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Abstract

Background: Quality cancer care necessitates opportunities for patient participa-
tion, supposedly recognizing the individual's preferences and experiences for being
involved in their health and healthcare issues. Previous research shows that surgical
cancer patients wish to be more involved, requiring professionals to be sensitive of
patients' needs.

Aims: To explore preference-based patient participation in surgical cancer care.
Methods: A cross-sectional study was conducted. The Patient Preferences for Patient
Participation tool (4Ps) was used, which includes 12 attributes of preferences for and
experiences of patient participation. Data were analyzed with descriptive and com-
parative statistical methods.

Results: The results are based on a total of 101 questionnaires. Having reciprocal
communication and being listened to by healthcare staff were commonly deemed
crucial for patient participation. While 60% of the patients suggested that taking part
in planning was crucial for their participation, they had experienced this only to some
extent. Learning to manage symptoms and phrasing personal goals were items most
often representing insufficient conditions for preference-based patient participation.
Linking Evidence to Action: To support person-centered surgical care, further efforts
to suffice preference-based participation are needed, including opportunities for pa-

tients to share their experiences and engage in the planning of healthcare activities.

KEYWORDS
cancer care, involvement, patient participation, patient preferences, person-centered care,
surgical care

INTRODUCTION (Arnetz et al., 2004), as well as increased motivation, better treat-

ment outcomes, and greater satisfaction with the given care
Patient participation is highly important for numerous reasons (Vahdat et al., 2014). Many countries, including Sweden, encour-
(World Health Organization, 2013); for example, it is associated age patient participation by means of legislations and standards
with improved recovery, treatment outcomes, and rehabilitation (Nolte et al., 2020). Yet, even if patient participation is advocated
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throughout health care, it comes with a varying conceptualization
(Cahill, 1996; Larsson et al., 2011; Longtin et al., 2010; Sahlsten
et al., 2008). For person-centered health care to be provided, pa-
tient participation should be defined with recognition to semantic,
ethical, and conceptual perspectives, including patients' experience
of the phenomenon (Eldh et al., 2010; Finset, 2017). More recent
research suggests a wider understanding of the concept than what
health professionals may think, including that patient participation
comprises a mutual sharing of experiences, engaging in self-care
activities, in addition to being involved in planning and procedures
(Arestedt et al., 2019; Kvael et al., 2018; Nilsson et al., 2019;). A fur-
ther need to better understand patients' preferences for participa-
tion remains, including to what extent and in what way patients wish
to engage. This is vital both to facilitate person-centered care and
to utilize healthcare resources more efficiently, including staff time
and efforts to match patients' needs and conditions (Eldh, 2019;
Nolte et al., 2020).

Patients with cancer in the liver, bile ducts, or pancreas are a
very vulnerable patient group with a tough situation. The patients
often experience a lot of symptoms both prior to surgery and in
the postoperative phase. The surgery and stress from the situation
cause great stress to the body, and it often takes 2months (or more)
before the patient begins to feel fully recovered after the surgical
treatment. Major surgeries are associated with pain, nausea, fa-
tigue, postoperative ileus, and postoperative complications. Further,
because of shorter hospital stays, these patients need strong self-
care abilities to cope with the symptoms and minimize the risks of
complications; sometimes, the self-care even includes managing
their own wound drains at home (Ibrahim et al., 2019; Kehlet &
Wilmore, 2008). Nevertheless, most patients with pancreatic cancer
have been found to prefer surgery rather than palliative chemother-
apy considering the possibility of cure and potential risks (Molinari
et al. 2020). Consequently, patients should have opportunities to
participate, that is, to engage in discussing their treatment options
(Dumitra et al., 2021).

Previous studies among patients who had surgery for liver, bile
ducts or pancreas cancer have suggested the need for further im-
provements regarding patient participation (lbrahim et al., 2019;
Larnebratt et al., 2019). Ibrahim et al. (2019) found that even when
patients had received information preoperatively, they felt that the
provision of the information in a single event could be overwhelm-
ing. Currently, limited attention is given to patient participation
consistent with the needs and resources of the individual, that is,
preference-based patient participation, among patient groups un-
dergoing surgery for upper abdominal cancer. Rather, previous
studies have shown that patients favor more information and the
visibility of care goals and planning during the surgical cancer care
period (lbrahim et al., 2019; Larnebratt et al., 2019). Even though
healthcare professionals in surgical cancer care also rate the provi-
sion of information as the most important issue for patient partici-
pation, they often lack the time to provide the information, as the
prioritization of other work activities hampers an ideal situation of
patient participation (Andersson et al., 2021).

