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Living with cancer is about dealing with the
unknown. It is about trying to grasp the news and
starting to understand its life-changing effect. It is
about wondering if the treatment is working and
whether the side effects will go away soon. It is
about questioning whether anything else can be
done to overcome this illness. And it is about
figuring out what life will be like when treatment
is over, while having hope for the future.
Sometimes, it is about learning to let go of the
possibility of cure.

Support from health care providers—and from the health
system in general—is crucial in helping people have the best
possible experience throughout their cancer journey.
Cancer is an unexpected and life-changing event during which individuals and
families have to learn new skills, gather information and understand options to
adapt to physical, emotional and day-to-day changes.1 How people experience
this journey and its impact will vary from one person to the next depending on
personal factors, including2-5

• Place of residence
• Income and work stability
• Gender identity, sex and age

• Immigrant status
• Education and health literacy
• Culture and traditions

People need the help of the health care system to navigate each stage of the
cancer journey in a way that aligns with their background, priorities and values.
In a high-quality system, people are more likely to have the best possible
experience when cancer care services are supported by the following pillars:6

Pillars of a positive experience and what they mean
I AM A UNIQUE INDIVIDUAL

I AM EMPOWERED

To be seen as an individual with
unique preferences and a broader
life beyond my disease (family,
work and culture).

To participate actively in my care by
receiving tailored information that
facilitates decision making and promotes
self-care.

I AM RESPECTED

I AM SUPPORTED

To receive consistently
delivered care that considers
my time and preferences.

To receive support for physical,
emotional and practical needs in a
way that alleviates my concerns and is
culturally sensitive.

A person-centred approach to cancer care integrates these pillars to
fully embrace people as partners in care.
To best support people with cancer and their families—from the moment they start wondering if they have cancer to
post-treatment care—it is essential to treat them as individuals with a reality that extends beyond being a cancer
patient.6,7 A health care system guided by a person-centred approach recognizes this and establishes a partnership
among everyone involved—health care providers, patients and loved ones.
In Canada’s cancer control system, shifting toward person-centred care means
1. Expanding from “episodes of care” to an extended
care continuum. Throughout the course of diagnosis,
treatment and follow-up care, living with cancer is a
continuous experience for patients and families.
Delivering integrated care that coordinates services
across all phases of the cancer journey—while being
considerate of travel concerns, barriers to accessing
services and cultural preferences—is an essential
element of person-centred care.
2. Recognizing that the patient experience is a
dimension of quality and empowering patients to be
co-designers of care services. The patient experience
is recognized internationally as one of the foundations
of high-quality care.8 Providing a positive patient
experience should therefore be top of mind during the
design, planning and delivery of cancer care services.
Patients and families have fundamental knowledge
about what their cancer experience is like and what is

needed to improve their quality of life. The health care
system should therefore look for opportunities to
involve patients when identifying, implementing and
evaluating improvement to health care services.3,9
3. Aligning patients’ and clinicians’ concepts of what a
positive experience is. A gap often exists between
what patients and their families want and what health
care providers think they want.7 A relationship between
the person with cancer and the clinicians who provide care
should be based on reciprocity, active listening and sharing
of the knowledge and preferences of everybody involved.
It is crucial that clinicians hold discussions that encourage
patients to express their personal needs and preferences,
paying particular attention to the complex needs of
individuals in low-income, Indigenous, immigrant and rural
groups, among others. This enables a personalized
approach to care to create the best possible experience,
as defined by all individuals concerned.10

This report presents pan-Canadian qualitative and quantitative data
on person-centred care, including
•

data on wait times and patient-reported outcomes,

•

results from the Ambulatory Oncology Patient
Satisfaction Survey, including qualitative analysis
of over 6,000 patient comments,

•

results from the Experiences of Cancer Patients in
Transition Study, a national survey examining the
experiences of over 13,000 people with cancer as they
transition from cancer treatment to the broader
health care system,

•

examples of initiatives implemented in certain
jurisdictions to improve the patient experience that
could be more broadly adopted.

This report also includes the patient perspectives of
Bonnie, Charlotte and Stephen, who share their personal
experiences through the milestones of the cancer journey.

For more information about the qualitative and quantitative data included in this report,
please see the Technical Appendix at systemperformance.ca
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This is the first national report
that presents indicator and
survey data to illustrate the
experience of those individuals
and families living with and
beyond cancer. The report is
organized in a way that reflects
not how the system is
structured but how patients
themselves experience their
journey: from realizing
something is wrong, to hearing
“you have cancer” and
wondering what’s next, to
being treated for cancer and
hoping it works, through to
finding a “new normal” after
treatment is over and beyond.
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Living the
cancer experience
Should I
worry?
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Should I tell
my family?

Realizing
something
is wrong

How am I
going to tell
my family?

Learning
about the
diagnosis

Should I see
my doctor?

WHAT’S NEXT?

page 8

page 13

“Things did not settle down. I went to my family doctor
and said, ‘This is not right. It’s been four to six weeks
and this fever is coming and going. I think I need a
complete work-up’.”

Stephen

Can I have
time to
process this?

Hearing
“you have cancer”

IS IT CANCER?

When will I
find out
what it is?

Am I going
to die?

What if
it’s
cancer?

Will I have to
travel away
from home?

Are we
ready for
this?

Planning
for
treatment

“I was absolutely shocked and stunned and sad. I
really can’t explain how I felt because there was
never any cancer in our family, so cancer was the
furthest thing from my mind.”

Bonnie

What are
my treatment
options?

How am I
going to
prepare for
treatment?

Starting
treatment

Why do
I have to
wait for
treatment?

Being treated
for cancer
WILL IT WORK?
page 20

Wrapping
up
treatment

Anxiety
and
depression

How do
I access
support
services?

How can I
deal with
my side
effects?

“I had to face the reality that my brain and my
body could not do what they once could, I was not
able to do what I once excelled at doing.”

Charlotte

Fatigue
Changes in
concentration

Are these
changes
permanent?

Can I go
back to
work?

Finding a
“new normal”

Financial
concerns

WHAT WILL LIFE BE LIKE?

Adjusting
to a new
normal

page 32

Can I get
help for my
concerns?

Seeking
information
to address
changes

Worrying
about cancer
returning
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What side
effects will I
experience?

Changes in
sexual
intimacy

What will
treatment
be like?
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STEPHEN’S STORY

BONNIE’S STORY

CHARLOTTE’S STORY

“Before I was diagnosed with cancer
my outlook on life was pretty free
and optimistic...”

“I never smoked and only drank socially.
I really enjoyed my business career...”

“I loved being busy and always working
to advance all aspects of my life.”

Stephen, at age 62, had an active and stable life in
Charlottetown, working full-time and being involved
in the lives of his children. “Before I was diagnosed
with cancer my outlook on life was pretty free and
optimistic. My plans were pretty much set to
prepare for retirement while working full time and
being actively involved with my community
[through my] involvement in rowing and the lives of
my young people.”

In 2008, Bonnie was turning a page in her life. She
moved to Newfoundland from the US and was
starting a new relationship with her boyfriend,
Charlie. “I am, by nature, a very positive person, and
I have been blessed with a loving, caring family and
many lifelong friends. In late 2008, I moved home to
Newfoundland for a fresh start. I was 52, happy to
be home, healthy, just starting a new relationship
and was high on life. Exercise and good food were
always important to me. I never smoked and only
drank socially. I really enjoyed my business career
and I always felt that my contributions were valued.”

For Charlotte, an avid soccer player, life in 2013 was
busy, given her role as a company vice president in
Alberta and spending time with her young family—
including her husband and three-year-old daughter.
“I was a relatively active person, an overall healthy
eater and a generally positive person who loved my
family and my career. I loved being busy and always
working to advance all aspects of my life but looking
back, I was probably trying to cram too much into
each day at the risk of my own health needs more
than I should have—in this day and age, too many
of us are.”

Introduction

08 Realizing something is wrong

20 Being treated for cancer

10 People’s perceptions of wait times

23 Patients’ experience while receiving outpatient
cancer care

10 Wait time from an abnormal fecal test to
follow-up colonoscopy
11 Wait time from an abnormal breast screen
to resolution

While this report focuses on cancer
experiences that culminate in
survivorship—here defined as
being in remission one to three
years after treatment—sometimes
those with advanced cancer must
embark on end-of-life care. The
publication Palliative and end-oflife care: A cancer system
performance report is dedicated to
that particular phase of the cancer
experience. For more information,
please visit systemperformance.ca.

25 Wait times from ready-to-treat to start of
radiation therapy
25 Wait times from booking date to cancer surgery
by disease site
29 Patients who reported symptoms of distress

13 Hearing “you have cancer”

32 Finding a “new normal”

14 Patients’ experiences with being told of their
diagnosis sensitively

34 People’s physical, emotional and practical
challenges after completing cancer treatment

15 Patients’ experiences being referred to care
providers for help with anxieties and fears
after diagnosis

35 Health care provider in charge of follow-up
after treatment

16 Patients’ experiences discussing treatments
for their cancer with their care providers
16 Patients’ experiences with being able to
discuss their worries or concerns with their
care providers
17 Patients’ experiences with being given enough
information about cancer treatments
18 Patients’ experiences with their care providers
considering their travel concerns when planning
for treatment

36 Ease of getting help for concerns
after treatment
38 Wait time to get help for most difficult concerns
after completing treatment
38 Reasons for not seeking help for physical,
emotional and practical concerns
39 People’s experiences when receiving information
for their physical, emotional and practical concerns
40 People’s perceptions about going back to work
or school after completing treatment
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List of
indicators
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Realizing
something
is wrong

Almost everyone has their own story about how they
or a loved one found out they might have cancer.
Some people find an unexplained lump or have other symptoms. For other
people, a routine cancer screening test finds something that needs further
investigation. Once cancer is suspected, waiting for a diagnosis can be
emotionally difficult. People may feel uncertain, stressed and anxious as
they visit multiple care providers and services and wait for test results to
find out if they have cancer.11

Is it cancer?

This section describes factors that contribute
to a positive experience for patients and
their families from the time cancer is
suspected to diagnosis, using personal
stories and indicators.
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Pillars of a positive experience within a person-centred approach to care

PILLARS OF A
POSITIVE
EXPERIENCE

I AM A UNIQUE INDIVIDUAL

I AM RESPECTED

I AM EMPOWERED

I AM SUPPORTED

Being seen as an individual
with unique needs, preferences
and concerns about the
possibility of cancer.

Receiving care that is timely and
considerate of patients’ needs and
preferences from the many care
providers and services responsible for
screening for and diagnosing cancer.

Receiving tailored information
about what to expect leading
up to the diagnosis.

Receiving support for physical,
emotional and practical concerns
while waiting for a diagnosis.

—

—

ASSOCIATED
• Stephen’s, Bonnie’s and
INFORMATION/
Charlotte’s stories
DATA

• People’s perceptions of wait times
(AOPSS – qualitative)
• Wait time from an abnormal breast
screen to resolution (provincial breast
cancer screening programs)
• Wait time from an abnormal fecal test
to follow-up colonoscopy (provincial
colorectal cancer screening programs)

Realizing something is wrong
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BONNIE’S STORY

CHARLOTTE’S STORY

“I went to my family doctor and
said, ‘This is not right’.”

“To be quite honest, I thought, well,
I’m 54 years of age, so this must be
the start of menopause...”

“...at this point we were not
panicking…there was no mention
of cancer.”

After travelling back from Costa Rica, Stephen
developed a high fever. He went to his family doctor
and was told he likely had a bladder infection. Two
courses of antibiotics later, “things did not settle
down. I went to my family doctor and said ‘This is not
right. It’s been four to six weeks and this fever is
coming and going. I think I need a complete work-up.”

When Bonnie was living in Florida in 2007, she started
experiencing lower abdominal pain. She went to a
gynecologist who “carried out all kinds of tests. [The
gynecologist] came back and told me that I had
fibroids and that unless they were causing me a great
deal of pain that I should just leave them.”

