that your hope fluctuates over
time? Are there certain times or events
that strengthen or diminish your hope?

COMMON EMOTIONS FOR CAREGIVERS 27



Joy and Gratitude

Every society and culture have their own phrases emphasizing
finding beauty or growth through adversity. For example: “no mud,

Look at
that! Nice
and sunny!

”

no lotus”, "every cloud has a silver lining" or "diamonds are created
under pressure.” This is because, universally, even when the hard
times feel like they're weighing you down, they can also make us
stronger and bring some unexpected positives into our lives.

For you, as a caregiver, this might mean feeling even more joy and
gratitude for the little things — like spending time with the person
you are caring for, feeling proud of how strong you've become, or
grateful for the support you receive from others. Going through
tough times can also make you more compassionate and under-
standing towards others who are going through similar struggles.
It's like walking in someone else's shoes — you get a whole new
perspective on what they're going through, and that can lead to a
deeper sense of connection.

Reflecting On: Joy and Gratitude

Reflection

Reflect on a time when you felt a sense How do you express or share these
of joy or gratitude as a caregiver? What feelings with others?

inspired or nurtured these feelings?
Where did you feel it in your body? How
did it shape your behaviour?
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Managing Our Emotions

Managing our emotions begins with awareness Similarly, often, managing our emotions can

of them and naming them. We hope that the be done just by reminding ourselves that all

list above of common emotions in caregivers emotions are normal and valid, and by giving
can help you name your emotions, especially ourselves permission to feel them all when they
ones, like grief or helplessness, that tend to hide  arise, without judging the emotions or ourselves.
behind emotions that are easier for us to feel, Judging is not helpful (ever, but especially when
like anger or guilt. it comes to emotions). Emotions, although

sometimes very unpleasant, are always valid

and are never “wrong” “false” or “bad”. Instead
of judging, try giving yourself a little pep talk,
reminding yourself that whatever you are feel-
ing is totally okay and normal. You don't have

to push your feelings away or pretend they're
not there. Paradoxically, this attitude will help
you “ride out” the wave of distressing emotions
faster because the more we are willing to feel
the emotion, truly ‘sit in it’, the more quickly the
feeling becomes less intense and more tolerable.

Often, managing our emotions can be done
just by reminding ourselves that all emotions,
pleasant and unpleasant, are like waves. Just as
waves in the ocean rise and fall, our emotions,
both pleasant and unpleasant, come and go.

It's crucial to remember this because we often
tear being "stuck" in our unpleasant emotions,
believing they'll never pass. Similarly, we may
fear the fleeting nature of pleasant emotions, not
wanting them to end. But like waves, emotions
always shift and change, even without us trying
to “manage” them.

We tend to judge our emotions. Think about an intense emotion that you
had as a caregiver.

Reflection

How did you judge it? Here are some common examples: “| shouldn’t feel this way”, “it's

selfish to feel this way”, “I will jinx things if | feel this way”, “feeling this way means I'm in
denial”, or “feeling this way means | gave up”.

MANAGING OUR EMOTIONS 29



A Note on Self-Care

Self-care is taking the time to do things that help you take care of your physical and emotional health.
It can be simple activities like getting enough sleep, eating healthy meals, taking a walk, or spending
time with friends. It's about making sure you're feeling well so that you can better handle the
challenges in your life.

Self-care is essential to managing your emotions and can help you stop your unpleasant emotions
from getting too intense. Think about it like this: when you're tired or hungry, you might notice your
feelings are more unpleasant and intense. That's because our basic needs, like sleep and food, affect
how we feel. So, it's important to take care of those needs to keep our emotions in check.

Remember, self-care is never selfish. Being a caregiver to someone with advanced cancer is like run-
ning a long marathon alongside them — you need to take care of yourself to keep going strong and
support them throughout the journey.
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Self-Care

Primer on Emotions

Reflection

What are some activities that make you
feel relaxed and recharged?

How often do you take time for yourself,
even if it's just a few minutes each day?

Have you noticed any physical or
emotional signs that suggest you might
need more self-care?

What barriers do you face when trying to
prioritize self-care, and how might you
overcome them?

How does taking care of yourself impact
your ability to care for someone?

Can you think of a recent time when you
felt particularly stressed or
overwhelmed? What self-care activities
could have helped you in that moment?

How do you feel about the idea that self-care is not selfish but essential for being an

effective caregiver?

MANAGING OUR EMOTIONS
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Summary of Primer on Emotions

e Emotions help us interpret the world and pro-  Man agin g Emotions

vide useful information about our needs and ) ) )
e Starts with awareness and naming emotions

experiences. - this can help with making them feel less

e Multiple conflicting emotions can coexist intense.

e.g., hope and fear), especially in caregivin
(_ & , P ), esp y EIvINg e Accepting all emotions without judgment
situations. )

allows them to pass more easily.

e All emotions are okay — they are natural sig- _ L
, e Emotions are never wrong - avoiding
nals rather than problems to fix or judge. . . .

self-judgment is crucial.

e Emotions are like waves: they rise, peak, and . , )
_ e “Ride the wave” - let emotions come and go
eventually pass — even the most intense ones. o )

rather than resisting or suppressing them.

(e.g., tight chest, racing heart), and recogniz- Self-Care
ing these signals can help identify what we're Self-care is essential for caregivers, not selfish.

e Emotions are also felt physically in the body

feeling. e Includes basic needs (sleep, food, rest) and
. . . emotional nurturing (social connection, joy,
e Common emotions for caregivers include :
o _ downtime).
helplessness, fear, grief (including
anticipatory grief), guilt, anger, hope, joy, e When caregivers neglect self-care, emotional

e Taking care of yourself allows you to better

care for others.
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Disease
Management

The Cancer Story

We invite you to share your experience
of having someone you know diagnosed
with cancer, receiving treatment, and
coping with symptoms, pg.34

Cancer Overview

We will review some basic information
about cancer, pg.36

Understanding the Symptoms

You can read about common cancer
symptoms, reflect on the meaning of
these symptoms, and learn a simple way
to track cancer symptoms over time, pg.38

Treatment Plans

We invite you to share your experience

of treatment planning for the person you
are caring for and reflect on how you can
actively participate in this process, pg.43

Summary

Two-page summary for this section, pg.51
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Reflection

The Cancer Story

Your experience of someone else's cancer

Being diagnosed with and treated for cancer can be difficult for many patients and the individuals
around them. Exploring your experiences of caring for someone with cancer may give you insight

into the various ways it has impacted you.

What additional supports might have
been helpful to you in your role as
caregiver?

How has someone else’s cancer changed
your roles and other aspects of your life?

How has it impacted your desire and
ability to engage in work, physical and
leisure activities?

How has their diagnosis of cancer
affected your relationship with the
person diagnosed?

Have you ever been a caregiver before?
What was that like for you?

Do you feel prepared and supported for
the caregiver role? How so? If not, what
do you think you might need to feel pre-
pared and supported?
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Domain 1

Important Moments in the Cancer Reflection
Journey

Many people say that there were particular moments in the cancer trajectory that were more
important than others, were challenging, or very emotional. These could include receiving
the initial diagnosis of cancer, or times when cancer status or new treatments were discussed.
There may have been times when you and the person you are caring for were less able to do
many of the things you previously enjoyed.

Take a moment to reflect on your experiences in the space below.

What are some of the important moments related to your family member/friend’s cancer
experience? For example:

e Events that have been stressful in the cancer experience.

e Events or experiences that have been positive or given you hope.

e What you may have learned from these experiences.

Consider returning to this section to add new reflections and experiences when you
feel ready.
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Cancer Overview

When you think back to when you first learned
about this cancer diagnosis, it may have felt like
you were entering a new country where you
couldn't read the signs or speak the language.
For people with cancer, especially those who are
newly diagnosed, many experiences can be puz-
zling or confusing. As a partner or family mem-
ber you may experience similar feelings.

In the following section, we present informa-

tion about cancer including possible symptoms,
treatments including clinical trials, and the roles
of different healthcare providers. It can help you
understand what is happening, how to interpret
symptoms and changes, and to plan ahead. It can
also help you to be more informed during meet-
ings with the healthcare team and to support your
person in making decisions about their care.

36 CALM for Caregivers + A Workbook for Caregivers of Patients With Advanced Cancer



Basic Information

There are many forms of cancer. They may vary
based on location of the cancer, cancer type, and
stage of disease. The stage refers to whether the
cancer is localized or has spread beyond its origi-
nal or primary location. These factors may affect
the type of treatment that is recommended.
They may also affect the prognosis of the disease
although this may vary and can be difficult to
determine at times. You and the person you are
caring for may benefit from discussing these
topics with your oncologist.

Tumor

A general term for swelling of body tissue
caused by abnormal cell growth. Not all tumors
are cancers. Non-cancerous tumors (called
benign tumors), divide and multiply, but do not
move to other parts of the body. Cancerous, or
sometimes called malignant tumors happen
when the body forms new cells that divide, mul-
tiply, and grow into nearby tissues. Cancer cells
sometimes spread to other parts of the body and
form secondary tumors, called “metastases.”

Cancer staging

Cancer staging describes how much cancer is in
the body, where it is located and the severity of
the disease. The TNM system is the most widely
used cancer staging system for solid tumour
cancers and has three indicators: T = size and
extent of the primary tumour; N = number of
nearby lymph nodes with cancer; M = presence
of cancer outside the primary tumour site or to
other parts of the body.

Primary tumor (T): Refers to the size of the main

tumor.

e TO0: Main tumor cannot be seen.

e T1, T2, T3, T4: The higher the number, the
larger the tumor or the more it has grown into

nearby tissues.

Domain @

Lymph nodes (N): Refers to the number and
location of lymph nodes with cancer.

e NO: There is no cancer found in nearby lymph

nodes.

e N1, N2, N3: The higher the number, the more

lymph nodes that contain cancer.

Distant metastasis (M): Refers to whether or not
the cancer has spread to other parts of the body.

e MO: Cancer has not spread to other parts of
the body.

e M1: Cancer has spread to other parts of the
body.

Some types of cancer use a different staging
system. For example, Hodgkin lymphoma uses
the Cotswold staging system, non-Hodgkin
lymphoma uses the Ann Arbour Staging System,
multiple myeloma uses the International Staging
System and the Durie-Salmon staging system,
and some gynecological cancers are staged using
the Federation of Gynecology and Obstetrics
staging system (FIGO for short). If you want to
know more about the staging systems that are
used for specific types of cancers, you can read
more through your country/regions cancer soci-
ety website i.e. Canadian Cancer Society.

Cancer grading is usually described from 1 to

4; the higher the number, the more that the

cells look different from healthy cells, the faster
they are growing, and the more likely they will
spread. Doctors often use cancer grading to
determine the stage of the cancer and the prog-
nosis. A prognosis is a health professional’s
opinion about whether the disease will get better,
get worse, or stay the same; a prediction for how
things will be in the future.
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Understanding the Symptoms

Cancer is often accompanied by a variety of physical and psychological symptoms and side effects.
These symptoms can have an impact on both the person with cancer and the people around them.
Symptoms may be the result of the cancer, the cancer treatment, or other medical or psychological
conditions. They also may have more than one cause and may interact with each other. Symptoms
can also cause an emotional response. Sometimes it can be difficult to determine exactly what is caus-
ing symptoms and this uncertainty can be distressing for some people. For instance, sleep difficulties
can result from the cancer, the treatment, or the stress of the situation. Sleep difficulties, in turn, can
lead to low energy and emotional challenges such as low mood or anxiety.

Common Cancer Symptoms

On the next page is a list of common cancer symptoms and side effects. Symptoms are an individual
experience - this means that the way people experience symptoms are unique to the person. This list
is not meant to be complete or be used to diagnose. Your healthcare providers can support you and
the person you are caring for in managing any physical or psychological symptoms.

Caregivers may experience a variety of physical and psychological symptoms of their own. These may
include depression and fatigue, and/or could include symptoms related to their own medical
conditions. Some caregivers are so focused on helping the person with cancer that they neglect their
own health. Paying attention to symptoms you have is important, allowing you to pace yourself in
your daily activities, and to alert you to seek support when you may need help.
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Psychological distress
(depression and anxiety)

People with cancer and those who care for them
often experience many difficult emotions includ-
ing sadness, worry, fear, hopelessness, anger,
frustration, and guilt. These feelings can be
normal and understandable reactions to the dif-
ficulties associated with cancer. However, some
people develop severe and persistent distress,
such as depression or chronic anxiety, and may
need professional support or treatment (e.g., talk
therapy or medication).

Fatigue

Physical and mental fatigue is very common
amongst patients and caregivers. This can
include the feeling of being tired, foggy, depleted
or burnt out. For caregivers, it may be related to
many aspects of caregiving, including the phys-
ical demands of caregiving, the psychological,
practical or financial concerns around the diag-
nosis, treatment, and/or prognosis.

Pain

Pain is a common symptom of cancer. There
are many types of pain, which can be related to
the cancer itself, treatments, or tests. It can have
both physical and emotional roots. It is import-
ant to understand the type of pain and to talk to
your healthcare team so they can help you and
the person you care for to best manage and con-
trol the pain.

Difficulty Sleeping

Many people with cancer and caregivers have
difficulty with sleep. Sleeping difficulties can
include sleeping too much, sleeping too little,
and/or sleeping at the wrong time. For patients,
this may be related to physical symptoms related
to their cancer, such as pain, nausea, and short-
ness of breath. For patients and caregivers, it
may be related to emotional challenges such as
stress, worry or low mood.

Domain @

Appetite changes

Appetite changes are a common side effect of
cancer and cancer treatments, stress, and low
mood. Some people may want to eat more than
usual, and some individuals may lose their appe-
tite. This change may cause weight gain or loss.

Changes in physical appearance

There may be changes to a person's physical
appearance because of cancer or cancer treat-
ments. These may include hair loss, weight
changes, skin changes and more. Changes to
appearance are common concerns and can be
distressing. These feelings are normal and may
get better with time. It can help to talk to the per-
son you are caring for about changes in physical
appearance to understand how they are feeling.

While these symptoms can be distressing and
impact quality of life, there are healthcare pro-
fessionals who have expertise in managing
these symptoms. Do not hesitate to bring up
concerns about symptoms with your health care
team. They will be able to help you treat these
symptoms, understand what to expect in terms
of potential future symptoms, or refer you to
someone who can.
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Understanding cancer symptoms

As a routine part of cancer care, many health care providers will regularly screen for symptoms to be
sure that they are promptly and well managed. You may have seen your family member/friend com-
plete symptom screening questionnaires during visits to the clinic or the hospital. Some clinics will
have similar questionnaires for caregivers that routinely ask about emotional symptoms, coping, and
practical needs.

Here is a copy of the Edmonton Symptom Assessment System (revised) ESAS-R’ for short. You
may want to consider how the person you are caring for would answer these questions.

Please circle the number that best describes how you feel NOW:

Pain
no worse possible
. 0 2 3 4 5 6 7 8 9 10 P
Tiredness (i.e., lack of energy)
no worst possible
tiredness 0 2 3 4 3 6 7 8 ° 10 tiredness
Drowsiness (i.e., feeling sleepy)
no worst possible
drowsiness 0 2 3 4 3 6 7 8 2 10 drowsiness
Nausea
no worst possible
nausea 0 2 3 4 3 6 7 8 2 10 nausea
Lack of appetite
no lack worst possible
of appetite 0 2 3 4 3 6 7 8 9 10 lack of appetite

Shortness of breath

no shortness worst possible
Sfotess 0 02 3 4 5 6 7 8 9 10

shortness of

breath
Depression (i.e., feeling sad)
no worst possible
depression 0 2 3 4 3 6 7 8 ° 10 depression
Anxiety (i.e., feeling nervous)
no worst possible
anxiety 0 2 3 4 3 6 7 8 9 10 anxiety
Wellbeing (i.e., how you feeling overall)
best worst possible
wellbeing 0 2 3 4 > 6 7 8 2 10 wellbeing
Other problem (e.g., constipation)
no 0 2 3 4 5 6 7 8 9 10 worse possible

1. Watanabe SM, Nekolaichuk C, Beaumont C, Johnson L, Myers J, Strasser F. A multi-centre comparison of two numerical versions of the Edmonton
Symptom Assessment System in palliative care patients | Pain Symptom Manage 2011; 41:456-468.
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Please mark on these pictures where it is that you hurt v
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Domain 1

Reflection

The Meaning of Symptoms

The following exercises are meant to help you reflect on symptoms and think more clearly about
these challenges. These exercises will help you to communicate and prepare for future meetings with

the healthcare team. Since visits are often brief, it may be helpful to plan ahead and write down

concerns that you wish to communicate.

Which symptoms have been most
distressing for the person you are
caring for? These symptoms may be
physical, psychological or both.

Have you been experiencing physical or
psychological symptoms yourself?

What has made it possible or difficult to
discuss any symptoms with your
healthcare team?

Can you reflect on what makes
interactions with the healthcare team
successful, difficult or challenging?

If either of you are experiencing distressing symptoms, it is ok to bring it up with the healthcare
team (including the oncologist), even if it’s not directly related to the cancer. They may be able to help

lessen the severity of these symptoms or arrange for another specialist to address these needs.

As a caregiver, you may experience your own distress brought on by the various challenges of caring
for someone with cancer. Your primary care provider may be a good start when seeking help in man-

aging your own symptoms.
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Treatment Plans
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Making treatment decisions can be a challenging
for you and the person you are caring for. There
is a lot to learn and think about and it's com-
mon to feel overwhelmed and even confused.
Treatment decisions can be complicated, and
you both may need time to think and reflect on
what is best.

The type of treatment the doctor(s) and health
care team propose depends on the type and
stage of cancer, and other medical conditions.
Treatment decisions require patients and fam-
ilies to learn about the risks and benefits of
treatments or of clinical trials (which we will
discuss later). There may be situations where
the oncologist’s recommendation for treatment
is clear. In these circumstances treatment deci-
sions are often more straightforward. In other
cases where the benefits of one treatment over
another are less clear, the decisions may be more
complicated.

Treatment decisions are often easier to make
when patients, families and healthcare providers
are all in agreement. It may be more difficult
when the opinions of family members, patients
and their healthcare providers differ. Gathering
and discussing information may help to resolve
these differences. In other situations, patients
may decide on a course of treatment which some
in their circle do not agree with.
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Common Types of
Cancer Treatment

Radiation therapy

Sometimes called radiotherapy or radiation uses
high-energy radiation to cause the cancer cells to
die. The goals of radiation therapy can be cura-
tive (to cure the cancer), adjunctive (used with
other treatments such as surgery), or palliative
(to manage symptoms or reduce pain). Side
effects may include fatigue, weight loss, nausea,
inflammation, and skin and hair changes.

Chemotherapy

This involves taking medication that inhib-

its the growth and division of cancer cells.
Chemotherapies treatment goals can include
curative, adjunctive, or palliative. Chemotherapy
can cause many side effects like skin changes,
hair loss, lowered immune response, fatigue,
nausea and vomiting, appetite changes, nerve

damage, and damage to the reproductive system.

Surgery

Cancer surgeries remove tumor tissue. Surgery
is usually done to prevent, diagnose or stage,
cure the cancer, or lessen symptoms and
improve quality of life. Surgical procedures
range in how complex or invasive they are, as
well as the risks that might be involved (with
pain and infection being most common).

Hormone therapy

Hormone therapy works by slowing or stopping
the growth of cancer cells which rely on hor-
mones in the body to grow (e.g., gynecological,
breast, and prostate cancers). Hormone therapy
can have physical (e.g., nausea), sexual (e.g., loss
of interest in sex), and emotional (e.g., depres-
sion) side effects.

