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ABSTRACT

Background Communication with health care providers during diagnosis and treatment planning is of special
importance because it can influence a patient’s emotional state, attitude, and decisions about their care. Qualitative
evidence suggests that some patients experience poor communication with health care providers and have negative
experiences when receiving their cancer diagnosis. Here, we use survey data from 8 provinces to present findings
about the experiences of Canadian patients, specifically with respect to patient—provider communication, during
the diagnosis and treatment planning phases of their cancer care.

Methods Data from the Ambulatory Oncology Patient Satisfaction Survey, representing 17,809 survey respondents,
were obtained for the study.

Results Most respondents (92%) felt that their care provider told them of their cancer diagnosis in a sensitive
manner. Most respondents (95%) also felt that they were provided with enough information about their planned
cancer treatment. In contrast, more than half the respondents who had emotional concerns upon diagnosis (56%)
were not referred to services that could help with their anxieties and fears. Also, 18% of respondents reported that
they were not given the opportunity to discuss treatment options with a care provider, and 17% reported that their
care providers did not consider their travel concerns while planning for treatment.

Conclusions Measuring the patient experience allows for an understanding of howwell the cancer control system
is addressing the physical, emotional, and practical needs of patients during diagnosis and treatment planning.
Although results suggest high levels of patient satisfaction with some aspects of care, quality improvement efforts

are still needed to provide person-centred care.
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INTRODUCTION

A cancer diagnosis can be an unexpected life-changing
event for patients and families. While learning about the
diagnosis, they might experience various reactions such
as shock, disbelief, confusion, sadness, anger, guilt, and
resignation!. The moment is recalled vividly by patients
for years to come, given that it represents a disruptive
milestone and an unexpected turn in life. In addition to
the emotional turmoil, patients often have to quickly gain

new knowledge so that they understand their care options
when discussing treatment plans with their provider, while
trying to cope with the news. Communication with health
care providers during diagnosis and treatment planning
is therefore of particular sensitivity and importance, and
it can influence a patient’s emotional state, attitude, and
decisions about treatment?3.

The relevance of the patient-provider relationship,
including effective communication, is recognized as
a critical aspect of the patient experience. The patient
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experience framework developed by the National Health
Service in the United Kingdom highlights emotional sup-
port; respect for patient-centred values, preferences, and
expressed needs; and information about clinical status
and progress as key elements in the patient experience*.
Within the context of cancer care, the U.S. National Can-
cer Institute conducted an extensive literature review
to identify key functions involved in effective patient-
centred communication. That review highlighted the
importance of fostering clinician—patient relationships,
exchanging information, and responding to the emo-
tions of patients, among other functions®®, During the
diagnostic period in particular, all those elements should
materialize in the initial interaction between patients and
health care providers.

Despite the importance of the patient experience,
studies of that experience during cancer diagnosis and
treatment planning in the Canadian context are scarce.
However, some available qualitative evidence suggests
that patients can encounter poor communication and have
negative experiences when receiving their diagnosis?. Here,
we use survey data from 8 provinces to present findings
about the experiences of Canadian patients during the
diagnosis and treatment planning phases of their cancer
journey. Measuring the patient experience nationally
and provincially allows for an understanding of how well
the cancer control system is delivering high-quality care
while addressing patient needs and supporting a positive
experience for patients and their families.

METHODS

This descriptive study used results from the Ambulatory
Oncology Patient Satisfaction Survey (aoprss) to explore
the experiences of Canadian patients during diagnosis
and treatment planning. The aopss is designed to capture
the experiences of patients who have received outpatient
cancer treatment in the preceding 6 months. Surveys were
mailed by the survey administrator (National Research
Corporation-NRC Health, Lincoln, NE, U.S.A.) between
2012 and 2016 to a random selection of cancer patients
in British Columbia (2012), Alberta (2015), Saskatchewan
(2013), Manitoba (2016), Ontario (2015-2016 fiscal year),
Nova Scotia (2016), Newfoundland and Labrador (2016),
and Prince Edward Island (2013). Patients were included
in the present study if they had received active treatment
inanambulatorysettingin the 6 months preceding survey
completion, if they had a confirmed diagnosis of cancer,
and if they were 18 years of age or older (based on date of
birth when the data were extracted).

NRC Health provided national- and provincial-level
dataforselect questions pertaining to the patient experience
with diagnosis and treatment planning (Table 1). National-
level findings are presented.

RESULTS

The 17,809 survey respondents who met the study criteria
were almost evenly distributed between men and women.
Most respondents had received a first-time cancer diagno-
sis, half held a postsecondary degree, and 39.8% had been

diagnosed for less than a year when they answered the
survey. Table 11 outlines the characteristics of the sample.

TABLE | Diagnosis and treatment planning questions from the
Ambulatory Oncology Patient Satisfaction Survey

Topic Question

Diagnosis m  Were you told your diagnosis in a sensitive
manner?

®m  When you were first told of your illness, were
you referred to a provider who could help with
anxieties and fears?

Treatment = Did someone discuss different treatments for your
planning cancer with you?

