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Abstract
Purpose

Quality healthcare necessitates opportunities for patient participation. The study aim was to investigate
the level of preference-based patient participation in surgical upper abdominal cancer care based on
patients’ reports of their preferences and experiences of patient participation.

Methods

A cross-sectional design was used, and patients completed the Patient Preferences for Patient
Participation (4P) tool after hospital discharge. Patient ratings of the 12 attributes of the 4Ps in terms of
their preferences for and experiences of patient participation were analysed with descriptive and
comparative statistical methods.

Results

The 101 respondents often reported su�cient levels of preference-based patient participation. Having
reciprocal communication and being listened to by healthcare staff were commonly deemed crucial for
participation. Furthermore, 60% of the patients suggested that taking part in planning was crucial for their
participation, but they experienced this attribute only to some extent.

Conclusion

To support person-centred participation, further efforts are needed to recognize patients’ preferences for
involvement; opportunities to share experiences and share in planning healthcare activities are important
for patients in surgical upper abdominal cancer care. Probing and recognizing patients’ preferences and
experiences makes it easier to tailor patient participation to the individual patient, supporting more
holistic surgical cancer care.

Introduction
The World Health Organization [1] highlighted the importance of patient participation, and various
countries use the term “patient engagement” in healthcare policies and legislation. While patient
participation is advocated throughout healthcare, there are varying conceptualizations of this concept [2–
6], and patient participation is often used interchangeably with patient engagement [7]. For a long time,
many studies on patient participation lacked a conceptualization that included the voice of patients; thus,
for example, Swedish legislation, which encourages patient participation based on the individual’s
preferences and condition, de�ned patient participation mainly as patients receiving information and
taking part in decisions regarding their healthcare [8]. However, more recent research suggests a wider
understanding of the concept, including a sense of mutual sharing of experiences and engaging in self-
care activities, in addition to engaging in planning and procedures [9–13].
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Previous studies among patients who had surgery for upper abdominal cancer have suggested the need
for further improvements in regard to patient participation [14, 15]. Ibrahim et al. [14] found that even
when patients had received information preoperatively, they felt that the provision of the information in a
single event could be overwhelming. 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 undergoing surgery for upper abdominal cancer. Rather, previous studies have shown that
patients favour more information and the visibility of care goals/planning during the surgical cancer care
period [14, 15]. Even though healthcare professionals in surgical cancer care also rate the provision of
information as the most important issue for patient participation, they often lack the time to provide
information, as the prioritization of other work activities hampers an ideal situation of patient
participation [16].

The wider conceptualization of patient participation has received limited attention in the care of people
with upper abdominal cancer, potentially jeopardising conditions for preference-based patient
participation. Thus, this aim of this study was to investigate preference-based patient participation in
surgical upper abdominal cancer care based on patients’ reports of their preferences and experiences of
patient participation.

Methods

Design
This study used a cross-sectional design.

Setting and sample
To investigate and understand preference-based patient participation in surgical cancer care, patients
were recruited from a surgical clinic at a university hospital in southern Sweden. A consecutive selection
procedure was used for the inclusion of patients who underwent surgery for upper abdominal cancer. The
inclusion criteria were patients over 18 years of age with malignant tumours in the liver, bile ducts,
pancreas, or stomach who were treated with elective 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 �ow of patient selection and data collection are illustrated in Fig. 1. No patients were
recruited during the summer vacation period.

Informed consent was obtained by a research nurse preoperatively. The written information stated that
the study was voluntary and that the patient could withdraw consent and discontinue participation at any
time without giving a reason and without this decision in�uencing the care or treatment given.
Con�dentiality was guaranteed throughout the study. The study was performed in accordance with the
ethical principles of the Declaration of Helsinki [17], and the study was approved by the Regional Ethics
Review Board (No. 2018/413–32).

Data collection and procedure
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Between May 2019 and March 2020, the Patient Preferences for Patient Participation (4Ps) tool was sent
to consenting patients two to three weeks after discharge along with a prepaid return envelope to return
the completed questionnaire. Of the 132 consenting patients, a total of 101 (77%) responded with a
completed questionnaire.

The 4Ps tool
The 4Ps tool was developed for the Swedish healthcare context [18]. It was developed based on the
results of studies in which patients conceptualized patient participation, in addition to concept analyses
in the semantic, lexical, legislative, ethical and theoretical literature [18]. The 4Ps tool has been tested for
face validity and psychometric aspects and found to be valid (after adjustments) and appropriate for
conceptualizing patient participation [18–20]. It has been further suggested that the tool allows the
assessment of patient preferences for engagement [21].

