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Abstract

Introduction: We sought to determine the experiences and prefer-
ences of prostate cancer patients related to the process of making
their treatment decisions, and to the use of decision support.
Methods: Population surveys were conducted in four Canadian
provinces in 2014-2015. Each provincial cancer registry mailed
surveys to a random sample of their prostate cancer patients diag-
nosed in late 2012. Three registries’ response rates were 46-55%;
the fourth used a different recruiting strategy, producing a response
rate of 13% (total n=1366).

Results: Overall, 90% (n=1113) of respondents reported that they
were involved in their treatment decisions. Twenty-three percent
(n=247) of respondents wanted more help with the decision than
they received and 52% of them (n=128) reported feeling well-
informed. Only 51% (n=653) of all respondents reported receiving
any decision support, but an additional 34% (n=437) would want
to if they were aware of its existence. A quarter (25%, n=316) of
respondents found it helpful to use a decision aid, a type of decision
support that provides assistance to decision processes and provides
information, but 64% (n=828) reported never having heard of deci-
sion aids; 26% (n=176) of those who had never heard of decision
aids wanted more help with the decision than they received com-
pared to 13% (n=36) of those who had used a decision aid.
Conclusions: The majority of respondents wanted to participate in
their treatment decisions, but a portion wanted more help than they
received. Half of those who wanted more help felt well-informed,
thus, needed support beyond information. Decision aids have poten-
tial to provide information and support to the decision process.

Introduction

Prostate cancer has the highest incidence among new can-
cer diagnoses in Canadian men, accounting for approxi-
mately 21% of new diagnoses, or 20 700 new prostate can-
cer diagnoses in 2017." While there are few studies of the

experiences of these patients at the level of the population,
one Finnish population study determined that the patient’s
experiences around diagnosis and treatment selection can
have long-lasting impact on his psychological well-being.?

A recent population study of Canadian prostate cancer
patients found that 90% of respondents wanted to partici-
pate in making their treatment decision.? For those patients,
information provision is required, but may not be sufficient
for effective decision support. Beyond obtaining informa-
tion, deliberative decision-making includes processes such
as identifying relevant values that are important to the indi-
vidual, and integrating values and preferences that may be
in conflict in order to arrive at a single preferred option.*

Decision aids (DAs) are tools that provide support to
deliberative decision processes in addition to providing
information relevant to the decision.” A Cochrane review
of randomized controlled trials (RCTs) of DAs found that,
compared to usual care, using DAs generally resulted in
lower decisional conflict, including specifically lower con-
flict related to feeling unclear about personal values.’

A 2015 systematic review of RCTs assessing DAs for local-
ized prostate cancer treatment choice found that the DAs
varied considerably in underlying theoretical frameworks,
formats, and method of delivery, with most being designed
to be used by patients outside the medical encounter.® Only
four of the studies assessed acceptability to patients, and they
all reported high levels of acceptability among their study
participants. A 2015 American national survey of urologists
and radiation oncologists found that although most respon-
dents had some familiarity with DAs, only 35.5% used one
for localized prostate cancer in their practice.” Thus, the
limited studies suggest that patients find DAs helpful and
acceptable, but the specialists are not often using them in
their clinical practices.

The RCTs suggest that decision support requires more than
information provision alone: an RCT that compared outcomes
of patients who used a DA to those who received only struc-
tured information found that patients who used the DA felt
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better prepared to make their decisions with their doctors and
experienced less regret one year after the decision was made,
compared to patients who received only the information com-
ponent of the aid.® But we could find no population-based
studies that clearly corroborate that result on a larger scale.
One population-based study of the quality of care of prostate
cancer patients that found that care reported to include “dis-
cussion of all treatment options” was associated with reduced
patient-reported regret.” Little further information is provided
about the decision-making processes.

We conducted a large, population-based survey address-
ing the needs, experiences, and preferences of prostate can-
cer patients from the time of their diagnosis to after their
treatment. We previously reported the patients’ experiences
and preferences around information sources in the time just
after diagnosis.? In this paper, we focus on the theme of
decision-making and report patients” experiences and prefer-
ences making their initial treatment decision.