Immunotherapy

Immunotherapy works by enhancing or boosting
the body’s own immune system to find the cancer
and attack it. There are many types of immunother-
apies (e.g., monoclonal antibodies, immune check-
point inhibitors, conjugated monoclonal antibodies)
which all work differently to attack different types of
cancer. Immunotherapy can be administered in dif-
ferent ways such as a pill (orally), needle to the vein
(intravenously) or applied to the skin (topically).

Targeted therapy

Sometimes called molecularly targeted therapy,
uses specialized drugs to target specific cancer
molecules. The goal of targeted therapy is typi-
cally to slow the growth of cancer, relieve symp-
toms caused by cancer and to destroy cancer cells.

Early palliative care

This is an approach that can be helpful to many
patients with advanced cancer. The modern use
of this term refers to psychological, physical,
social, and spiritual care that is delivered in a
patient-centred way. Some people become con-
cerned because they believe this refers only to end
of life care, but palliative care can also be involved
in early stages of disease and help improve symp-
tom control, quality of life and help in planning
for the future.

Complementary and alternative
therapies

Some people consider complementary and
alternative therapies, instead of or in addition

to conventional cancer treatment options. All
options may have benefits and risks, including
alternative or ‘natural’ therapies. Some comple-
mentary and alternative therapies can reduce the
effectiveness of traditional treatment options,
for this reason it is important that the healthcare
team know all the therapies a patient is receiving
or considering.
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Treatment Plans

Domain 1

Reflection

What treatment are they currently
receiving, including supportive care and/
or palliative care?

How did they make the decision about
their current plan? Who was involved

in making that decision? Were options
well explained before any decisions were
made?

What do you understand about the goals
of their treatment(s)?

Would you have liked to be more involved
in the treatment decision process? If so,
what barriers to involvement are you
experiencing?

It is strongly encouraged that you and your loved one talk to your healthcare team and ask ques-
tions before making decisions about treatments (including clinical trials). If either of you are having
difficulty speaking with your team, you will find more support in the second section of Domain 1,

Communication with Healthcare Providers.
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Reflection

Treatment Plans

Do you and the person you are caring for know who to talk to about future treatment
decisions? Do you feel like your/their values, goals, and needs have been considered in
the treatment decision-making process?

Take a moment to reflect on your experiences of supporting this person throughout the
decision-making process to date. What are some key moments that come to mind that
were either positive or negative?

Do you think there will be challenging decisions you will have to make in the future?
What might those be?
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Clinical Trials

At some point during treatment, someone from
the healthcare team may suggest participation in
a clinical trial. You or the person you are caring
for may have even actively searched for one. It is
important to understand what a clinical trial is
when you make your decision about whether to
participate.

What is a clinical trial?

A clinical trial refers to a research study in
which a new treatment is being evaluated. These
treatments are still under investigation and may
not have been proven to be safe or effective.

What is the purpose of a clinical
trial?

The purpose of clinical trials can be to test new

or modified treatments (treatment trials), to find
ways to prevent cancer (prevention trials), look for
better ways to diagnose cancer (diagnostic trials),
look for better ways to find cancer (screening
trials), and improve comfort or quality of life in

those with cancer (supportive care trials). Clinical
trials may be available for any stage of cancer.

Domain @

Treatment vs. Research

A standard of care, or "best practice," follows
guidelines that are generally accepted in the
medical community for the treatment of a con-
dition. Clinical trials, in contrast, are research
studies of treatments that are not yet established
as standard care.

If someone decides to participate in a clinical
trial, they will receive a consent form with all the
information about the study, the treatment and
tests, the potential benefits and risks, and the
research process. They may also withdraw from
participating in a clinical trial at any time, even
after they sign the consent form.
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Phases of Clinical Trials

Clinical trials are part of a long process of developing treatment (sometimes called interventions).
Most new treatments start in the laboratory and are then tested on animals. If the results of those

studies look promising, the researchers will move onto clinical trials.

There are usually four phases of clinical trials, and each phase has different goals.

Phase 1

A phase I clinical trial is often the first time a
new treatment is tested in people. The goals are
typically to test the safety of the new therapy and
determine the best dose of the drug, if applica-
ble. These trials are typically very small (e.g.,
15-30 people) and often only available to people
with advanced cancer who are not responding to
other treatments.

Phase 3

A phase III study compares the new treatment
to the current best or commonly used treatment
(sometimes called the “gold standard”).

Typically, the goal of this phase is to see whether
or not the new treatment is better or at least as
effective (but better in some other way such as
associated with fewer side effects) than the
current best treatment.

Phase 2

A phase II clinical trial determines if a new
treatment is effective. The goal of a treatment
study might be to determine if the treatment is
effective at treating the cancer, while the goal of
a palliative care study might be to determine if

the treatment reduces pain or improves quality
of life.

Phase 4

A phase 1V study is the final stage in a clini-

cal trial. The purpose of a phase IV study is to
gather more information about possible effects
after the treatment is approved to be used in
patients. These studies are often very large, with
hundreds to thousands of participants.

Some important things to consider when
deciding whether or not to participate in a
clinical trial are:

1. The type and the phase of the trial
2. The risks and benefits of the trial
3. The costs and time involved in the trial

4. Personal goals and values
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Clinical Trial Decision-Making

Domain 1

Reflection

The decision to participate in a clinical trial is personal. People decide to seek out and participate in
clinical trials for many reasons. In addition to individual health benefits, some may wish to contribute

to science and help future patients with their type or stage of cancer.

Has the person you are caring for been
invited to participate in a clinical trial? If
so, what motivated them to do so and
how were you involved in the decision
making?

Have either of you talked about clinical
trials with your healthcare team? Recall
those conversations, what stands out to
you and why?

If the person you are caring for is
currently involved in a clinical trial, what
are some of the reasons for their
participation?

What is your understanding of the goals,
risks and potential benefits of your loved
one participating in the clinical trial? Were
they explained to you, and do you know
who to contact to get more information?
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Pros and Cons of Participating in a Clinical Trial

If either of you are considering participating in a clinical trial, one way to focus your thoughts is to
make a list of pros and cons.

Pros Cons

Remember that the person you are caring for has the right to choose whether or not to participate in
a research study. They continue to get their current standard care even if they choose not to partici-
pate. They may leave the study at any time, without this decision affecting their care.

If you feel that you need extra support for yourself, or if you feel that the person you are caring for
requires additional help in managing their physical symptoms, we encourage you to talk to your
healthcare team. Also, if either of you needs more psychological or social support, do not hesitate to
speak out and explore options with your team.

-~

Pause and Consider

O Pause for a moment. How are you feeling?
Consider what you need right now. What might help to support you in the next few
minutes, hours, or the coming days?

(&
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Summary of Domain 1: Disease Management

e A cancer diagnosis can feel overwhelming,
confusing and distressing for both patients

and caregivers

e Understanding cancer helps with symptom
interpretation, treatment planning, and com-

munication with the healthcare team.

Basic Cancer Concepts

Cancer Types & Stages: Vary based on loca-
tion, type, and how far it has spread (localized
vs. metastatic).

Tumors
Benign: Non-cancerous, doesn’t spread.

Malignant: Cancerous, can invade tissues and
spread (metastases).

Cancer Staging (TNM System)

T: Tumor size (To-T4)

N: Lymph node involvement (No-N3)
M: Distant metastasis (Mo-Mi)

Grading: Rates cancer from 1-4, the higher
numbers the more abnormal and aggressive the
cells are.

Common Symptoms & Side
Effects

Emotional: depression, anxiety, fear, guilt and
anger can be common in both patients and
caregivers.

Fatigue: physical, emotional, or mental, can be
common in both patients and caregivers.

Pain: varies by cause (cancer, treatment, tests).

Sleep Issues: Difficulty falling/staying asleep or
excessive sleep; may relate to stress, symptoms
in patients and caregivers, or treatment(s) in
patients.

Appetite Changes: Increase or loss of appetite,
impacts patients, can affect weight/strength.

Appearance Changes: Hair loss, skin changes,
weight changes, impacts patients.

Caregiver Health: Caregivers can experience
neglect of their own needs, fatigue, and emo-
tional burden. There are some tailored clinics
that support caregivers' emotional and practical
needs.

Cancer Treatment Options

Radiation Therapy: Uses high-energy rays to
kill cancer; side effects include fatigue, skin
changes, nausea

Chemotherapy: Drug treatment that kills fast-
dividing cells; can cause hair loss, fatigue,
nausea, immune suppression

Surgery: Removes/reduces the tumor; used for
diagnosis, staging, cure, or symptom relief

Hormone Therapy: Blocks hormones that feed
cancer (e.g., breast, prostate); can affect mood,
sex drive

Immunotherapy: Boosts immune system to fight
cancer; may be given via pill, IV, or skin

Targeted therapy: Attacks specific cancer mole-
cules; aims to slow growth or reduce symptoms

Early Palliative Care: Enhances quality of life at
any stage, not just end-of-life

Complementary & Alternative Therapies: Should
be discussed with healthcare providers due to
potential interactions
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Summary of Domain 1: Symptom Management &
Communication with Healthcare Providers

Clinical Trials Considerations Before Joining
Research studies to test new or modified treat- o Trial phase and type

ments, often explore options not yet established e Risks and benefits

as standard treatment. Consent is voluntary and

can be withdrawal/stopped at any time. e Time and cost commitment

e Alignment with patient's values and goals

Phases of Clinical Trials
Phase I: Tests safety and dosage (small group,
usually late-stage patients).

Phase II: Tests effectiveness.

Phase III: Compares to standard treatment;
looks at efficacy and side effects.

Phase IV: Post-approval monitoring for broader
impacts.
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Communication
with Healthcare
Providers

The Healthcare Team

Learn about the different roles of the
members of the healthcare team, pg.54

Communication with Healthcare
Providers

Take a moment to reflect on the importance
of communication and learn about some
common communication barriers in
healthcare settings, pg.57

Patients and Caregivers as Care
Partners

Both your roles in the healthcare team, your
decision-making styles, and pattern of
communicating with healthcare providers, pg.64

The Caregiver Role

Navigating the healthcare system and
participating in treatment decisions, pg.71

Summary

Two-page summary with starters for difficult
conversations, pg.75
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The Healthcare Team

Patients and their caregivers speak to many
healthcare providers during cancer care. This
may include healthcare providers from many
different specialities. They may be responsible
for helping patients manage their treatments,
symptoms, and treatment side effects, emo-
tional concerns, and offering information and
resources related to cancer.

Members of Your

Healthcare Team
Oncologists

Oncologists are medical doctors (physicians)
who specialize in the treatment of cancer. They
have received training in the treatment of cancer
using different types of treatment. An oncologist
is usually the main healthcare provider for some-
one with cancer.

There are different types of oncologists, includ-
ing a radiation oncologist who specializes in
using radiation to treat cancer, a surgical oncol-
ogist who specializes in performing surgery to
treat cancer, and a medical oncologist who spe-
cializes in diagnosing and treating cancer with
chemotherapy and other drugs. Your oncologists
may also consult with other medical specialists
to treat non-cancer related problems.

If you are getting treatment at a teaching
hospital, your oncology team may also include
medical learners that may be called medical stu-
dents, residents, or fellows.

Palliative Care Physicians

The palliative care service is focused on symp-
tom management and advance care planning.
Palliative care is a medical speciality, but pallia-
tion can be provided by family doctors or other

health care providers. The palliative care team
may follow patients while they're also receiving
cancer-focused treatment.

Nurses

This group of professionals includes Registered
Nurses (RN), Registered Practical Nurses (RPN),
Advance Practice Nurses (APN), Nurse Providers
(NP) or Clinical Nurse Specialists (CNS). They
each have different qualifications, training, and
responsibilities.

Nurses will be at your side throughout your
experience with cancer. They can provide you
with daily care in the hospital, in the commu-
nity or at home, answer questions about your
care and provide emotional support. Depending
on their level of training they may also be able
to diagnose and prescribe medications. Some
nurses receive special training in particular
areas. For example, you may meet Clinical Nurse
Specialists who focus their practice on working
with patients in palliative care.

Social Workers

Social workers can help you and your family
with emotional and practical needs. This
includes emotional support, strengthening
coping strategies, communicating with your
family, the person you're caring for or health
team, planning finances, and more. They can
also give you information about services and
supports in your community.

Psychiatrists

Psychiatrists are medical doctors who specialize
in the treatment and prevention of mental, emo-
tional, and behavioural problems. They can pro-
vide counselling, consultations, and drug therapy
for both patients and their family members.
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Psychologists

Psychologists are mental health professionals
with a graduate degree in clinical psychology.
They specialize in assessing and providing treat-
ment for mental health conditions, emotional
distress, and behavioural disorders. They can also
help you with treatment planning and give you
strategies to overcome cancer-related challenges.

Music and Art Therapists

Music and Art Therapists can help you express
your feelings and cope with your diagnosis in
creative ways.

Spiritual Care Providers

Spiritual care providers help people explore their
sources of meaning in life and hope. They can
help you cope with difficult times, to find mean-
ing and value in life, and connect with others.

Dietitians
A dietitian is a health professional trained in

nutrition and diet. They can teach you about
choosing the right foods, including giving advice

Domain @

on recommended dietary changes due to cancer
or cancer treatment.

Pharmacists

Pharmacists prepare medication, such as can-
cer drugs or pain medication. They can explain
how to take the drugs, how they work, and their
potential side effects. Sometimes they can also
administer certain vaccines.

Occupational Therapists

Occupational therapists can help you maintain
your daily activities, such as adjusting your work
activities based on your abilities. They can also
help you make changes to your home based on
your changing needs.

Physiotherapists

Physiotherapists or physical therapists are
trained to treat people with conditions or injuries
that affect their ability to do physical activities.
They can help you with strength, balance and
coordination. They can teach you exercises to
help you maintain or restore fitness.
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Reflection

Your Relationship with the Healthcare
Team

Why do some people feel supported and understood by their healthcare
team while others may feel they cannot count on their team or speak freely?

Where is the person you are caring for receiving care for their cancer and who are the
most important members of their cancer care team?

Are you involved in communication with their healthcare team? If so, how or how not?
How might you like to be involved?
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Reflection

Communication with Healthcare
Providers

In any relationship, effective communication is important and the ability to feel comfortable talking
openly with the team is important when discussing the cancer diagnosis and cancer treatment. The
members of the healthcare team have a major role in managing the patients' health.

Take a moment to reflect on your communication with the healthcare team.

Are you and the person you are caring for You may find some individuals easier to
able to have conversations with the team approach than others, and if so, can you
that help you understand their disease, say why?

symptoms and make treatment deci-
sions? If not, can you think of what the
barriers or obstacles may be?

Think of a time when difficult or positive news was communicated to you both? How did
you feel at the end of the interaction? Can you identify what helped or did not help that
interaction?
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Josephine's Story

Josephine is a 72-year-old woman who has recently been diagnosed with stage four breast cancer with
bone metastases. She recently discovered that her chemotherapy is no longer working.

-

Josephine, I'm so sorry to hear
that your chemo isn't working
anymore.

But I'd like to
chat about a new
treatment plan!

N

-

As her medical oncologist talks about the
treatment plan, Josephine is lost in thought.

| didn't catch that
word. I'll ask her
after she finishes.
| don't want to
interrupt.

She seems
hopeful this

will work. And
| trust her.

| don't understand
how this is different
from my chemo.

| need her to
go into more
detail...

J \ J
( )
Before | take off,
do you have any Why couldn't
questions for me? | ask her?
Yes! Maybe I'll
ask a few.

No, I'm good. Well, let me know

Thank you doctor. your decision soon!
J
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Domain 1

Reflection

Please take a moment to reflect on any communication problems with
the healthcare team.

What kind of communication problems What kind of communication problems
has the person you are caring for have you experienced?
experienced?

What did either of you do about them?

Is there anything you or the person you Did experiencing these problems affect
are caring for might do differently if how you were feeling about your care?
these problems are experienced again?

COMMUNICATION WITH HEALTHCARE PROVIDERS 59



Domain @

Communication
Challenges

Most people have experienced long wait times to
see their doctor, only to find that their appoint-
ment is quite short. Doctors on the care team
may not always be able to spend as much time
with you as either of you would like. It may be
helpful if you clearly communicate your most
important concerns first. Nurses and other
health care providers can also be important
sources of information.

Most people do not have a background in medi-
cine. Learning about cancer can be like learning
a new language. Healthcare providers use words
that many people may not be familiar with.

Many patients don't feel confident in their ability
to understand information. Some people ques-
tion their own personal knowledge and the value
that they can bring to the conversations with
their healthcare team.

You, the person you are caring for and the
healthcare providers may have certain styles or
approaches to communication that may be more
or less effective.

Some people want as much information as
possible, but others prefer to only receive infor-
mation that is necessary to make decisions about
their care in that moment. Healthcare providers
can sometimes make assumptions about what
and how much information people want.

Some people find it intimidating to speak to
healthcare providers. They may find it hard

to speak up when they have questions or do
not agree with their care provider. This can be
because there is a power imbalance between
provider and patient. It might surprise you to
learn that research has shown that even doctors
can have trouble speaking up when they are the
patient themselves.

Having a good relationship with their healthcare
team is important to many people. But some
patients might worry about upsetting their pro-
vider if they play a more active role in their care.
Some people even worry that they will be seen
as difficult or risk receiving lower quality care.
This may be even more true for certain groups,
such as older adults who grew up at a time when
it was not culturally acceptable to question your
physician.

The system where you are receiving care may
not be as patient centred as it could be. It's not
always clear who you should be speaking to or
how to get the support you need.

As healthcare becomes busier and more tech-

nological, many patients and families don't feel
their healthcare team addresses their emotional
needs or understands who they are as a person.

Some clinicians and patients may avoid or find it
difficult to talk about topics which are distressing
or uncomfortable (including sexuality, disease
progression, fear of death and dying and mental
health issues). Because of this, some important
issues may never be discussed.

Can you relate to any of these barriers?
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Communication Challenges for Caregivers

Communicating with healthcare providers as a caregiver can have additional difficulties. Here are
some communication challenges that other caregivers have reported:

A Having different information
needs than the patient.

Your role in communication with the healthcare
team may also change over the trajectory of the
cancer care. Earlier on, it may be a more sup-
portive role. However, as the cancer progresses
and if they become unable to make decisions on
their own, you may need to play a more active
role in decision-making.

This can be a difficult role to play. Your opin-
ions and attitudes may be helpful to the person
you are caring for. Patients often rely on their

v Not feeling entitled to ask the
healthcare team their own questions
during clinic visits.

< Mediating the relationship
between the patient and the
healthcare team.

caregivers to aid in decision making. There may
be times when you both do not agree on their
healthcare decisions, and it may become chal-
lenging to support the person you are caring for
while not taking over the decision-making pro-
cess. It is often helpful to provide your input and
discuss treatment decisions openly. Ultimately,
it may sometimes be necessary to set aside your
opinions to best support your friend/family
member/loved one with cancer.
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Tips for Communicating with Healthcare Providers

Research has found that patients and their caregivers who communicate with their healthcare team
tend to have positive outcomes, including more satisfaction with care, a greater sense of control,

being more informed and receiving more responsive care. It’s important that you are clear with your

healthcare team about the amount of information you want and what your expectations are for treat-
ment. Here are some tips which may help improve communication with the healthcare team.

Here are some tips which may help improve communication with the healthcare team.

Be open, honest, and direct.