The 4Ps tool comprises two sections, both including the same twelve attributes of patient participation
that assess mutual sharing of knowledge (three items), opportunities to understand symptoms and
procedures (three items), shared decision-making (three items), and self-care management (three items).
All items and their order in the 4Ps tool are presented in Supplementary Table 1. Conceptually, the items
relate to the “sharing of” [experience and knowledge] (items 1–6) and “sharing in” [activities] (items 7–
12), re�ecting the essence of participation – that is, “to share” [11].

Patients complete the 4Ps tool as follows:

In Sect. 1, the patient indicates the extent to which each item represents his or her preferences for
patient participation using one of four response alternatives: that the attribute is “unimportant”,
“somewhat important”, “very important” or “crucial” [for my experience of participation].

In Sect. 2, the patient de�nes the extent to which he or she has experienced patient participation
regarding each attribute. Again, there are four response alternatives for each item: “not at all”, “to
some extent”, “to a large extent”, or “entirely”.

While the sections can be analysed separately, together they provide a measure of preference-based
patient participation [22]. To assess whether the responses in Sect. 1 and 2 indicate “good” conditions for
patient participation, the degree to which the patient’s responses for each item match or mismatch
between the two sections is determined: preference-based patient participation is indicated by a match
between the patient’s preferences and experiences. The match scores are categorized into three levels of
preference-based patient participation, as further outlined in Supplementary Fig. 1:

Insu�cient provision of preference-based patient participation, calling for signi�cant progress
(scores of 0–1),

Fair provision, indicating room and need for improvement (scores of 2–3), and
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Su�cient provision signi�es a complete or near match of patient preferences and experiences
(scores 4–5) [22].

Statistical analysis
The demographic variables are presented as descriptive statistics with counts and proportions. All the
patients’ preferences and experiences are presented as proportions. The levels of preference-based
patient participation were related to each other; therefore, multivariate analysis was performed. The
scores de�ned the three levels of preference-based patient participation, as outlined in Supplementary
Fig. 1.

Individual multivariate con�dence intervals for proportions with Bonferroni adjustment were calculated
for two of the levels, insu�cient and su�cient. In this analysis, only the patients who answered 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�ed. The results of the comparison of attributes rated as “crucial” for participation with
the patients’ responses regarding their experiences of these attributes are described as proportions with
con�dence intervals with Bonferroni adjustment within each item to cover multiple comparisons.

The 95% con�dence intervals are presented. The diagrams present the items in the same order as they
appear in the questionnaire. All analyses were carried out in IBM SPSS Statistics 27 (SPSS Inc., Chicago,
IL, USA).

Results
The results are based on a total of 101 completed questionnaires. The response rate was 76.5%. Table 1
shows the characteristics of the consenting patients.
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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, 3–4 years/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)

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 explanations 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”, “managing self-care”, and “taking part in planning”. All details in terms of the patients’
preferences for patient participation are presented in Fig. 2a.
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As described and summarized in Fig. 2b, the patients reported experiencing the highest levels of patient
participation (that is, experiencing the attribute entirely or to a large extent) for the following four items:
“being listened to”, “having reciprocal communication”, “having explanations of what is done for me”, and
“learning of plans”. The four items with the lowest levels of patient participation were “taking part in
planning”, “phrasing personal goals”, “learning to manage symptoms” and “managing self-care”.

The comparison of the patients’ preferences and experiences indicated the levels of preference-based
patient participation that had been achieved with the patients. As illustrated in Fig. 3, the highest match
was identi�ed 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-�fth of
the patients had an insu�cient 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 proportions of insu�cient levels of preference-based patient participations, but these
results were not statistically signi�cant.

The four items with the highest percentages of insu�cient preference-based patient participation are
presented in Fig. 4. Only patients experiencing an insu�cient match between preferences and
experiences for the different attributes were included in this analysis (10 to 19 patients out of 101).
“Learning to manage symptoms” had the highest percentage (63%) of insu�cient preference-based
patient participation (crucial for participation yet experienced only to some extent), while 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 attribute at all. Regarding “managing self-care”, 58% stated that
this attribute was “crucial” (for the patient to sense 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 experienced conditions matching their preferences, experiencing reciprocal
communication either to a large extent (fair) or entirely (su�cient). “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 also experienced this attribute “to a large extent” (a fair level of
preference-based patient participation) or “entirely” (su�cient preference-based participation): 91% had a
su�cient 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 su�cient preference-based
patient participation for these attributes, respectively (Fig. 5).