The objectives addressed in this report were to describe
aspects of how prostate cancer patients’ initial treatment
decision was made and how they felt about it, along with
their experiences with and preferences for additional deci-
sion support.

Population surveys of prostate cancer patients were con-
ducted in four provinces — British Columbia (BC), Alberta
(AB), Saskatchewan (SK), and Ontario (ON) — in 2014-15
using their respective provincial cancer registries. We sought
to obtain responses from 10% of the provincial patients.
The expected response rate in the survey was 30%, thus, to
achieve responses from 10% of the population of men diag-
nosed in our target interval, each registry invited a random
selection of 55-60% of men diagnosed with prostate cancer
in the last half of 2012 in their registry to participate in the
study. That year was selected because we wanted memories
of the diagnosis experience to be as “fresh” as possible, and
2012 was the latest year that all registries had complete and
clean data. To keep the recall time (and hence associated
consequences) as similar as possible in the surveyed group
while having a large enough group of men to draw from, we
restricted the diagnosis time to the last six months of 2012.

Three registries (BC, AB, SK) used an “opt-out” recruiting
strategy, providing a cover letter introducing the study with
the survey, making clear that completion was optional. The
fourth registry (ON) used an “opt-in” strategy, providing a
letter introducing the study and required the recipient to
phone the registry to volunteer in order for the survey to be
sent. Thus, each province identified a random sample of
men to invite to participate in the survey, and the opt-in or
opt-out strategy was implemented in the letter of invitation.
We chose to use random selection, as it is expected that

the distribution of characteristics of the population would
be captured in the sample. Survey packages in all provinces
included the survey and an addressed, stamped envelope
in which to return the completed survey. After four weeks,
a second survey package was sent to non-respondents.
Response rates for the opt-out provinces were 46-55%,
and for the opt-in province was 13% (total n=1366). Ethics
approvals were secured in each province.

The survey had been developed by the authors and their
advisors, then assessed through cognitive interviews with
patients selected to represent a range of characteristics.
The interviews continued until the stopping rule of no new
confusions, misunderstandings, or questions emerged from
two consecutive interviews. The final survey focused on a
number of themes, each addressed in separate section of the
survey. The sections were: information and decision-making
just after diagnosis, current needs, internet use, what they
would like to see in a website for men with prostate cancer
and their families, and background information. This report
is focused on decision support just after diagnosis. The ques-
tions, as they appeared in the survey and their response
options are shown in the results.

Results

Table 1 shows respondents” demographic and health char-
acteristics, with the number and percentages of those who
responded to the question. As the table shows, approximate-
ly 90% of respondents were either in followup after treat-
ment or being followed in active surveillance, and less than
10% had experienced a recurrence or metastatic disease.
Almost all respondents reported that their overall health was
good or very good.

Table 2 shows the six survey questions related to decision-
making with their response options and the response distribu-
tions to each of the first five. The response distribution to the
sixth question is shown in Fig. 1. As can be seen in Table 2
Q1, 90% (n=1135) of respondents reported that they were
involved in making their decisions, either alone or with oth-
ers, and about 10% (n=118) reported that their doctors made
their decisions for them. The distributions of actual roles (Q1)
and desired roles (Q2) appear almost identical. However, a
direct comparison of each respondent’s reported actual to
his desired role revealed that 21% (n=256) of respondents
wanted a different role than happened: 12% (n=140) wanted
other people to be more involved and 9% (n=113) wanted
others to be less involved. The discordances included 4%
(n=47) who wanted the doctor to make the decision but had
not, and 3% (n=44) who reported the doctor did make the
decision but the respondent did not want them to.
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Table 1. Demographic and health characteristics of
respondents

Demographic characteristics (options) Overall
Age Mean (n=1320): 69
years (SD=8.2)

Partnership status
With partner
Without partner

Sexual orientation

86% (n=1130)
13.6% (n=170)