= Were you given enough information about
therapies for treating cancer?

= If you had to travel for any tests or treatments, did
your care providers consider your travel concerns
when planning for your treatment?

TABLE Il Characteristics of the 17,809 study participants
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Variable Value
[n (%)]

Sex

Men 7,578 (42.6)

Women 9,362 (52.6)

Unknown 869 (4.9)
Education

Less than secondary school 4,131 (23.2)

Secondary school graduate 4,016 (22.6)

Postsecondary graduate 8,639 (48.5)

Unknown or missing 1,023 (5.7)
Time since diagnosis

<6 months 2,883 (16.2)

6 Months to <1 year 5,878 (33.0)

1 Year to <2 years 3,616 (20.3)

2 Years to <5 years 3,095 (17.4)

>5 Years 2,113 (11.9)

Unknown or missing 224 (1.3)
Type of cancer diagnosis

First-time diagnosis 11,342 (63.7)

Repeat diagnosis 5,463 (30.7)

Unknown or missing 1,004 (5.6)
Cancer site

Breast 4,379 (24.6)

Lung 1,383 (7.8)

Colon, rectum, or bowel 1,407 (7.9)

Cervix, uterus, ovary 766 (4.3)

Prostate, testes 2,154 (12.1)

Other, unknown, or missing 7,720 (43.3)
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Health Care Providers Involved with Diagnosis

and Treatment Planning

Based on responses to the aopss, family doctors (34.4%)
and cancer specialists (31.5%) were the main care providers
who communicated with patients about their cancer diag-
nosis; surgeons were less involved (23.8%). The landscape
changed during treatment planning: treatment planning
more often involved cancer specialists (79.9%) than sur-
geons (14.1%) or family doctors (3.6%, Figure 1).

Hearing About the Cancer Diagnosis

Almost all patients felt that they had been told about their
diagnosis in a sensitive manner, but 6.0% of patients did
express dissatisfaction about how they had been told
(interprovincial range: 2.9%-6.8%). Patients with a post-
secondary or graduate degree were less likely to say that
they had been told of their diagnosis in a sensitive manner,
with a response of “no” being given by 7.0% of that group
compared with 5.1% of patients holding a secondary school
degree and 4.8% of those with less education.

At least half the patients who had anxieties and fears
upon diagnosis were not referred to a health care provider
who could help address their emotional needs (55.8% not
referred, Figure 2). Notably, wide variation was evident
across Canada (not referred: 49.3%-67.7%) and across
cancer sites, with prostate cancer patients beingless likely
to be referred for emotional support, even though they
reported having anxieties and fears upon diagnosis (63.1%
not referred).

Planning for Cancer Treatment
The survey included three key person-centred factors in
treatment planning (Figure 3):

Receiving enough information about treatment
Having the opportunity to discuss treatment options
with the health care provider

Having travel concerns considered during treat-
ment planning

With respect to information received during treat-
ment planning, only 4.9% of patients expressed dissatis-
faction (interprovincial range: 3.1%-6.9%). In contrast,
dissatisfaction with respect to discussion with the health
care provider about the various treatment options for their
cancer was reported by 17.7% of patients (interprovincial
range: 13.2%-20.4%). That dissatisfaction registered
especially high for patients with gynecologic cancers
(26.2%); patients with prostate or testicular cancers were
less dissatisfied (10.4%).

Practical considerations concerning travel arise for
patients during planning for cancer treatment. Some
patients live farther away from regional cancer treatment
centres, which can place financial and practical strains on
patients and families”. Of patients who had to travel to the
treatment centre, 16.6% reported that their care providers
did not consider their travel concerns during planning for
treatment (interprovincial range: 11.4%-17.6%).

DISCUSSION

The results of the present study show high levels of patient
satisfaction with some aspects of care during diagnosis and
treatment planning. For instance, findings suggest that, in
most cases, care professionals across Canada communicate
with patients about the cancer diagnosis in a sensitive
manner. Even though delivery of this news might not have
a direct impact on disease management or outcomes, the
manner in which physicians communicate about a cancer
diagnosis can affect the level of patient distress®. If the de-
livery isreassuring and empathetic, it can help to alleviate
the emotional turmoil that patients and families go through
when receiving the news for the first time3. Moreover,
initial interactions with patients have along-lasting effect

Who first told you about your
cancer diagnosis?

3.6

Who was involved in most of
your treatment planning?

20 30 40

FIGURE 1

79.9

23.8

=
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Surgeon

H Someone Else
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14.1
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Health care provider in charge of communicating a cancer diagnosis and treatment planning, 2012-2016 (most recent year available

for each province, combined). Includes data from British Columbia, Alberta, Saskatchewan, Manitoba, Ontario, Nova Scotia, Newfoundland and

Labrador, and Prince Edward Island.
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Were you told about your diagnosis in a sensitive manner? . ~ No: 6.0%

If you had anxieties and fears upon diagnosis, were you referred to a

healthcare provider who could help you?

o

20 40 60
Percent (%)

FIGURE 2 Percentage of patients who answered “no” to questions about diagnosis, 2012-2016 (most recent year available for each province,
combined). Includes data from British Columbia, Alberta, Saskatchewan, Manitoba, Ontario, Nova Scotia, Newfoundland and Labrador, and Prince

Edward Island.