In the spring of 2013, Charlotte was playing soccer
when “all of a sudden I was disoriented, and I didn’t
know what was happening...And then I blacked out.”
At the hospital, numerous tests were performed but
they all came back normal. Given her persistent
headache and fatigue she underwent several other
tests to check for heart conditions and epilepsy, but
again these tests came back with normal results. She
then underwent a CT scan and “they saw something.
[My family doctor] then ordered an MRI for the next
day on an urgent basis...And the next thing I knew...I
was preparing for surgery [in September 2013].”

Stephen’s doctor was concerned about Stephen’s
blood results. “They booked an appointment with the
oncologist right away, but I experienced acute back
pain and my urine turned pale. I knew I was in trouble
and I went to the emergency department…They
scheduled a CAT scan for Sunday morning [the next
day]…after the scan, [a doctor] came in and said that
the ureter is blocked by a tumour and it is cancer.”

Three years later in Newfoundland, Bonnie started
experiencing other symptoms: “Bloating that didn’t go
away, a little tiny bit of pain up through my rectum
when I sat down, and I had gained about 10 pounds. I
went to see my GP and she did the regular internal
and said she felt something that she thought may be a
cyst. She sent me for blood work and an internal
ultrasound. Following the internal ultrasound, within a
few days I was booked for an MRI…To be quite honest,
I thought, well, I’m 54 years of age, so this must be the
start of menopause because everyone told me that
bloating is a sign of menopause.”

“But at this point we were not panicking…there was
no mention of cancer. The surgery would be done to
get as much as possible of the mass…They believed I
would have 10–15 years before it might grow again.”
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STEPHEN’S STORY

While wait times are improving, people
continue to wait months for a follow-up
colonoscopy after an abnormal fecal test result.

Some people describe waiting too long
for their cancer diagnosis.

In 2013–14

A qualitative analysis of written comments from the Ambulatory
Oncology Patient Satisfaction Survey (AOPSS) showed that some patients
thought wait times were too long for a number of events or intervals
along the cancer journey, including
•

from reporting a symptom to having their family doctor do tests,

•

getting an appointment for diagnostic tests,

•

receiving the results after a test has been done,

•

having an appointment scheduled with a specialist, and

•

hearing the cancer diagnosis.

within

90%
•

of patients
received a
follow-up
colonoscopy
after an
abnormal
fecal test

(Prince Edward Island)
(Figure 1.1).

90th percentile wait time
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MB

104
56

SK
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(Newfoundland
and Labrador)

151

FIGURE 1.1
Wait times from abnormal fecal test result to follow-up
colonoscopy, by province – 2013–14 screening years combined

NL

their primary care provider to
investigate a symptom or to act on the
basis of test results. In other instances, NB
test results and referral forms to see
specialists were lost or not acted on.
Some respondents expressed frustration
and disbelief that it took so long to see
a specialist.

TO

Wait times in 2013–14 were shorter than in 2011–12 for provinces that
reported data for the two periods (Saskatchewan, Manitoba, Prince
Edward Island and Newfoundland and Labrador).

Median wait time

Some survey respondents emphasized
how waiting increased anxiety. Waiting
for the initial diagnosis was described
as one of the periods of highest
anxiety, filled with concerns about the
cancer spreading. Individuals said they
thought their cancer may have spread
beyond what was curable in the time it
took to be diagnosed. They described
numerous challenges in convincing
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“—” Data not available. See the Technical Appendix for more details.
Data include screening tests conducted in 2013 and 2014 for people aged 50–74 and colonoscopies performed within
180 days of abnormal fecal test results.
During this time period, provinces were in different stages of implementation of colorectal cancer screening programs with significant
variation in available data. Results should be interpreted cautiously within this context.
The Canadian Association of Gastroenterology recommends that a colonoscopy be completed within 60 days of an abnormal fecal test.
Data source: Provincial colorectal cancer screening programs.

Women with abnormal breast screen results continue
to wait many weeks for a diagnosis.

4.0 8.0
TO

(British Columbia
and Newfoundland
and Labrador)

of an abnormal
breast screen in
2013; the target
is 5 weeks
(Figure 1.2).
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5.0

2.7

TO

Median wait time

Percentage
within target

90th percentile wait time

PE

2.4

10.6 15.0

of an abnormal
breast screen
in 2013; the
target is 7 weeks
(Figure 1.3).

FIGURE 1.3
Wait times from abnormal breast screen to diagnosis with
biopsy, by province – 2013 screening year
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ON 93.0%
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within

(Prince Edward
Island)

FIGURE 1.2
Wait times from abnormal breast screen to diagnosis
without biopsy, by province – 2013 screening year
Percentage
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TARGET
“—” Data not available.
Data include women aged 50–69 who were screened for breast cancer within a cancer screening program.
Women who were screened outside of such programs (i.e., opportunistic screening) are not included.
Cases where resolution of an abnormal breast screen took more than six months were excluded.
ON: Women with final result unknown/lost to follow-up were excluded.
Data source: Provincial breast cancer screening programs.
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TARGET
“—” Data not available.
Data include women aged 50–69 who were screened for breast cancer within a cancer screening program.
Women who were screened outside of such programs (i.e., opportunistic screening) are not included.
Cases where resolution of an abnormal breast screen took more than six months were excluded.
ON: Women with final result unknown/lost to follow-up were excluded.
Data source: Provincial breast cancer screening programs.
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(Alberta)

WEEKS

within

of women
received
a diagnosis
(cancer or
benign)

90%

When a tissue biopsy
was required,

WEEKS

When a tissue biopsy was
not required,
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Realizing something is wrong
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What are the main challenges people experience
when they realize something is wrong?
Many people continue to wait several
weeks to months to find out if they have
cancer. Waiting for a diagnosis is
described as one of the periods of highest
anxiety, with some patients reporting that
wait times are too long for a number of
events, including getting an appointment
for a diagnostic test and receiving results
after a test has been done.

Examples of innovative practices to improve people’s
experiences with cancer
One-stop diagnostic clinics have been opened across Canada and internationally so that people with
a suspicion of cancer can receive a faster diagnosis. For example:
•

As part of its IN SIXTY initiative, CancerCare
Manitoba has implemented Regional Cancer
Program Hubs that consist of multidisciplinary
teams that work with nurse navigators to ensure
people have timely and coordinated access to
referrals, testing, diagnosis and treatment.12

•

Cancer Care Ontario has implemented lung/
thoracic, colorectal and prostate cancer
diagnostic assessment programs across Ontario.13
These programs consist of multidisciplinary care
teams, including a patient navigator, that provide
−− one place for all diagnostic services,
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−− streamlined coordination of diagnostic tests
and consultations, and
−− relevant, timely support and information for
individuals going through the process.
The diagnostic assessment programs reduce
the time to diagnosis, which likely reduces
anxiety and stress associated with waiting for
a diagnosis.14,15

•

The National Health Service in England launched
the Accelerate, Coordinate, Evaluate (ACE)
Programme in 2017 to enable faster cancer
diagnosis.16 The program is supported by
Cancer Research UK and Macmillan Cancer
Support and includes
−− over 50 projects exploring innovative
approaches to allow timely diagnosis, such
as interventions to improve screening
uptake for vulnerable groups, to streamline
diagnosis and to enhance roles for primary
care professionals who are not general
practitioners, and
−− six pilot projects testing one-stop diagnostic
pathways for patients with non-specific but
concerning symptoms.

Hearing
“you have cancer”
What’s next?

This section describes factors that contribute
to a positive experience for individuals and
their families during diagnosis and treatment
planning, using personal stories and indicators.

13

After waiting—sometimes days, sometimes months—
for test results (e.g., from an imaging procedure or a biopsy),
some people will hear “you have cancer.”
Being diagnosed with cancer can be an overwhelming, life-changing experience
that brings a range of emotions: fear, uncertainty, denial, anger, guilt, stress,
anxiety, loneliness, isolation, sadness, depression, hope and adjustment.17
Those diagnosed with cancer and their loved ones may have many questions:
“What is cancer?” “Am I going to die?” “How do I cope?” People diagnosed
with cancer may need to undergo more tests and investigations to learn more
about their disease and will need to start preparing to undergo treatment.

PILLARS OF A
POSITIVE
EXPERIENCE

ASSOCIATED
INFORMATION/
DATA

I AM A UNIQUE INDIVIDUAL

I AM RESPECTED

I AM EMPOWERED

I AM SUPPORTED

Being seen as an individual, not
just a diagnosis.

Having care providers who
respond to the needs,
preferences and concerns of
patients and their families after
they hear their diagnosis.

Receiving tailored, understandable
information about cancer and
treatment options, and having the
opportunity to ask questions.

Being referred to care providers
or peer support groups for help
with physical, emotional or
practical concerns, if needed,
after diagnosis.

• Stephen’s, Bonnie’s and
Charlotte’s stories

• Patients’ experiences with being
told their diagnosis sensitively
(AOPSS – quantitative)

• Patients’ experiences
discussing treatments for their
cancer with their care providers
(AOPSS – quantitative)

• Patients’ experiences with being
able to discuss their worries and
• Patients’ experiences with being
concerns with their care providers
given enough information about
(AOPSS – quantitative)
cancer treatments (AOPSS –
quantitative and qualitative)
• Patients’ experiences with their
care providers considering their
travel concerns when planning
treatment (AOPSS – quantitative )

• Patients’ experiences being
referred to care providers for help
with anxieties and fears after
diagnosis (AOPSS – quantitative)
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Pillars of a positive experience within a person-centred approach to care
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Hearing “you have cancer”

Most people report being told of
their cancer diagnosis sensitively.
Based on quantitative responses to the Ambulatory Oncology Patient
Satisfaction Survey (AOPSS)
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BONNIE’S STORY

STEPHEN’S STORY

“‘You have ovarian cancer’...
I was absolutely shocked
and stunned and sad.”

“The hard part is telling
people about the diagnosis...”

Bonnie was diagnosed with Stage III
ovarian cancer when she was 54. “April 7,
2010, was the date I received my
diagnosis and I don’t think I’ll ever forget
it…[My doctor] called me into the
office…and when I walked in she said to
me, ‘You have ovarian cancer. We don’t
know how far along it is, or what stage it
is, but it is ovarian cancer.’ And I just, I
really just about collapsed in her office.
All I remember was walking around the
office, saying ‘Am I going to die?’
because it was the first thing I associated
with cancer…

After several tests, Stephen was
diagnosed with Stage III follicular
lymphoma at age 62. “The first message
about the cancer was devastating.”
After the initial shock, Stephen describes
positively the moment he was told he
had cancer: “In the emergency
department, when the doctor told me
my diagnosis, he did not lord it over
me. He crouched down and was at eye
level with me…He was so respectful.”

“I was absolutely shocked and stunned
and sad. I really can’t explain how I felt
because there was never any cancer in
our family, so cancer was the furthest
thing from my mind. I think before that
time, I don’t know if I even said the
‘cancer’ word, to be honest. So it was
such a total shock for me. Also, my
parents were in their 80s, and I had to go
and tell them that I had cancer. I certainly
wasn’t looking forward to doing that.”

94.0%

of patients were
told of their cancer
diagnosis in a
sensitive manner.
Provincial results
ranged from

93.2%

97.1%

TO

(Alberta)

(Newfoundland
and Labrador)
(Figure 2.1).

FIGURE 2.1
Percentage of patients who reported they were given their diagnosis
in a sensitive manner, by province – most recent year of data†
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Reflecting back on his cancer journey,
Stephen says, “The hard part is telling
people about the diagnosis. I found that
hard. All react differently. Some will say,
‘I know a friend and he’s not dead;’ well,
that is not helpful. Others will just cry
and that is not helpful. So just getting it
out and telling people, communicating
about it, that was hard.”
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Province-specific data are for the most recent year available. BC: 2012; SK, PE: 2013; AB: 2015; MB, NL, NS: 2016;
ON, QC: 2015/16 fiscal year.
“—” Data not available.
QC: Data were weighted.
Data source: NRC Health, Ambulatory Oncology Patient Satisfaction Survey.