Gay 1.4% (n=17)
Heterosexual 98% (n=1201)
Bisexual 0.7% (n=8)
Education: Highest level completed
Primary 7.2% (n=94)
Secondary 26.3% (n=345)
College/diploma 33.3% (n=437)
University 33.2% (n=436)
Residence
Urban/suburban 63.1% (n=834)
Town/rural 36.9% (n=487)
Annual income
<$20K 7.4% (n=90)
>$20 to <$40K 21.3% (n=257)
>$40K to <$80K 37.4% (n=454)
>$80K 34.1% (n=414)

Health characteristics Overall

Cancer journey status
On active surveillance or watchful waiting
Recently finished treatment not started
followup visits
Followup after treatment

25.6% (n=292)
4.1% (n=47)

63.1% (n=719)

Getting treatment for recurrent cancer 3.2% (n=36)
Finished treatment for recurrent cancer 1.9% (n=22)
(<3 months)

Receiving treatment for metastatic disease 2.0% (n=23)

Overall health
Very good/good
Poor/very poor

93.7% (n=1233)
6.3% (n=83)

Desire for decision support

While only 4% of respondents (n=43) reported that they were
not satisfied with their decision, 23% (n=251) reported want-

No decision support

Before seeing any doctors
Stage in

cancer care At first urologist visit
At visit to radiation oncologist
(if appropriate)
After visits with urologist and radiation

oncologist, before decision is made , ,
0 10 20 30 40 50

Percent of respondents

Fig. 1. Respondents’ recommendations for when decision support should be
offered during care trajectory.

Prostate cancer treatment decision process

ing more help with their decision than they received (Table 2
Q3). Interestingly, of the 247 who wanted more help with the
decision and identified how informed they felt, 128 of them
(52%) reported feeling well-informed. The 34% (n=437) who
did not receive any decision support would have been inter-
ested in using decision support if they had known about it.

Table 3 shows the number of respondents who received
each treatment (either alone or in combination) and the
percentage of each who wanted more help with the deci-
sion. As can be seen, that percentage is relatively similar
across treatment groups. Further, approximately half of each
group that wanted more help with their decisions felt well-
informed (Table 3).

Finally, the number of specialists that a patient saw was
not related to whether or not they wanted more help with the
decision: 20% of those who saw only a urologist compared
to 17% who saw both a urologist and a radiation oncologist
and 19% of those who saw both a urologist and a medical
oncologist wanted more help.

Decision support received

Overall, 51% of respondents used some type of decision
support, including DAs, information pamphlets, books,
classes, etc. (Table 2 Q5). Using decision support specifi-
cally designed to help decision processes, 25% of respon-
dents had used a DA and found it helpful, while 3% used
one and did not find it helpful (Table2 Q4). However, 65%
of respondents had not heard of DAs.

Table 4 shows, for different levels of experience with a
DA, the percentage of respondents who wanted more help
with the decision. As can be seen, only 13% of the 267 who
used a DA (including both those who found it helpful and
those who did not) wanted more help with the decision com-
pared to 26% of the 670 who never heard of DAs before.

Fig. 1 shows respondents’ recommendations for timing
of offering decision support. As it shows, two points in the
early care trajectory were selected almost equally often: 39%
recommend it be offered after initial visits to all specialists
before the decision is made, and 33% at the first visit with
the urologist.

Provincial comparisons

Table 5 shows the four provinces’ response distributions to
decision role, wanting more help with the decision, experi-
ence with decision support, and recommended times for
decision support to be offered. As can been seen in the
table, each of the distributions shows percentages that are
very similar across provinces, including that about 90% of
our respondents in each province reported participating in
making their decision, with only about 10% in each prov-
ince reporting that their doctors made their decisions.
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Table 2. Decision-making questions (Q1-Q6), their response options, and response distributions

Decision role

Q1. Who made the decision about
your prostate cancer treatment?’