Consequently, professionals can provide more ideal conditions
for patients to partake in health and healthcare-related matters ac-
cording to their participation preferences (Eldh et al., 2010). Surgical
cancer patients have been found to desire more involvement, calling
for a need for professionals to be sensitive to patients' participation
preferences (Ibrahim et al., 2019; Larnebratt et al., 2019; Molinari
et al. 2020). Yet, there is a knowledge gap and paucity of studies
concerning the extent to which patients experience preference-
based patient participation in surgical cancer care. To better meet
the needs of patients with malignant tumors in the liver, bile ducts,
pancreas, or stomach, further studies on their preferences for and
experiences of participation when treated with curative elective

cancer surgery are recommended.

Aim

This study explored preference-based patient participation in surgi-

cal cancer care via two research questions:

1. What are the patients' views regarding preferences and expe-
riences of their patient participation?

2. What are the patients' levels of preference-based patient
participation?

METHODS
Design

A cross-sectional quantitative study was conducted.

Ethics

The study was performed in accordance with the ethical principles of
the Declaration of Helsinki (World Medical Association, 2013), and
approved by the Regional Ethics Review Board (No. 2018/413-32).

Setting, Sample, and Data Collection.

The patients were recruited from one university hospital in
Sweden with a catchment area of about 1-million inhabitants. A con-
secutive selection procedure was used for the inclusion of patients
who underwent surgery for upper abdominal cancer in a specialist
surgery clinic between May 2019 and March 2020.

The inclusion criteria were patients over 18years of age with
malignant tumors in the liver, bile ducts, pancreas, or stomach who
were treated with curative elective cancer surgery. The exclusion
criteria were patients with cognitive impairment or who did not have
mastery of the Swedish language (determined by a research nurse).
The patient selection and data collection process are illustrated in
Figure 1. No patients were recruited in July 2019 due to logistical
issues, that is, few patients were admitted during this common sum-
mer holiday month.
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Assessed for eligibility
n =160

May 2019

—

Did not meet inclusion criteria
n=28

One-month summer

Died,n=3

vacation in July 2019

Declined to participate, n = 14
—»(Did not return the questionnaire, n = 14

Included in the analysis
n=101

FIGURE 1 Flowchart of the inclusion process

March 2020
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FIGURE 2 Scores and Levels of Matches and Mismatches Between Patient Preferences and Experiences of Patient Participation. Note.

Originally published by Eldh et al. 2020

One-hundred and thirty-two patients provided informed con-
sent and were included in the study. These patients received the
Patient Preferences for Patient Participation tool (4Ps) via regular
mail 2-3weeks after their discharge, along with a prepaid return
envelope. Reminders were sent to non-respondents one week

later.

Measure

Per contemporary evidence, the 4Ps comprise 12 attributes con-
2015). The 4Ps are
valid and appropriate for conceptualizing patient participation (Eldh
etal., 2015; Luhr et al., 2018; Luhr et al., 2019) and deemed relevant

ceptualizing patient participation (Eldh et al.,

for capturing patient preferences for engagement (Jerofke-Owen
etal., 2020).

The 4Ps consists of two sections, which were completed jointly
in this study. Both sections employ the 12 items, presented in the
following order: being listened to (by the healthcare staff); one's
experiences being recognized; having reciprocal communication;
telling about (my) symptoms/issues; having explanations as for one's
symptoms/issues; having explanations for what is done/planned;
partaking in planning; phrasing one's (health) goals; knowing how to
manage symptoms/issues; managing (prescribed) treatment/proce-
dures; and performing self-care.

When completing the 4Ps, in section 1, the patient indicates the
extent to which each item represents his or her preferences for pa-

tient participation using one of four response alternatives: that the
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attribute is “unimportant,” “somewhat important,” “very important,”
or “crucial” (for me to experience participation).

In section 2, the patient defines the extent to which he or she
has experienced patient participation. For each attribute, the patient
conveys whether this occurred “not at all,” “to some extent,” “to a
large extent,” or “entirely.”