If you feel safe to do so, share your feelings,
fears, and concerns with the healthcare team.
This includes information about your physi-

cal, emotional, and social well-being, practical
issues (e.g., work, money, etc.), values, goals and
hopes.

These topics can be difficult to bring up with
your healthcare team, but being honest with
your healthcare team might help them under-
stand and support you better.

Tell your healthcare team how much you
want to know.

You can let your healthcare team know, at any
time, whether you want more or less informa-
tion, and how you would like to receive informa-
tion. For example, some people want to know a
lot of detail about their cancer and treatments
because it helps them feel more in control.
Other people only like to know what is necessary
because too much information can be over-
whelming and upsetting. Telling your doctors
how much information you want can help make
your visits more satisfying to you.

Ask for clarification.

Let your team know if you want more details or
don't understand something that was explained
to you. There is nothing wrong with telling your
team that you do not understand something.
Remember, it is part of their training to learn
how to explain medical information to patients.

So, by saying you don't understand, you are
helping healthcare professionals become better
providers.

Don't hesitate to ask your healthcare provider to
spell, repeat, or explain specific terminology.

Prepare a list of questions in

advance.

It can be helpful to write down questions before
you meet with your healthcare providers. Ask
how much time you will have during your
appointment and ask your most important ques-
tions first.

Try not to worry about asking questions that
you think are silly or embarrassing. Don't be
afraid to ask them to simplify things for you or
to ask questions multiple times. Your questions
deserve answers, and your healthcare providers
should do their best to answer them. It can be
difficult to know what questions to ask. On the
next page, we have examples of some common
questions that you can write down.

If you did not have enough time during your
appointment, you can ask for another meeting.
Do not feel pressured to make a decision about
your care at your clinic appointment if you need
more time to think about it.

Take notes or ask to record your conversa-
tions with your healthcare team.

It can be challenging to remember everything
during your conversations with your healthcare
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providers, especially if you are nervous or scared.
Taking notes may help you remember what is
said and help make sure you've understood. You
can review these notes after your appointment
and think of any questions you may want to ask
at your next appointment. If you are thinking
about recording your conversation, ask ahead

of time if it's okay because there can be hospital
rules about recordings.

Discuss appointments beforehand.

It can be very helpful for patients to have some-
one come to appointments with them. They can
help you take notes, ask questions, listen, and/or
give support. Caregivers may want more infor-
mation than the patient. Before the appointment,
caregivers and patients could discuss how much
the patient wants to know and could help com-
municate this to the healthcare team.

Keep a binder or a diary.

A binder or diary is a good way of storing all
important information, such as contact informa-
tion for your healthcare team, list of medication
and their potential side effects, information
about community and medical services, appoint-
ment calendars, diagnoses, scans, a list of ques-
tions, etc.

Ask the health care team how to

contact them between appointments.

It is not always obvious how to contact the
members of your healthcare team so it's a good
idea to ask. You can keep a contact sheet in your
binder or diary with all their information.

Some clinics have phone lines staffed by nurses
to answer patient questions between appoint-
ments so be sure to ask if this service is avail-
able. Also, make sure to ask who to contact in
the case of an emergency.

Coping with complex healthcare

systems.

There is usually one person responsible for coor-
dinating cancer care within the healthcare team.

Domain @

This may be their general practitioner, their
oncologist or palliative care physician, or a care
coordinator. It is useful to know who is coordi-
nating their care, so you have a main point of
contact. You can ask anyone in your healthcare
team, and they will be able to tell you who this
person is.

If available, you could seek out a nurse naviga-
tor, patient advocate, or social worker if you are
having trouble navigating the healthcare system.
They can work with both of you and point you in
the right direction.

Some final thoughts

It’s helpful to remember that a healthcare team
might not be able to meet all of your needs, all
of the time. You may work hard to improve your
relationship, but the actions and behaviours of
the health care team is not your responsibility. In
some cases, if the relationship is not satisfactory,
you may be able to ask to switch providers, if this
option is available.
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Patients and Caregivers as Care Partners

In many healthcare systems, patients are encouraged to be involved as much as possible in making
decisions about their care. This was not always the case, and in some places, it is not usual practice.

This approach has become more widely accepted over time. You might hear it referred to as "shared
decision making."

The goals of shared decision making are to:

1. Fully inform patients about 2. Consider patients' values and
different treatment options and their risks ~ preferences when making choices about
and benefits. various treatments.

In shared decision making, patients are encouraged to consider their own personal values and their
quality of life. This is an important step towards making treatment goals with your healthcare team.

As a caregiver to someone with cancer, you may be involved in the decision making about their can-
cer care. Caregivers often play an important role in understanding the patient’s wishes and values and
advocating for them within the healthcare system.

Shared decision-making may seem like a simple idea, but it can be a complex process in
practice. Here are some common difficulties:

e Patients and caregivers are required to learn e These decisions come with a lot of uncertainty

a lot of new information in a short period of : : : :
e There is often a time pressure in making a

time ..
decision

e Sometimes there is not a clear choice between

Even with the potential challenges, research

has shown that increasing patient participa-

e There can be disagreement between the tion in decision making can improve health
treatment goals of the healthcare provider, the ~ outcomes.

the options being presented

patient, and/or their loved ones

64 CALM for Caregivers + A Workbook for Caregivers of Patients With Advanced Cancer



Domain 1

Reflection

Shared Decision-Making

Take a moment to think about your experience with ‘shared decision-making' and caregivers
as partners in health care. Here are a few prompts and some space below to make notes if

that’s helpful to you.

Does your medical team involve you and What is your role as the caregiver in the
the patient in decision-making? If so, decision-making process?
what has this experience been like?

What has the person you are caring for What have your communicated to the
communicated to you about their goals person you are caring for about your
and wishes? goals and wishes for their care?

How do you see your role in facilitating communication with the healthcare team?
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Omar's Story

Omar has metastatic lung cancer and has been managing his cancer with chemotherapy for the past
two years. His oncologist recently told him that they have exhausted all standard treatments for his
disease. His doctor told him about a clinical trial, which has potential benefits (i.e., extended survival)

as well as side effects (i.e., worsening fatigue, nausea). The alternative option would be a watch-and-
wait approach.

( N ( )

Good morning

Good morning. honey.

Wait. Mom, are
you looking at the
clinical trials?

| know we just saw your oncologist
a few days ago, but your motherand |
have been looking at the clinical trials.

And we think you
should go for it.

Omar, you aren't
seriously thinking of
it right? The doctor
said there might be
side effects.

. J J

( )
Everyone has a different opinion.

well. I'm not | don't want to be away from
sure yet my family undergoing
treatment after treatment.
Even my talk with the medical team But I want to live longer.

left me with more uncertainties.

\ J
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Reflection

Factors in Shared Decision-Making

In a situation like Omar’s, how would you order these factors impacting decision-making from
least to most important (O=least importnant to 8&=most important)? How do you think the
person you are caring for would order these factors when making medical care decisions?

There is no right answer, just different opinions.

You Factors Them

Quality of life

The opinion of the medical team

The opportunity to spend with family and friends

The opinion of family

The potential to contribute to medical science

My own opinion

The possibility of benefit from a clinical trial
(i.e., extended survival)

The possibility of risks associated with a clinical
trial (i.e., worsening fatigue, nausea)
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Reflection

Shared Decision-Making

How do you make decisions?

What kind of information have you found helpful to make treatment decisions to date?

Do you both discuss these factors when Are there other important factors that
making treatment decisions? you consider which are not listed above?

Have you considered other sources that influence treatment decisions (e.g., friends, family,
medical team, your own research)? How much weight do you give to their opinions?
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Here are some common questions to consider in treatment
decision-making. Reflect while answering these questions.

Domain 1

Reflection

What do you hope from treatment?

What is the purpose of the treatment?

What are the possible risks of the treat-
ment and how likely are they to occur?

Are the possible benefits from treatment
greater than the possible risks?

PATIENTS AND CAREGIVERS AS CARE PARTNERS 69



Domain 1

Reflection Beliefs, Values and Decision-Making

A belief is an idea that a person (or group of people) accepts as being true. Values are ways of think-
ing about the world and our choices in terms of what is right and wrong, or positive and negative.
Our society, culture, and our different social groups, can all influence our beliefs and values.

Our beliefs and values play an important role in decision-making. However, some people find it
difficult to know what their preferences are. In Omar's case, he was having trouble making decisions
because his family members were weighing possible outcomes differently based on different values.
He wasn't sure which position he wanted to take or which course to pursue.

The following questions can help you reflect and think more about your own beliefs and values
and the beliefs and values of the person you are caring for:

What do you consider “good quality of life”? What about the person you are caring for?
Are the answers similar or quite different? How so?

What are your goals for treatment and Are these goals reflected in the current
care (e.g., to cure the cancer, trying all treatment plan?

available options, maintaining quality of
life, maintaining hope, providing pain
or symptom relief, etc.)? Do both of you
have the same goals of care?
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The Caregiver Role
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Caregivers play an important role throughout
the cancer experience, including supporting the
patient with medical decision-making.

It is common for patients and their family,
friends and caregivers to have different beliefs
and values and thus different opinions about
what to do moving forward. It can be tricky to
deal with these differences and there are no uni-
versal rules for the right way to resolve conflict
about a patient’s medical care. Some caregivers
have strong opinions on what should be decide
moving forward, where others may not know
which direction to take. In general, it’s important

to recognize and understand your own needs
and desires as a caregiver and separate those
from the desires of the person you are providing
care to.

While the patient is doing well and can make
their own decisions, you may play a more collab-
orative role in decision making. However, as the
disease advances and if they are no longer able
to decide for themselves, you may become more
involved in their decision-making. Thus, it’s
important to discuss and understand their wants
and beliefs in advance so that you can make deci-
sions that would best reflect their wishes.

Your Style of Relating to Healthcare Providers

Recognizing our patterns can help us understand ourselves and others better. It can also help us

make adjustments to work together more effectively.

Here are some common patterns for relating to other people. Please keep in mind that these are sim-

plified examples to help you think about your own tendencies in relationships. You may have dif-
ferent relationship patterns with different people, and your patterns may change over time and

depending on the situation.

Some people tend to
create intimate (close)

relationships with others. relationships.

Some prefer more space
and distance in their

Other people desire closeness
but live with a great deal of
anxiety about the solidity of
their relationships.
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Akiko's Story
Akiko is 49 years old and has Refractory Acute Myeloid Leukemia(AML). She is divorced and shares
custody of her 12-year-old son with her ex-husband.

~
I live in a small town, with my mother and son. | went through chemotherapy when | was
diagnosed, and was fine for two years until my cancer came back.
My nearest hospital
is an hour away.
N J
4 N )
My doctor camein late.
Given you were treated
| Akl with chemotherapy in the
Hf' Ak'h 0, sqr:y past, I'd suggest a stem cell
or the waitl transplant.
| just got off We don't offer it at this
the phone with centre but | can send you
a collegue. to my collegue.
N O\ J
(" N )
Doctor, you know | take
. care of my family here.
Wait... but | can't leave them.
that's five
hours away!
It's a hard decision. | know.
Let me know when you sort
things out.
N J [

Notice how in the example above, Akiko felt dismissed by her oncologist, who may have been focused
on her treatment without considering what this could mean for her. Akiko may feel scared about the
possible side effects, how the treatment will affect her everyday life, how she'll be far from her loved
ones and how that might burden them.

While communication with the healthcare provider may be focused on the cancer and treatment, this
is also a human relationship. Patients and families may also have a need for emotional support and
an understanding of the patient as a whole person and their broader situation.
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Reflection

Considering what you have read so far...

How do you think you and the person Do you feel that you can count on them
you are caring for relate to the during difficult times?
healthcare team?

Do you worry about whether they will be What do you think would improve this
there for you? relationship?
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Reflection

Your Relationship with the Healthcare Team

Sometimes people will have transitions and different clinicians involved

in their care at different times.

How have these transitions worked for
you in the past? Have you felt that you've
fallen through the cracks, unsupported, or
neglected? Are you anticipating or worried
about transitions in the future?

Do you feel like the healthcare team knows
and understands both of you? Is there any-
thing you wish that your healthcare team
knew about you (e.g., background, specific
needs or challenges, your current circum-
stances or stressors)?

Have you had past experiences with
medical care that are shaping your
current experiences?

Beyond your oncology team, do you

have other healthcare providers (e.g.,
family healthcare team, naturopath,
complimentary/ alternative healthcare
providers) that are supporting you? Do
you feel there is communication and col-
laboration between these providers?

There is a lot of information about cancer and cancer care available through the internet,
social media, or other routes that is sometimes overwhelming or contradictory. How are
you sorting through this information and making sense of it for yourself?
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Summary of Domain 1: Communication
with Healthcare Providers

Communication Challenges for
Caregivers

Caregivers may...
e feel unsure about their right to ask questions

or engage during appointments.

e have different information needs than
the patient

e act as mediators between the patient and
healthcare team, adding emotional and

logistical complexity.

e The caregiver role changes — often from
supportive to primary decision-maker,

especially as an illness progresses.

e Balancing involvement and respect for the
patient’s autonomy can be challenging,

especially when opinions differ.
Tips for Improving
Communication
e Be open and seek understating: Share all

concerns with the health care team and don’t

hesitate to ask questions or for clarification

e Clarify and communicate preferences: Let
providers know how much information you

want and how you prefer to receive it.

e Be prepared: bring a list of key questions to
appointments and take notes, or request to

record conversations (with permission).
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Bring support: if you are unable to attend an
appointment have a trusted individual
accompany the person you are caring for

to the appointments.

Try to stay organized and connected: Keep
important info in one place, know who coor-
dinates care, and ask how to reach providers

between visits.

Shared Decision-Making

Goal: that patient and caregiver are care part-
ners, participating in decision-making that is
fully informed and takes into account values

and preferences.

Shared decision-making may seem like a
simple idea, but it can be a complex process in
practice.

Here are some common difficulties:

o Information overload and time pressure
can feel overwhelming for patients and
caregivers especially when it comes time to
make decisions.

o Uncertainty and lack of clear options can
complicate treatment choices.

o Conflicting goals between patients,
providers and caregivers may lead to

disagreements during care planning.
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Starters for Difficult Conversations

Important relationships take effort from both parties. Clear communication on your part may help

facilitate better understanding and care from your team.

If you would like some suggestions on how to initiate discussion about communication
difficulties, here are some prompts below. Some of these suggestions are from the American

Cancer Society.

I'm worried that we
aren't communicating

well, and here's why...

| have some concerns about
________ ,and I'm finding it
difficult to talk about.

| feel like the members of my
health care team are not all on
the same page. I'm wondering
if there is anything we could do
about that.

Cancer has affected my life in
a lot of ways and | don't have
anyone to talk to about it — can
you recommend someone?

I'm having trouble
understanding

Can you help me?

I was hoping to discuss ______
,and today. Do you
think there will be time to talk about
everything, and if not, can I make a
second appointment?

2. American Cancer Society. (2025). Cancer Research. Caregiver and Family. What a Cancer Caregiver Does. How to Communicate as a Caregivers
How to Communicate as a Caregiver | Caregivers and Family | American Cancer Society http://cancer.org/cancer/caregivers/what-a-caregiver-does

/communication.html

~
Pause and Consider
O Pause for a moment. How are you feeling?
Consider what you need right now. What might help to support you in the next few
minutes, hours, or the coming days?
=
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Changes in
Self

Identity and Self-Esteem

Reflect on how cancer might affect how your
family member with cancer views themselves,

pg78

Identity and Physical Changes

The impact of physical changes on your family
member with cancer and on their relationships,

pg.80

Social Roles and Cancer

Understand the different roles you and your
family member might have (e.g., parent,
worker, sibling, friend) and how cancer might
affect these roles, pg.87

Summary

One-page summary for this section, pg.91
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Identity and Self-Esteem

Over time, we develop a sense of ourselves and learn what defines us as individuals. This is our iden-
tity. It includes an understanding of our physical self (e.g., our body shape, our eye or hair colour),
our individual characteristics and abilities (e.g., "I am easy going," "I am an artist," "I am good at
sports"), and our roles, history, and life experiences (e.g., “I am a parent”, “I have traveled”, etc.).

Self-esteem describes the value we place on ourselves. Similar to our identity, self-esteem starts to
develop during childhood and changes throughout our lifetime. Our actions, thoughts, beliefs, rela-
tionships, and emotions all influence our self-esteem. Our environment also affects our self-esteem,
including our social environment and interactions with other people. For example, feeling capable
at your job may make you feel good about yourself. On the other hand, not being able to function as
well at work or at home may negatively impact how you see yourself.

What are 5 words that you would use to describe yourself (e.g., personality traits, skills and abili-
ties, roles, background)? (For example, Gregory, Omar’s husband and caregiver, would describe
himself as “Buddhist, husband, father, introverted, introspective”).

My skills
My personality My abilities
traits I
\ /
| am...
My My roles

background
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This section focuses on how you see yourself. It's okay to include Reflection
positive, neutral, and/or negative descriptors.

How do you generally feel about yourself? What are some qualities that you are
most proud of? What are some personal
qualities that create challenges for you?

What are some achievements or How do you think your friends and/or
experiences that you feel good about? family would describe you?

Has your family member’s cancer experience changed how you see yourself in any way?
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Identity and Physical Changes

The way we feel about our bodies may be part of identity, and this may also impact our self-esteem.
Some of us have positive feelings about our bodies and this may help us feel better about ourselves.
At the other times, we may be critical of our bodies, and this can negatively impact how we feel
about ourselves.

People living with cancer may experience many changes to their bodies, such as how their body looks,
feels, and functions. These changes are often caused directly by the cancer or its treatment. These
changes may be visible or hidden from other people; some may be temporary, while others are per-
manent. Even if these changes are temporary, they can affect identity and self-esteem. They can have
different meanings or cause different reactions in different people.

You may notice changes in your loved one’s physical appearance or function, and changes in their
self-perception and self-esteem as a result.

Changes in body shape or

Changes in size (e.g., mastectomy and Hair loss
weight other body part removal,
Scars (e.g., lymphedema, swelling, fatty
from surgery) tissue re-distribution)
Skin changes
Loss of function Cancer-related
and/or mobility wounds

Devices to assist body function
(e.g., ostomy bags, pumps, feed-
ing tubes, walkers, wheelchairs)

Muscle loss and associated
lack of strength or fatigue

Changes in sexual
functioning
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Simon's Story

Domain @

Simon is a 37-year-old man with advanced colorectal cancer. Part of his treatment plan involved
surgery to remove some of the cancer from his colon and now Simon has a stoma (an artificial
opening into an organ that can be seen from the surface of the skin) and an ostomy bag.

-

N )
After dinner... I've been with Aisha for over 6 months, but with
this ostomy bag, | just don't feel like myself.
Let's head OO
back.
OO
Can they
smell it?
N VAN J
N
I wish | could be intimate with her, but this bag
feels like such a turn off. Love you,
goodnight.
Oo
We're in this bed
together, and yet he
feels so far away.
N J J

IDENTITY AND PHYSICAL CHANGES 81



Domain @

Josephine's Story

Josephine is a 72-year-old woman with stage IV metastatic breast cancer. When she was first
diagnosed, she received chemotherapy and had a double mastectomy.

e N
| knew it had to be done.

N
But it feels like a piece of my femininity has been It's embarrassing bringing it up to my
taken away from me. healthcare team.

How are
you doing?

G

What if they judge me for being so vain?
Who do | ask for support?
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John's Story

John is a 65-year-old man recently diagnosed with pharyngeal (throat) cancer. John had a
laryngectomy to remove his voice box and is undergoing chemotherapy and radiation. John had a
tracheostomy and now has a permanent stoma (an artificial opening into an organ that can be seen
from the surface of the skin).