By myself

With my doctor

With my family

With my family and my doctor

My doctor made the decision after considering my opinion
A family member or caregiver made the decision

Q2. Who did you want to make the
decision about your prostate cancer

| made the decision... treatment?’
| WANTED to make the decision..
12% (n=154) 13% (n=167)
32% (n=404) 30% (n=377)
8% (n=104) 7% (n=90)
38% (n=473) 40% (n=516)
9.5% (n=118) 8% (n=122)
0% (n=3) 0% (n=4)

Q3. Decision satisfaction: How much do you agree or disagree with each of the following statements?

| am satisfied with my treatment decision
| would have liked more help with my decision

Strongly dis Neither agree nor Agree or Strongly
agree or Disagree disagree agree
4% (n=43) 7% (n=78) 89% (n=940)
50% (n=529) 27% (n=287) 23% (n=251)

Q4. “Decision aids” are tools to help a patient figure out which treatment he prefers....provides step-by-step help in figuring out what is
important to your decision, and in weighing the pros and cons of each option. Which situation best describes what you know about decision

aids, your desire and experience using one?'

| have never heard of decision aids before
| have heard of decision aids before but did not want to use one

| wanted to use a decision aid but did not know how to get access to one/tried to access one but was unsuccessful

| used a decision aid but it was not very helpful
| used a decision aid and it was very helpful

65% (n=828)
5% (n=65)
3% (n=38)
3% (n=19)

25% (n=316)

Q5. “Decision support” refers to all types of products meant to help patients understand their situations and to participate in making
decision about their healthcare...includes decision aids, information pamphlets...Did you use any type of decision support?’

Yes
No, but | would have been interested
No, and | would not have been interested

51% (n=653)
34% (n=437)
14% (n=179)

Q6. If a patient like you were offered decision support, when do you think having the support would be most helpful?' (Response

distribution shown in Fig. 1)

Before meeting with my doctor(s)
At my first visit with my urologist, either with the doctor or nurse

At my first visit with my radiation oncologist, either with the doctor or nurse
After my first visits with my urologist and radiation oncologist but before the treatment decision was made

| would not want decision support

'"The question was followed with the instruction: Please check BEST response.

Discussion
Our study found that the majority of our respondents want-
ed to be involved in making their treatment decisions, but
approximately one-quarter of them wanted more help with
the decision than they received. The vast majority of them
(85%) would like to use some form of decision support.
The fact that approximately one-half of those who wanted
more decision help also felt well-informed suggests that the
decision support they need is not likely easily addressed by
providing them with more information. This result corrobo-
rates the suggestion that information provision is necessary, but
sometimes not sufficient support for patients” decision-making.
We also found that the percentage of respondents who
wanted more help with their decisions was not associated

with the number of specialists seen. This result is in contrast
to our earlier finding that a larger percentage of our respon-
dents who saw both a urologist and a radiation oncologist
felt well-informed compared to the percentage of those who
saw only a urologist.® The difference in these two findings
further emphasizes the distinction between being informed
and making the decision.

The distinction between providing information and pro-
viding decision support raises questions about how to pro-
vide additional decision support. Among the patients who
feel well-informed but want more help with the decision
are those who need assistance with specific deliberative
decision processes, such as identifying factors important to
the individual’s decision. “Values clarification,” offered in
patient decision aids, provides support for decision process-
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Table 3. Respondents receiving each treatment who wanted more help with the decision, and of those, the percentage that
felt well-informed

Treatment Respondents who received the treatment (alone or in combination)
Total number % who wanted more help % who wanted more help with decision
who received the  with decision of those who and felt well-informed of those who
treatment received the treatment wanted more help with decision
Surgery 467 28% (n=130) 55% (n=71)
External beam radiation therapy 339 20% (n=67) 37% (n=25)
Brachytherapy 194 16% (n=32) 53% (n=17)
Active surveillance (no treatment received 181 20% (n=36) 50% (n=18)
unless the cancer becomes active, they try
to cure the disease*)
Hormone therapy or androgen-deprivation 279 24% (n=66) 36% (n=24)
therapy
Chemotherapy 21 19% (n=4) 50% (n=2)
Watchful waiting (no treatment received 118 19% (n=23) 48% (n=11)

unless the cancer causes symptoms, then
only treat symptoms¥*)

*Definition provided in survey

es.'” Because DAs also include information about the disease
and its potential treatments,'" these tools would also likely
help respondents who did not feel well-informed. Thus, DAs
with values clarification exercises are tools that are likely
to be helpful to more patients who want more help with
decision-making than other types of decision support.