Statistical analysis

The demographic variables were presented as descriptive statistics
with counts and proportions. All patients' preferences and experi-
ences were presented as proportions. Analyzed together, these
responses provided a measure of preference-based patient partici-
pation (Eldh et al., 2020). To assess whether the responses in sec-
tions 1 and 2 indicated “good” conditions for patient participation,
the degree to which the patient's responses for each item matched
or mismatched between the two sections was determined. The
higher the match between the response alternative for each item,
the more preference-based patient care. The match scores were cat-
egorized into three levels of preference-based patient participation,

as outlined in Figure 2:

1. Insufficient provision of preference-based patient participation,

calling for significant improvement (levels 0-1),

2. Fair provision, indicating room and need for improvement (levels

2-3), and
3. Sufficient provision, signifying a complete or near match between

patient preferences and experiences (levels 4-5).

The levels of preference-based patient participation were re-
lated to each other, therefore, multivariate analysis was performed.

Individual multivariate confidence intervals for proportions with
Bonferroni's adjustment were calculated for two of the levels, in-
sufficient and sufficient. In this analysis, only the patients who an-
swered all the items in both the preferences and the experiences
sections were included.

The two items with the highest frequency and the two items
with the lowest frequency of “crucial” patient ratings were identi-
fied. The results of the comparison of attributes rated as “crucial”
for participation with the patients' responses regarding their expe-
riences of these attributes were described as proportions with con-
fidence intervals with Bonferroni’s adjustment within each item to
cover multiple comparisons.

The 95% confidence intervals were presented. The diagrams
present the items in the same order as they appear in the question-

naire. All analyses were carried out in IBM SPSS Statistics version 27.

RESULTS

A total of 101 unique completions of the 4Ps were returned (re-
sponse rate 77%). Most of the returned 4Ps were from men, age
70 or older, and operated on for liver tumors. All details regarding
demographics are shown in Table 1.

TABLE 1 Patient characteristics

Variable n (%)
Sex
Female 48 (47.5)
Male 53(52.4)
Age
-59 15 (14.9)
60-69 35 (34.6)
70- 51 (50.5)
Education
Compulsory school through grade 9 33(35.1)
Two years of high school, trade school 14 (14.9)
High school, 3-4years/University, college 44 (46.8)
Other 3(3.2)
Missing 7
Marital status
Married/partner 75 (76.5)
Single 22(22.4)
Other 1(1)
Missing 3
Children
Yes 84 (87.5)
No 12 (12.5)
Missing 5
Tumour
Pancreas 41 (40.6)
Liver 50 (49.5)
Bile duct 9 (8.9)
Stomach 1(1)

Preferences of patient participation

Regarding patients' preferences for participation, the items “having
reciprocal communication” and “being listened to by the healthcare
staff” were most often considered crucial for patient participation.
In addition, “learning about what is planned for me” was a commonly
preferred attribute of participation, more so than “having explana-
tions of my symptoms/issues” and “learning to manage symptoms.”
The attributes found to be least preferred for participation were

»

“phrasing personal goals,” “my experiences being recognized,” “man-
aging self-care,” and “taking part in planning.” All details in terms of
the patients' preferences for patient participation are presented in

Figure 3a.

Experiences of patient participation

As summarized in Figure 3b, the patients reported experiencing the
highest levels of patient participation (i.e., experiencing the attribute
entirely or to a large extent) for the following four items: “being lis-
tened to,” “having reciprocal communication,” “having explanations
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@) Preferences | ®Crucial =Very important © Somewhat important Unimportant|
Being listened to [RCEES 54%
Experiences being recognized |[Syfb/8 62%
Having reciprocal communication [R:Z875 48%
Sharing one’s symptoms  [S&f:§/5 57%
Having explanations of symptoms [S&y4&/5 55%
Having explanations of what is done for me [Be}:57) 56%
Learning about plans [R&ELA 63%
Taking part in planning |[W24/5 58%

Phrasing personal goals [SPAZS L/

Learning to manage symptoms [B&¥&/) 58%
Managing treatment [SPI4/ 54%
Managing self-care |15/ 60%
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Being listened to [B&y47 53%
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Sharing one’s symptoms  [R:E578 35% _
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Having explanations of what is done for me [R:I:575 40% -
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FIGURE 3 Patients Preferences for and Experiences of Patient Participation for Each Attribute. Note. The items are presented in the
same order as they are presented in the 4Ps tool
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of what is done for me,” and “learning of plans.” The four items with
the lowest levels of patient participation were “taking part in plan-

»

ning,” “phrasing personal goals,” “learning to manage symptoms,” and

“managing self-care.”

