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1 | INTRODUCTION

Shared decision-making is seen as the pinnacle of patient-
centered care, in which clinicians and patients work to-
gether toward a treatment decision that best suits the
patients’ individual needs and lifestyle."* For patients to
actively contribute and be satisfied with their treatment
choice, they need to have sufficient information about the
pros and cons of available treatment options.

It can be challenging to make a well-informed decision
on treatment when considerations of a range of diagnos-
tic, therapeutic, and prognostic uncertainties and associ-
ate preferences are involved.® This is currently the case
for esophageal cancer. Standard curative care for esoph-
ageal cancer consists of neoadjuvant chemoradiotherapy
(nCRT) followed by surgery. Currently, the Dutch SANO-
trial (Surgery As Needed for Oesophageal cancer) exam-
ines whether nCRT followed by active surveillance is
non-inferior to nCRT followed by standard surgery for pa-
tients in whom no vital tumor cells can be detected with
diagnostics in clinical response evaluations, 3months
after nCRT (i.e., clinically complete responders).* During
active surveillance, patients undergo frequent systematic
clinical response evaluations after nCRT and surgical re-
section is only performed when locoregional regrowth
of cancer—in the absence of distant dissemination—is
proven or highly suspected. Although a recent meta-
analysis showed that patients on active surveillance have
overall survival rates comparable to patients who un-
derwent standard surgery, the number of patients who
underwent active surveillance treatment is limited and
definite prospective data are still awaited to demonstrate
the non-inferiority of this treatment.””” This results in a
novel treatment decision for patients between “standard
treatment” or “experimental treatment”: A typical situ-
ation for shared decision-making wherein patients have
to weigh possible outcomes, taking into account a certain
level of uncertainty.

The present study is the first to focus on esophageal
cancer patients’ need for information and support during

Conclusions: The importance of shared decision-making and the role doctors
have in this process is underlined. The role of doctors is essential at the initial
phase of decision-making: Once patients seem to have formed their treatment
preference for either active surveillance or surgery, the influence of external re-
sources (including doctors) may be limited.

active surveillance, esophageal cancer, esophagectomy, experimental treatment, information
needs, shared decision-making, supportive needs

decision-making when active surveillance is introduced as
a (still experimental) treatment alternative.®®

2 | METHODS

This present study is a psychological companion study
to the Dutch SANO-trial. In this stepped-wedge, cluster
randomized controlled trial, patients with a clinically
complete response undergo either active surveillance or
standard esophagectomy, depending on which study arm
the participating hospital was recruiting for.* Some pa-
tients declined participation in the SANO-trial because
they preferred the opposed treatment than was offered.
For example, participation could mean that patients were
assigned to active surveillance whereas they had a prefer-
ence for standard surgery (or vice versa). These patients
therefore refused participation in the SANO-trial and
were consecutively invited to participate in the present
“NO-SANO” study.

Patients were offered extensive written study infor-
mation prior to nCRT. One week after being invited
for study participation by their surgeon, patients were
phoned to provide additional explanation about the study
if needed, and to ask for their decision to participate in
the study. Recruitment took place in seven participating
hospitals in the Netherlands, and data collection occurred
from January 2019 to May 2020. Recruitment continued
until data saturation for the qualitative study part was
reached.'®! All patients gave written informed consent.

We report on those patients’ need for information and
support during the decision-making process. For this pur-
pose, both qualitative and quantitative methods were used.
Data were collected either 3 months after completion of
nCRT or, if applicable, before surgery was performed.

In-depth interviews were conducted by using a pre-
defined list. Interviews were conducted in the hospital or
at the patients’ home, depending on the patients’ prefer-
ence. All interviews were audio-recorded and transcribed
verbatim. Data were analyzed according to the principles
of grounded theory. This method was chosen because it
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suits the explorative nature and aim of this study.'* To en-
sure the reliability and robustness of data-analysis trian-
gulation was applied. Data were imported and analyzed
using NVivo software, version 20.3.1.

Questionnaires were administered. Health literacy
was assessed with screening items that are effective
in detecting patients with limited health literacy."*™"°
Information needs were assessed with two statements:
“I want to receive as much information as possible
about my disease and treatment” and “I prefer to make
important decisions about the treatment completely by
myself.” Patients ranked these statements on a 100 mm
VAS-scale ranging from “completely disagree” to “com-
pletely agree.” Additionally, patients were asked how
they prefer to receive information about treatment op-
tions, with multiple answers allowed. For data analy-
sis, we used independent samples t-test (with o set at
0.05) to make comparisons between groups. Data were
analyzed using IBM SPSS Statistics, version 25. The
Erasmus MC Medical Ethical Committee approved the
study (MEC-2018-1526).

3 | RESULTS

Forty patients were enrolled in the study. Twenty pa-
tients preferred active surveillance (40% female, median
age ="70.5years, SD=7.0) and 20 patients preferred stand-
ard surgery (25% female, median age=62, SD=38.7).