4 N ; . )
Ever since the surgery, my voice has changed.
What would you
like to order?
She probably
thinks I'm
sick.
N JAN 'C J
4 N )
The kids are here! Will you
It's harder to swallow. be joining us for dinner?
Don't worry about me,
I'll eat later.
N AN J
4 )
| wish | could eat with my family.
But my sense of taste I'm embarrassed to eat
and smell has changed. in front of them.
N\ J

Changes to physical appearance can affect sense of identity or self-esteem. People with cancer may
feel self-conscious about changes in their appearance or abilities. They may be concerned about how
they look to other people, including their partner, children, friends, or strangers.

Some people feel that they have lost a sense of their masculinity or femininity, particularly when
changes to their body affect organs that we commonly associate with sex (e.g., breasts or testes) or
sense of attractiveness to sexual partners. Younger patients may have to cope with body changes that
are not typical for their age group (e.g., early menopause, loss of fertility).

Some people are very concerned about anticipated body changes, and this may even affect their treat-
ment decision making (e.g., fear of hair loss associated with chemotherapy). For some, this may be
the first time in their life that they have experienced a major change to their body that may limit their
abilities. Others may have already gone through changes due to illness, injury, or aging. It is common
to experience fluctuating or temporary feelings of loss, grief, sadness, frustration, shame, and anger
in response to these types of changes. All these feelings are understandable, normal and valid.
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Reflection Identity and Physical Changes

Has your family member experienced any How have these physical changes affected
physical changes from their illness? How the way you see your family member? How
do you think these physical changes have have they affected you?

affected the way they feel about
themselves?

Has your family member talked to you about changes in their physical appearance,
self-image and/or self-worth? What have these conversations been like? What do they

bring up for you?
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NE . ) .
Simon’s Story continued
4 ) )
My oncologist referred me to a psychiatrist. I shared my feelings and worries to my therapist.
During my appointment, | I'm grateful to 'have had
realized how my ostomy bag surgery... But | just don't
had impacted my self-image. feel attractive anymore.
N 2N J
( N )
When Simon told Aisha, the walls between With time, Simon and Aisha got back to being
them disappeared. physically intimate.
Of course |
still find you
attractive.
| wasn't initiating because
| figured I'd give you some
space and time for yourself.
N\ NS J

If your family member is experiencing physical °

changes from their cancer and is finding these
distressing, they do not need to suffer alone.

These are some options to consider:
e Speak to their nurse or doctor about their con-
cerns. Their healthcare team can give them

information about the medical reason for

Depending on where they are treated, their
hospital or cancer centre may have programs
that can help them manage the physical
changes associated with cancer (e.g., using
wigs, make-up, tips for dressing, use of pros-
thetics, etc.)

e If they would like further support, they can

these changes, what to expect in the future,
and how to optimize symptom management

and functioning.

Reflect on how these changes are impacting
their life on their own, with you, or with a

someone else they trust.

ask their healthcare team about a referral to a
supportive care or mental health professional
(e.g., social worker, occupational therapist,
physiotherapist, psychologist, psychiatrist) or
join a support group for people experiencing
similar changes.

IDENTITY AND PHYSICAL CHANGES 85



Domain @

Supporting Someone
with Physical Changes
Due to Cancer

As a caregiver to a person with cancer, you may
notice their physical changes. Their emotional
response to physical changes may relate to the
impact on identity and self-concept, fears of
not being accepted or desirable, or what these

changes represent to them (e.g., mortality, poten-
tial further losses or disability in the future).

Feeling loved, validated, and connected to others
can help. Like many aspects of supporting some-
one with cancer, the kind and amount of support
someone needs depends on the individual and
the relationship. These changes may also bring
up emotions for you, as the caregiver. Watching
someone you care about undergo changes
related to their cancer and cancer treatment can

be challenging.

Here are some suggestions for supporting them through these changes:

Consider your own feelings.

Seeing someone you care about experience
changes related to cancer may be difficult.

It may be important for you to take time to
acknowledge and explore your own emotional
reactions first. This may allow you to then be
more engaged and responsive to their needs.

Support and validate their true

feelings (even the negative ones).

Many patients with cancer feel the need to be
positive for their loved ones and avoid negative
feelings. Allowing for expression of both positive
and negative feelings may reduce feelings of
isolation for both of you.

Ask how they are feeling and what they
need from you.

You may assume that your loved one is feeling
the same way as you; however, it can be helpful
to ask how they are feeling and specifically what
they need from you.

Check in over time.

Your concerns and needs may change over time.
It's important to continue to check-in to make
sure that you are both aware of each other’s feel-
ings and needs which may evolve and change.
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Josephine’s Story continued
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) N )
| confided to my nurse at a She told me about a program And | was surprised that others
clinic visit. of women cancer survivors. felt that way too.
Qm having a hard time..)
My body feels foreign, So | joined. | wasn't alone anymore,
it's changed so much. | felt understood.
- VRN U\ J

Social Roles and Cancer

A social role is a set of expectations, duties, norms, and behaviours. As an employee, we may be
expected to show up to work, perform our duties, listen to our boss or manager, and act profession-
ally towards our coworkers. As a parent, we may be expected to provide for our children's emotional,
practical, physical, and spiritual needs.

Take a moment to reflect on how you see and experience the role

Reflection of caregivers.

Which roles do you take on in your What roles have changed for your family
everyday life and how might they have member through cancer?

changed due to your family member’s

cancer?
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Grief Around Changing
Social Roles

When we are young, we often have expectations
about how our life will unfold. We might have
particular dreams, goals, and desires. Over time,
our goals and priorities may shift, and we may
find that life takes us down a different path than
the one we thought we would take. We might
not always end up accomplishing the goals we
started with, but we may find other ways to be
contented, feel successful, and find meaning in
life. We may take pride in watching our family
grow up, developing ourselves professionally,
becoming a valuable member of the community,
and/or deepening our friendships.

A cancer diagnosis may change one’s ability to
perform our social roles. In a very short period,
someone with cancer may lose their ability to
function as an employee, breadwinner, partner,
and/or caregiver. They may also become aware
of how precious time is. They may feel that they
are missing out on certain opportunities such
as retirement, career advancement, watching
children grow or having children, growing old
with a partner, finding a partner, spending time
with close family and friends, caring for parents
and other loved ones. After a cancer diagnosis,
and particularly advanced cancer, there may also
be new social roles such as being a patient and
receiver of care.

A sense of loss may be a common and normal
part of this process of role change. For many peo-
ple, adjusting to new realities can be challenging
and may take time.

The Role of Being a Cancer Patient

We often think of people trying to "fight" cancer. While there is nothing wrong with this idea, there
are many different ways of living with and thinking about cancer.

Some people feel very connected to their identity as a cancer patient. They may embrace the role and
feel comfortable speaking about their experience with their family, friends, and colleagues.

Others may feel limited by being seen as a cancer patient. They may wish that people would focus on
other aspects of their identity and not focus only on their diagnosis. They may feel cancer has taken
over and that they are not being seen as a whole person.
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of patient.

Reflection

Domain @

Take a moment to reflect on how you see and experience the role

How do you think your family member
experiences being a cancer patient?

Does your family member having cancer
change the way you see them, what you
expect from them, or how you interact?

We have discussed how cancer can affect one’s physical appearance and social roles and how these
changes can in turn affect how one sees and feels about oneself. What previously strengthened self-
worth (e.g., feeling attractive, having a unique ability or specific skill) may have been taken away,
leaving loss, grief, or demoralization. However, some people say that having advanced cancer offers an
opportunity to re-examine their beliefs about what makes them valuable.

Simon's Story continued

Simon is 37 years old and has advanced colorectal cancer.

( (
| liked my bank job. The work | | worked even after my initial It's been hard, | felt lost. But
did felt important, valuable. diagnosis but it became too through mentoring and spending
much on my body. time with my family, I'm realizing
Congrats man!
. what really matters to me.
Drinks to celebrate
your promotion?
I had no choice
but to stop.
Thanks Aisha.
N AN AN J
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Caregivers may have similar experience of strug-
gling to adjust when changes occur in life that
challenge what we had planned. Being a care-
giver may be a new role for you, or perhaps you
have been a caregiver for a child or an adult with
an illness or disability before. No matter what
your past experiences or the circumstances, you
will likely face competing demands and different
thoughts and feelings about the changes that are
occurring in your life.

Some people have an idea of what being a
caregiver might mean and the types of expecta-
tions or responsibilities that may come with this
role. Caregiving can take many different shapes
and forms. For example, parents may become

re-involved in the lives of their adult children
with cancer, adult children may take on responsi-
bility for elders with cancer, spouses or partners
may experience a shift in the nature of their part-
nership when one has cancer, friends may find
their relationship deepens and becomes more
intimate as they care for a friend with cancer.
Regardless of the specific change, it's common
for transitions to bring up feelings at times of
stress, confusion, grief, and sadness.

On the other hand, caregiving can also be a
source of satisfaction, meaning and purpose for
many individuals. It is okay and normal to have
multiple and changing perspectives on the
caregiving role.

Take a moment to reflect on how you see and experience the role of

/

. caregivers.
Reflection
( ) ( )
What expectations, duties, and behaviours How do you feel about this role, the
do you associate with your caregiving role? expectations and duties? Allow yourself
to think and write freely about this, try to
soften any judgments and don't
hold back.
. / . /
Pause and Consider
o0 Pause for a moment. How are you feeling?

Consider what you need right now. What might help to support you in the next few

minutes, hours, or the coming days?

(&
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Summary of Domain 2: Changes in Self

Understanding Identity and
Self-Esteem

e Identity is our evolving understanding of who
we are and is shaped by our physical traits,
personal qualities, abilities, roles, and life

experiences.

e Self-esteem is an evolving sense of self-worth
that is shaped by our experiences, relation-
ships, environment, and how we perceive our

abilities and roles in daily life.

e Physical changes, emotional and life experi-
ences (like illness) can affect both identity and

self-esteem over time.

Impact of Physical Changes from
Cancer

e Cancer and its treatments can lead to visible
and invisible physical changes (e.g., scars, hair
loss, weight changes, loss of function,

mobility aids).

e These changes may temporarily or perma-
nently affect how someone sees themselves
and how they feel about their body.

e Each person reacts differently to physical
changes, which may cause grief, self-con-

sciousness, or shifts in self-worth.

Navigating Physical, Social and

Emotional Changes

e Acknowledge your own emotions before offer-
ing support; caregiving can be challenging,
and you might not always have the capacity to

support someone else.

e Communicate openly—ask how they feel and

what they need, without making assumptions.

e Validate feelings, both positive and negative,

to reduce isolation and foster connection.

e Check in regularly—emotions and needs can

evolve over time.

e Social roles (e.g., employee, parent, partner)

may shift after a cancer diagnosis, sometimes
suddenly.

o Loss of ability to fulfill previous roles can
cause grief, frustration, or a sense of miss-
ing out on life milestones.

o New roles, such as being a patient or care-
giver, can emerge and be both challenging

and meaningful.

Caregivers

e Caregiving may be a new or evolving role and

often involves complex emotions and compet-

ing demands.

e It's normal to experience a mix of emotions—

grief, stress, fulfillment etc.

e Caregiving dynamics can vary widely (e.g.,

parent-child, partner-partner, friend-friend)

and may reshape relationships.

SUMMARY OF DOMAIN 2: CHANGES IN SELF
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Relationships

with Close
Others

The Impact of Cancer on Your
Relationships: An Overview

Explore possible changes to your
relationships, pg.94

Understanding our Relationship
Patterns

Explore relationship patterns and how these
patterns may affect the way people cope with
advanced disease, pg.96

Cancer, Communication, and
Relationships

Learn about common communication
challenges in the context of cancer and reflect
on your experiences, pg.105

Optional: Changes to Your
Relationship with Your Partner

Explore possible changes to your relationship
with your romantic/sexual partner, pg.110

Summary
One-page summary for this section, pg.115
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The Impact of Cancer on Your
Relationships: An Overview

Living with a cancer may lead to changes in relationships. It can be difficult to know how to manage
these changes for both the patient with cancer and their circle of friends and family. Reflecting on
and talking about these changes may help people manage them better.

Here are some examples of how relationships may change in the context of advanced cancer.
Each area includes an example from one of our patient partners.

Family

Omar was always close to his parents. He helped care for his father when he was sick

and used to help support his mother. Every Sunday, he took her to buy groceries, and

he helped her around the house every few weeks. Now that he is sick himself, he can't
do this anymore. His sister has taken on a greater role caring for Omar's mother. He is grateful but
also feels guilty because he knows how busy his sister is taking care for her children.

For Gregory, Omar’s husband, Omar’s cancer has caused significant changes in his life and in their
relationship. Omar was always the organizer and planner, and Gregory was always the spontaneous
one. However, since Omar has become sick, Gregory has had to make adjustments and become

the organizer — for both Omar and their teenage son. Additionally, Gregory and Omar’s mum have
always had a good relationship; however, Omar’s mum has become more involved in Omar’s care
over time. Although Gregory appreciates the help, it’s been challenging to negotiate how they share
the care. Gregory sometimes struggles to manage the feelings of different family members, fulfill his
role as a caregiver, as well as cope with his own feelings of grief and sadness.

Community Relationships

Josephine was an active member of the local gardening club. Being part of the club

allowed her to pursue her hobby, and form friendships with her neighbours. However,

after her cancer diagnosis she didn't have the energy to attend club meetings. This was
a real loss to Josephine, especially as these relationships had become very important to her after she
lost two of her childhood friends to cancer five years ago.

Isabella, Josephine’s daughter, has always been close with her mother, but for the first time in their
lives, Isabella is taking care of Josephine. In some ways, Isabella feels grateful to be able to provide
care to Josephine who was a dedicated mother to her growing up. However, as Josephine has started
to pull away from her other supportive friends and gardening community, it’s felt like she is depen-
dent on Isabella for more and more. Although Isabella is happy to support her mum, it’s also meant
Isabella has had to re-prioritize some things in her life.
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Work Relationships

Akiko lives with her mother and son in a small town outside of the major city where

she is being treated. Akiko worked as a human resources specialist for the federal gov-

ernment. Her coworkers felt like family and were a real source of support for her when

she was going through her divorce. After she got sick, she had to stop working and
moved out of the city, back to the small town an hour away to live with her mom. Akiko still regularly
sees Lydia, her closest friend, who she met at work, but it's harder to see her other "work family" on a
regular basis because everyone lives in different places.

Lydia and Akiko worked together for four years. They used to eat lunch together almost every day and
talk on the phone in the evening at least once a week. Since Akiko got sick, Lydia has been trying to
support her in her transition away from work. Their relationship has changed from “work wife” to
closer friendship.

Friendships

Beth is single and was living with a roommate until she recently made the decision

to move back in with her parents for more support. After Beth moved back home,

she found it harder to meet up with friends. Most of her friends live downtown, but

her parents live in the suburbs. What was even more difficult for her was how some
of her friends seemed to disappear. She realized that they were so uncomfortable with her illness
that they were avoiding her. Beth did reconnect with an old friend, Rachel, who recently moved back
home as well after a relationship ended. Beth and Rachel found that they could relate to each other
with respect to having to be more reliant on their families.

Cancer and Relationships

Reflection
In the face of cancer, what aspects of What other relationships in your life have
your relationship with your family changed because of this cancer?

member have changed?
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Understanding our Relationship Patterns

The relationships we had while growing up, and
the experiences we have throughout our lives,
influence how we now relate to other people

in the here and now. We have found that many
people benefit by becoming aware of their rela-
tionship patterns (sometimes called “attachment
styles”). In times of crisis, if these patterns are
inflexible, this may add to our distress. Often,
small adjustments to our expectations,

attitudes, and behaviours may help us to feel
better supported.

What are Attachment
Styles?

Humans are complicated and there is no one
theory that can explain all of human behaviour.
However, one very popular and well-researched
theory on relationship patterns is called attach-
ment theory.

Attachment theory was originally proposed by
John Bowlby and was used to understand rela-
tionships between young children and their
mothers. Since then, it’s been expanded and
modified to help us understand adult romantic
and non-romantic relationships. Attachment the-
ory proposes that humans are hardwired to seek
out caregivers and/or to provide care, particu-
larly when under threat or during times of crisis.
We see some general differences in the ways that
individuals interact with caregivers and as care-
givers during these times.

Read about some of these common “attachment
styles” below and as you read, please keep in
mind that these are simplified examples. In

reality, relationships are very complex, and you
may have different relationship patterns with
different people, and your patterns may change
depending on the time and place. We can also
see “anxious attachment” and “avoidant
attachment” as on a continuum, rather than

as discrete categories.

Secure attachment

If we tend to see others as reliable, we may
find it easier to ask for and receive help when
needed.

Avoidant Attachment

If we tend to see others as not reliable and
believe we must deal with difficulties on our
own, we may prefer more space and distance
in our relationships.

Anxious Attachment

If we feel like we need others to cope, but we
also tend to believe others may walk away or
abandon us in times of need, then we may
seek reassurance in our relationships.

Anxious-Avoidant Attachment

If we struggle with our own ability to manage
distressing situations and are unable to rely
on and trust others, then we may be both
help-seeking and help-rejecting.

See the next page for a model of the four
types of attachments styles3 »

3. Bartholomew, K., & Horowitz, L. M. (1991). Attachment styles among young adults: A test of a four-category model. Journal of Personality and Social

Psychology, 61(2), 226-244. https://doi.org/10.1037/0022-3514.61.2.226
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Attachment Styles and
Coping with Cancer

Our ways of relating are usually adaptive and
work well. However, in stressful times such as
dealing with cancer, these patterns may become
more prominent and less flexible. Our patterns
of relating to others may affect our ability to
access support and cope in difficult times.

Some people have strong worries that their
needs (practical and/or emotional) will not be
met by their caregivers. This can include their
healthcare team. They may doubt their own
ability to cope with the challenges brought on by
advanced cancer. They can become anxious that
people will abandon them when they need them
the most.

Domain @

Some other people, who have always relied on
themselves and prefer to solve their day-to-day
problems on their own, may experience a lot of
distress when they become more dependent on
others in challenging times.

People who feel confident in their ability to reach
out for and use support, who believe they can
depend on others, that others are reliable and
will be there for them when they need help, may
cope better with crisis.

We have found that many people benefit by
becoming aware of their relationship patterns,
and this is particularly true when dealing with a
major challenge like cancer.

Attachment Theory

Positive Model of Others

Low avoidance

Secure
Attachment

Positive Model of Self

Low anxiety <

Avoidant
Attachment

Anxious
Attachment
Negative Model of Self
.
Anxious-
Avoidant
Attachment

Negative Model of Others
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Domain @

John's Story

e N [ A
| was recently diagnosed with metastatic It's been overwhelming.
pharyngeal (throat) cancer.
But I keep busy with my guitar to prevent my
L )L anxiety from worsening. y
e A

Being alone with my guitar in a quiet space makes it bearable.

. J
e N [ A
He's been more closed off
lately, always playing music.
Og | wished he'd open
up more about
how he's feeling.
It's hard checking
in with John.
OO
. J . Y,
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What are Your Relationship Patterns?

The following questionnaire is called Experiences in Close Relationships (ECR-R)45 and is an
opportunity for you to reflect on your relationship patterns. We encourage you to choose the answer
that is the best reflection of how things are for you right now. Our relationships are always changing
so you may have felt differently at different times.

The following statements are about how you feel in close relationships with others. In the
following statements, the term "other people” refers to people with whom you feel close.