Levels of preference-based patient participation

The comparison of the patients' preferences and experiences indi-
cated the levels of preference-based patient participation that had
been achieved with the patients. As illustrated in Figure 4, the high-
est match was identified for “being listened to” by healthcare staff:
73% of the patients had experiences that matched their preferences.
On the other hand, for “learning to manage my symptoms,” almost
one-fifth of the patients had an insufficient match; there was a 19%
mismatch between preferences for and experiences of participation.
The two attributes most often considered crucial for participation,
“being listened to by the healthcare staff” and “having reciprocal
communication,” were also the two attributes with the lowest pro-
portions of insufficient levels of preference-based patient participa-
tions, but these results were not significant.

The four items with the highest percentages of insufficient
preference-based patient participation are presented in Figure 5.

Insufficient
Being listened to
Experiences being recognized

Having reciprocal communication

Sharing one’s symptoms

Only patients experiencing an insufficient match between prefer-
ences and experiences for the different attributes were included
in this analysis (10 to 19 patients out of 101). “Learning to man-
age symptoms” had the highest percentage (63%) of insufficient
preference-based patient participation (crucial for participation
yet experienced only to some extent). 62% of the patients rated
the item “phrasing personal goals” as very important for my sense
of participation but had not experienced any conditions for this at-
tribute at all. Regarding “managing self-care,” 58% stated that this
attribute was “crucial” for sensing that he or she participated, yet the
patients experienced this condition only to some extent during the
care period. In addition, 60% of the patients had a high preference
for “taking part in planning” (i.e., indicated that the item was crucial
for patient participation), but they experienced this attribute only to
some extent.

Most patients considered “having reciprocal communication” to
be crucial for their participation, and 94% of the patients also experi-
enced conditions matching their preferences, experiencing reciprocal
communication either to a large extent (fair) or entirely (sufficient).
“Being listened to by the healthcare staff” was the item that had the
second-largest percentage of patients who considered this attribute
to be crucial (preference for participation) and experienced this at-
tribute “to a large extent” (a fair level of preference-based patient

Sufficient

Having explanations of symptoms

Having explanations of what is done for me

Learning about plans

Taking part in planning

Phrasing personal goals

Learning to manage symptoms

Managing treatment

Managing self-care

0%

FIGURE 4

25% 50% 75% 100%

Insufficient and Sufficient Levels of Preference-Based Patient Participation. Note. Figure also includes the individual

multivariate 95% confidence intervals with Bonferroni’s adjustment (n = 89)
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. = Crucial - Not at all Crucial - To some extent
Insufficient Very important - Not al all Unimportant - Entirely
100% A
75%
0,
63% 62% 58% 60%
50% A
40%
31% 33%
25% A 21%
°1 16%
8% 8%
0% II 0% II 0% 0% 0%
0% -
Learning to manage Phrasing personal Managing self-care Taking part in

symptoms (n=19)

goals (n=13)

(n=12)

planning (n=10)

FIGURE 5 The Four Attributes of Patient Participation with the Largest Percentages of Insufficient Preference-Based Patient
Participation. Note. Figure also includes the 95% confidence interval with Bonferroni’s adjustment for each item

Crucial u Not at all (Insufficient) To some extent (Insufficient)
To a large extent (Fair) u Entirely (Sufficient)
100% 1
75% A
55%
48%
0% 39% 43%
32%32% 33% 33%
26% 25%
25%
’ 5% ) 1%
2% 10% o 8%
0,
0% il [

Having reciprocal
communication
(n=44)

(n=40)

Being listened to

Experiences being Phrasing personal
recognized (n=19) goals (n=12)

FIGURE 6 The Two Attributes Rated as Crucial for Participation with the Highest Percentages of Sufficient Matches and the Two
Attributes Rated as Crucial for Participation with the Lowest Percentages of Sufficient Matches. Note. Figure also includes the 95%

confidence interval with Bonferroni’s adjustment for each item

participation) or “entirely” (sufficient preference-based participa-
tion); 91% had a sufficient or fair match between their preferences
and experiences. Furthermore, the attributes “my experiences being
recognized” and “phrasing personal goals” had the lowest matches
between preferences and experiences, with only 32% and 33% of
the patients having sufficient preference-based patient participation

for these attributes, respectively (Figure 6).