†
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More than half of people report that they are not
referred to a care provider for help with their anxieties
and fears when they are diagnosed.
CHARLOTTE’S STORY
Based on quantitative responses to the AOPSS, 68.1% of patients reported that
they had anxieties or fears when first told they had cancer.
Of patients who had anxieties and fears

After the surgery to remove the brain tumour,
Charlotte went to her first appointment at a cancer
centre. Charlotte described her experience when she
found out she had cancer: “The doctor came into the
room and immediately began talking about radiation treatment and about a clinical
trial. We said, ‘What do you mean? We thought surgery went well.’ And he said,
‘You have cancer.’ This was the first we had heard about it. Then he said, ‘You have
Stage III anaplastic astrocytoma.’
“We said we needed time, time alone. We were so shocked! They gave us 10
minutes…But we were just so shocked! And we did not feel comfortable at all with
the situation. We felt let down—why had we not been told anything after surgery?
Why were we kept in the dark? Why were we not told officially about the cancer
there?...I did not like the idea that they had been talking about what to do with me
and my treatment and I did not know, that we did not know.
“At the beginning I felt I was dropped. There was not a lot of communication back
in my home town...We walked into that first appointment at the cancer centre
without any preparation…I found [the appointment] was blunt, formal, just black
and white. There was no room for feelings or supporting. It was shocking news…
People need time to process it, even though they will vary in their responses and
reactions. People need to know the reality and have access to information, but they
also should have support.”

55.8

%

were not referred
to a care provider
for help with those
concerns. Provincial
results ranged from

38.3% 67.7%
TO

(Quebec;
weighted data)

(Newfoundland
and Labrador)
(Figure 2.2).

FIGURE 2.2
Percentage of patients who reported they were not referred to a provider for help
with anxieties and fears when diagnosed, by province – most recent year of data†
%
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54.1

38.3
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BC

AB

SK

MB

ON

QC

NB

NS

PE

Province-specific data are for the most recent year available. BC: 2012; SK, PE: 2013; AB: 2015; MB, NL, NS: 2016; ON,
QC: 2015/16 fiscal year.
“—” Data not available.
QC: Data were weighted.
Data include only patients who reported having anxieties and fears when diagnosed.
Data source: NRC Health, Ambulatory Oncology Patient Satisfaction Survey.

†

NL
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“People need to know the reality and
have access to information, but they also
should have support.”

Some patients report that no one discusses
treatment options with them.

For patients who have worries or concerns before
beginning treatment, most report that they are
able to discuss them with their care providers.

Based on quantitative responses to
the AOPSS, between

Based on quantitative responses to the AOPSS, 79.6% of patients reported that
they had worries or concerns before starting treatments.

(Saskatchewan)

MB

ON

QC

8.7

%

did not discuss them
with their care providers
(Figure 2.4).

(Manitoba)

−
NB NS PE NL

†
Province-specific data are for the most recent year available. BC: 2012; SK, PE: 2013; AB: 2015; MB, NL, NS: 2016;
ON, QC: 2015/16 fiscal year.
“—” Data not available.
QC: Data were weighted. The survey question refers to a discussion with a health care provider rather than “someone.”
Data source: NRC Health, Ambulatory Oncology Patient Satisfaction Survey.
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7.0%
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4.9%
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8.1%

13.2%

15.6%

13.3%

11.8%
SK

TO

FIGURE 2.4
Percentage of patients who reported their care provider did not discuss
their worries or concerns with them before beginning treatment –
most recent year of data†

17.7%

19.2%

20.4%
15.3%

19.0%
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AB

4.9

%

(Nova Scotia)

FIGURE 2.3
Percentage of patients who reported that no one discussed
treatments for their cancer with them – most recent year of data†

BC

Of those who
had worries or
concerns, only

8.7%

(Quebec;
weighted data)

20.4

of patients reported that no
one discussed diﬀerent
treatments for their cancer
with them (Figure 2.3).

5.8%

AND

%

7.5%

11.8

%

7.1%
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−
NB NS PE NL

†
Province-specific data are for the most recent year available. BC: 2012; SK, PE: 2013; AB: 2015; MB, NL, NS: 2016;
ON, QC: 2015/16 fiscal year.
“—” Data not available.
Data source: NRC Health, Ambulatory Oncology Patient Satisfaction Survey.

Most patients say they are given enough information about cancer
treatments, though some describe needing more information to
make an informed decision.
Based on quantitative responses to
the AOPSS, only

3.1

%

6.9

TO

%

of patients reported that they
were not given enough
information about therapies for
treating their cancer (Figure 2.5).

(Saskatchewan)

(Nova Scotia)

FIGURE 2.5
Percentage of patients who reported they were not given
enough information about therapies for treating their cancer –
most recent year of data†

•

An analysis of written comments from the AOPSS shows that some survey
respondents felt they were not told very much about their situation or that they
did not fully understand what was said. They did not always see statistics and
generalities as useful.

•

Some patients felt they did not have enough information to make what they
thought was an informed decision about their treatment and felt they could not
have talked about it with their oncologist. Others wanted more information about
treatment options than they were given, while others wanted more open
discussion specifically about alternative medicines. Respondents who wanted to
talk about alternative treatments said they found that physicians were not always
open to talking about those treatments or to hearing that the patient wished to
pursue a course of action other than what the doctors proposed.

Hearing “you have cancer”

17

“Once I got the diagnosis, I basically put my head down and
just went forward with whatever they told me to do, although
I had many questions for the doctors all the time.”

5.1%

−
NB NS PE NL

†
Province-specific data are for the most recent year available. BC: 2012; SK, PE: 2013; AB: 2015; MB, NL, NS: 2016;
ON, QC: 2015/16 fiscal year.
“—” Data not available.
QC: Data were weighted.
Data source: NRC Health, Ambulatory Oncology Patient Satisfaction Survey.
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QC

5.1%

ON

3.1%

MB

6.4%

6.9%
SK

4.6%

AB

5.5%

BC

5.7%

4.8%

13.2%

Bonnie

Some patients who have to travel for tests or
treatments report that their care providers do
not consider their travel concerns when
planning their treatment.
Based on quantitative responses to the AOPSS, 69.0% of patients
reported that they had to travel for tests or treatments.

(Newfoundland
and Labrador)

TO

25.3

%

(Quebec;
weighted data)

BC

SK

MB

17.6%
ON

CHARLOTTE’S STORY

“I did a bunch of research...I looked at
radiation, tumours, drugs, treatment,
how to care for ourselves, how to be
strong and how to be successful.”
To treat Charlotte’s Stage III anaplastic
astrocytoma, her doctor proposed that she
participate in a clinical trial. Charlotte described
her process for determining what treatment was the right option for her. It
would mean travelling from Medicine Hat to Calgary every week for six weeks
for radiation therapy.
“How would I manage that? And then treatment would be chemotherapy for
one year. I did not know what that meant or what to expect. So I organized my
two sisters and my sister-in-law and gave them each an area to research…I did
a bunch of research myself as well. I looked at radiation, tumours, drugs,
treatment, how to care for ourselves, how to be strong and how to be
successful. And on Monday they came back and we got sort of a consensus.
And that increased our confidence, on the part of my husband and I. So we
agreed to do the trial.”

STEPHEN’S STORY

12.3%

14.9%

16.1%
AB

14.0%
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17.3%

FIGURE 2.6
Percentage of patients who reported their care
provider did not consider their travel concerns
when planning for treatment – most recent
year of data†

of patients reported
that their care providers
did not consider their
travel concerns when
planning treatment
(Figure 2.6 ).

QC

11.4%

11.4

%

15.2%

Of those who
had to travel
for tests or
treatments,

25.3%
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−
NB NS PE NL

†
Province-specific data are for the most recent year available. BC: 2012; SK, PE: 2013; AB: 2015; MB, NL, NS: 2016;
ON, QC: 2015/16 fiscal year.
“—” Data not available.
QC: Data were weighted. The survey question refers to a discussion with a health care provider rather than “someone.”
Data source: NRC Health, Ambulatory Oncology Patient Satisfaction Survey.

“‘Just tell me what you are going to
do.’ And we have not moved off that
plan and it has worked perfectly.”
When it came to planning for treatment,
Stephen told his oncologist, “This is the way I
want it to go. I do not want to know numbers or
possible outcomes. Just tell me what I got, the
treatments you are going to give me, when they are not working, and what
you are going to do for me. Cover stuff in that order—the rest is noise to me.
Just tell me what you are going to do. And we have not moved off that plan
and it has worked perfectly.”

What are the main challenges people experience
when they hear “you have cancer?”
Examples of innovative practices to improve people’s experiences
with cancer
Across the country, navigators are helping people with cancer, and their families, navigate the cancer care system.
Navigators help people to get answers to questions about their diagnosis, to connect with the right care providers
and to access available resources. Navigators provide a familiar face for people who often need to see numerous
physicians and other health care professionals throughout their cancer journey.18 For example,
•

In Alberta, nurse navigators have been integrated in all
17 cancer centres across the province. Navigators help
patients diagnosed with cancer navigate the multiple
tests, appointments, treatments and services they need.19

•

In Quebec, pivot nurses in oncology (PNOs) are integrated
in health care teams in hospitals.20 PNOs act as resource
people for patients and their families from the moment of
diagnosis and along the entire care continuum, assess and
manage needs, teach and provide information, provide
support and coordinate services.21-23

•

•

In Nova Scotia, navigators provide education,
emotional support and logistical assistance as
individuals and families deal with the challenges of cancer.
An evaluation of the program suggests that navigators
have helped people deal with the emotional turmoil,
need for information and logistical challenges associated
with cancer and that they have improved the quality and
consistency of care.26

•

In Prince Edward Island, navigators support and guide
cancer patients and their families from diagnosis and
treatment to continuing care. Navigators provide
education materials and information on support
services based on a patient’s psychological, emotional
or financial needs.27,28

In New Brunswick, pediatric oncology nurse navigators
help children and teens and their families navigate the
health care and community support systems from the
time of diagnosis to recovery. Navigators provide patients
and their families with information about treatments and
their effects, provide educational materials about the
cancer, assist with travel and accommodations, and link
families to local resources.24,25

Some provinces have patient navigators who help address people’s language and cultural needs. For example,
•

Cancer Care Ontario has an Aboriginal Patient Navigator
Program that provides support and advocacy for First
Nations, Inuit and Métis people. For example, Aboriginal
Patient Navigators at the Juravinski Cancer Centre help
people communicate with their care team, arrange
language and cultural translation services and access
cancer services, among other things.29

•

The BC Cancer Agency has a Chinese Peer Navigator
Program. The peer navigators are people who have had
cancer who provide the Chinese-speaking population
with conversational support and help them find
resources or services.30
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The majority of people report
that they are told of their
cancer diagnosis in a sensitive
manner, with most experiencing
anxieties or fears at this time.
Many people, however, are
not referred to a care provider
for help with those concerns.
In addition, some people report
that their care providers
are not discussing treatments
for their cancer with them
and are not considering their
travel concerns when planning
their treatment.
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Being treated
for cancer
Will it work?

An individual with cancer is a whole person and treatment
is not “one size fits all.”
The treatment journey can be different from one person to the next. While
some people undergo a long treatment phase with multiple therapies, others
experience a relatively short treatment phase that may involve only surgery
or radiation. When undergoing treatment, individuals and families can feel
overwhelmed with stress and anxiety around making informed decisions about
care, while at the same time dealing with changes to their normal routine.

This section describes factors that
contribute to a positive experience for
people with cancer and their families
during cancer treatment using personal
stories and indicators.

Pillars of a positive experience within a person-centred approach to care

Living with Cancer: A Report on the Patient Experience

PILLARS OF A
POSITIVE
EXPERIENCE

ASSOCIATED
INFORMATION/
DATA

I AM A UNIQUE INDIVIDUAL

I AM RESPECTED

I AM EMPOWERED

I AM SUPPORTED

Receiving care that considers the
impact of treatment on family
and broader life.

Receiving prompt care from
providers who are familiar with
medical history, and being told
who is in charge of care during
treatment and after.

Having access to tailored
information on emotional changes
and treatment side effects and
being taught how to manage them.

Having a care team during
treatment that is aware of, and
responsive to, physical, emotional
and practical needs.