Using a scale from 1 (Strongly Disagree) to 7 (Strongly Agree), indicate how much you
agree or disagree with each statement below.

| get uncomfortable when other people want to be very close to me.

1 2 3 4 5 6 7

strongly disagree neutral strongly agree

| worry about being abandoned.

1 2 3 4 5 6 7

strongly disagree neutral strongly agree

| tell people with whom | feel close just about everything.

1 2 3 4 5 6 7

strongly disagree neutral strongly agree

| need a lot of reassurance that | am loved by people with whom | feel close.

1 2 3 4 5 6 7

strongly disagree neutral strongly agree

| don't feel comfortable opening up to other people.

1 2 3 4 5 6 7

strongly disagree neutral strongly agree

| worry a lot about my relationships.

1 2 3 4 5 6 7

strongly disagree neutral strongly agree

| usually discuss my problems and concerns with people with whom 1 feel close.

1 2 3 4 5 6 7

strongly disagree neutral strongly agree
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| find that other people don't want to get as close as | would like.

1 2 3 4 5 6

strongly disagree neutral

7

strongly agree

| try to avoid getting too close to other people.

1 2 3 4 5 6

strongly disagree neutral

7

strongly agree

| worry that other people won't care about me as much as | care about them.

1 2 3 4 5 6

strongly disagree neutral

7

strongly agree

| don't mind asking other people for comfort, advice, or help.

1 2 3 4 5 6

strongly disagree neutral

7

strongly agree

| get frustrated when other people are not around as much as | would like.

1 2 3 4 5 6

strongly disagree neutral

7

strongly agree

| prefer not to be too close to other people.

1 2 3 4 5 6

strongly disagree neutral

7

strongly agree

| worry a fair amount about losing people with whom | feel close.

1 2 3 4 5 6

strongly disagree neutral

7

strongly agree

It helps to turn to other people in times of need.

1 2 3 4 5 6

strongly disagree neutral

7

strongly agree

| resent it when people with whom | feel close spend time away from me.

1 2 3 4 5 6

strongly disagree neutral

7

strongly agree

4. Brennan, K. A,, Clark, C. L., & Shaver, P. R. (1998). Self-report measurement of adult attachment: An integrative overview. In J. A. Simpson & W. S.

Rholes (Eds.), Attachment theory and close relationships (pp. 46-76). Guilford Press.

5. Fraley, R. C., Waller, N. G., & Brennan, K. A. (2000). An item-response theory analysis of self-report measures of adult attachment. Journal of

Personality and Social Psychology, 78, 350-365.
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Has answering these questions helped you to see any patterns in your relationship
styles?

1 2 3 4 5 6 7

strongly disagree neutral strongly agree

Is there anything else you'd like to add or that you think is important in explaining
how you tend to interact with others?

1 2 3 4 5 6 7

strongly disagree neutral strongly agree

Understanding Your Results

It is enough to simply reflect on how you answered this questionnaire. However, you can add up your
answers from each question to calculate your total score. Total scores will range from 18 —126 (if you
answered all the questions) and have general interpretations.

18-50 51-85 86-126
A score in this range A score in this range A score in this range
suggests a secure suggest a mixed suggest an anxious,
attachment style attachment style avoidant or

anxious/avoidant
attachment style
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John's Story continued

4 N N )
Thanks for coming When | was ill, the support Mark's encouragement
into town Mark. of my family helped a lot. helped John open up to
Susanna allowing them to
Of course. It | think it's worth it to feel closer to each other.
ood"lco chat share your feelings
& ' and thoughts with
your wife.
I'm glad I can talk to
you about my cancer.
N J J J

Changing Relationships,
Changing Needs

When someone has advanced cancer, their needs
(e.g., physical, practical, and emotional) may
change and they may require more or different
support than they did in the past. Additionally,
this loss of independence can be uncomfortable
and upsetting for some people.

Similarly, cancer is a challenge that affects care-
givers. As a caregiver, you may need to support
your loved one in different or more ways than
before. At the same time, you may also have
more responsibilities in other areas (e.g., child-
care, housekeeping, financial), while also trying
to manage your own feelings. It can be tre-
mendously challenging to cope with your loved
one’s changing needs while also taking care of
your own.

We have found that these shifts in relationships

can be a source of difficulty for individuals with

cancer and their caregivers. It may be helpful to

reflect on whether our usual patterns and strate-
gies are still working for us.

Attunement is the process of understanding
another and being able to respond or react to
their unique needs. Learning to attune to your
loved one, being flexible, and make adjustments
accordingly, can help support transitions in
your relationship and help ease cancer-related
challenges. We find that when two people can
reflect on their patterns that are problematic,
they can often make small adjustments that can
make a positive difference. This process may
help us develop more fulfilling relationships.
There may be times of feeling abandoned, mis-
understood, neglected, but there may also be the
possibility of new closeness and positive growth
in your relationships.

6. Levine, A. & Heller, R. (2018). Attached: the new science of adult attachment and how it can help you find-and keep-love. Penguin Publishing Group. 2012
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3= 1 .
John's Story continued
( N A
Do you need ,
anything before VYhy can't she
| leave? Are you glve me space
feeling ok? o st
o
o
Yes, I'm fine
Sue. You can Was yesterday a one-off?
head out. He's back to avoiding me.
\. J J
( _ N\ ( A
Susanna joined a caregiver support group. Since joining the group, Susanna has considered John's
This gave her an outlet to talk about her needs, and has been decreasing her check-ins.
feelings with others who understand.
John seems more open to
chat about his cancer now.
N 2N J
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Akiko's Story continued

Akiko is a 49-year-old woman with acute myeloid leukemia. She is divorced and shares custody of her

12-year-old son with her ex-husband. Akiko lives with her mother in a small town outside of the major
city where she is being treated. One of Akiko’s biggest supports is her best friend, Lydia. Akiko tends
to panic when she can't get in touch with Lydia. She calls and calls until she can reach her. Lydia loves

Akiko like a sister and wants to support her, but at times she feels overwhelmed by this situation.

( ( )
Why isn't she
picking up?
Do you need
to get that?
J J
4 ) )
This is getting to be too much. She calls me so It's great to see you again Lydia. I'm so sorry
often, even when I'm at work. | feel so for constantly calling you last time.
overwhelmed and I'm not sure | can give
her the support she needs right now.
But good news! I've
Og been in touch with other
friends for support.
Thank you for
understanding. |
care so much about
you. And if you can't
reach me, you can
Lydia stepped back for a while before they both always email.
decided to meet up again.
N J J
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Cancer, Communication, and
Relationships

Living with advanced cancer may mean difficult conversations are necessary at some points. Some
individuals feel more comfortable speaking openly about their hopes and fears than others. Akiko,
John, and Omar are examples of individuals with different communication styles. Both Akiko and
Omar prefer to have open and frequent communication. Akiko feels more comfortable when she has
a lot of reassurance from her network. John, on the other hand, sometimes avoids speaking with the
people closest to him because he feels that he can handle everything on his own.

You may also have noticed that some people in your life prefer to be more direct, and others are more
indirect. There may be many factors that contribute to different communication styles, including
personality, family norms, culture, and context.

Can you think of a crisis that you and
your family member faced in the past
and reflect on how you communicated
about it?

Do you notice any of the above patterns
in your communication with your family
member?

What has your family member told others
in their life about their cancer?

What would you like to tell close other(s)
about the cancer?
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Are there issues or problems that you
think you and your family member
should discuss but have not?

What do you imagine the person you are
caring for is thinking or feeling about
their illness?

What are your fears about discussing
these issues, if any?

Are there any topics you are having par-
ticular trouble discussing and why (e.g.,
treatment decisions, discussion of death
and dying, talking about intimacy and
sexuality)?
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Common Fears

From our experience working with people living with cancer, one of the biggest barriers to open com-
munication about the cancer experience is fear.

Some common fears may include:

Fear of disconnection
or being abandoned
Fear of being a
burden on loved
ones

Fear of seeing others
overwhelmed by emotion
when talking about

difficult topics
Fear of being overwhelmed

by your own emotions when
bringing up difficult topics

Caregivers additionally may feel that they cannot speak openly about:

Fears of their
family member
becoming more ill
and dependent

Fears about how they
will cope should their
family member die

Fears of how they will
manage increasing
demands and
responsibilities

Avoiding talking about our fears can lessen our distress in the short-term. However,
we have found that having a safe place and support to explore these fears may help
decrease some distress and assist with planning and preparation for the future.

If you find you are unable to speak with your family member about these issues, try
talking to a friend or healthcare provider first.
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Suggested Openers for Difficult Conversations

Here are some suggestions for how you might start a conversation with the person you are
caring for about the cancer experience:

Since you've become sick, I've had
a hard time communicating some
of the concerns and fears that |
have. | wanted to talk about this
and hear how you're doing.

We've been spending so much
time putting out fires, | feel we
haven't had a chance to talk
about how we're both feeling
about this situation.

| have some things on my
mind about your cancer and
I'm wondering if we can find
a time to talk.

Is there any additional
support that would be
helpful for you?

How has this
experience been
for you?

Is there anything that we
haven't talked about that's
been on your mind?

What are your main
concerns right now?

I've been really worried about
_________ ; is there anything that
you're concerned about?
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Potential Benefits of Caregiving

Being a caregiver for someone with cancer is an experience that can change us. Although some
aspects of this experience can be difficult, many people find they have also learned new things about
themselves or the person they are supporting in the process. Some caregivers say that cancer has
brought them and their family member closer together and allowed them to work as more of a team.
Some people may even feel a greater sense of intimacy.

Has the experience of caregiving shown you anything new about yourselves or
your relationship?

Do you find that there have been any benefits of the caregiving role to yourself or
your relationships?
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Changes to Your Relationship with Your
Partner

If the person with cancer you are supporting is your partner, you probably
play the most important role in their cancer journey. While you may have
experienced hardships together in the past, many couples find this to be a
uniquely challenging experience.

Before your partner became ill, your relationship
may have worked well in a particular way. Many
couples experience changes in their relation-
ships after one partner is diagnosed. For exam-
ple, it may have worked well in the past for you
to be very independent from each other and now
your partner may now need more support practi-
cally and/or emotionally. Or perhaps your part-
ner had been used to taking on a caregiving role
in the partnership or family and now they may
no longer be able to do this in the same way and
may find it difficult to ask for help and support.

This new experience may be challenging for
both of you. While you take on a new role as

a caregiver, you may also be managing other
increased responsibilities and worrying about
the future. In fact, research shows that partners
experience levels of distress similar to that

of patients.
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Sexuality and Intimacy

The following section aims to offer you a place to reflect on sexuality and intimacy in the context
of cancer. As always, you can engage with the material if you feel it is relevant to you and this is

the right time. If you do not feel comfortable completing the exercises that is ok. Many people feel
uncomfortable speaking about sexuality and intimacy in a medical setting. While some people with
advanced cancer wish they had a place to talk about it, others may feel it is not a priority.

One's sexuality includes sexual activity [on your own or with a partner(s)] but can also include experi-
ences such as erotic feelings for other people. Intimacy can refer to sexual relationships but also can
refer more generally to a sense of closeness. In the following reflection section, we focus on sexual
intimacy, although intimacy may also refer to feelings between close friends.

( ) ( )
What is your experience of sexuality and Has your desire to be intimate or sexual
intimacy since your partner was on your own or with your partner changed
diagnosed with cancer? since your partner’s diagnosis (e.g., sexual

activity, cuddling, handholding, having
intimate conversations)?

Has the frequency, quality or your ability to How do you feel about these changes?
participate in these experiences changed?
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Common Changes in Sexuality and Intimacy

The following are some common changes that individuals with cancer experience related to their
sexuality. Some of these changes may be interrelated.

Body Image Physical changes can include:

If you have completed Domain 2 Changes in e Changes to one's genitals (e.g., vaginal
Self, you will have read about cancer and body
image. People with advanced cancer often expe-
rience physical changes that affect how they feel ~ ® Sexual response (e.g., erectile dysfunction)
about their body. When people feel negatively or
ashamed of their bodies, they may feel less com-

dryness)

e Vasomotor symptoms (i.e., related to the part

o . of the brain that controls blood pressure
fortable being intimate with another person. P )

including night sweats and hot flashes
Decreased Desire

People with advanced cancer may experience ® Loss of a body part especially a body part asso-

less desire to engage in certain sexual activities. ciated with sexuality (e.g., breasts)

This may have a physical component (e.g., may
be related to symptoms like tiredness, nausea)
as well as an emotional component (e.g., feeling
down or anxious may affect libido).

e Medical devices (e.g., an ostomy)

Physical Changes

Physical changes are common. These changes may
be related to the cancer itself or to its treatments
(e.g., chemotherapy, radiation, medication, sur-
gery). These changes may affect a person's ability
to participate in the same kind of sexual activities
as they did before they became ill.
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Changes to Your
Relationship

As described above, cancer may cause
changes in relationships, sense of felt security,
and intimacy.

What can be done to help manage these
changes? There are ways to manage these
changes if you are experiencing them and they
bother you. Despite living with cancer, it is still
possible to be sexual, having satisfying sexual
experiences, and to experience intimacy.

Depending on what your concern is, options
for help include:

e Counselling with or without a partner

e Reading psychoeducation material

e Other therapies, medications, or devices
Speaking to your healthcare provider about

your concerns. Some people find it uncom-

fortable to speak to their doctor, nurse or other

Reflection

Domain @

healthcare provider about their sex life. However,
they can provide advice or refer you to other cli-
nicians who have more expertise and knowledge

in this area.

Some tips for speaking to your healthcare
provider about sexual concerns:

e Write down your questions beforehand and

take notes while they are speaking.

e Ifyour partner is going with you to your
appointment, it may help to talk about it
together beforehand.

e Remind yourself that not every healthcare
provider has expertise in this area, however,
sexual health is an important component of
wellbeing and a legitimate health concern and

topic for clinic appointments.

e If your healthcare provider isn't able to help
address your concerns, consider asking them if

there is someone they can refer you to who can.

If you and your partner are experiencing a sexual difficulty, what are some questions you
might like to ask your healthcare provider?
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Your Partner and
Communication

It can be difficult for both you and your partner
to cope with the changes to sexuality and inti-
macy because of cancer. Additionally, you may be
coping with many other changing responsibili-
ties as a caregiver, including perhaps more par-
enting duties, increased responsibilities at home
or within your family. Research also shows that
many caregivers neglect their own sexual needs.

Have you and your partner been able to speak
about changes in your sex life or intimacy? If
yes, how did these conversations go? If no,
and you would like to, do you have any idea
what's getting in the way?

Even though having these discussions can be
challenging, not speaking about these topics can
lead to other difficulties in the relationship.

These might include:

e Feeling down

e Resentment

o Guilt

e Shame

e Loss of emotional intimacy

e Decrease in confidence

Often, the most important thing is just checking
in with your partner. Your partner may have dif-
ferent or similar feelings. Even if you may not be
on exactly the same page, having the opportunity
to acknowledge and talk about those feelings can
go a long way.

Tips for a successful
conversation

Choose the right time and place
Put away any distractions
Really listen to what they are saying

Remember everything you like about
your partner and all that you have
shared

Remember everything you like about
your partner and all that you have
shared

Let your partner know what you like
about them, and (if appropriate)
what's still going well for you

If your partner is having a hard time
speaking about this issue, start off
by sharing your experiences first.
They may feel more comfortable
sharing if you set the tone.

p
Pause and Consider
RS Pause for a moment. How are you feeling?
Consider what you need right now. What might help to support you in the next few
minutes, hours, or the coming days?
S
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Summary of Domain 2: Relationships with Close Others

Changing Caregiver Roles &
Responsibilities
e You may be taking on new roles (organizer,

caregiver etc.) which can be emotionally and

physically demanding.

e Relationship dynamics may change, requiring

adjustment and flexibility.

e Balancing caregiving with other responsibili-
ties (children, work, finances) often increases

stress.

Changing Relationship Dynamics

e Family, Friends and Social Connection
o People may want to help, but aren't sure
how, or there can be tension over
o caregiving roles.
o Caregiving can limit time and energy for
friendships and hobbies.
o You might feel disconnected (isolated) from
work/friends/social circles etc.
e Intimate/Partner Connection
o Changes in body image, emotional close-
ness and sexual intimacy may occur.
o Open communication, even when difficult is

important to maintaining connection.

Understanding Attachment &
Relationship Patterns

e Your personal relationship style (secure,
avoidant, anxious, or mixed) affects how you

give and receive support.

e Stress can magnify relationship patterns but
being aware and compassionate with yourself

can help you respond with flexibility.

e Reflecting together about relational needs
may reduce misunderstandings and increase

closeness with the people you care about.

Coping & Emotional Growth

e Guilt, grief, fear, isolation and sadness are
common for caregivers and often go unspo-
ken — having open conversations can ease the

emotional strain.

e Reflecting on your relationship patterns
and needs can help build emotional growth

and resilience.

e Managing the emotions of others (children,
in-laws, other family/friends) while coping

with your own emotions can be overwhelming.

e Many caregivers suppress their own needs to
support the needs of others (children, in-laws,
other family friends) — this can lead to

overwhelm and burnout.

e Seeking counseling, support groups, or
trusted healthcare professional may provide

needed relief of the emotional burdens.

Supportive Communication
Starters

“I have some things on my mind about your
cancer... Can we find a time to talk?”

“How has this experience been for you?”

“What support would be most helpful for you
right now?”
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Meaning, Purpose,
Values and Goals

Cancer and Meaning in Life

This section will explore questions cancer
might bring up about how to live a meaningful
and satisfying life, pg.119

Sources of Meaning

Here we will explore some common sources of
meaning in life. You will have an opportunity to
reflect on what gives you strength and a sense
of direction in your everyday life, pg.123

Spirituality and Faith

This section explores your spiritual or religious
beliefs and values, which for some people can
be a source of support when facing cancer,
pg128

Summary
One-page summary for this section, pg.129
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Tell Your Story

Everyone has a story to tell. This is a space to tell a story about you. The purpose of this exercise is to
reflect on experiences in the past that may have shaped you. It is possible that reflecting on these past
experiences might help provide useful direction around how to cope with the present moment and
plan for the future.

Your story can take any format, order or structure you like. It can include an array of memories and
experiences or can be focused on something pivotal in your past. You can write about your childhood,
youth, or adult life. These stories do not need to be in any particular order. We have included some
prompts below, but we hope you feel free to deviate from these if you wish.

Which people have played an import-
ant role in shaping the way you think
and the choices you have made in life

Which activities or projects have you
been the proudest of in your life? These
might have involved your role as parent

or family member or friend, a job you
had, learning you pursued, a hobby or
pastime that engaged you.

and what was the influence they had on
you? These may have been role models
or people you admire, family members,
teachers, community leaders, friends, or
religious or spiritual leaders.

Have you ever faced a challenge, illness,
or crisis, or have you had someone close
to you who has? What helped you get
through those difficult periods of

your life?

How have these experiences influenced
how you are facing your family member’s
cancer today and in what way?
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Cancer and Meaning in Life

Cancer may cause us to pause and consider the
road we have been on and the direction in which
we are heading. There may be common questions
that patients may ask themselves, such as: Why
did the person I care for get this disease? Does
our life still make sense? Have we lived our lives
"properly" so far? What am I supposed to do now?
What is the right way to approach cancer?

Many people find that cancer causes them to
reflect on how they have lived their lives and
what meaning their lives have now. Some people
feel distressed at the thought that their previous

goals in life may no longer be achieved, while
others may feel that cancer has helped them to
clarify what is really important. Some set new
priorities and value different things than before.