DISCUSSION

This study aimed to investigate and explore preference-based pa-
tient participation in surgical upper abdominal cancer care based
on patient's reports of their preferences and experiences of pa-
tient participation. “Having reciprocal communication” and “being

listened to by the healthcare staff” were the attributes identified
as most important for this group of patients in terms of their par-
ticipation. Furthermore, these preferences were also best matched
with the patients' experiences. This finding indicates that the spe-
cific surgical cancer care unit may provide preference-based patient
participation. However, whether the provision of such participation
is unintentional requires further investigation.

The patients in the study reported the lowest preferences and
experiences for “phrasing personal goals” and “taking part in plan-
ning.” These results may be related to their short time in the hospital
and may also be associated with the care process, which is often
conducted according to standardized programs (e.g., enhanced
recovery after surgery) in which goal targets are set for diagnosis
or surgical intervention. Goals and fast track planning are usually
most visible to staff but may need to be clarified, made visible, and
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communicated with patients to a greater extent. A previous study
has indicated that although phrasing goals corresponds to the con-
cept of patient participation, it is difficult to execute, particularly in
patients with severe conditions (Vahdat et al., 2014).

The results show that “learning to manage symptoms,” “taking
part in planning,” and “phrasing personal goals” are areas that re-
quire further attention to meet patients' preferences. “Learning
to manage symptoms” was the attribute with the highest pro-
portion of insufficient matches, and “phrasing personal goals”
also had a relatively high percentage of mismatches in this study.
These may be important attributes to improve in the specific clin-
ical practice context, especially as previous studies have shown
that proper monitoring of the needs of patients with cancer can
enhance their ability to cope with the stressful situation and im-
prove their health-related quality of life (Abu Sharour et al., 2020).
Furthermore, there are indications that although professionals
aim to provide information relevant to the patient, this effort does
not always correspond with the patient's need for information
(Fruijtier et al., 2020). There are opportunities to better under-
stand patients' preferences for patient participation by means of
a more mutual mode in healthcare professionals' communication
(D'Agostino et al., 2017).

The items “learning to manage symptoms” and “phrasing personal
goals” were generally considered by the patients to be very import-
ant for participation, but the patients did not have experiences that
matched their preferences. This result is consistent with a previous
study that described patient involvement in cancer surgery as being
stimulated by patient-centered care and the provision of support in
asking questions and good communication (Thaysen et al., 2019).

“Being listened to by the healthcare staff” was sufficiently
matched between preferences and experiences for 73% of the pa-
tients, which is a relatively high percentage. However, 27% of pa-
tients did not have a match between their preferences and actual
experiences for being listened to; in person-centered cancer surgical
care, all patients should be listened to on their own terms. Creating
a better match between preferences and experiences requires ad-
dressing the potential barriers in the healthcare context and those of
the individual, including a recognition of the patient's health literacy
and prior knowledge and experience (Parnell et al., 2019). However,
this vulnerable group of patients with a severe cancer diagnosis
may have a lot of mental distress and existential concerns. When it
comes to health literacy, it can be dynamic and greatly affected by
stress and worry. Previous studies have shown that health literacy
and communication interaction ability played a prominent role for
patients with cancer to be involved in treatment decision-making
(Kuijpers et al., 2021).

“Managing self-care” was rated as crucial or very important for a
sense of participation by 80% of the patients, and 70% also indicated
that they had experienced this attribute entirely or to a large ex-
tent. Studies have shown that healthcare professionals' assessment
of patients' self-care needs is an unmet care need at each stage of
the cancer trajectory to support patients in managing symptoms and
self-care (Gustavell et al., 2020; Lee et al., 2020).