• Challenges with finances and
travel during treatment
(AOPSS – qualitative)
• Charlotte’s story

• Radiation therapy and surgery
• Information, communication and
wait times (provincial cancer
education (AOPSS – quantitative
agencies and programs; Canadian
and qualitative)
Institute for Health Information) • Stephen’s and Charlotte’s stories
• Coordination and continuity of
services during treatment (AOPSS
– quantitative and qualitative)

• Patient-reported symptoms of
distress (Patient-Reported
Outcome Partners; AOPSS –
qualitative)

• Charlotte’s story

• Bonnie’s, Stephen’s and
Charlotte’s stories

• Emotional support and physical
comfort during treatment (AOPSS
– quantitative and qualitative)

In addition to different treatment pathways, many personal factors
can influence the cancer experience:31-34
• age and sex
• where a person lives (e.g., large urban centre versus rural or
remote community)
• existence and severity of other chronic illnesses and conditions
• support system (e.g., family and friends) and how well established
in the country the person is (e.g., recent immigrant)
• work stability and income
• education level and how well the person understands health
information

Integrating Palliative Care
During Treatment
Early integration of palliative care during treatment not only
improves quality of life—better symptom control, reduced
anxiety and pain, and more support for emotional,
psychosocial and spiritual needs—but also leads to greater
satisfaction with care.36 The best possible patient experience
means all people with cancer have equitable access to
high-quality person-centred palliative care regardless of
where they live, their age and the type of cancer they have.

Being treated for cancer
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The Canadian Partnership Against Cancer’s Palliative and
end-of-life care: A cancer system performance report details
the importance of early integration of palliative care. For more
information, please visit systemperformance.ca.

Cancer care is not just about treating the disease. Many people with cancer
experience a range of symptoms that make their treatment journey more difficult.
Routine screening for physical, emotional and practical concerns can help identify
the unique needs and challenges individuals have during treatment.35 And the early
integration of palliative care during treatment can help prevent and relieve suffering—
for both patients and their families—ensuring optimal quality of life.36 Additionally,
having a care plan in place at the end of treatment and knowing what to expect next
are important in helping people prepare for life after treatment.37
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• cultural beliefs about cancer and treatment
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STEPHEN’S STORY

CHARLOTTE’S STORY

“I generally felt I had control over how I
was being cared for...I felt empowered
to get to the end.”

“They put me on really heavy
chemotherapy because they really didn’t
know where the cancer had started.”

“When you are on treatment you are
just working to get through it all. People
need to be treated as whole persons.”

After Stephen was diagnosed with cancer, he was told
he would need to be treated with chemotherapy.

Less than three weeks after receiving her diagnosis,
Bonnie underwent a six-hour total hysterectomy.
Following surgery, she endured a stronger-thantypical dose of chemotherapy.

After completing a year of chemotherapy, the
oncologist offered Charlotte another year of it.
Charlotte decided this was her best option, “even
though I had side effects and that was not helping
improve things regarding my work, function and
left-sided disability.” Reflecting on her journey, she
considers cancer treatment a “full-time job.”

“It was done all very quickly. From the diagnosis on
Monday to the chemotherapy starting on
Wednesday; really from the emergency visit to the
chemo was all just 12 days. I think they treated me
pretty well to get all that done in that time frame—so
much was happening.”

Living with Cancer: A Report on the Patient Experience

BONNIE’S STORY

“I generally felt I had control over how I was being cared
for—not the treatment, because you have no control
over that. But I felt empowered to get to the end.”

“Six weeks after the surgery, I began my first of 18
sessions of chemotherapy. They put me on really
heavy chemotherapy because they really didn’t
know where the cancer had started. So they said
they would give me as strong a chemotherapy as
they could.”

“When you are on treatment you are just working to
get through it all. People need to be treated as whole
persons. You are more than a disease. You are more
than prescriptions and test results.”

23

89.6%

FIGURE 3.1
Percentage of patients who reported negative
experiences while receiving outpatient cancer
care, all provinces combined, by age group ─
most recent year of data†

of patients reported
receiving enough
information,
communication and
education from their
care team (Figure 3.1).

22.8%
25.3%
25.1%

Based on quantitative
data from the
Ambulatory Oncology
Patient Satisfaction
Survey (AOPSS)
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Most people are receiving enough information,
communication and education from their
health care team, but some want more information
on possible changes that will affect their lives.

Aged 18–29

Coordination &
Continuity of Care

Physical
Comfort

Overall (aged 18+)

†

Information,
Communication
& Education

Emotional
Support
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3.8%
3.1%
3.1%

Province-specific data are for the most recent year
available. BC: 2012; PE, SK: 2013; AB: 2015; MB, NL,
NS: 2016; ON, QC: 2015/16 fiscal year.
QC: Excluded for physical comfort because of
suppression owing to small numbers.
Data for aged 18-29 and aged 30+ includes all
provinces except NS and NB. Data for overall
includes all provinces except NB.
Data source: NRC Health, Ambulatory Oncology
Patient Satisfaction Survey.

2.5%
3.5%
3.4%

Written comments in the AOPSS revealed that some people wanted to talk with
doctors more about what to expect during treatment, including side effects and
how to best manage them. They were also concerned about not receiving
information at all, not understanding the information they received and
wanting additional explanations. Some survey respondents reported they
would prefer that care teams provide both written and verbal explanations.

Aged 30+

9.5%
10.6%
10.4%

While this is a positive finding, other research looking at specific AOPSS questions
found that respondents wanted further information regarding possible changes in
work and usual activities, nutritional needs and changes in energy level.38

People feel wait times for—and during—treatment
are too long for a disease like cancer.

NINE
TEN
NINE
TEN
IN

patients received
breast cancer
surgery within

38NINE
TEN
DAYS
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IN
IN

IN

(provinces ranged
from 27 to 49 days)

patients
patientsreceived
received
breast
breastcancer
cancer
surgery
surgerywithin
within

38

28

from the time
they were
ready to treat
(Figure 3.2).

patients
patientsreceived
received
surgery
surgerywithin
within

(provinces
(provinces ranged
ranged
from
from 27
27 to
to 49
49 days)
days)

patients received

cancer
prostate
cancer
AND breast
surgery within

38
88

(provinces ranged
ranged
(provinces
from 62
27 to
to 116
49 days)
from
days)
(Figure 3.3).39

88

AND
prostatecancer
cancer
AND prostate

DAYS
DAYS

90%

of individuals with cancer
started radiation therapy
within the national wait
time target of

(provinces
(provinces ranged
ranged
from
from 62
62 to
to 116
116 days)
days)
39
(Figure
(Figure 3.3).
3.3).39

patients received

88

AND prostate cancer

surgery within

DAYS

Over

DAYS

As shown in the AOPSS qualitative data, some respondents were frustrated that
it took so long to see a specialist or to start treatment. Once treatment had
begun, some described instances of lengthy registration processes at cancer
centres, waiting too long to see a doctor for a scheduled appointment, lack of
timely scheduling of future appointments and delays in care because test results
were not available. People “found the waiting to be anxiety provoking” and were
often afraid that their cancer had advanced while they were waiting.

People are receiving radiation therapy quickly
but wait times for surgery vary significantly
depending on the type of cancer.

DAYS
DAYS

Delays in care can provoke feelings of anxiety,
fear and frustration.

DAYS
DAYS
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(provinces ranged
from 62 to 116 days)
(Figure 3.3).39

Many prostate cancers are slow growing, so treatment may be considered
less urgent than for other cancers and watchful waiting may be undertaken.
Given that, the longer wait times reported for prostate cancer treatment
(both radiation therapy and surgery) are not unexpected.

FIGURE 3.2
Wait times from ready-to-treat to start of radiation therapy,
all cancers, by province ─ 2014 treatment year
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FIGURE 3.3
Wait times from booking date to cancer surgery,
by disease site — 2016 treatment year
Patient wait time in days

Percentage within
national target

NB 97.0%

Median

7

NL 98.6%

90th percentile wait time

19

6

20

7

22

MB 99.9%

7

22

PE

8

92.2%

44

Colorectal

47

Lung

88

Prostate

DAYS

AB 96.6%

BC 95.9%

38

Breast

22

DAYS

14

27

ON 90.0%
QC 99.0%
NS

‒

SK

‒
0

7

< 14
CARO TARGET

21

< 28

Days

CURRENT NATIONAL
TARGET

“—” Data not available.
BC, AB: Brachytherapy was not included for the 2014 treatment year but was included in previous years.
ON: Data include percentage of patients treated with radiation therapy within 14 days (CARO target), February–December 2014.
National target: 90% of patients receive radiation therapy within 28 days of being ready to treat.
Canadian Association of Radiation Oncologists (CARO) target: 90% of patients receive radiation therapy within 14 days of being
ready to treat.
Data source: Provincial cancer agencies and programs.

DAYS

The Canadian Institute for Health Information defines wait time as the number of days that patients
waited between the booking date and the date of cancer surgery. Booking date is when the patient
and the appropriate physician agree to a service, and the patient is ready to receive it.
Data source: Canadian Institute for Health Information.
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STEPHEN’S STORY

“Just give me the steroid and Benadryl
and the name of a doctor in Halifax and
I am going.”
For Stephen, “with every dose of chemotherapy
the side effects are a little different.” Luckily,
nurses told him what to expect during treatment
so he was not surprised by these side effects.
However, after the third cycle of chemotherapy he experienced an extended
rash, which almost prevented him from attending his son’s graduation. Stephen
did not want to miss it, so he told his oncologist “‘just give me the steroid and
Benadryl and the name of a doctor in Halifax and I am going.’ And all the
pictures of the graduation have me with a really red face. But I got there.”

of patients reported
receiving enough
information,
communication and
education from their
care team (Figure 3.1).

The AOPSS quantitative data
showed that

96.6%

CHARLOTTE’S STORY

“We were given a big binder, all the
papers and pamphlets, on the first or
second appointment.”
Charlotte was given a lot of information at the
cancer centre at the start of treatment, but
struggled to understand the material provided.
Living with Cancer: A Report on the Patient Experience

Most people are generally positive
about the coordination and
continuity of care they receive;
however, some desire more
consistency in staff.

“We were given a big binder, all the papers and pamphlets, on the first or
second appointment. But it was all so overwhelming. And there was no rhyme
or reason to the material. I had to research a lot online.”

of patients were generally positive
about the coordination and continuity
of care they received (positive and
neutral rating) (Figure 3.1).

However, other research done using the AOPSS found that respondents reported
that they didn’t always know the next step in their care nor did they feel providers
were always familiar with their medical history.38
Written comments in the AOPSS revealed that people wanted to see the same
doctor at each cancer centre visit. They felt this would allow for relationship
building with their doctor and allow for providers to know them as a person. Some
respondents had “seen a different doctor every time,” meaning they had to repeat
their stories for each new care provider. The constant changing of physicians left
some individuals wondering if anyone was overseeing their overall treatment or
really knew what was happening to them. Some stated fears of “falling through the
cracks” and the negative impact this could have on their care.

CHARLOTTE’S STORY

“We had to recalibrate the whole team.
It was tough on me. ”
Charlotte had a troubling experience with her care
team in the middle of treatment. Her primary care
provider, whom she had come to trust, moved away,
which resulted in having to convene a new team.
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“We had to recalibrate the whole team. It was tough
on me. One time a new nurse came into my room and said my MRI showed
changes. Well that is the worst thing a cancer patient can hear, that there are
changes. Then she said, ‘Oh no, wrong chart.’ Had I had my own consistent team I
expect that would never have happened.”

STEPHEN’S STORY
Stephen felt his care was handled well by his
doctors, but emotional concerns were still a
challenge for him.
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“Now I was handled in an expeditious way, and that
was phenomenal, don’t get me wrong, but it felt like
a roller coaster ride emotionally.”
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People are receiving care for their physical
comfort, but individuals and their families need more
information about—and better access to—services
to manage symptoms of distress.

THREE
FIVE
IN

35.2
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%

reported moderate to
high levels of fatigue.

reported moderate to
high levels of anxiety.

19.0

reported moderate to
high levels of pain.

15.7%
0%

10%

Among AOPSS respondents (as shown in the quantitative data),
across Canada,
emotional support
was the most
negatively rated
dimension of care:

25.1%

IN
CONTRAST

only

3.1%

of respondents
gave physical
comfort a negative
rating (Figure 3.1).