For caregivers of patients with cancer, similar
questions may arise. Cancer can change the
trajectory lives significantly. For example, shared
and personal goals may no longer be a priority
or be possible. For many caregivers, cancer has
caused them to step back and re-evaluate their
values and priorities.

John and Susanna’s Story

John is a 65-year-old man with cancer of the throat that was diagnosed a few years ago. At first, he was

treated with surgery and chemotherapy. He is now off treatment and monitored by his oncology team

every few months.

4 N I
Oh Sue! You should
have seen it! My
students played
wonderfully
at the recital!
with John semi-retired
from ‘hIS bJob 'as a d;:'ntlst, Lovely to
we're barely making hear John!
ends meet.
N L J
4 N
I love that you're playing
and teaching music but
've been worried... ...can we set aside some
time to talk about our
finances?
Of course
honey.

\§ J
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Beth, Janice & Tom's Story

Beth is 25 years old and has metastatic sarcoma. She was diagnosed in childhood and her cancer
recurred in the last year. She recently graduated from university and was about to start an accelerated
nursing degree. Beth is single and was living with a roommate but recently made the difficult deci-
sion to move back to her parents’ home for additional support.

e N
Wow, it's like | never left.
Everything is still here.
(@]
Ok hon. Get some rest,
we'll be downstairs
if you need us.
\_ J
e N N

Sigh...
I'll make the
cancellations.

Yes, we'd like to
cancel out hotel
booking...

Pull yourself

together. You did
this once, you can

do it again.
\. VRN
e A
Just my luck. It decides to come back
right after | get my nursing degree. O
o
\. J
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Reflecting on these stories and your life... HEeer

How have important areas in your family’s life been affected by cancer?

Since the person you care for was diagnosed with cancer, what changes have they made
to their day-to-day life and how they spend their time? Do they spend more or less time
with their family and friends? Did they continue to go to work or school? What
significance does this hold for them? Have their hobbies or other past times become
more or less important since their illness? How so?

How about you? How have important areas in your life changed?
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Did cancer raise questions about your How about you? Did their cancer raise
family member’s priorities? questions about your own priorities?

In response to these questions, have you found any useful answers, conclusions, or new
directions? This might be an evolving process but take this opportunity to write down

whatever comes to mind.

There is no right way to feel in the face of cancer. Each person copes in their own way and this may
change over time. Many people find it helpful to pause to think and reflect about what is important to
them in life, especially during a challenging time, even if there are no quick or easy answers.
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Sources of Meaning and Purpose

Activities, experiences, projects, and relationships that are most meaningful may be different for each
person. For example, working on a piece of art may bring meaning and joy to one person. And for
another it can be volunteer work or time spent together with family. Others may find a lot of meaning
from their job or from simple pleasures such as a beautiful view or a good meal.

Josephine and Isabella's Story

Josephine is 72 years old woman and lives with stage four breast cancer. Since she learned her che-
motherapy is no longer effective, she often thinks about her garden. Josephine has spent most of

her life in the garden. Every year she planted new flowers, cared for the perennials, and harvested
tomatoes and vegetables. She does not always have the strength now to care for her garden due to her
disease, but she still enjoys putting her hands in the earth and breathing the fresh air.

( N [ )
They kept asking to
plant with you!
You'll need to make a
hole, place the seed...
\ L J
4 N R
| can't believe | told her
to stop gardening. By the way Mom,
I've signed you up
OO for some classes at
the local gardening
club.
O
She gets so tired
afterit but | can see
how much life it ( Thank you Isabella.
brings to her.
\ L J
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Here are some sources of meaning and purpose...

- 2
_ Repairing a car Woodworking
. Gardening
Creativity 5
Writing
contributes to feelings of . _ .
satisfaction and wellbeing. Playing music Cooking
Painting
...& much more!
N J
4 D
i a stimulating seeing
Satisfaction and ~ "82  conversation  something
” b 7 beautiful
WeE €l g encounters being 2
may also stem from... with a 5pecia| phy5|ca||y B ert
R =0n active
8 J
- 2
A feeling of belonging o
and connection Spiritual, religious
to something greater than ourselves , or cultural beliefs
. Community
can be an important source of
meaning for some people. A sense
of connection to...
S J
4 D
Accomplishments Reut of
knowledge
Values and outlook :
on life play an important role in how Dedication Hardwork
we experience life. to others
@ Respect
8 J
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Simon and Aisha's Story
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Often, when faced with cancer both patients and caregivers may reflect on sources of meaning and
purpose in life. It can also be a useful exercise to reflect and reassess what brings us meaning, pur-

pose, joy, fulfillment, values and goals.

4 N\

Hey sleepy head...

Good
morning!

o
o
O

I was drawn to Simon's drive
and motivation in his career...

I'll make us
some eggs

and toast.

O
0
O

Since my diagnosis, | realized what mattered
most was my family... it was Aisha.

. J \
N [
Come on
Aisha.
One coffee
refill coming
up!
Ok, I guess an
hour wouldn't
hurt.
Simon, I've
got work in ... but even when things change, I'd rather spend
30 mins! what ever time | have loving all of him.
. J \ J
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Many people find that reflecting on areas of life that bring meaning and purpose can provide strength
in challenging times.

Consider some of these examples when thinking about past or current goals as well as what
brings meaning, purpose and joy to your life.
e Relationships/Connection to others (friend- e Pleasurable activities

ships, partners, family, etc.) e Appreciation of beauty

e Career e Physical well-being/ exercise/ sport

e Creativi . .
Rl e Connection to a higher power

e Education and personal development

Spirituality and/or faith

e Connection to nature

Which activities, experiences, projects, In your past, were there sources of
relationships, roles or ideas bring meaning and purpose that you might
meaning purpose and joy to your life want to return?

now?
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Have there been shifts in priorities as a result of facing cancer? What are the shifts have
you noticed?

What areas do you now draw strength from and give meaning to your life?

What about for the person with cancer that you care for?
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Philosophy, spirituality and religion can provide an understanding of the way the world works and
what is important, as well as a sense of connection to a higher power, ‘source’ or something beyond
oneself. We invite you to reflect on your own values and beliefs which you may describe as spiritual or
religious. Cancer often brings up important questions, such as: Why did this happen? What has my
life meant? What else can I hope for? Some people find answers to these questions in their philoso-
phy, their beliefs, or their faith.

Consider what experiences you have had with spirituality and belief.

Do you see yourself as a spiritual Do you belong to a religious or faith
person? If yes, how so? If no, why not? community? What about this
community/faith brings you support/
comfort/meaning/joy?

Have you questioned beliefs/faith/ Consider how the person you care for
existential ideas due to someone might answer these questions?
else’s illness?

/
Pause and Consider
Re Pause for a moment. How are you feeling?
Consider what you need right now. What might help to support you in the next few
minutes, hours, or the coming days?

(&

128 CALM for Caregivers » A Workbook for Caregivers of Patients With Advanced Cancer



Summary of Domain 3: Meaning,
Purpose, Values and Goals

Cancer, Life’s Meaning and Telling
Your Story

Cancer often prompts deep questions:

e Why did this happen?

e What matters now?

e Have I lived aligned with our values?

e What is the way forward?

You may find yourself rethinking personal
and shared life goals that are now uncertain
or out of reach.

It’s normal for your sense of purpose or
direction to shift; values may evolve as your
caregiving role deepens.
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Reflection Can Be a Tool for
Coping
e Looking back can help you understand how

past experiences shaped who you are now and

what matters most to you.

e Taking time to reflect doesn’t mean having
all the answers—it’s about reconnecting with

what gives your life meaning today.

Sources of Meaning & Joy

Everyone finds meaning in different ways:
e Relationships (e.g., time with family, caregiv-

ing itself)
e Creative work, hobbies, or nature
e Professional roles or volunteer efforts

e Everyday joys (e.g., a shared meal, music, a

quiet walk)
Identifying what brings you meaning—even

small things—can sustain you through
hard days.

Spirituality, Faith & Beliefs

Faith, spirituality, or beliefs can offer
comfort and perspective:

e Connection to something larger than yourself

e A framework for making sense of suffering or

change

e A place to find hope, peace, or acceptance

Reflecting on what you believe may help you feel
more grounded and less alone.






Re-evaluating Meaning, Purpose, Values
and Goals

Re-evaluation of Life Goals

Share your reflections on how you and your
family member’s life goals have changed over
the course of this illness, pg.132

How Values can Shape Life Plans

Reflect on which values underlie your life
goals and determine your everyday actions,

pg136

Communicating Values & Goals

Think about how you and your family
member might live as active and fulfilling a
life as possible in accordance with personal
values and goals, pg.138

Summary

One-page summary for this section, pg.141
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Re-Evaluation of Life Goals

Many people find that there are drivers that guide them through life. For some, this might be achiev-
ing success at work, maintaining friendships, or completing projects, such as building a house or
creating works of art. Others may dream of traveling the world or starting a family. These dreams and
wishes may become short-term or the long-term goals.

However, cancer can affect one’s ability to work towards these goals. What may have seemed import-
ant before the diagnosis may move into the background or become beyond more difficult to achieve
over the course of the disease. On the other hand, other aspects of life may come to the forefront, and
new goals and opportunities may emerge.

Within the Meaning, Purpose, Values and Goals section, there was an opportunity to reflect on how
your family member’s life goals may have changed over the course of cancer. Depending on your level
of involvement in caregiving, you may have had to make changes to your own goals and plans as well.

This is the way to
the mountains but

We can take this

it's flooded... path instead.

| really wanted to
see the mountain
view.

. J
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Akiko's Story

Akiko is a 49-year-old woman with acute myeloid leukemia that is not responding to treatment. Akiko
lives with her mother in a small town and has a 12-year-old son, Nathan (from a former marriage).
Akiko has always had a lot of stuff on the go. She likes to be busy with travel, exercise, and spending
time with family and friends. However, since Akiko got sick, she has had to cut back on her busy
schedule.

4 N

We're on our way back
Mom! Are you ready for
our walk?

I've gone from busy packed schedules to quiet days.

N [
| can't do as much as | used to...
Thank you
for bringing
Comic con was him Lydia.
so fun!!
Of course! We
both had a
great time!
What are you
both waiting for?
...but spending time with my family, in the LS eI el ..has been fufilling!
the marathon!
S ways that | can... AN )
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Reflection What have you and the person you care for already achieved and
what were some of goals, wishes and dreams for the future?

Here are some examples to think about:

Re|ationships. e.g., connection or reconnect with loved ones (friends, sibling, child, spouse, self,
etc.), find life partners/marriage

Profession and career. e.g., a new job, participate in advanced training, career advancement, retire-
ment

Social engagement. e.g., volunteer work, political engagement

Education and further development. e.g., complete school, vocational training, study, develop a
skill

Health and well-being. e.g., living a healthy lifestyle, managing stress, self-care, meditation, reli-
gious practices

Leisure and activities. e.g., travel, new pet, time to enjoy a hobby
Movement and sport. e.g., regular exercise, dance classes, tai chi
Creativity. e.g., learn an instrument, paint, write stories/poems

Closeness to nature. e.g., more time in nature, gardening, hiking

Achievements Goals, wishes and dreams
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Domain 3

Re-Evaluation of Life Goals Reflection

The cancer experience may interfere with life plans for both patients and their caregivers, although
new opportunities and goals may emerge. It may be upsetting when long held dreams and goals do
not seem in reach because of illness. Identifying new and achievable goals may create a sense of new
hope and direction.

Have you found that some activities and What thoughts and feelings do you and
goals are less possible due to cancer? If the person you care for experience in
so, what are they? connection with these activities or goals

that now seem difficult or impossible?

What new goals, wishes or dreams might have emerged for you both?
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Reflection

How Values Can Shape Life Plans

Values are qualities or principles that may guide our actions and decisions.

Here are some examples of values:

Honesty Love Friendship
Reliability Humour Health
Respect Self-realization Modesty
Prosperity Partnership Independence
Loyalty Safety Family
Enjoyment Solidarity Authenticity
Curiousity Career Pursuits Caring
Creativity Hard work Order

Learning
Responsibility
Openness
Sincerity
Tradition
Kindness
Security

Tolerance

Values can be integral to your identity, give direction in life, and be helpful in navigating challenges.

What values are most important to your identity? What top three values provide a guiding
influence in your life (consider the above list or feel free to come up with your own)?
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Domain 3

Reflection

Your values can change over the course of your life, perhaps in response to challenges.

Has cancer caused you to change or reprioritize what you value? What about your
experience caregiving?

You've been focusing on your own goals and values. You can now take a moment to reflect
on the values of the person you are caring for and what might be important to them, and

how the illness experience has influenced their values. Perhaps you both share some values
and perhaps some are different.
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Reflection

Communicating Values and Goals

Being aware of your life goals and underlying values can help to guide you during times of signifi-
cant life changes. These values can act as a compass to point you in the right direction. Patients with
cancer may have found new ways to reach goals or may form new goals. Some people find that their
previous goals are not as important as before. This is the same for caregivers in the face of another's
illnesses, especially when it comes to shared goals or plans for the future. Discussing values and life
goals with people close to us may make them clearer to us and may allow others to join with us in
achieving them.

For patients, it can also be helpful for their medical team to understand their personal values and
goals so that they can better support them in treatment plans and decisions. It is often beneficial to
speak with the person you care for about their values and goals prior to making treatment decisions.

Do you feel that the people close to you understand your values and goals?

Are there goals or values that you share with people close to you? Reflect on why or
why not?
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Reflection

How do people close to you help you to achieve your goals?

Do your values and goals sometimes differ significantly from them?

Have you and the person you care for ever talked to the health care team about values
and life goals? Do you think this could be helpful? Why or why not?

COMMUNICATING VALUES AND GOALS 139



Domain @

Simon's Story

Simon is 37 years old and has advanced colon cancer. Before being diagnosed, he worked in asset
management at a bank.

e N
Work was Simon's life and identity. It took time for him to move beyond the

feelings of sadness and loss.

Without it...

Keep in touch,
we'll talk soon!

I'd be at
work by
NOW...

'Bye | maybe | can call
Simon! them and catch up.
OO
...he was lost.
\. VRN
- N [
He realized how much other things, like his He discusses his feelings more openly to Aisha.

friends, family and Aisha really meant to him.

So, what were
you up to?

You seem
more at
peace.

Spent time
chatting with
friends!

Ha.l guess
lam.

-
Pause and Consider
Re Pause for a moment. How are you feeling?
Consider what you need right now. What might help to support you in the next few
minutes, hours, or the coming days?

(&
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Summary of Domain 3: Re-evaluating
Meaning, Purpose, Values and Goals

Life Goals Before and After The Role of Values

Cancer e Values are the core principles that guide
e A cancer diagnosis often disrupts long- and choices and actions—such as honesty, con-

short-term goals, shifting what feels import- nection, or resilience, like a compass helping

ant or achievable. you navigate life.

e What once felt like a priority may fade, while ® Reconnecting with your values can help

: anchor you during uncertain times.
new goals or values may rise to the surface.

e This shift affects both the person with Communicati ng Goals and Values
cancer and their caregiver, especially if goals e Talking openly with the person you're caring
were shared. for about both of your evolving goals and

justi 1

Adjusting to Change values can

o Strengthen connection and mutual

e Caregiving may require you to put personal understanding

goals on hold or redefine your future plans. o Help with shared decision-making, espe-

e It’s natural to feel a sense of loss or sadness cially around care and treatment

when long-held dreams seem out of reach. o Allow both of you to align your energy

toward what matters

e Creating new, realistic goals can offer a sense ,
o o o It can also be helpful to communicate goals

of hope, motivation, and renewed direction. _
and values to the medical team, so they can

tailor care accordingly
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Thinking
About the

Thinking About the Future
This section will explore the potential

u u re difficulty of facing the future while living with
cancer, pg.144

The Human Experience of
Mortality

This section will explore the universal
experience of mortality, pg.148

Living with Advanced Cancer

The last section will explore ‘double
awareness’, which is balancing the ability to
plan for the future while also remaining
engaged in the present, pg.152

Summary

One-page summary for this section, pg.157
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Thinking About the Future

People who are living with advanced cancer, and
their caregivers, face many challenges that we
have been reflecting upon throughout this work-
book. These challenges may include distressing
symptoms or the need to make treatment deci-
sions, how to adjust to changes in appearance
or physical capacities or in relationships with
others, and how to find meaning and purpose
while living with cancer. One of the most diffi-
cult challenges is looking to the future. This is
not only because it may be unknown, and no one
is able to predict what lies ahead with certainty,
but also because there may be several different
aspects of what is imagined ahead that might

be frightening. In addition, those we often rely
on to help us with our fears (i.e., friends, family,
health care providers) might also be uncomfort-
able with discussing these topics. This can leave
those with cancer and their caregivers feeling
alone with their worries.

When people facing cancer imagine the future,
there may be different scenarios that come to
mind. There may be fears of progression or
advancement of cancer, more physical symptoms

or associated loss of ability, loss of indepen-
dence, increasing reliance or “burden” on loved
ones, a shortened lifespan, or end of life.

Many caregivers find these thoughts distressing.
Some may begin to think about the future and
then push these thoughts away because they are
upsetting and find themselves going back and
forth between states of avoidance and states of
being overwhelmed. Some people may believe,
or may be told, that it is best not to think about
these distressing thoughts and that they should
“stay positive” but find it impossible to do so.
Our intention is not to suggest that people

with cancer and their families must think or
feel a certain way about their situation. Nor do
we want to force people to consider what they
are not ready or wanting to consider. What we
have found is that these are thoughts and fears
that many cannot avoid and that they may feel
silenced and alone. We want to reassure you
that thinking and wondering about the future is
normal and that if you can be supported in that
process, you may find that you can prepare and
teel less frightened by what lies ahead.
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Arriving at a Tipping
Point

Concerns about the future, or “anticipatory
fears”, may surface for caregivers and people
living with cancer for different reasons. We have
described this as a “tipping point,” when internal
or external factors demand recognition of how
advanced cancer is affecting life. To return to the
analogy of travel or a trek, there may be various
signs that cause us to pause on our journey and
challenge us to see the way ahead. Checking the
map for information about the upcoming ter-
rain, wondering how much farther we have to go,
daunted or even afraid that we might not be able
to go on are all normal and common experiences.

When people are not experiencing physical
issues such as fatigue or pain that serve as
reminders of their cancer, they may carry on at
times even forgetting they have a serious illness.
We often hear patients say, "I feel so normal, but
my doctors are saying that [ am dying." When
new or worsening symptoms are experienced,
however, these may begin to interfere with func-
tioning and also serve as a reminder of cancer,
causing more persistent or recurrent worry, sad-
ness, anger, or other negative emotions.

Those with cancer and their caregivers might
begin to experience more anticipatory fears
because of changes in functioning and/or loss
of ability to engage in previously meaningful or
distracting activities, increase or spread of cancer,
when current cancer-targeted treatments stop
being as effective, when family or friends express
fears about cancer progression, and/or there are
discussions with the oncology team about the
course of treatment or referral to palliative care.

It is when caregivers and patients find them-
selves at this point, thinking and worried about
the future either some or all of the time, that we
find they may benefit from the sort of reflection
and for some, the support of a mental health

Domain @

professional. Hopefully the stories and exer-
cises here will support you in the self-reflection
piece. If you feel speaking with a mental health
professional would benefit you, we suggest
either reaching out to the care team to ask about
caregiver supports or getting in touch with your
primary care provider (i.e. family doctor, nurse
practitioner, naturopath etc.) to discuss what
your needs and what resources are available.
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Domain 4

Reflection

Tipping Point

Can you identify a “tipping point” for you
or the person you support or can you
imagine a potential tipping point in the
future?