The present study has its strengths and limitations. Considering
the vulnerability of this group of patients, the 77% response rate is
good, and there were few internal missing values. The sample size
seemed to fulfill the aim and research questions due to the descrip-
tive cross-sectional design. No analysis comparing the included and
excluded patients was done, which may be a limitation calling for fur-
ther research efforts. Those that declined inclusion stated that a lack
of energy and time was the reason for not participating. These non-
participants may have been more vulnerable than the included pa-
tients. However, the sample included more patients with pancreatic
and liver malignancies than patients with bile duct or gastric cancer,
but this distribution was representative of the patients who under-
went cancer surgery during the enrollment period. It may be a lim-
itation that patients responded to the questionnaire after discharge
as this could have led to recall bias of how patient participation was
experienced. But, on the other hand, the patients had more time for
reflection when responding to the tool after discharge. Furthermore,
the 4Ps tool is a relatively new tool, though valid and promising
for capturing preferences for patient participation (Jerofke-Owen
et al., 2020). Despite the tool's novelty, it is one of the few available
that fully conceptualizes patient participation, including the patient's
lived experience. The tool also has more recently been used in other
studies (Luhr et al., 2019; Martinsson et al., 2021). Therefore, we
suggested the 4Ps for this study to reflect a broader notion of pa-
tient participation, corresponding to person-centered patient partic-
ipation (Pettersson et al., 2018).

Although patient participation is considered vital, there are
challenges to meeting each patient's needs. Participation through
decision involvement raises ethical issues with the Swedish Cancer
Strategy (Castro et al., 2016), including the choice to have surgery or
not. Previous studies among patients who had surgery for upper ab-
dominal cancer have suggested further improvements regarding pa-
tient participation (Ibrahim et al., 2019; Larnebratt et al., 2019). For
example, despite receiving information preoperatively, the provision
of information in a single event could be stressful and overwhelming.

Even though healthcare professionals in the same surgical can-
cer clinic as this study rate the provision of information as the most
important issue for patient participation, they often lack time to
provide the information, as the prioritization of other activities hin-
ders an ideal patient participation situation (Andersson et al., 2021).
But it still emerges in the Swedish Cancer Strategy, which highlights
that patients should be involved, well informed, and active in their
treatment and that the treatment should be given based on a clear
and well-functioning individual care plan and in a standardized care
path. Person-centered communication should address listening,
perspective and preference taking, and assessing and satisfying pa-
tients' information needs (Street et al., 2019). A review highlights
that most patients with cancer prefer active participation, while
only some patients prefer a passive role (Noteboom et al., 2021).
However, it is useful to investigate patients' preferences in both
clinical encounters and research to be able to adapt participation
to the individual, providing opportunities for more person-centered
patient participation.
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LINKING EVIDENCE TO ACTION

o While preference-based patient participation was achieved
primarily for the item being listened to by the healthcare staff,
healthcare staff need to recognize the need to also provide for
opportunities to manage one's symptoms, taking part in planning,
and phrasing personal goals in congruence with patients' prefer-
ences for participation.

e Further studies of interventions facilitating a recognition of pa-
tients' preferences for, and experiences of participation are es-
sential to enhance person-centered surgical cancer care.

e Implementation of preference-based patient participation means
and procedures are required, calling for co-production initiatives
with patient and staff representatives and management engage-
ment at all levels of surgical care.

e Patient participation needs to shift from being stated as a policy
to an enactment in everyday health care, entailing that staff and
patients come together in a shared dialogue of the preferences for

and experiences of participation for the individual.

CLINICAL IMPLICATIONS

Professionals should work with a holistic approach in cancer surgical
care to achieve optimal person-centered care with high levels of pa-
tient participation. Although patient participation is considered vital,
there are challenges to meeting each patient's personal needs. The
findings of our study may provide a basis for further clinical implica-
tions of sufficient preference-based patient participation in cancer
surgical care. It may be useful to investigate patients' preferences
with a tool in the clinical practice to be able to adapt participation to
the individual. This could lead to an optimized degree of preference-

based patient participation.

CONCLUSION

Due to both the matches and mismatches between patients' prefer-
ences for and experiences of patient participation in surgical cancer
care, there is potential for professionals to recognize both what works
and what needs to be improved to adopt a more holistic approach to
person-centered care. Having opportunities for reciprocal commu-
nication and being listened to by the healthcare staff were rated as

critical attributes by patients within the cancer care trajectory.
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