Among men with prostate cancer, over half reported they had not been referred to
another provider for help with their anxieties and fears.40

20.4%
%

people with cancer who visited a
cancer centre were screened for
distress (i.e., fatigue, anxiety, pain
and depression). Of those, more
than half reported physical and
emotional symptoms of distress
(Figure 3.4).

In the written responses to the AOPSS, some people described feeling “very alone”
and “isolated” during treatment and cancer being “a lot to deal with” without
professional support. They expressed the desire for someone who could talk more
about their psychosocial, emotional and spiritual concerns than was possible in the
routine course of care. Some people voiced the need for emotional and spiritual
support services to be “significantly increased” and for a counsellor to be a part of the
care team. Support for families was cited as being absent and “help with the patient’s
emotions and how to navigate their own emotions” was needed. While most people
were not accessing services to meet their psychosocial, emotional and spiritual needs
during treatment, those who did reported they got “a lot out of counselling.”

“I really think those who have been through a cancer
experience understand the side effects better than the health
professionals and can explain it. They can identify with the
side effects and talk about it better. My ex was my best coach.
She had had cancer in the past and she told me in language
I could understand all about the side effects.”

reported moderate to high levels
of depression.

20%

30%

40%

50%

Stephen

BONNIE’S STORY

FIGURE 3.4
Proportion of patients who reported symptoms of distress, provinces combined ─
most recent three months of data in 2016†
No distress
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%
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35.828.9

Anxiety
Depression

11.1%

4.6%

%
55.4
“I went through
my chemo,
and of course the
emotions
that
go
along
with
having to lose your hair,
%
28.9
your eyebrows and everything.”

“I tried to stay positive about everything as much as
I could. There’s times, you know, you get down…you
just can’t help it…there are your quiet, alone times,
and there’s anxiety periods for sure.”

Depression
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% %
12.26.0
13.0%
23.7%

23.0%

8.5%

48.5%

12.2
6.5% %
13.9%

23.7%

23.0%

43.9%

32.5%41.0%

35.8%41.0%

Pain
Fatigue

Fatigue
Anxiety

6.5
4.6%%
11.1%
13.9%

11.1%
43.9%%
55.4

%
28.9
35.8%

Anxiety
Depression

The most recent three months of data available varied by province: MB, NS and ON: January–March 2016; PE, SK, AB and NL: April–June 2016; QC: May–July 2016.
The Edmonton Symptom Assessment System-revised asks patients to describe how they feel on a scale of 0–10. 0 indicates no symptoms (i.e., no pain, anxiety, fatigue or
depression). Symptom distress refers to low, moderate or high levels of distress (i.e., scores of 1–10). Low, scores 1–3; moderate, scores 4–6; high, scores 7–10. Each symptom
has a small number of no responses, which are excluded: pain, 0.4%; fatigue, 0.3%; anxiety, 0.4%; depression, 0.4%.
ON: Denominators vary across symptoms owing to skipped questions on paper questionnaires.
NL: Patients who indicated they had no symptoms (score of 0) and who did not answer could not be separated. The number of people likely to have given no response was
therefore estimated based on the overall average of other provinces and excluded.
Data source: PRO partners.

†

4.6%
55.4%

28.9%

Charlotte’s main
caregiver was her
husband. He also
experienced emotional
challenges while
Charlotte was receiving
treatment for over
two years.

“My husband had to
continue to work full time while caring for me and
our daughter. On top of this he was constantly
reminded I was sick and that my disease could
eventually kill me—there was no way to predict this
and Depression
no way to ignore it. This wore on him and his
anxiety and stress levels went through the roof.”
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48.5

High

12.2%

13.0%
%

Moderate

Bonnie was left with
residual scar tissue and
pain in the area where
the chemotherapy port
was inserted. She also
experienced side
effects from chemotherapy that resulted in
emotional challenges.
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Challenges related to arranging travel,
accommodation and financial constraints are
burdensome for people affected by cancer.
CHARLOTTE’S STORY

“I spent as little
time as possible
away from home.”
Charlotte had to travel
from Medicine Hat to
Calgary for six weeks
for radiation treatment.
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“My husband would stay with our three-year-old
daughter through the week. And a different family
member would come with me each week to Calgary.
I was in Calgary from Monday to Friday. And the
team was so good to organize my appointments for
late afternoon on Monday and early mornings on
Fridays, so I could get home on the weekends. I
spent as little time as possible away from home.”

In their written comments on the
AOPSS, some respondents described
travelling for treatment and having
to arrange accommodations near the
treatment centre as “very difficult
financially and logistically” and as
significant sources of distress.

These problems disrupted their family lives and
everyday routines and caused financial strain (e.g.,
parking costs, loss of income and medications paid
for out of pocket). However, people expressed
gratitude when cancer centre staff were able to
accommodate their schedule and allowed them to
spend as much time as possible outside the facility.

What are the main challenges people
experience while being treated for cancer?
Examples of innovative practices to improve people’s
experiences with cancer
•

•

•

Publicly available cancer surgery
wait time information
All provinces (except Alberta and Prince Edward
Island) report cancer surgery wait times for specific
disease sites and/or by region on their provincial
websites.41-48 Furthermore, British Columbia and
Nova Scotia provide cancer surgery wait time
information by disease site, hospital and surgeon.
Support groups
Cancer Chat Canada provides access to online
support groups led by professional facilitators for
people across Canada affected by cancer, including
patients, survivors and family members.49 The sense
of community and the shared experiences provide
emotional support and a place to safely discuss
personal topics.
Patient education
In-person education sessions
In Nova Scotia, in-person education sessions are
offered twice per month to meet the needs of
adults with cancer and to improve the patient
experience.50 The five symptom management
sessions focus on fatigue, anxiety and worry,
sadness and depression, pain, and brain fog. Prince
Edward Island (PEI) patients have an opportunity to
join Nova Scotia’s in-person sessions via telehealth.
PEI offers a weekly Oncology Patient Orientation
Program for people with cancer and their
caregivers.51 The program provides information

about the logistics of the cancer facility and
processes, along with education on the
psychological and practical aspects of cancer
treatment, home life and wellness.
Informational videos
Cancer agencies in Alberta, Saskatchewan and
Manitoba collaboratively developed a video series,
“Living well with cancer-related fatigue,” to help
people with cancer identify and address symptoms
of cancer-related fatigue.52
•

Awareness campaigns
British Columbia’s Emotional Support
Transformational Project—Get Your
Province Together!53
Six cancer centres and 33 hospitals in BC worked
together alongside individuals and families to
improve emotional support for people with
cancer. Focus groups were held with patients,
families and staff to understand the reasons for
lower satisfaction scores and to create strategies
for improvement. The top four strategies have
been implemented.
The project’s evaluation showed a 300% increase
in Cancer Chat Canada use, a 44% improvement
in perception of emotional support by people
with cancer and a significant improvement in the
awareness of emotional support resources by
staff, patients and families.
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Some patients want more information
on what to expect when they undergo
treatment for their cancer and possible
changes that will affect their life.
In addition, most people report
experiencing symptoms of distress
during treatment, including fatigue,
anxiety, pain and depression. Many
would like more information about—
and better access to—support
services that address their and their
families’ psychosocial, emotional and
spiritual concerns.
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Finding a
“new normal”
What will life be like?

Cancer is not over when it is over: even though
treatment is complete, people still need the
support of the health care system.57 This
section describes factors that contribute to a
positive experience for individuals and their
families after cancer treatment ends, using
different data sources.

After completing cancer treatment, people experience
various changes, some of which can persist for years and
even become a permanent part of their lives.
When treatment is over, individuals and families often have to face a reality that
looks very different from life before cancer. People who have had cancer may
experience numerous difficulties after treatment, including physical challenges
such as prolonged fatigue; emotional challenges, including fear of cancer
returning; and practical concerns, such as going back to work or school.54,55
Individuals experience these issues in different ways and the intensity of the
challenges can vary from one person to the next. Sometimes, people feel as if
they were left on their own to deal with challenges after treatment, without a
clear idea of who in the health care system is responsible for their follow-up or
how to reach out for help.56

Pillars of a positive experience within a person-centred approach to care
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PILLARS OF A
POSITIVE
EXPERIENCE

I AM A UNIQUE INDIVIDUAL

I AM RESPECTED

Being seen as an individual who has Receiving coordinated care across
specific challenges and priorities
health care professionals in a way
while finding a new normal.
that ensures follow-up and
facilitates the transition from
specialist to survivorship care.

• Charlotte’s and Stephen’s stories
ASSOCIATED
INFORMATION/
• Prevalence and severity of physical,
DATA
emotional and practical challenges
(Transition Study)

• Challenges when returning to work
(patient stories, Transition Study,
AOPSS – qualitative)

• Care provider in charge of
follow-up care (Transition Study)
• Charlotte’s story

I AM EMPOWERED

I AM SUPPORTED

Being able to ask for and get
information that teaches how
to cope with changes after
treatment or that guides to
useful resources.

Receiving support for both the
temporary and permanent
physical, emotional and practical
changes that arise while adjusting
to life after cancer.

• Percentage of patients who
receive useful information about
concerns (Transition Study)
• Ease/difficulty of asking doctors
questions (Transition Study)
• Reasons for not seeking help for
concerns (Transition Study)

• Ease of getting help for concerns
(AOPSS – qualitative)
• Self-reported wait times for
patients who sought help for
most difficult concern
(Transition Study)

What is the
Transition Study?

“I get aches and pains, off and on, and
you can’t help but worry about them.
What do they mean?”
Despite a challenging diagnosis, Stephen has been in
remission since 2015. “I was told I was in remission
one year after my diagnosis. I was told that a lot of
people do not do well with this, but that I was one of
the good ones.” After “staring death in the eye,”
Stephen has adopted a direct and pragmatic outlook
on life. But he feels anxious about cancer returning—
which is a concern most people experience after
achieving remission.
“I get aches and pains, off and on, and you can’t help
but worry about them. What do they mean? Is it the
cancer back again? You find you worry about these
little things, about a number of them.”

CHARLOTTE’S STORY

“...It really helps to be directed as to
where to go and to supports in the
hospital or beside it.”
Charlotte worked hard to stay healthy and strong
throughout two years of cancer treatment, and felt
positive at the last round of chemotherapy in
November 2015, when she was told the tumour had
not grown since surgery.
Yet life became harder in many ways because there
was no discussion of what to expect next. “I found it
was all harder after treatment stopped. So much
more of what you are dealing with is mental,
emotional and dealing with day-to-day living. It really
helps to be directed as to where to go and to supports
in the hospital or beside it. For me there was nothing.
No transition appointment. There was no closure.”

Over 13,000 people who had completed
cancer treatment within the past one to three
years participated in the national survey to
share their experiences as they transitioned
from specialty oncology care to the broader
health care system. As the first national survey
of its kind, the Transition Study provides a
foundation of information about the various
difficulties, information requirements, and met
and unmet needs of cancer patients and
survivors across the country.
This section provides a first look at the findings
from adult respondents (aged 30+) with
non-metastatic cancers.
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STEPHEN’S STORY

In Canada, the availability of consistent,
reliable data on what individuals experience in
the post-treatment period has been limited. To
fill this information gap and better understand
the challenges related to cancer survivorship,
the Canadian Partnership Against Cancer
collaborated with all 10 provinces to conduct
the Experiences of Cancer Patients in
Transition Study.
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People continue to experience diverse physical,
emotional and practical challenges after completing
cancer treatment.
The end of treatment does not
mean that individuals stop having
concerns or challenges.58

67.7

of Transition

participants
% Study
reported having
diﬃcult times
after treatment.

OF
THESE

said the ﬁrst six

49.2

to a
% months
year after

treatment were
the hardest.

FIGURE 4.1
Prevalence and severity of physical, emotional and practical
concerns after completing cancer treatment – 2016 reporting year

EIGHT
TEN
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IN

patients had physical
challenges after their
treatment ended. Increased
fatigue and changes in sexual
function and fertility were
their biggest concerns.

Fatigue was the most diﬃcult
physical concern to get help for,
especially among patients with
hematological cancers.

Data source: Experiences of Cancer Patients in Transition study (2016).