3.1 | Interviews

We identified three central concepts: (1) The overall ex-
perience of the decision-making process, (2) information
resources, and (3) patients’ ideas on how to improve guid-
ance in the decision-making process for future patients.

3.1.1 | The overall decision-making process
Most patients quickly made up their mind to opt for ei-
ther active surveillance or standard surgery. Patients
who experienced doubts in the decision-making process,
mentioned that they always knew deep down inside what
treatment to opt for. Once the decision was final, all pa-
tients displayed confidence in their choice.

The statement “my body my choice” was often given to
emphasize that they were the ones to make the final deci-
sion. However, patients highly valued the full support they
received from their partners about their treatment choice.
This support was valuable because it felt like a validation
of their treatment decision.
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Patients opting for active surveillance seem to rely on
a “gut feeling” when making a treatment decision. They
feel confident in opting for active surveillance, because
this treatment “feels” as the best option.

It is purely a matter of feeling, because if doc-
tors say ‘everything looks really good’ then I
cannot imagine that there are people who de-
cide: ‘please take this thing [the esophagus]
out!

Patients opting for surgery seem to rely on the estab-
lished treatment instead of the experimental treatment; they
have confidence in the surgical expertise and experience of
their doctor.

they know what they do because they rou-
tinely perform this surgery.

I trust more in the doctors’ expertise than just
taking information from someone who might
just be very afraid of the consequences of

surgery.

3.1.2 | Information resources
The main used source for health information was the in-
formation patients received at the hospital.

I trust the doctors, I read all information they
give to me, and I do not need to read about
others’ experiences

Patients repeatedly mentioned a book recommended by
their doctor, about a true story of a journalist who under-
went esophagectomy. Despite the recommendation, most
patients did not want to read this book.

You just don't know how it will turn out for
you; it is such a personal experience.

Patients found support in talking to others in the
decision-making process. As stated earlier, most conversa-
tions were aimed at receiving support, instead of actually
asking for advice.

Regarding the use of internet, opinions were divided
among patients. In the active surveillance group, some
consulted websites of patient associations to gain more in-
sight in quality of life after surgery. This confirmed their
decision for active surveillance, because the images and
stories they found there, scared them off surgery. On the
other hand, others in the active surveillance group choose
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to avoid the internet to protect themselves from an over-
load of information and the uncertainty about which in-
formation is reliable.

Also in the surgery group, some patients consulted the
internet. For them, the main goal was to obtain statistical
information. They did avoid reading about other patients’
personal experiences with surgery.

I want to minimize risk. So, I want to know
what the risks are of postponing surgery and
if I will still be on time if I decide to undergo
surgery later on.

I absolutely do not use Google, you will find
stories that are even worse than the reality

3.1.3 | Patients’ ideas on how to improve
guidance in the decision-making process

Patients were generally satisfied with the provided care.
Overall, patients attach great value to emotional support:
personal attention, consideration of personal feelings, and
honest communication The following skills were appreci-
ated in doctors: a (non-verbal) calm and relaxed attitude;
showing respect for the treatment decision made; being a
good listener; answering questions; thinking along; being
straight to the point; being objective by not steering into a
direction in the decision-making; and using comprehen-
sible language.

“It would be nice if there was more attention
being paid to the feelings of patients”.

Patients stressed the importance of doctors equally ex-
plaining both treatment options as good as possible and
subsequently leaving the final decision up to the patient.
So, they want their doctor to guide them in the decision-
making, but not to make the final decision

Considering guidance, a significant group emphasized
they would appreciate decision counseling.

I think it would be nice if there was a sepa-
rate appointment to pay attention to what is
important to the patient, to give a better guid-
ance in making a decision.

3.2 | Questionnaires

Table 1 shows the level of health literacy measured.
Table 2 shows preferences about information provision.
There were no statistically significant differences between

TABLE 1 Level of health literacy measured by two statements
(N=39)."7"

Frequency Valid% Cumulative %

How often do you have someone help you read hospital

materials?
Always 5 13.5 13.5
Often 2 5.4 18.9
Sometimes 6 16.2 351
Occasionally 9 24.3 59.5
Never 15 40.5 100.0
Total 37 100.0
Missing 4

How often do you have problems learning about your medical
condition because of difficulty reading hospital materials?

Always = = =
Often 3 8.1 8.1
Sometimes 3 8.1 16.2
Occasionally 5 13.5 29.7
Never 26 70.3 100.0
Total 37 100.0

Missing 4

the groups. The VAS-scales on information needs resulted
in high scores on the statement “I want to receive as much
information about the disease and treatment as possible”
(M =82.89, SD=19.44) and great variability on the state-
ment “I prefer to make treatment decisions by myself”,
as reflected by the high standard deviation (M =49.05,
SD=23.12).