The percentage of respondents who never heard of DAs
and wanted more help with the decision (26%) was twice
the percentage of respondents who had used a DA and still
wanted more help with the decision (13%). That suggests
that using a DA has the potential to substantially reduce the
percentage of patients who want help with the decision.
We note that the 28% of our respondents who reported
using a DA is in line with the 35% of American radiation
oncologists and urologists who reported using DAs in their
clinical practice.

Table 4. The percentage of respondents at each level of
experience with decision aids who wanted more help with
their decision

Experience with decision Number of % of those responses
aids responses who wanted more
help with the decision

| have never heard of 670 26% (n=176)
decision aids before

| have heard of decision 54 11% (n=6)

aids before but did not

want to use one

| wanted to use a decision 35 63% (n=22)

aid but did not know how

to get access to one/ tried

to access one but was

unsuccessful

| used a decision aid and 267 13% (n=36)

it was helpful/not helpful

A small percentage of respondents (3%) used a DA but
did not find it very helpful. A patient could find a DA not
helpful because his particular needs are unique.

It is also possible that a particular DA is not very effective. A
2006 review of DAs identified 11 aids that addressed the deci-
sion about treatment of prostate cancer,'> and a 2015 review
of DAs specifically for prostate cancer treatment that identified
14 DAs.® There are many ways the aids can differ from one
another, including their design, intended goals, organization,
amount of information, and types of values clarification. They
also differ in how they have been evaluated. Because DAs
differ from one another, it is helpful to check for evidence of
a particular DA’s efficacy before it is integrated into practice.

Table 5. Provincial comparisons

BC AB SK ON

Decision role

| made the decision by myself/with 91% 89% 92% 90%
doctor/with family/with family and doctor
My doctor made my decision after 9% 11% 8% 10%

considering my opinion
More help with decision

I would have like more help with my 21% 26% 21% 26%
decision “Agree” or ‘Strongly agree”

Experience with decision support

| used some form of “decision support” 49% 51% 45% 57%

Never heard of “decision aids” 63% 66% 71% 65%
| used a decision aid and it was very 27% 24% 20% 25%
helpful
Most helpful time to offer decision
support
At first visit with urologist 33% 33% 40% 32%
After first visit with urologist and A% 42% 30% 41%

radiation oncologist
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In addition to differences in design among DAs, there are
also differences in how they are intended to be implement-
ed: some are intended to be used in the consultation with
the doctor™ and others intended to be used by the patient
alone, designed to help them determine their preferences
so that they can then be discussed with the doctor.™ As we
reported recently, our respondents indicated that actually
running out of time with their doctors or being worried about
taking up too much time were top barriers to their obtaining
information from their doctors. The style of DAs designed
for patients to use on their own avoids the concerns about
doctors’ time. Further, if the doctor directs the patient to
the DA, the patient can be assured about its quality and its
relevance to his situation, two concerns that patients have
identified regarding use of public information sources.?

The point in the care trajectory recommended for deci-
sion support by our respondents varied considerably: over
one-third suggested decision support be offered after the
visits with both the urologist and the radiation oncologist,
almost another third recommended it be offered at the first
visit to the urologist, and a few recommended that it be
offered even before that first meeting with the urologist.
This range in recommendations suggests that the DA is best
offered to the patient via a flexible system so that the indi-
vidual can access it when he wants to. But for the patient to
be able to do so, he would need to be made aware of the
opportunity to use it early in the care path.

The need for frequent updating of the information on
prostate cancer and its treatments makes it appealing to offer
DAs electronically. However, as we reported recently, one-
third of our respondents made clear that they do not want
to use the internet, and approximately two-thirds would like
to receive information both on the internet and on paper.?
This medium preference suggests that DAs too would be
most effectively offered to this population in both media. To
achieve the benefits of easy updating but still offer it in both
media, one possibility is that the internet support could be
printed off by a third party to make available to the patient
and his family as needed.