SEVEN
TEN
IN

patients reported having
emotional concern after
treatment ended. Worry about
cancer returning, depression
and changes in sexual intimacy
were their biggest concerns.

Worry about cancer returning
was the most diﬃcult emotional
concern to get help for.

FOUR
TEN
IN

patients reported having
practical challenges after their
treatment ended. Returning to
work or school and diﬃculty
getting life insurance were
their biggest concerns.

Financial problems such as
paying health care bills and
getting life insurance were the
most diﬃcult practical concerns
to get help for.

Individuals who have a care provider in charge
of their cancer care follow-up find it easier to
get help for their concerns than those without
someone in charge after treatment.
Transition Study data showed that most people had a cancer
specialist (alone or with a primary care provider) in charge
of follow-up care after treatment (Figure 4.2).

•

42.4% of participants identified their specialist
(oncologist, hematologist, surgeon or other) as the
care provider in charge of their follow-up care.

•

31.9% reported both specialists and primary care
providers (family doctor, nurse or general
practitioner) as being in charge of their follow-up.

•

22.4% identified a primary care provider as the one
in charge.

•

3.3% reported that no one was in charge of their
care after treatment.
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FIGURE 4.2
Care provider in charge of follow-up,
by province – 2016 reporting year

60.9%

22.6%
37.7%
36.3%
3.3%

9.9%
50.7%
36.8%
2.6%

NB

PE

NS
Data with responses “Unsure” were excluded.
QC: Data are weighted. Results from the remaining nine provinces are unweighted.
Data source: Experiences of Cancer Patients in Transition study (2016).
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ON

QC

16.6%
40.5%
39.3%
3.5%

SK

NL
26.7%
3.0%

MB

9.4%

34.9%
32.4%
31.1%
1.5%

AB

24.9%
36.0%
36.0%
3.0%

No one

10.0%
53.8%
33.8%
2.4%

Both

39.0%
23.6%
33.3%
4.1%

BC

Cancer
specialist

32.5%
35.5%
28.1%
3.9%

28.7%
34.7%
33.2%
3.4%

Primary care
provider
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The data show a positive link between having someone in charge of
follow-up care and getting help for concerns after treatment.
Of patients/survivors with a care
provider in charge, 50.8–56.1% found
it easy or very easy to find help for
their concerns. Of those without
someone in charge, 34.9% found it
easy (Figure 4.3).

“When I got out, I went to my family doctor and I said,
‘You are my quarterback outside the hospital and I
want an appointment to see you once a month, even if
it is just to say hi.’ Seeing someone regularly, who
really cares for you, is so helpful.”

Stephen

FIGURE 4.3
Ease of getting help for post-treatment concerns, by care
provider in charge – 2016 reporting year
Very easy/easy

Hard/very hard

Did not get help

34.9%
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50.8%

56.1%

53.5%

33.1%

25.7%

23.5

%

Primary care provider
family doctor, nurse or general
practitioner
Data source: Experiences of Cancer Patients in Transition Study (2016).

24.4%

24.8%

19.5%

21.7

Specialist
oncologist, hematologist, surgeon
or other cancer specialist

%

Both

32.0%

No one

The easier it is for people to ask their care providers
questions, the better their experience is after treatment.
After treatment, some individuals and families deal with an altered reality and
day-to-day life. Some may feel uncertain about what to do and may have more
questions than they have answers.59 Qualitative data from the Ambulatory
Oncology Patient Satisfaction Survey (AOPSS) showed that most individuals
needed someone they could talk to about their concerns “at length” after
treatment and that they needed more information that addressed their
challenges. In some cases, people ended up going to the emergency department
to find help for their problems, but staff there may not be familiar enough with
cancer care to help them.

FIGURE 4.4
Ease of getting help for post-treatment concerns, by difficulty asking questions
to doctors – 2016 reporting year
Very easy/easy

Hard/very hard
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Did not get help

28.2%

If they are not addressed, these concerns can affect the daily function and quality
of life of individuals and families who are going through the adjustment process.

59.6%

Data from the Transition Study showed that the easier it was for patients/
survivors to ask their doctors questions, the easier it was to get help for their
physical, emotional and practical concerns. One-third of patients/survivors who
had a hard time asking questions of doctors found it very hard to get help or did
not get help at all (Figure 4.4).

36.1%

22.3%
Primary care practitioners and other health care professionals in cancer
or community care centres—in addition to doctors—can help individuals
address their emotional, physical or practical concerns.
For example, participants in the Transition Study who were able to visit or speak to
other health care providers in cancer centres found it easy or very easy to get help
for their concerns (56.6%), compared with those who were unable to reach other
care providers (19.1%).

35.7%
18.1%
Easy to ask doctors questions

Hard to ask doctors questions

“The team is a huge factor—as long as they are ready to work with me and I am a member
of that team. If I am not a partner, then it won’t be as good. The patient is a partner, or
needs to be. It is not just all about them, the team. You all need to work together and allow
the patient to adjust their role as the situation calls for it.”

Charlotte
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Data on the “neither easy nor hard to ask doctors questions” category are not shown.
Data source: Experiences of Cancer Patients in Transition study (2016).
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6 out of 10 individuals look for help to alleviate their
concerns after treatment; sometimes, they cannot find it.
Over one-third of people who
seek help for their most difficult
concerns report waiting too long
or being unable to get help.

Some people do not seek help for their problems, mostly because
they think nothing can be done. Some do not want to ask a health
care provider for help. As a result, their concerns after treatment
remain unaddressed.

Most people are concerned about side effects and
unexpected complications after treatment. Written
comments in the AOPSS revealed that some people
felt their concerns were dismissed or brushed off,
and they became more distressed when their
difficulties remained unaddressed.

The Transition Study revealed that patients/survivors did not reach out for help mainly because someone
had told them their concerns were normal and they thought nothing could be done about them, because they
did not want to ask, or because they did not know services were available (Figure 4.5).
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The Transition Study asked patients/survivors about
the physical, emotional or practical concern they
had the most difficulty getting help for and how long
they had to wait to get help. Depending on the nature
of the concern (emotional, physical or practical),
respondents answered the following:
•

32–37% found help within 3 months.

•

19–21% found help in 3–12 months.

•

8–13% waited a year or more to get help.

•

34–36% were not able to get help.

FIGURE 4.5
Reasons for not seeking help for physical, emotional or practical
concerns after completing treatment — 2016 reporting year

50.9

%

Physical

33.7%

Someone told
me it was normal
and I didn’t think
anything could
be done about it.

Someone told
me it was normal
and I didn’t think
anything could
be done about it.

14.6%

I didn’t want
to ask.

11.5%

I didn’t want

I didn’t know
services were
available
to help me.

I was
embarrassed.

25.9% to ask.

14.9%

Emotional

23.7%

I didn’t want
to ask.

22.9%

I didn’t know
services were
available
to help me.

21.5%

Practical
Percentages reflect total number of times a certain response was selected regardless of whether a respondent checked off one or more responses.
Base population excludes respondents who had no concerns and those who sought help for their concerns.
Data source: Experiences of Cancer Patients in Transition study (2016).

Someone told
me it was normal
and I didn’t think
anything could
be done about it.
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FIGURE 4.6
Percentage of patients who reported receiving useful information for their
emotional or practical concerns – 2016 reporting year

“I received useful
information about my
practical concerns.”

10.4%
10.4%
24.7%
30.7%
23.8%

Strongly
disagree
Somewhat
disagree
Neither agree
nor disagree
Somewhat
agree
Strongly
agree

Base population: Respondents who had no practical or emotional concerns, and responses left blank or marked “not applicable,” are excluded.
Data source: Experiences of Cancer Patients in Transition study (2016).

The Transition Study showed that most patients/survivors agreed that
they received useful information about their physical needs (74.9%).
But when asked whether they received useful information about their
emotional or practical concerns, only half agreed they received
information to address those concerns (Figure 4.6).

10.0%
10.6%
25.4%
27.3%
26.7%

“I received useful
information about my
emotional concerns.”
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Only half of the people with emotional or practical
challenges receive useful information that addresses
their needs.

Finding a “new normal”

Receiving useful information to address concerns and
getting help for practical needs are essential elements
of a positive experience after treatment.
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Almost half of individuals aged 30 to 64 are concerned about
returning to work or school after treatment. Over half do not seek
help for this concern.
Cognitive limitations, trouble coping, fatigue,
depression and anxiety can get in the way of returning
to work or school. In some cases, people find
themselves not being able to keep up with work the
way they want to.60 Written comments in the AOPSS
survey revealed that most respondents who expressed
concern about returning to work immediately after
ending treatment were not entirely convinced health
care professionals understood what they were
experiencing or knew how to support them as they
dealt with these challenges.

STEPHEN’S STORY

42.2%

of participants (aged 30
to 64) were concerned
about going back to
work or school one to
three years after ending
treatment.

19.3%
12.2%

10.8%

BONNIE’S STORY
After treatment,
Stephen returned to
work part time and
adapted to the
permanent changes
in his life.
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Data from the Transition Study revealed that

“Currently I am working
about 60% of the time
and am working on a contract basis. The work
situation was challenging as my previous employer
laid me off as soon as he heard I was ill. So that
meant I did not have any income. And I did not have
any sick time coverage as the sick time could not be
carried over from the previous 15 years. This was not
a good situation. Now I am doing part-time contracts
and it is working out.”

reported it was a big concern.
reported it was a moderate concern.
reported it was a small concern.

CHARLOTTE’S STORY
For Bonnie, going back to
work after chemotherapy
was over was one of
her biggest challenges.
Her permanent fatigue
made her reconsider
her decision to return
to work.

“I worked for probably seven or eight months and I
just couldn’t do it anymore because I had no quality
of life. I would go to work in the morning, I’d come
home, and I’d be totally exhausted. The doctors
decided that it was best for me and for my health—
and because I had a recurring type of ovarian
cancer—that I finish work and try to concentrate
more on taking care of myself. So that’s what I did. I
was broken-hearted, as I really didn’t want to give up
work, but the exhaustion and fatigue I was feeling
didn’t allow me to continue working.”

After completing the
final round of
chemotherapy, Charlotte
and her family decided
it was best for her not to
return to work in the
foreseeable future.
Her former role as VP
involved a lot of traveling and stressful situations that
could affect her recovery.
“I have grieved the loss of my work. It was so hard to
give it up. I had to face the reality that my brain and
body could not do what they once could, I was not
able to do what I once excelled at doing. I just could
not keep up and deliver as I wanted to do. It was just
too much stress with the side effects and it would
help not to be in the kinds of situations work created.”

Most individuals live with the
uncertainty of cancer returning.61
For some, cancer does come back.
Sometimes, cancer returns. When that happens, patients,
survivors and their loved ones often feel discouraged,
hopeless and even more uncertain about the future. Finding
strategies to cope, maintaining emotional well-being and
regaining a sense of control are essential.
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BONNIE’S STORY
After treatment was over, Bonnie remained cancer-free for four
years. She and her partner were planning their wedding when she
found out her cancer was back. “I was having my yearly CT scans
and in 2014, they discovered that I had a recurrence of my cancer.”
This time, she received a more aggressive, second-line
chemotherapy treatment. As a result, she and her partner decided
to postpone their wedding to focus completely on her treatment
and well-being.
“While I was going through that, I tried to stay as healthy as I could,
eat as healthy as I could. I did a lot of juicing. I started yoga. I tried
to walk as much as I could. More so after the second time.”
Bonnie and Charlie married in August 2016.

Palliative care is shifting from care of the dying to a broader
focus on integrated care, with palliative care provided to
anyone with a life-threatening illness with the intent of
providing comfort and improving quality of life.62
Recurrent cancer is being seen more frequently—sometimes
years after initial treatment. A recurrent cancer often requires
a full assessment and proven management strategies to
preserve quality of life and relieve emotional distress for
individuals and family members. In an integrated model of
care, palliative care can provide relief by addressing emotional
and physical effects that persist after treatment is over or that
may arise after a cancer recurrence.
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Integrating palliative care is important
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What are the main challenges people
experience while finding a new normal?
Most patients with non-metastatic cancers continue to experience
physical, emotional and practical challenges one to three years after
completing cancer treatment. Some report having difficulty asking
doctors questions or talking to other care providers in cancer centres
and community settings, which can be a barrier to getting help for their
concerns. Although most people receive useful information about their
physical concerns, many report that they are not receiving useful
information that can help address their emotional or practical concerns.