Were you given enough information about treatment? -; No: 4.9%

If you had to travel for any tests or treatments, did your care providers
consider your travel concerns when planning for your treatment?

Did someone discuss different treatments for cancer with you? _ No: 17.7%
0 5 10 15

20
Percent (%)

FIGURE 3 Percentage of patients who answered “no” to questions about treatment planning, 2012-2016 (most recent year available for each
province, combined). Includes data from British Columbia, Alberta, Saskatchewan, Manitoba, Ontario, Nova Scotia, Newfoundland and Labrador,

and Prince Edward Island.

in the patient—provider relationship. Patients and caregivers
who perceive care interactions as supportive will tend to trust
the care provider’s recommendations for treatment and will
tend to feel less apprehensive about the future®. In contrast,
negative verbal or nonverbal behaviour can discourage pa-
tients from participating in discussions about their care!®!!.

Anotherimportantaspect ofa good patient experience
isreceiving enough information about treatment. Effective
information exchange during this phase of care has been
identified as critical to patients with cancer, and it contrib-
utes to a good relationship with care providers>!'2. Most
respondents in the present study felt that they had been

provided with enough information about their planned
cancer treatment. It is important to note that the concept
ofreceiving “sufficientinformation” can vary from one pa-
tient to the next and that sometimes, for some individuals,
the amount of information provided can be overwhelming.
Thus, it becomes essential to estimate the level of informa-
tion that patients want to receive and to check back with
them once they have had a chance to review it so that any
outstanding questions can be addressed's.

In contrast, the patient experience could, in some
areas, be bettered through quality improvement efforts.
For example, more than half the survey respondents who
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had emotional concerns upon diagnosis were not referred
to services that could help with their anxieties and fears.
Those feelings (of anxiety, fear, anger, hopelessness) are
common in patients and families who learn about a cancer
diagnosis for the first time and can intensify over time if
theyremained unaddressed. The wide interprovincial range
observedin the surveyresultsindicate that practicesin some
high-performing provinces (or even from international
jurisdictions) could be adopted more broadly.

During treatment planning, some patients reported
they were not given the opportunity to discuss treatment
options with a care provider. Evidence shows that even
when patients tend to expect an active (or shared) role in
decision-making, their actual involvement does not match
their expectations!'4. In addition, the results showed that a
patient’s travel concerns are sometimes overlooked by care
providers when planning for treatment. Travellinglong dis-
tances to receive treatment entails practical and financial
challenges (for example, a need to make childcare arrange-
ments and to take unpaid time off work) for both patients
and families, who have little time to plan, rearrange tasks,
and reach out for help before treatment starts'>16, Given this
potential barrier to treatment, care providers should address
the prospective travel burden while discussing treatment
with patients and families—and especially when treatment
will extend over a long period of time.

Finally, itisimportant to keep in mind that one size does
not fit all. For example, demographic characteristics such
as sex, age, and education level can influence the desire for
participation in decision-making, with some patients being
eager to actively participate in their care, and others per-
haps preferring to be less involved'”. Results from the aopss
indicate that differences in patient satisfaction between se-
lected disease sites and education levels can be a possibility
that merits further investigation in future studies.

Limitations

As with any survey, the aopss carries a risk of recall bias
(especially in patients who had been told about their di-
agnosis several years before they completed the survey)
and self-report bias. The aopss patient satisfaction data
included 8 of 10 provinces. Because not all provinces and
territories were represented in the results, findings might
not be fully generalizable to the country as a whole. As
explained in the Methods section, data from the most re-
cent available year for each province were used. Because
the data represent multiple years, cautious interpreta-
tion of interprovincial ranges is advised. Finally, the ef-
fects of personal factors—including immigration status
and cultural background, income, place of residence (for
example, remote, urban, or rural)—were not addressed in
the study. Now that the present study has identified some
communication gaps between patients and health care pro-
viders during the diagnostic and treatment planning phases,
theinfluence of social determinants of health such as those
alreadylisted—and others—warrants furtherinvestigation.

CONCLUSIONS

The experiences of patients with cancer could be improved
in several areas. Findings point to a need for clinicians to

identify and address the emotional needs of patients who
have received the news about their diagnosis, including
making proper referrals to support services. During treat-
ment planning, enabling open discussion with patients
about treatment options and addressing practical concerns
or potential barriers to receiving treatment (for example,
travel concerns) is critical. Lastly, continued reporting
about the patient experience at the system level allows
for a better understanding of how well the cancer control
system is delivering high-quality care.

The System Performance Initiative at the Canadian
Partnership Against Cancer will, in early 2018, be releas-
ing a report about the patient experience. It will be the
first pan-Canadian report about the experience of patients
throughout their cancer journey that uses quantitative
and qualitative data to describe that experience, while
providing relevant interjurisdictional comparisons. More
information about the system performance reports can be
found at http://systemperformance.ca.
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