Our study was conducted in four Canadian provinces
that have differing healthcare systems and recruiting strate-
gies. Despite these provincial differences, response distribu-
tions across the provinces were remarkably consistent. The
similarity suggests that the data are valid and that the ran-
dom sampling of each provincial population was effective.
Further, because we have found no provincial differences
in responses to the decision-related questions, and the four
provinces we surveyed include 67% of Canada’s prostate
cancer patients,' it could be reasonable to expect the results
to be true of the other provinces.

We recognize that our study has particular limitations. It
is possible that a higher proportion of non-responders are
not interested in issues related to information and decision

support than of the responders. Thus, we need to be cau-
tious about generalizing our results to all prostate cancer
patients. We suggest, however, that our responders are in
large enough numbers that offering decision support outside
the consultations, and in fact DAs, would be helpful and
appreciated by many patients.

Conclusion

Our results suggest that a large majority of prostate cancer
patients want to be involved in their treatment decision and
that a portion of them want more support in that process
than they received. DAs would help patients with particular
decision processes that can be challenging, as well as pro-
vide clear information. Such aids designed for the patient
to use outside the consultation could address the patients’
decision-making concerns without taking additional consul-
tation time. Further, making DAs available on the internet,
in printable versions that can be offered separately, would
be a strategy that allows for flexible access, relatively easy
updating, and yet still provide the support in the medium
that the individual wants.
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interruption of treatment should be
considered based on individual risk/benefit
assessment until the condition resolves.

Other relevant warnings and precautions:

Do not use concurrently with Prolia®.

Do not use concurrently with
bisphosphonates.

* Hypocalcemia has been reported
(including severe symptomatic
hypocalcemia and fatal cases). Monitor
calcium prior to the initial dose, within
two weeks after the initial dose, and if
suspected symptoms of hypocalcemia
occur. Administer adequate calcium,
vitamin D, and magnesium, as
necessary. If hypocalcemia occurs while
receiving XGEVA, additional short-term
calcium supplementation and additional
monitoring may be necessary.

o Caution on risk of hypocalcemia
and accompanying increases in
parathyroid hormone in patients
with renal impairment.

o Clinically significant hypercalcemia has
been reported in XGEVA-treated patients

AMGEN

with giant cell tumour of bone and in
patients with growing skeletons weeks
to months following treatment
discontinuation. Monitor patients for
signs and symptoms of hypercalcemia,
consider periodic assessment of serum
calcium, and reevaluate calcium and
vitamin D supplementation
requirements. Manage hypercalcemia as
clinically appropriate.

o Skin infections.

 Hypersensitivity reactions, including
anaphylaxis.

o Atypical femoral fractures.

o Multiple vertebral fractures, not due to
bone metastases, may occur following
discontinuation of treatment with XGEVA,
particularly in patients with risk factors
such as osteoporosis or prior fracture.
Advise patients not to interrupt XGEVA
therapy without their physician’s advice.

o Not recommended for use in pregnant
women. Women should not become
pregnant during treatment and for at
least five months after the last dose
of XGEVA.

e For nursing women, it is not known
whether XGEVA is excreted into
human milk.

For more information:

Please consult the Product Monograph at
http://www.amgen.ca/Xgeva_PM.pdf for
important information relating to adverse
reactions, drug interactions, and dosing
information that has not been

discussed here.

The Product Monograph can also be
obtained by calling Amgen Medical
Information at 1-866-502-6436.

Fizazi et al. study?

Phase 3, randomized, double-blind, double-dummy,
active-controlled study. Patients with

castrate-resistant prostate cancer and bone metastases
(n=1901) received either 120 mg XGEVA® SC Q4W (once
every 4 weeks) (1=950) or 4 mg zoledronic acid IV Q4W
(n=951). The primary outcome measure was to demonstrate
non-inferiority of time to first on-study SRE as compared to
zoledronic acid. The secondary outcome measures were
superiority of time to first on-study SRE and superiority of
time to first and subsequent SREs. An SRE is defined as any
of the following: pathologic fracture, radiation therapy to
bone, surgery to bone or spinal cord compression.
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