Were there times since the cancer
diagnosis when the person you support
was more frightened of the future? What
was going on at that time for them and
for you?

What do you see when you look ahead? What do you expect your future to look like?
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Reflection

What have you been told about the cancer
and the prognosis?

Do you have questions or concerns
about what your future will be like?

What are some of the feelings that arise when you think about the future?
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The Human Experience of Mortality

Birth and death are probably the two most
significant events in a human life. For some,
they represent the beginning and the end of our
story and yet, while we are living our lives, we
often don't think about the potential limits of
existence. When we are confronting the reality
of dying and death, this may pose questions for
which there are no simple answers and this may
trigger strong emotions.

When it seems that life may be shortened by
serious illnesses such as advanced cancer, this
can lead to a sense of urgency to address things
we may have long put off. It may also lead to a
heightened awareness of the precious and fleet-
ing nature of life. This may bring positive emo-
tions, such as love, hope and gratitude. On the
other hand, the prospect of limited time, may also
trigger feelings of loss, anger, sadness and worry.

Although these thoughts and feelings are com-
mon for caregivers and those they support,
everyone’s experience may be different. We are
not proposing that there is a right or wrong way
to feel when confronted with thoughts of dying.
Your reactions and your family member’s reac-
tions may be complex, may fluctuate, and may
contain multiple different and sometimes con-
flicting aspects at the same time.

Caregivers often also have fears about death and
what their life may be like without the person
they are caring for. Thoughts and feelings about
life and death can be difficult to think about and
sometimes even more difficult to speak about
with others.
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Listed below are several concerns that some caregivers and people with cancer may have at any stage
of their disease’. The focus of these questions is on “distress” and by “distress”, we refer generally to
negative feelings such as being angry, afraid, sad, or anxious. Think about these questions from the

perspective of the person with cancer.

If there are many different negative feelings about one concern, choose the answer based on the
strongest negative feeling. If you don’t think they have experienced the thought or concern at all,
please circle "0-no distress". Please put a circle in one option per line. If you don’t know what they are
thinking or feeling, you can leave the question blank.

Over the past 2 weeks, how distressed has your family member with cancer felt about...

Not having done all the things that they wanted to do
0 1 2 3 4 5

no distress very little distress mild distress moderate distress great distress extreme distress

Not having said all that they wanted to say to the people they care about
0 1 2 3 4 5

no distress very little distress mild distress moderate distress great distress extreme distress

Not having achieved their life goals and ambitions

0 1 2 3 4 5

no distress very little distress mild distress moderate distress great distress extreme distress

Not knowing what happens near the end of life

0 1 2 3 4 5

no distress very little distress mild distress moderate distress great distress extreme distress

Not having a future

0 1 2 3 4 5

no distress very little distress mild distress moderate distress great distress extreme distress

The missed opportunities in their life

0 1 2 3 4 5

no distress very little distress mild distress moderate distress great distress extreme distress

Running out of time

0 1 2 3 4 5

no distress very little distress mild distress moderate distress great distress extreme distress
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Being a burden to others

0 1 2 3 4 5

no distress very little distress mild distress moderate distress great distress extreme distress

The impact of their death on their loved ones

0 1 2 3 4 5

no distress very little distress mild distress moderate distress great distress extreme distress

Their own death and dying
0 1 2 3 4 5

no distress very little distress mild distress moderate distress great distress extreme distress

Over the past 2 weeks, how distressed did you/they feel that their death and dying may...

Happen suddenly or unexpectedly
0 1 2 3 4 5

no distress very little distress mild distress moderate distress great distress extreme distress

Be prolonged or drawn out

0 1 2 3 4 5

no distress very little distress mild distress moderate distress great distress extreme distress

Happen when they are alone

0 1 2 3 4 5

no distress very little distress mild distress moderate distress great distress extreme distress

Happen with a lot of pain or suffering

0 1 2 3 4 5

no distress very little distress mild distress moderate distress great distress extreme distress

Happen very soon

0 1 2 3 4 5

no distress very little distress mild distress moderate distress great distress extreme distress

7. Lo C, Hales S, Zimmermann C, Gagliese L, Rydall A, Rodin G. (2011). Measuring death-related anxiety in advanced cancer: Preliminary psychometrics
of the Death and Dying Distress Scale. Journal of Pediatric Hematological Oncology; 33(Suppl 2):S140-5
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Reflection

Debriefing...

How did you find answering these questions? Write down as many thoughts and
feeling as you feel comfortable. Are these topics that you and the person you support

have discussed?

\.

You may also have thoughts or concerns about your family member’s life being shortened by
cancer, about the possible dying process, and/or what this means for you.

4 N\ 4

Considering some of your answers Have you shared these thoughts with
above, are these thoughts or concerns your family member, anyone close to
that you have had? If so, which of these you, or with health care providers?

is most distressing to you? If not, why?
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Living with Advanced Cancer:
Balancing Hopes and Fears

People living with advanced cancer and their
caregivers often feel as if they are living in two
worlds at the same time, one within and one
outside of the world of cancer. Cancer treatment
may require much time and energy focused on
appointments, scans, treatments, blood work,
treatment side effects, and cancer symptoms.
Many patients understandably feel that they
must put the rest of their life on hold in order to
save physical and mental energy to manage their
disease. Others find ways to continue many or
some of their former interests and activities and
the same can be true for caregivers.

It is understandable that people with cancer may
have fears about the future, and about dying and
death. Sometimes mortality can be a threat to
hope. Some people may feel that if they release
their focus on treatments or a cure that they are
“giving up hope”. However, it is possible to face
the future and to maintain hope or to reframe it
in a realistic way. Some examples of reframing
hope include hoping for meaningful interactions
or hoping to engage in pleasurable activities that
are still possible.

Double Awareness

It is possible to have sad or distressing thoughts
sometimes and at other times feel joy and
engagement in life. We use the term “double
awareness” to describe the ability to hold both
sets of emotions. It also refers to being able to
live in the present, to be engaged in life but also
to be prepared for what may come in the future.
It can sometimes be challenging for people who
are immersed in cancer treatment, which may
involve many tests, investigations and hospi-

tal visits, to continue to be engaged in what is
meaningful and satisfying in their life. However,
this is a challenge which is important to address
in order ensure that quality of life is a focus as
well as the length of life.
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Omar's Story

Omar is a 57-year-old man who is married to his partner Gregory, and they have one teenage son
together. He has been living with metastatic lung cancer for the past 2 years. His symptoms have
been managed by chemotherapy.

(" N [ ~N
What is he
looking at?
Oo
Mmm... 'll
take a nap.
. J J
e N [ N
| know he misses going to Maybe once
concerts like we used to. this is all over.
Oo .
My chemo is the only
thing on my mind.
OO
o
. VRN J
( N
But | wish we could go back
to the old days.
N J

In some ways, they have put their life on hold until Omar’s treatment is over. However, some forms
of treatment may continue for long periods of time. Many people with cancer ask, “How can I man-
age cancer and prepare for the future while at the same time engaging in life in a meaningful way?”
Holding both goals in mind or moving back and forth between them requires double awareness.
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Beth's Story

Beth is a 25-year-old woman with metastatic sarcoma which has recurred since childhood. As a young
girl, she spent much of her childhood in a hospital receiving treatment. When her cancer went into
remission, she told herself that she would live in the moment as much as possible. Beth is highly
social and prioritizes spending her time with friends.

( N - .
First
day at
clinical! Beth, your
palliative care
appointment is
today.
o

> / \ /2R )

When | met them for the
first time, it felt rude to say

| just don't want to face my
no— | don't want your help.

illness right now.

| didn't think my future
would look like this.

| know. But this must
be hard for her.

The team is great...
| know it'll help her but
she hasn't been going
lately.

Allwe cando is
keep encouraging
Beth to go.

\. J

Both Omar and Beth are struggling with holding double awareness. For Omar, he’s focused primarily
on his treatment and diagnosis while missing out on participating in meaningful activities. On the
other hand, Beth is avoiding thinking about advancing disease and potential future care needs.

It can be difficult to hold double awareness. Different members of a family may also hold different
perspectives at different times. Although this can be challenging, sometimes talking about these dif-
ferences together can encourage everyone to consider different perspectives and goals.
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Reflection

Your Experience and Double Awareness

Can you reflect on the concept of double Do you find that the person you support is
awareness and if it applies to you your having difficulty engaging in life now (like
experience? If yes or no, how so? Omar) or that they cannot allow themselves

to consider the future (like Beth)? Or per-
haps their outlook changes or fluctuates
depends on their circumstance.

How about you? Do you find it difficult to hold double awareness?

Can you reflect on the ways you and the one you support are currently engaging in life? Is
there anything you would want to do differently in order to live life as meaningfully and
with as much quality as possible under the current circumstances?
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Refiseon Your Experience and Double Awareness
Can you reflect on ways you both are Do you have concerns about the
thinking about the future and preparing future? If so, have you discussed your
for what lies ahead, both practically concerns with anyone? Is there anyone
and emotionally? Do you find it hard that you believe would be able to listen
to do this? to and support you with your thoughts
and emotions?

The challenges we have been exploring in this section (the uncertainty of the future and the difficulty
of considering mortality) are problems that all of us face. For those living with an advanced or life-lim-
iting illness, however, they may not be as easily ignored. Working with our patients and their families,
we have found that most have benefitted from an opportunity to discuss these concerns in the context
of a supportive relationship. We hope these exercises may have helped you to reflect on these con-
cerns and may help you in communicating about these issues with close others.

/

Pause and Consider
RS Pause for a moment. How are you feeling?
Consider what you need right now. What might help to support you in the next few

minutes, hours, or the coming days?

(&
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Summary of Domain 4: Thinking

About the Future

Facing the Unknown

Thinking about the future with advanced cancer
can feel frightening, uncertain, and isolating—
for both patients and caregivers. Thinking and
wondering about the future is normal and when
supported (by friends, family, medical profes-
sionals), you may find that you can prepare and
feel less frightened by what lies ahead.

A Tipping Point...

often comes when we’re thinking and worried
about the future either some or all of the time
(“anticipatory fears”). This can be challenging,
consider what you may need and if you may
benefit from the support of a mental health

professional.

Anticipatory Grief

Caregivers often begin grieving before loss
occurs. This emotional process may involve sad-
ness, anger, or anxiety about what lies ahead.

Mortality Awareness

Confronting mortality can bring a mix of emo-
tions—urgency, sorrow, gratitude, or love.
Everyone processes these feelings differently,
and that’s normal.

Balancing Hopes, Fears and
Quality of Life

It's possible to maintain hope even while
acknowledging serious illness. Hope can be
reframed—from hoping for a cure to hoping
for comfort, or meaningful moments, or peace.
Quality of life is a balance of managing illness
while maintaining meaningful daily experi-

ences—for both caregiver and patient.

Double Awareness

Refers to being able to live in the present and be
engaged in life but also to be prepared for what

may come in the future.

Seek Support...

if fears and distress become overwhelming, con-
sider talking to a mental health professional or
asking your care team about caregiver resources.
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Planning for the Future

Planning for the Future

This section will review the potential
challenges and benefits of planning for the
future, introduce the idea of advance care
planning, and providing an opportunity to
consider what you and your family member
may want in the future, pg.160

What is Palliative Care?

This section will provide information about the
scope of palliative care services and what you
could expect from involvement with palliative
care, pg.168

The Process of Considering a
Good Death

This section will explore the concept of a
good death and what that may look like for
the person you support, pg.171

Grief and Bereavement

This section will discuss the normal range
of responses to anticipated and experienced

loss, pg.179

Summary

Two-page summary for this section, pg.183
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Planning for the Future

In the last section, we considered potential fears
related to thinking about the future and arriving
at “the tipping point” where addressing these
fears may be unavoidable.

As mentioned, some people may feel over-
whelmed with fears of death, suffering, burden-
ing or hurting loved ones, losing independence
or dignity, or what may happen near or at the
end of life. Sometimes these fears crowd out
positive thoughts about the possibilities of

life that remain. At times, these thoughts and
feelings can be so scary that people diagnosed
with cancer make a conscious (or sometimes
unconscious) decision to avoid thoughts about
the future at all. This strategy of avoidance may
work at times, but as disease advances this may
become less feasible.

Similarly, for caregivers of patients with cancer,
thinking about the future can be difficult. For
some, thinking about the future and making
plans about end of life may feel like giving up
hope. Some caregivers experience the double
burden of anticipating the possible end-of-life
phase while also anticipating the future without
the person they have been a caregiver to.

Even when people want to discuss this with oth-
ers, they may feel that it is not possible to do so.
Patients and caregivers alike may avoid talking
about the future for many reasons, including
tears of diminishing hope for the future or caus-
ing distress to themselves or others.

In our research and clinical work, we have
learned from patients, their caregivers and other
loved ones that thinking and talking about fears
and difficult feelings can be helpful, especially if
done with guidance and support. This process
can make these feelings more manageable and
help to prepare for what may lay ahead.

Some of us move through life not thinking much
about the future while others may be planners,
focused more on future goals than the pres-

ent moment. In the last module, we described
“double awareness”, which means planning for
the future while also living in the present. We
reflected on the challenges associated with this
for those with advanced disease, their caregivers
and other loved ones including the difficulty of
confronting mortality-related fears.

In this section, we will further explore steps to
planning for the future, including advance care
planning and palliative care. We hope this mod-
ule will give you space to think about the goals
and wishes of the person you are caring for, as
well as your own. It may also help to facilitate
conversations between both of you, and the
healthcare team.
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Reflection

Are there aspects of future planning that are particularly challenging to discuss with the
person you are caring for? If so, what are they?

What potential benefits might there be to What potential risks might there be to
speaking openly about these issues? speaking openly about these issues?
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Josephine's Story

Josephine is 72 years old and lives with the diagnosis of stage IV breast cancer. Josephine’s chemo-
therapy has stopped working and her oncologist has suggested that she consider a clinical trial. The
thought of making these plans feels overwhelming and she isn’t sure which path is the right one.

4 )

Please give it
some thought

Josephine!

What about the
side effects?

But my prognosis
could be extended
up to 6 months.

I'd be in the hospital,
away from my family

and friends. How could | attend
Max's graduation?
. y,
e A
Aunt Jo, | personally think itisn't
the right time to do the clinical trial.
Mom, we should
hold out some hope.
I think it might
be worth it to try
it out.
. y,
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Advance Care Planning

As cancer progresses, the person you are caring
for may experience more physical symptoms and
become less able to work, travel, care for others,
or engage in physical and social activities. In the
first domain, we discussed how these changes
can affect self-esteem and mood. Thinking about
potential future health issues can be difficult but
may also reduce some anticipatory anxiety and
provide a greater sense of control.

Domain @

“Advance care planning” is the process of mak-
ing important decisions about the future while
still feeling well and able to engage in these dis-
cussions. For patients, planning in advance may
include choosing the person who could make
decisions on their behalf if they are unable to do
so. It may also mean making necessary financial
decisions and planning for potential future care
needs or having conversations with loved ones
and the medical team so that everyone is aware
of the patient’s goals and priorities.

Here are some suggested aspects of advanced care planning that you and the person
you are caring for may wish to consider together. Patients may:

Think and reflect about what
makes their life meaningful

Talk with their healthcare
team about their values
and goals

Record their wishes and decisions
(required documentation may vary
by location and healthcare setting)

Discuss their values, wishes
and goals with their family
and loved ones

Make decisions about their
future care, including: What
treatment or care they would
or would not want; Who they

trust to make these deci-
sions for them if they’re not
able to speak for themselves
(we will talk about this in the
next section).

Once these important decisions are made, patients often feel a sense of control about their future
because, if they should become more ill, they have already considered how to proceed.

For caregivers, advance care planning may mean supporting the patient to make these decisions in
advance and executing these wishes when the time comes. These conversations can bring up difficult

emotions and grief about the future; however, having these conversations may help you feel more pre-

pared and lessen the strain in the future.
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Reflection

Advance Care Planning

Have you discussed future care wishes with the person you are caring for? If so, what is
your understanding of their future care wishes?

Have you discussed which activities or goals are most important if you both learn that
there is less time left? And if so, how have these discussions been for you?
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Josephine's Story continued

Josephine spent a lot of time weighing the pros and cons of her options.

e N [ N
When | decided to not go forward with the But once we got talking about our future, who
treatment, | was initially afraid of how my would make decisions for me when | couldn't, or

family would react. where | wanted to die, it finally felt like we were on
the same page.
| won't be doing
the clinical trial.
. J \ J
e N

N
I was finally able to focus on the future and
enjoy the moment.

The tomatoes
are growing
beautifully!

Sarah and
Max will be
so thrilled!

| guess this means you'll be
coming to Max's graduation?

Wow it
already has
leaves?

Supportive care allowed Josephine to manage her pain and

spend time with family.
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Initiating Advanced Care Planning Discussions

As we've discussed, advance care planning involves understanding the values and wishes for the
future that the person you are caring for has and communicating them to important people such as
their healthcare team and their circle of care. Sometimes people with cancer, their loved ones, and/or
their medical team, are reluctant to discuss such issues, although discussing these topics may relieve
anxiety and increase preparation for what the future.

Importantly, advance care planning is an on-going process. These wishes and preferences are not
only personal and individual, but also may change with shifts in values, priorities and the experience
of advancing disease and treatments. This means that it’s important to continue to have these discus-
sions over time.

When initiating conversations about advanced care planning (or any difficult subject) it is always
important to ask the person you are caring for if they are wanting and ready to have a conversation
and if not, make a plan to have the conversation at a later date. Multiple conversations will be
needed, so plan to pace the discussions over time and be prepared to revisit the discussion as

often as is needed. It may also be a good idea to make notes that both of you can review, to ensure a
solid mutual understanding.

Can we talk about your
goals and hopes for the
future, so | know best how
to support you?

I was hoping we can start talking a
little more about how you see your care
(medical, at home etc.) changing over
the next 6 months, a year, 18 months etc.

I think it’s important that we
talk about your wishes so that
we can let your doctor know
what you want in the future.

How do you want to
live your life as the
cancer progress?

Your health is fine right
now, but | want to talk
to you about what you
might want if your cancer
progresses and | needed to
make decisions for you.

What are some activities or
priorities that are important to
you and that you would like to

maintain as your illness becomes

more challenging?
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Substitute Decision
Maker and Attorney for
Personal Care

One important consideration in the advance care
planning process is deciding who will be named
the substitute decision maker. A substitute deci-
sion maker is someone who can legally make
decisions on a patient’s behalf if they are incapa-
ble because they are too ill to participate in the
informed consent process with the health care
team. In many places, there are rules about who
is automatically considered a patient’s substitute
decision maker if that person is not specified in
advance. You should check on the rules about
the automatically determined substitute decision
maker where the person you are caring for lives.
This person might be responsible for decisions
about treatment, admission to long term care
homes, and other aspects of care.

Domain @

As a caregiver, it’s important to have conversa-
tions with the person you are caring for about
who will be considered the substitute decision
maker. If you are named or automatically consid-
ered the substitute decision maker, then you will
be contacted by the health care team and asked to
make decisions on their behalf if they are unable
to do so.

Many people feel significant anxiety about being
named the substitute decision maker. In most
jurisdictions the substitution decision maker

is expected to base decisions not on what they
would want but on what the patient would want if
they were able to decide. Therefore, it’'s important
for substitute decision makers to know the patient
well and know what their health care priorities
and decisions would be. Having discussed wishes
explicitly ahead of time can reduce the pressure on
caregivers and ensure that the patient receives the
care that they would have wanted.