Discussion
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The study aim was to investigate preference-based patient participation in surgical upper abdominal
cancer care based on patient’s reports of their preferences and experiences of patient participation.
“Having reciprocal communication” and “being listened to by the healthcare staff” were the attributes
identi�ed as most important for this group of patients in terms of their participation. Furthermore, these
preferences were also best matched with the patients’ experiences. This �nding indicates that surgical
cancer care 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 planning”. 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
(fast track) in which goal targets are set for diagnosis or surgical intervention. Goals and fast track
planning are usually visible only to staff but may need to be clari�ed, made visible and communicated
with patients to a greater extent. Previous studies have indicated that although phrasing goals
corresponds to the concept of patient participation, it is di�cult to execute, particularly if patients are
suffering from severe or long-term conditions [12].

The results show that “learning to manage symptoms”, “taking part in planning” and “phrasing personal
goals” are areas that require further attention to meet patients' preferences. “Learning to manage
symptoms” was the attribute with the highest proportion of insu�cient matches, and “phrasing personal
goals” had a relatively high percentage of mismatches in this study. These may be important attributes to
improve in clinical practice, 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 improve
their health-related quality of life [23]. 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 [24]. There are opportunities to better understand patients’ preferences for patient
participation by means of a more mutual mode in healthcare professionals’ communication [25].

The items “learning to manage symptoms” and “phrasing personal goals” were generally considered by
the patients to be very important for participation, but the patients did not have experiences that matched
their preferences. This result is consistent with a previous study that described that patient involvement in
complex cancer surgery as being stimulated by patient-centred care and the provision of support in
asking questions and good communication [26].

“Being listened to by the healthcare staff” was su�ciently matched between preferences and experiences
for 73% of the patients, which is a relatively high percentage. However, in person-centred cancer surgical
care, all patients should be listened to on their own terms, but 27% of the patients did not have a match
between their preferences for and actual experiences being listened to. Creating a better match between
preferences and experiences requires addressing 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 [27].
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“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 extent.
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
[28, 29].

The present study has both strengths and limitations. Considering the vulnerability of this group of
patients, the 77% response rate was good, and there were few internal missing values. However, the
sample included more patients with pancreatic and liver malignancies and fewer patients with bile duct
or gastric cancer, but this distribution was representative of the patients who underwent cancer surgery
during the enrolment period. Furthermore, the 4Ps tool is a relatively new tool but has been suggested to
be promising for capturing preferences for patient participation [21]. As such, it re�ects a broader notion
of patient participation and thus corresponds to person-centred patient participation [30].

Although patient participation is considered vital, there are challenges to meeting each patient’s personal
needs. Participation through involvement in decisions raises ethical issues [31], including the choice to
have surgery or not. Due to the severe medical diagnoses of the participants in this study, we provided
them with opportunities to conceptualize their preferences and experiences from a wider range of
attributes (although still corresponding to the same concept) [8, 18, 32]. Previous studies among patients
who had surgery for upper abdominal cancer have suggested further improvements in regard to patient
participation [14, 15]; for example, they noted that patients, despite receiving information preoperatively,
sensed that the provision of information in a single event could be stressful and overwhelming. Even
though healthcare professionals in surgical cancer care rate the provision of information as the most
important issue for patient participation [16], they often lack the time to provide information, as the
prioritization of other activities hinders an ideal patient participation situation.

Practice Implications
Although patient participation is considered vital, there are challenges to meeting each patient’s personal
needs. The �ndings of our study may provide a basis for further practice implications and interventions
and thus su�cient preference-based patient participation in cancer surgical care and in cancer surgical
nursing care. Further interventions to support a mutual exchange of patient preferences and experiences
are warranted.

Conclusion
Due to both the matches and mismatches between patients’ preferences 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 and thus scaffold person-centred care.
Having opportunities for reciprocal communication and being listened to by the healthcare staff were
rated as critical attributes by patients within the cancer care trajectory.
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Figure 1

Flowchart of the inclusion process.

Figure 2

a) Patients’ preferences for patient participation for each attribute b) Patients’ experiences of patient
participation for each attribute (the items are presented in the same order as they are presented in the 4Ps
tool).

Figure 3
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Insu�cient and su�cient levels of preference-based patient participation (individual multivariate 95%
con�dence intervals with Bonferroni adjustment, n=89).

Figure 4

The four attributes of patient participation with the largest percentages of insu�cient preference-based
patient participation (95% con�dence interval with Bonferroni adjustment for each item).
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Figure 5

The two attributes rated as crucial for participation with the highest percentages of su�cient matches
and the two attributes rated as crucial for participation with the lowest percentages of su�cient matches
(95% con�dence interval with Bonferroni adjustment for each item).
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