4 | DISCUSSION AND
CONCLUSION

This study shows that once patients have decided what
treatment to opt for, patients are confident and are favor-
ing information that is confirming their decision.

In general, patients indicate that they want to receive
as much information about their disease and treatment
options as possible, and preferably from their doctor. The
reported levels of health literacy underline the importance
of ensuring that patients also comprehend all this infor-
mation in order to make appropriate health decisions.

Patients who opt for active surveillance seem to base
their decision on a “feeling” that it is the right thing to do.
Patients who opt for surgery, seem to base their decision
rather on a reliance on their doctors’ surgical expertise
and finding reassurance in choosing the established treat-
ment. Regardless of treatment preference, resources out-
side the hospital, such as the Internet and conversations
with others, are not the preferred source of information.
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TABLE 2 Patient responses to how they prefer to receive
information about treatment options (N=39).

%
How do you prefer to receive information?
From the doctor 82.9
From the nurse 51.2
From any specialist, doesn't matter which one 48.8
Written information 29.3
From the internet, written 9.8
From the internet, video 2.4
From patient organizations 4.9

This particular preference may be influenced by the rel-
atively older age of the participants, as older individuals
may face challenges in accessing information online.'®
Additionally, older generations tend to put more value on
the doctor's insights and advice.!” However, the mean age
of our sample is representative of the average esophageal
cancer patient.

Patients tend not to actively search for information to
help them make a treatment decision, rather they search
for information that confirms the treatment decision they
already made. This observation is known as “confirmation
bias”: The tendency to prefer information that confirms
one's initial beliefs.'®'? The search for confirmation can
be extended to supportive needs. Patients use the support
they receive from their loved ones as a confirmation they
made the right decision.

All patients are aware that they are faced with a personal
decision: They substantiate their decision with “my body
my choice,” and they emphasize that doctors should leave
the final decision up to the patient. However, patients do
want a doctor to guide them through the decision-making
process by providing well-balanced information, while
providing emotional support. It is only after this guiding
process patients seem to differ in how they prefer the de-
cision is made: alone, together, or to leave it completely up
to the doctor.

The treatment decision requires a subjective cost-
benefit evaluation wherein the patients’ individual pre-
conceptions about a treatment choice may influence the
information filtering process.’ Such preconceptions can
make it harder for (treatment) information carrying op-
posite values, to get through in the filtering process.”
Individuals tend to reject information that is contradictory
to their beliefs and values, in order to protect their sense
of worth that people derive from their existing values. In
addition, the filtering of information is also subject to the
extent in which individuals evaluate the source of informa-
tion as trustworthy. Our study results show that patients
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indeed experienced the doctors’ information as a trusted
source (e.g., compared to the Internet). Information from
the doctor may go beyond factual information, and pa-
tients may pay close attention to more subtle or non-verbal
cues. In another study by our group, we found that this
indeed was the case.”” Next to information from medi-
cal professionals, patients may also consider stories from
their family or friends as a trusted source of information,
and take this into account, even if it may not correspond
with information provided by their doctor. Last but not
least, the filtering of information is further influenced by
the patients’ emotions. That is, patients do not necessarily
make “rational” choices. This was clearly demonstrated by
another study from our group, where we found that sev-
eral patients with a complete clinical response after nCRT
worded their motivation for active surveillance treatment
as “I feel all good right now, I trust my body, why would
I undergo surgery“; and some patients opting for surgery
motivated their choice with “I know it may not be neces-
sary to undergo surgery, but I would not forgive myself if
I did not do everything that may possibly help”, indicating
anticipated regrets.23 So, in short, the final outcome (i.e.,
treatment choice) then is the result of a subjective eval-
uation of multiple factors. As this can be quite complex,
presuming that “just providing the facts” will lead to an
well-considered treatment choice is obsolete.?* Instead,
it is preferable to explicitly include patients’ preferences
and values in the choice for a certain type of treatment, as
is appropriate to the theory of shared decision-making.*
Working from such a practical model, with an eye on pa-
tient's individual values, also helps to address the confir-
mation bias. Discussing what matters to patients and why,
may open up the way to alternative points of view, without
patients feeling overridden or compromised in their sense
of self-worth.

A limitation of this study is that only patients with
strong treatment preferences were included. However, if
even patients with strong preferences want to be guided in
the decision-making process, this will not be different for
patients without a strong preference.

This study underlines the important guiding role of
health professionals in the decision-making process for
esophageal cancer patients to decide between experimen-
tal active surveillance and standard surgery. Health pro-
fessionals should be aware that their role is most crucial
at the initial phase of the decision-making process. At this
phase, patients’ treatment preference is formed and thus
should information provision at this stage be as complete
and objective as possible. All information provision later
on in the process seem to be less influential for the final
decision and more filtered to confirm the treatment pref-
erence already formed.
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