( )
If you are the advocate or substitute deci- Do you feel prepared for this? If not,
sion maker, how do you feel about your what would help you to feel more
role in treatment decision making? prepared?
. . /
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What is Palliative Care?

Palliative care is a type of care that focuses on the whole person. This includes physical, emotional,
spiritual, and social care, with the primary goal of improving quality of life in patients with serious
diseases. Many people know that palliative care can include relief of suffering from pain or other
physical symptoms, but it can also attend to emotional/spiritual/social concerns, support treatment
planning, and prevent new symptoms from occurring.

For some people, “palliative care” has the same meaning as “end-of-life care”. However, modern pal-
liative care may begin from the time of diagnosis. Research has shown that early palliative care can
increase quality of life, reduce depressive symptoms, and in some cases can help people live longer.

Palliative care looks at the whole person, including physical and emotional symptoms, considers the
needs of the patient and their family, and focuses on how to achieve the best quality of life in the pres-
ent and on how to plan for the future.

C o/,
\©

& Ry

N\ A
> %
R %

Physical Emotional
Spiritual Social care
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Who, What, Where, When, Why, and How of
Palliative Care

Who Where

Palliative care is for: Depending on the type of support both of

e Patients and/or caregivers you wants or needs, palliative care can be
delivered at:

o Any stage of illness or any age e A medical clinic or unit in the hospital

I , A palliative care clinic or unit in a hospital
Palliative care can be delivered by: P P

e A primary care team or a palliative care team,

A primary care doctor’s office
which may include: doctors, nurses, social

. _ ' At your home
workers, occupational therapists, physiother-

apist, pharmacists, spiritual care providers, e A residential hospice in the community

dietitians, psychiatrists, psychologists, music

A long-term care or nursing home
therapists, respiratory therapists, speech

language pathologists, volunteers, home and

) dinat When
community care coordinators L .
b At any time in the course of the disease, and
e You can read more about the roles of these when physical or emotional symptoms are
professionals in Domain 1 affecting quality of life.
What Why

Palliative care may include, but is not limited 6 improve overall quality of life and to help

to: patients and families prepare for the future.
e Medical care to reduce or prevent suffering

or pain from symptoms, side effects, or from

the disease How
There are many ways to access palliative care,

e Support for medical decision making depending on where the person you are caring

e Emotional support such as individual or for lives and receive medical care.

group therapy or support groups e Ifthey are receiving treatment at a hospital or
N assisted-living facility, you can ask your health
e Spiritual care L
care team for a referral to palliative care.
e Practical support such accessing assistance . .
PP & e Ifthey are in your own home or in a

in the home . .

retirement residence, you can ask your

family doctor.

e You can also call Home and Community Care

services and ask about available services
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Reflection Palliative Care

Have you or the person you are caring for considered palliative care? Why or why not?

If the person you are caring for is What do you and the person you are car-
currently being seen by a palliative care ing for hope to get from palliative care?
team, what has your experience with
palliative care been like so far? Is there
anything needed now that isn’t in place?
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The Process of Considering a Good Death

The ways that individuals approach end of life, and their wishes and plans for this phase of life, are
highly individual. There is no one “right” approach and choices may be influenced by one’s person-
ality, their past experiences, their family, their culture and social context. For instance, some people
may prefer to maintain independence as long as possible while others may want to draw their support
system close and not be alone. Some people may wish to speak openly about dying with their friends
and family, to have an opportunity to say goodbye and have some life closure, while others may be
uncomfortable with this kind of communication. It is also possible that wishes and preferences may
change over time.

Some people with advanced disease are concerned about what the process of dying and death will be
like and they may want to know what to expect and how to plan for this. There are different aspects
of end of life that may be of importance to them, including the location of care (for instance whether
they want to be at home, hospice, palliative care unit or another location entirely) and who they would
like to have involved in caring for them. For some, these wishes and preferences may be influenced
by past experiences of dying and death which might have been positive or negative.

Many caregivers feel responsible for helping to facilitate the best possible death for the person they are
caring for. This can be a meaningful and positive experience but can also lead to feelings of regret or
guilt if end of life does not, end up playing out as everyone had hoped. It is possible that circumstances
may limit options in some cases. For instance, many patients indicate they would prefer to die at home,
if possible, but if symptoms are not well controlled at home, they may require admission to a palliative
care unit or hospice at the end of life. While this may not be what had been planned for, we know from
research that these can still be good death and a positive experience for patients and their families.
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Reflection Here are some questions that may help you to discuss end of life
with the person you are caring for.

What does a good death look like to you? Some aspects to consider include, where would
you want to be? Who would you like to have present? Are there end-of-life religious or
spiritual rituals important to you?

In the past, have you experienced death you thought was or was not handled or planned
well? What were the aspects that were positive or negative?
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Here are some questions that may help you to discuss end of life Reflection
with the person you are caring for.

Are there conversations to have or arrangements that we could make in order to facilitate
the best possible end-of-life experience?

Do they have any requests regarding funeral arrangements, celebration of life of
other ceremonies?
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Trajectory of Dying

What does dying look like? How long does it
take? How will we know how much time is left
or when the end is near? These are all com-
mon and normal questions to be considering.
Although every death is a unique and intimate
experience, there are some commonalities that
can be helpful and reassuring to know ahead of
time. It is hard to assess when the trajectory of
dying ‘begins’. Many palliative care clinicians
see the dying phase as the very end of life when
individual’s physical state is deteriorating over
the course of days or hours. This process does
not always follow a straight path but might have
twists and turns, hills and valleys and periods of
plateau along the way.

Often medical team can provide a prognosis,
which is an estimate of the likely course of a
disease. A prognosis is typically given in hrs to
days, days to weeks, weeks to months or months
to years and may help you and the person you
are supporting know approximately how much
time is left but it is not an exact science and can
vary because of many factors.
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What to Expect?

Knowing that someone you care about is dying
can be emotional. Knowing what you can expect
to see, feel, and do can give you some comfort
and peace of mind. Dying, is a different expe-
rience for everyone. However, there are some
common things that may happen to the person
you are caring for and knowing what they are
can help you cope and support them.

Here are some physical changes you might
notice and how you can support the person
you are caring for:

Pain/Discomfort - may occur, you may also
notice swelling in the arms or legs and for some
swallowing may become difficult. If you notice
signs of pain (e.g., moaning, frowning, restless-
ness), let the healthcare team know. You can also
consider non-medical pain relief methods like
massage or relaxation therapy.

Energy — low energy, increased tiredness,
reduced talking and moving and increased
sleeping are things you may notice. You can
offer comfort through gentle touch, being at the
bedside, and talking softly or playing calming
music. Keeping the noise levels low and pacing
any visitors can be helpful.

Vision — maybe reduced or blurry and the
person you are caring for may sleep with their
eyes slightly open. If this makes their eyes dry,
nurse or pharmacist can show you how to give
your loved one eye drops. This will keep their
eyes moist.

Appetite, Hunger and Thirst — the person you
are caring for won't want to eat or drink very
much or often and when they do it won't change
their energy or strength. You can offer favourite
foods, drinks or ice chips when they are awake,
and the head of the bed is raised. You can also
use mouth swabs or moistures spray to help
when their mouth is dry.

Domain @

Skin - may feel warm at times but become cold
as circulation slows, you can adjust blankets to
help keep them comfort.

Breathing — will start to change and might be
quicker and not as deep and as the person you
are caring for nears death, they might have
periods where breathing stops, and these periods
will get longer as they near death. They may start
making noises from your throat because there is
extra saliva in their throat or the muscles in their
tongue and jaw begin to relax.

Bowel/Bladder - the person you are caring for
might urinate less or the colour of their urine
might change as their kidney function slows.
They may also lose control of their bowl or blad-
der as muscles become more relaxed. You can
let the care team know if you think the person
you are caring for needs to go to the bathroom or
could benefit from incontinent products.

Confusion and Restlessness — the person you are
caring for might experience confusion, seeing
things that aren’t there and or restlessness. If
you find this happening speak calmly and softly,
remind them of familiar and comforting details.
You can also speak to the care team about medi-
cation that can help them feel calmer.

Emotional Changes - It is common for both you,
the person you are caring for (and close others
like friends, family etc.) to have changing emo-
tions as death nears. Feelings of anxiety, fear,
anger, sadness, guilt, embarrassment, grief/loss
or the desire to be alone are common. There are
some things that you and the person you are
caring for can do to help each other feel better,
like sharing your feelings with each other, rem-
iniscing about shared times, finding familiar
things to have nearby that bring comfort (blan-
ket, photo or music), supporting each other
through touch (holding hands, hugging, laying
together), utilizing music therapy, social work
or spiritual care services or even calming exer-
cises you two can share or do individually (deep
breathing, meditation).
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If you feel like you need more help with your emotions, please ask the health care team, they can tell
you about hospital and community supports available to you.

Knowing Death is Near - as death nears, your loved one will no longer respond to your voice or touch.
You can still talk to them as if they can hear you. They may still be able to understand what you say
or recognize your voice. Moaning is common in the last days of life, if you are worried about it make
sure to discuss it with the health care team. As the person you are caring for nears death they may
stop breathing for several second, this is normal and causes no distress to them. No one can predict
exactly when death will occur but asking the health care team about changes you are noticing can
help to understand when death is close.

How will I know when they have died — this might be obvious or something that happens without
anyone noticing but at some point, breathing will slow to a stop as will their heartbeat, and there
won't be a response to voice or touch. Their eyelids may be slightly open with their jaw relaxed. Your
loved one’s body will remain in the hospital until the funeral home picks them up. The doctor will
complete a certificate of death. This certificate will go with the body to the funeral home. The funeral
home will provide you with copies of the death certificate.

It is important to remember that not all these things will be experienced by everyone, and some may
be experienced at a different time then what has been indicated above. If you are worried about any
signs or symptoms, reach out to their health care team. If you or the person you are caring for would
like to know more about what this phase of illness might be like, this may be a conversation to have
with your oncology or palliative care team.

4 N
Note
The following is an optional section on medical assistance
in dying sometimes called MAID which is legally available
in some jurisdictions.

= J
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Medical Assistance in
Dying (MAID)

Medically assisted death is a controversial topic.
It is legal in several countries with different
terminology and different practices depending
on the jurisdiction. In most places where it is
legally available, there is first a process of assess-
ment during which health care provider(s) assess
whether the patient meets the legal criteria for
medically assisted death. The assisted dying
intervention may involve providing or prescrib-
ing a lethal substance that the patient admin-
isters themselves or it may involve the direct
administration of a lethal substance by a health
care provider. This may be offered at home,

in hospital, in a palliative care unit or hospice.
Thoughts of or consideration of assisted dying
is quite common but even where it is legally
available, most patients do not die with medical
assistance. For some patients, just having this
option available as a last resort is reassuring and
provides a sense of control.

Assisted dying assessments focus on the wishes
of the patient, but as with other health care
decisions, family and friends of the patient may
have their own thoughts and feelings about this
choice. As with other aspects of health care deci-
sion-making, open conversation within family/
friend networks about different perspectives,
hopes and wishes, can often facilitate mutual
understanding even if there is not, in the end,
agreement on these decisions.

For many patients and families, a medically
assisted death allows for planning for the spe-
cific time and place of death and more control
over who will be there and what will happen.
This also gives family and friends time to pre-
pare and an opportunity to say goodbye or share
specific thoughts and feelings with one another.

Domain @

PALLIATIVE CARE 177



Domain 4

Reflection Here are some questions that might help facilitate understanding and/

or discussion about assisted dying.

Why are they considering assisted dying? And for how long?

What are their thoughts and feelings

When or at what point do they think they
about it?

would want to pursue this? Do they want
any help/support in planning or prepar-
ing for this?

Is there anything you would like to say, do or share with the person you are caring for
before there death?
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Grief and Bereavement

Grief is a normal psychological response to loss and is a process which often begins even before loss
has occurred, like when someone has a life-threatening illness such as cancer. It can involve different
fluctuating feelings of anxiety, emptiness, sadness, fear, anger, guilt, yearning, numbness. The inten-
sity of grief-related feelings can vary and may at times feel manageable and at other times intense or
overwhelming.

It is normal for caregivers to think about and to emotionally prepare ahead of time for loss. For some
people, there may be shame or guilt about having these thoughts or trying to prepare for a future
without this person. They may feel alone in these thoughts and unable to share them with others. In
the last module we reviewed the concept of “double awareness” which involves thinking about the
possibility of dying while also remaining focused on life and living in the present. For caregivers,
another kind of “double awareness” involves both preparing for possible loss while at the same time
staying connected to the person they are caring for in the present.

Gregory's Story

Omar is a 57-year-old man who is married to Gregory and they have one teenage son together. Omar
has been living with metastatic lung cancer for the past 2 years and is maintained on chemotherapy.

4 N )
Before that Gregory, how are
What brings you you holding up? I know you've
in today? been busy lately, caring for
both Omar and your son.
I've been dealing
with fatigue.
Often our sleep is
| was wondering impacted by stress in
if there is any our lives.
medication for it?
N O\ J
(" N )
Later that week, Gregory met up with a close friend who ‘
was in a similar situation caring for their late partner. <‘ m so glad you told me.
I've been so wortried .
about Omar getting It didn't occur to me Thanky?u for Iend”?g
more sick and feeling how living in a state anear. It s'such a relief
guilty about thinking of alert has been to share with someone
about his death. impacting my health. B IITEGEEIRES,
J L J
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Reflection Here are some optional prompts to help support reflections on grief
and bereavement.

If you think about the loss of the person you are caring for, what do you imagine that life
will be like for you?

What is most upsetting about this imagined future?
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You might want to begin by just jotting down thoughts or ideas or images Reflection
that come to mind, even in point form. It is also fine if you don’t know or
do not want to think about this at this time. You do not need to answer
these questions and there are no “right” answers. These are prompts to
help support reflection about these issues.

Who do you imagine you will lean on or Who will be able to help you during this
rely on? time both practically and emotionally?

How have you coped with other losses or major crises in the past?

The emotional pain associated with grief can range from normal to severe. Severe emotional pain,
when persistent and interfering with functioning, or when there are persistent thoughts of wanting to
die, may be a sign of depression. In this case, it is important to talk to your doctor or your supportive
care team about how you are feeling.
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Bereavement

The time after losing someone is called bereave-
ment. There are many aspects to bereavement
but there are two major processes at work, one is
mourning loss and one is building and prepar-
ing a new future. These are not discrete phases
but bereaved persons may move back and forth
between these aspects. Most people describe
fluctuating, waves of distress that evolve over
time. For many, memories and reminders such
as anniversaries or important dates can trigger
more intense emotions.

There is often both a physical and emotional
response to loss and individuals may feel tired,
have trouble with their memory or managing
tasks. If loss has come after a long period of
caregiving, individuals may be exhausted. In the
early phase of bereavement there are often a lot
of practical tasks to attend to including commu-
nicating with others and receiving condolences,

planning a funeral or celebration of life, dealing
with estate and financial issues. It can be import-
ant not to forget to take care of yourself and
focus on the basics of wellbeing which include
eating regular healthy meals, getting sleep,
showering, gentle exercise, etc. These routines
will help to provide a sense of stability and help
when emotions are high and overwhelming.

There is no one “right” way to face bereavement.
Like any major life crisis, individuals cope in dif-
ferent ways that can be considered healthy and
adaptive. Some people benefit from bereavement
groups in which grieving individuals support
one another while other people would prefer
sharing their grief just with their circle of friends
and family. It is important to remember that
while the grieving process can be very painful, it
is a natural human response to losing a person
you care for and have been close to.

-~
Pause and Consider
RS Pause for a moment. How are you feeling?
Consider what you need right now. What might help to support you in the next few
minutes, hours, or the coming days?
(N
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Summary of Domain 4: Planning for

the Future

Fears and Avoidance

e Avoiding future-oriented conversations is
common but can lead to greater distress as the

patient’s disease progresses.

e Talking openly can reduce anxiety and foster
a sense of control. Some people (caregivers
and patients both) can benefit from the sup-
port of a professional to guide these difficult

conversations.

Advance Care Planning (ACP)

e ACP involves discussing values, wishes, and
care preferences before a patient is too unwell

to decide.
Key components include:

o Choosing a substitute decision maker.

o Deciding on wanted and unwanted treat-
ments in the future

o Sharing these wishes with family and the
healthcare team.

o Having these decisions and wishes
documented.

e See Conversation Starters for ACP

Substitute Decision Maker

e Legally makes healthcare decisions if the

patient is unable.

e Should be someone who understands and

respects the patient’s values.

e Caregivers may need to act in this role—

discuss and plan for this ahead of time.

Palliative Care

e Focuses on quality of life (physical, emotional,

spiritual, and social aspect of care).

e Provided in hospitals, clinics, at home,

hospices, or long-term care.

e Can begin at diagnosis, it’s not just for
end-of-life.

e Includes symptom management, emotional

support, and care coordination.

Caregiver Role

e Your presence, understanding, and advocacy

is vital in honoring the patient's wishes.

e Caregivers can initiate and support advanced
care planning discussions gradually and

compassionately over time.

e Emotions like fear, sadness, anger, and grief
are normal and common for both patient and

caregiver.

What to Expect at the End-of-Life

Each person’s death is unique, but some
physical/emotional changes are common:

e Reduced appetite, energy, alertness

e Changes in breathing, skin temperature,
bowel/bladder control

e Restlessness, anxiety, confusion and/or

emotional shifts

e Comfort can be provided through touch, quiet
presence, soft music, comfort item, and/or

memory sharing.
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Summary of Domain 4: Planning for

the Future

Knowing When Death is Near
e Signs may include reduced response to voice/
touch, long pauses in breathing, and or noisy

breathing (gurgling or moaning).

e Final breath and heartbeat stop naturally,

sometimes going unnoticed.

Medical Assistance in Dying

(MAID)

e Medical assistance in dying is a process by
which a doctor or nurse helps a person who
qualifies, to end their life. This is only allowed

under strict rules and special conditions set by
the law.

e Consideration of assisted dying is quite
common, but most patients do not die with

medical assistance.

e Many find comfort in knowing the option
exists, giving them a sense of control even if

they do not pursue it.

e Open communication among patients, fam-

ilies, and caregivers about assisted dying can

help foster understanding, even if opinions
differ, and for those who choose it, it allows

for meaningful planning and goodbyes.

Grief and Bereavement After
Death

e Griefin response to a loss can be

overwhelming and will fluctuate over time.

e Bereavement involves both mourning and

rebuilding, all while experiencing shifting
waves of emotion. This is a difficult time, with
competing responsibilities and coping

capacity will vary.

Self-Care should be a focus; ensure you take
the time you need to make sure your needs

are met every day.

Seeking Support—whether from groups, health
care professionals or loved ones— support

can help foster healing and reduce isolation.
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CALM for Caregivers: An lllustrated Workbook for Caregivers of Patients
with Advanced Cancer was created by The Managing Cancer and Living
Meaningfully (CALM) team at Princess Margaret Caregiver Clinic from the
Department of Supportive Care.

This self-guided reflection workbook is designed to support caregivers of
patients with advanced cancer. Inside you'll find information on cancer,

symptom management, tips on communicating with healthcare providers,
maintaining relationships, reflecting on life, advice on taking care of your
mental and physical wellbeing, and thinking for the future ahead.

Each domain is fully illustrated and can act as a standalone to best suit
your needs, featuring graphic narrative-based caregiver stories,
questionnaires and reflective worksheets.
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