Examples of innovative practices
to improve people’s experiences
with cancer
Health care provider education and training on
cancer survivorship
•

The McGill University Health Centre developed Caring for Cancer
Survivors in Family Medicine, an educational workshop for
primary care providers in Montreal. The program is accredited by
the College of Family Physicians of Canada and is focused on
improving the care that patients receive after active treatment
ends. This educational intervention has demonstrated increased
primary care practitioner confidence and knowledge about late
effects of cancer treatment (e.g., physical and psychosocial
challenges, sexual dysfunction and pain management).64,65

In-person and online information programs
for patients
Living with Cancer: A Report on the Patient Experience

•

Nova Scotia, Newfoundland and Labrador and Saskatchewan
implemented the Cancer Transitions: Moving Beyond Treatment
program. It is a six to seven week in-person program designed to
support and empower cancer survivors as they transition from
disease-oriented treatment to life beyond treatment. It provides
support and information about exercise, nutrition, emotional
health, well-being and local services available to assist with
coping during the transition.66-68

•

Manitoba developed the Moving Forward After Cancer
Treatment Program.69 This program helps patients transition to
follow-up care at the end of curative therapy by developing
standardized care plans, implementing transition appointments
and providing cancer-specific follow-up care resources.69
McGill University, the BCCA and the de Souza Institute partnered
with the Canadian Partnership Against Cancer to develop Cancer
and Work (cancerandwork.ca). It is a website that provides
interactive resources for cancer survivors, health care providers
and employers. Available resources include information and tools
to support returning to, staying or leaving work and to manage
challenges after returning to work.70

Cancer survivorship registries
•

The Patient Reported Outcomes Following Initial Treatment
and Long-Term Evaluation of Survivorship (PROFILES) registry
collects patient-reported outcomes annually in the Netherlands.
The data are linked with patients’ clinical data available through
cancer registries. This unique data linkage makes it possible to
interpret outcomes in relation to medical and demographic
characteristics and provides a unique monitoring system for
outcome assessment.71
The recently released Pan-Canadian Framework for Cancer
Survivorship Research, developed by the Canadian Cancer
Research Alliance in collaboration with over 30 federal agencies,
can help to build and expand survivorship research infrastructure
across the country to accomplish this aim and to identify
opportunities to advance person-centred care in Canada.63
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STEPHEN’S STORY

BONNIE’S STORY

CHARLOTTE’S STORY

“Connecting to friends and being
grounded in the inevitability that we all
will need to face life’s challenges.”

“I don’t know if anyone who has
received a cancer diagnosis will ever
feel ‘normal’ again.”

“When my cancer recurs in the future,
we hope with confidence that there will
be better options for me.”

“Upon reflection after this experience, life is fragile
and I need to find ways to live my life fully; look for
alternative ways to earn an income. Connecting to
friends and being grounded in the inevitability that
we all will need to face life’s challenges. Some we
will be able to overcome; others will require us to
consider our contributions and live the rest of our
lives with hope and dignity. There are people around
you who really care!”

“In addition to getting married in 2016, I also turned
60 and celebrated my birthday with over 100 friends
and family members. I try to stay as active as I can. I
walk, go to yoga and line-dancing and have recently
begun to enjoy painting. I don’t know if anyone who
has received a cancer diagnosis will ever feel
‘normal’ again. The fear of it coming back is there
every day for me, as I was told by my doctor that I
have a recurring type of ovarian cancer…I did already
have one recurrence in 2014—four years after my
initial diagnosis. A cancer diagnosis does indeed
change your life forever.”

“I am a stronger person now. We are a stronger
family, and we have sorted out our priorities in our
lives. This type of tumour has tentacles and they
spread throughout so recurrence is highly likely but
it takes time for them to grow to a size that they can
see them. We choose not to let this fact rule our
lives but in all honesty, it does still come to mind in
some of the oddest moments. When my cancer
recurs in the future, we hope with confidence that
there will be better options for me. I remind myself
daily, yes I have lost parts of me, I can’t do all the
things I used to be able to do, but I choose to
embrace all that can still be—I choose to be the best
wife, mother, friend and person I can be not in spite
of my cancer but because of it.”

There are no breaks
during the cancer journey.
From the moment people start wondering
if they have cancer to post-treatment care,
the cancer experience is a continuous one
for everyone involved. Providing personcentred care during each stage of the
journey will ensure that patients and families
are seen as unique individuals, receive
coordinated care that is considerate of their
time and preferences, have access to useful
information that promotes self-care, and
have their various needs met as they arise.
The Canadian Partnership Against Cancer
will continue to work with patients, families
and health care partners across Canada to
spread innovation and promote better
quality of care for all.

The way ahead: What system changes are needed
to catalyze a shift from disease-centred to personcentred cancer care?
Clinicians should have access to real-time data that informs their
clinical decisions, to help ensure patients’ physical, emotional
and practical needs are being met from cancer suspicion through
to survivorship.
Health system administrators should adopt existing evidencebased, validated tools to collect data on patient-reported outcome
and experience measures from cancer suspicion to survivorship.
These tools should be adapted by hospitals and other health
care facilities to address the local real-time information needs
of their clinicians.
Provincial and territorial governments should work with national
health data partners (such as the Canadian Institute for Health
Information and Canada Health Infoway) to ensure the infrastructure
is in place to create and maintain a national database of information
on patient-reported outcome and experience measures to facilitate
system performance monitoring, quality improvement, and research.
In time, these changes will have the following impact:
People with cancer will have
the time and support to
communicate their physical,
emotional and practical
needs, and to be active
participants in their care before
diagnosis, during treatment
and after treatment.

Health systems and facilities
will have a suite of tools and
data that help identify unmet
needs of patients with cancer
and their families. With this
information they can efficiently
distribute resources to address
gaps in cancer care services.

Clinicians will receive real-time
feedback about their patients’
needs, allowing them to have
conversations with patients
about their care, address their
concerns and offer personcentred support.

Health services researchers
will be able to conduct studies
to identify innovative ways to
improve the patient experience
of cancer care.

Canadian Partnership Against Cancer

Conclusion

45

Acknowledgements

46

Acknowledgements
The production of this report was made
possible through collaboration with national,
provincial and territorial partners and further
informed by subject matter experts from
across the country. For more information,
visit systemperformance.ca/about.
This document has been made possible
through a financial contribution from Health
Canada, through the Canadian Partnership
Against Cancer. The views expressed herein
represent the views of the Canadian
Partnership Against Cancer.

References
1.

Fitch MI, Porter HB, Page BD. Supportive care
framework: a foundation for person-centred care.
Pembroke (ON): Pappin Communications; 2009. 143 p.

8.

Doyle C, Lennox L, Bell D. A systematic review of
evidence on the links between patient experience and
clinical safety and effectiveness. BMJ. 2013 Jan 03;3(1).

2.

Wolf JA. Patient experience: the new heart of healthcare
leadership. Front Health Serv Manage. 2017 Spring;
33(3):3-16.

9.

Siriwardena AN, Gillam S. Patient perspectives on
quality. Qual Prim Care. 2014;22(1):11-5.

3.

Robert G, Cornwell J, Locock L, Purushotham A, Sturmey
G, Gager M. Patients and staff as codesigners of
healthcare services. BMJ. 2015 Feb 10;350:g7714.

4.

Pérez-Stable E. Sexual and gender minorities formally
designated as a health disparity population for research
purposes [Internet]. U.S. Department of Health &
Human Services, National Institutes of Health; 2016
[cited 2017 Aug 28]. Available from: https://www.nimhd.
nih.gov/about/directors-corner/message.html.

Living with Cancer: A Report on the Patient Experience

Suggested citation:
Canadian Partnership Against Cancer. Living
with Cancer: A Report on the Patient
Experience. Toronto (ON): Canadian
Partnership Against Cancer; 2018 Jan. 50 p.

5.

6.

7.

Linden W, Vodermaier A, Mackenzie R, Greig D. Anxiety
and depression after cancer diagnosis: prevalence rates
by cancer type, gender, and age. J Affect Disord.
2012 Dec 10;141(2-3):343-51.
National Clinical Guideline Centre. Patient experience
in adult NHS services: improving the experience of
care for people using adult NHS services. London
(UK): Royal College of Physicians;2012. 335 p.
Luxford K, Sutton S. How does patient experience fit into
the overall healthcare picture? Patient Exper J.
2014 April;1(1):20-7.

10. Mazor KM, Beard RL, Alexander GL, Arora NK, Firneno C,
Gaglio B, et al. Patients’ and family members’ views on
patient-centered communication during cancer care.
Psychooncology. 2013 Nov;22(11):2487-95.
11. Lang EV, Berbaum KS, Lutgendorf SK. Large-core breast
biopsy: abnormal salivary cortisol profiles associated
with uncertainty of diagnosis. Radiology. 2009 Mar;
250(3):631-7.
12. CancerCare Manitoba. IN SIXTY for patients [Internet].
Winnipeg (MB) [cited 2017 May 26]. Available from:
http://www.cancercare.mb.ca/home/patients_and_
family/cancer_patient_journey/.
13. Cancer Care Ontario. Diagnostic assessment programs
[Internet]. Toronto (ON); 2017 [updated 2017 Mar 21;
cited 2017 May 26]. Available from: https://www.
cancercare.on.ca/pcs/diagnosis/diagprograms/.
14. Jiang L, Gilbert J, Langley H, Moineddin R, Groome PA.
Effect of specialized diagnostic assessment units on the
time to diagnosis in screen-detected breast cancer
patients. BJ Cancer. 2015 May;112(11):1744-50.

References

47

16. Cancer Research UK. ACE programme projects
[Internet]. London (UK); 2016 [cited 2017 May 17].
Available from: http://www.cancerresearchuk.org/
health-professional/early-diagnosis-activities/aceprogramme/ace-programme-projects.
17. Canadian Cancer Society. Emotions and cancer [Internet
]. Toronto (ON) [cited 2017 Apr 11]. Available from:
http://www.cancer.ca/en/cancer-information/cancerjourney/recently-diagnosed/emotions-andcancer/?region=on.
18. Walkinshaw E. Patient navigators becoming the norm in
Canada. CMAJ. 2011 Oct 18;183(15):e1109-e10.
19. Alberta Health Services. Cancer patient navigation and
tumor triage coordination [Internet]. Edmonton (AB):
Alberta Health Services [cited 2017 Aug 24]. Available
from: http://www.albertahealthservices.ca/info/service.
aspx?id=1025354.

20. Neill G, Green E, Caris P and Welton D. Fighting cancer
in Québec and in Ontario: a patient-centred approach.
Québec (QC): Québec, Institut de la statistique du
Québec; 2014. 67 p.
21. Ministère de la Santé et des Services sociaux du Québec.
Rôle de l’infirmière pivot en oncologie. Québec (QC):
Québec Ministère de la Santé et des Services sociaux;
2008. 16 p.
22. Skrutkowski M, Saucier A, Eades M, Swidzinski M, Ritchie
J, Marchionni C, Ladouceur M. Impact of a pivot nurse in
oncology on patients with lung or breast cancer:
symptom distress, fatigue, quality of life, and use of
healthcare resources. Oncol Nurs Forum.
2008 Nov;35(6):948-54.
23. Leboeuf I, Lachapelle D, Dubois S, Genest C.
Contribution of the pivot nurse in oncology to the
experience of receiving a diagnosis of cancer by the
patient and their loved ones. Can Oncol Nurs J.
2014 Summer;24(3):189-93, 4-8.
24. Government of New Brunswick. Pediatric oncology
navigators profiled during Childhood Cancer Awareness
Month (news release) [Internet]. Fredericton (NB); 2012
[updated 2012 Sep 12; cited 2017 Aug 24]. Available
from: http://www2.gnb.ca/content/gnb/en/news/
news_release.2012.09.0900.html.

25. Government of New Brunswick. Pediatric oncology
[Internet]. Fredericton (NB) [cited 2017 Aug 24]. Available
from: http://www2.gnb.ca/content/gnb/en/
departments/health/NewBrunswickCancerNetwork/
content/PediatricOncology.html.
26. Corporate Research Associates. Cancer patient
navigation evaluation. Halifax (NS): Cancer Care Nova
Scotia; 2004. 18 p.
27. Government of Prince Edward Island. Island cancer
patients to benefit from new Cancer Patient Navigation
Program (news release) [Internet]. Charlottetown (PE);
2010 [updated 2010 Nov 19; cited 2017 Aug 24].
Available from: http://www.gov.pe.ca/index.php3/
publications/pt/taxandland/law/law/index.php3?numbe
r=news&newsnumber=7445&dept=&lang=E.
28. Government of Prince Edward Island. Cancer patient
navigation program [Internet]. Charlottetown (PE);
2016 [updated 2016 Mar 21; cited 2017 Aug 24].
Available from: https://www.princeedwardisland.ca/
en/information/health-pei/cancer-patientnavigation-program.
29. Juravinski Cancer Centre. Aboriginal patient navigator
[Internet]. Hamilton (ON) [cited 2017 May 26]. Available
from: http://jcc.hhsc.ca/body.cfm?id=84&fr=true.

Canadian Partnership Against Cancer

15. Tinmouth J, Jembere N, Gao J, McCurdy B, Sacco J,
Holloway C, et al. Reduction in wait-times to
colonoscopy after positive fecal occult blood test among
patients having colonoscopy in a diagnostic assessment
program compared to usual care in Ontario’s organized
colorectal cancer screening program. Gastroenterology.
2017 April;152(5 Suppl 1):S74.

References

48

30. BC Cancer Agency. Support programs [Internet].
Vancouver (BC); 2017 [cited 2017 May 26]. Available
from: http://www.bccancer.bc.ca/our-services/
centres-clinics/vancouver-centre/support-programs.

36. World Health Organization. WHO definition of palliative
care [Internet]. Geneva; 2017 [cited 2017 Jun26].
Available from: http://www.who.int/cancer/palliative/
definition/en/.

42. Manitoba Government. Cancer surgery [Internet].
Winnipeg (MB); 2017 [cited 2017 Aug 31]. Available from:
http://www.gov.mb.ca/health/waittime/cancer/surgery/
index.html.

31. Bowman KF, Deimling GT, Smerglia V, Sage P, Kahana
B. Appraisal of the cancer experience by older
long-term survivors. Psycho-Oncology. 2003
Apr-May;12(3):226-38.

37. Hewitt M, Greenfield S, Stovall E; Committee on Cancer
Survivorship: Improving Care and Quality of Life,
Institute of Medicine and National Research Council.
From cancer patient to cancer survivor: lost in transition.
Washington, DC: National Academies Press; 2005. 534 p.

43. Saskatchewan Surgical Care Network. Cancer treatment
[Internet]. Regina (SK); 2017 [cited 2017 Aug 31].
Available from: http://www.sasksurgery.ca/patient/
cancer.html.

Living with Cancer: A Report on the Patient Experience

32. Gany FM, Herrera AP, Avallone M, Changrani J. Attitudes,
knowledge, and health-seeking behaviors of five
immigrant minority communities in the prevention and
screening of cancer: a focus group approach.
Ethn Health. 2006 Feb;11(1):19-39.
33. Payne S, Jarrett N, Jeffs D, Brown L. Implications of social
isolation during cancer treatment. The implications of
residence away from home during cancer treatment on
patients’ experiences: a comparative study. Health
Place. 2001 Dec;7(4):273-82.
34. Longo CJ, Fitch M, Deber RB, Williams AP. Financial and
family burden associated with cancer treatment in
Ontario, Canada. Support Care Cancer. 2006 Nov;
14(11):1077-85.
35. Bultz BD, Holland JC. Emotional distress in patients with
cancer: the sixth vital sign. Comm Oncol. 2006 May;
3(5):311-4.

38. Centre for Health Services and Policy Research.
Patient experiences with outpatient cancer care in
British Columbia, 2012/13. Vancouver, BC: The
Centre; 2014. 46 p.
39. Canadian Institute for Health Information. Wait times for
priority procedures in Canada, 2017. Ottawa (ON): The
Institute; 2017. 18 p.
40. Canadian Partnership Against Cancer. Prostate cancer
control in Canada: a system performance spotlight
report. Toronto (ON): The Partnership; 2015. 116 p.
41. Government of British Columbia. Surgery wait times
[Internet]. Victoria (BC); 2017 [cited 2017 Aug 31].
Available from: https://swt.hlth.gov.bc.ca/faces/Home.
xhtml#.

44. Health Quality Ontario. Wait times for surgeries and
procedures [Internet]. Toronto (ON); 2017 [cited 2017
Aug 31]. Available from: http://www.hqontario.ca/
System-Performance/Wait-Times-for-Surgeries-andProcedures.
45. Ministère de la Santé et des Services sociaux du Québec.
Accès aux services médicaux spécialisés: volet chirurgie
[Internet]. Quebec (QC); 2017 [cited 2017 Aug 31].
Available from: http://wpp01.msss.gouv.qc.ca/appl/
g74web/carte.asp.
46. Province of Nova Scotia. Nova Scotia wait times
[Internet]. Halifax (NS); 2017 [cited 2017 Aug 31].
Available from: https://waittimes.novascotia.ca/.
47. Government of New Brunswick. Surgical wait time
[Internet]. Fredericton (NB); 2017 [cited 2017 Aug 31].
Available from: http://www1.gnb.ca/0217/
SurgicalWaitTimes/Reports/Index-e.aspx?tab=0.

References

49

55. Elliott J, Fallows A, Staetsky L, Smith PWF, Foster CL,
Maher EJ, Corner J. The health and well-being of cancer
survivors in the UK: findings from a population-based
survey. Br J Cancer. 2011 Nov 8;105(Suppl 1):S11-S20.

49. Cancer Chat Canada. Online support groups 2017.
Available from: https://cancerchat.desouzainstitute.com/.

56. Stanton AL. What happens now? Psychosocial care for
cancer survivors after medical treatment completion. J
Clin Oncol. 2012 Apr 10;30(11):1215-20.

50. Cancer Care Nova Scotia. Events [Internet]. Halifax (NS);
2017 [cited 2017 Aug 31]. Available from: http://www.
cancercare.ns.ca/en/home/aboutus/
newsroomandevents/events/default.aspx.
51. Health PEI. PEI cancer treatment centre [Internet].
Charlottetown (PE); 2016 [updated 2016 Mar 20; cited
2017 Aug 31]. Available from: https://www.
princeedwardisland.ca/en/information/health-pei/
pei-cancer-treatment-centre.
52. CancerControl Alberta. Cancer and fatigue: video series
[Internet]. Edmonton (AB): Alberta Health Services; 2017
[updated 2017 Jan 27; cited 2017 Aug 31]. Available from:
https://myhealth.alberta.ca/Alberta/cancer-fatigue.
53. Canadian College of Health Leaders. 3M health care
quality team awards. Ottawa (ON): The College; 2016. 14 p.
54. Brearley SG, Stamataki Z, Addington-Hall J, Foster C,
Hodges L, Jarrett N, et al. The physical and practical
problems experienced by cancer survivors: a rapid
review and synthesis of the literature. Eur J Oncol Nurs.
2011 Jul;15(3):204-12.

57. Armes J, Crowe M, Colbourne L, Morgan H, Murrells T,
Oakley C, et al. Patients’ supportive care needs beyond
the end of cancer treatment: a prospective, longitudinal
survey. J Clin Oncol. 2009 Dec 20;27(36):6172-9.
58. Harrington CB, Hansen JA, Moskowitz M, Todd BL,
Feuerstein M. It’s not over when it’s over: long-term
symptoms in cancer survivors—a systematic review. Int J
Psychiatry Med. 2010;40(2):163-81.
59. Hoekstra RA, Heins MJ, Korevaar JC. Health care needs
of cancer survivors in general practice: a systematic
review. BMC Fam Pract. 2014 May 13;15(1):94.
60. Noeres D, Park-Simon T-W, Grabow J, Sperlich S,
Koch-Gießelmann H, Jaunzeme J, Geyer S. Return to
work after treatment for primary breast cancer over a
6-year period: results from a prospective study
comparing patients with the general population.
Support Care Cancer. 2013 Jul;21(7):1901-9.

61. Simard S, Thewes B, Humphris, G, Dixon, M, Hayden C,
Mireskandari S, Ozakinci G. Fear of cancer recurrence in
adult cancer survivors: a systematic review of
quantitative studies. J Cancer Survivorship.
2013 Sep;7(3):300-22.
62. Economou D. Palliative care needs of cancer survivors.
Semin Oncol Nurs. 2014 Nov;30(4):262-7.
63. Canadian Cancer Research Alliance. Pan-Canadian
survivorship framework research. Toronto (ON): The
Alliance; 2017. 68 p.
64. Rossy Cancer Network. Supporting survivors by
educating physicians [Internet]. Montreal (QC); 2017
[cited 2017 Oct 3]. Available from: https://www.
mcgill.ca/rcr-rcn/press-room/supporting-survivorseducating-physicians.
65. McGill University Health Centre. Cancer survivorship
program [Internet]. Montreal (QC); 2017 [cited 2017
Oct 3]. Available from: https://muhc.ca/cancer/
survivorship-program.
66. Saskatchewan Cancer Agency. Support services
calendars [Internet]. Regina (SK); 2017 [cited 2017 Oct 3].
Available from: http://www.saskcancer.ca/Default.
aspx?DN=5ffb481a-24a2-4e8f-9542-69108cf2cc29.

Canadian Partnership Against Cancer

48. Government of Newfoundland and Labrador. Cancer
surgery wait times [Internet]. St. John’s (NL); 2017 [cited
2017 Aug 31]. Available from: http://www.health.gov.nl.
ca/health/wait_times/cancer_wait_times.html.

References

50

67. Eastern Health. Lost in transition—cancer care program
helps patients navigate survivorship [Internet]. Halifax
(NS); 2014 [updated 2014 Jan 16; cited 2017 Oct 3].
Available from: https://storyline.easternhealth.
ca/2014/01/16/lost-in-transition-cancer-care-programhelps-patients-navigate-survivorship/.

Living with Cancer: A Report on the Patient Experience

68. Cancer Care Nova Scotia. Events: cancer transitions,
moving beyond treatment [Internet]. Halifax (NS); 2017
[cited 2017 Oct 3]. Available from: http://www.
cancercare.ns.ca/en/home/aboutus/
newsroomandevents/events/eventdetails.aspx?ec=bW9k
ZT0zJmV2ZW50PTUxNSZkdD0yMDE3LTAzLTI4.
69. CancerCare Manitoba. When treatment is finished
[Internet]. Winnipeg (MB); 2017 [cited 2017 Oct 3].
Available from: http://www.cancercare.mb.ca/home/
patients_and_family/patient_and_family_support_
services/when_treatment_is_finished/.

70. de Souza Institute. About us [Internet]. Toronto (ON);
2017 [cited 2017 Oct 3]. Available from: https://www.
cancerandwork.ca/about/.
71. van de Poll-Franse LV, Horevoorts N, van Eenbergen M,
Denollet J, Roukema JA, Aaronson NK, et al; Profiles
Registry Group. The patient reported outcomes following
initial treatment and long term evaluation of survivorship
registry: scope, rationale and design of an infrastructure
for the study of physical and psychosocial outcomes in
cancer survivorship cohorts. Eur J Cancer. 2011
Sep;47(14):2188-94.

Canadian Partnership Against Cancer

References

51

For more information:
systemperformance.ca

info@systemperformance.ca

Également offert en français sous le titre :
Vivre avec un cancer : rapport sur l’expérience du patient

145 King Street West, Suite 900
Toronto, Ontario, Canada M5H 1J8
Tel: 416.915.9222
Toll-free: 1.877.360.1665
partnershipagainstcancer.ca

ISBN 978-1-988000-34-3 (Print)
ISBN 978-1-988000-35-0 (Online)

