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Abstract

Background Patient and public involvement (PPI) is increasingly recognised as a valuable component of health
research, yet patients are rarely included in data analysis within shared decision making (SDM) studies. We aimed to
assess the feasibility and value of involving patient partner appraisers of SDM using the OPTION? instrument. Specific
objectives were to examine interrater reliability between patient partners and researchers, and to explore patient
partners’ perspectives on observed differences in interrater reliability.

Methods An explanatory sequential mixed-methods design was used. Four patient partners and three researchers
used the validated Danish version of OPTION® to independently score 102 audio-recorded oncology consultations
from two randomised trials evaluating patient decision aids delivered before versus during consultations. Each
consultation was scored by one trained patient partner and two researchers. Scores were converted to a 0-100 scale.
Agreement was assessed using two-way mixed-effects, absolute-agreement intraclass correlation coefficients (ICC)
for single and average measures. [tem-level analyses included unadjusted and Bonferroni-adjusted p-values. Three
patient partners participated in a semi-structured focus group interview to discuss differences in interrater reliability
and to reflect on their assessments based on lived experience. Interview data were analysed using a primarily
deductive thematic approach informed by hermeneutic-phenomenological principles.

Results The four patient partners appraised 25-27 consultations each. Total OPTION® scores were median 60.0 for
patient partners and 52.5 for researchers. Overall single-rater agreement was moderate (ICC=0.60, 95% Cl 0.46-0.71),
and good when averaging raters (ICC=0.75, 95% Cl 0.63-0.83). Item-level differences were small. Although item 2
showed a nominal difference before correction for multiple testing, no item-level differences remained statistically
significant after Bonferroni correction. Qualitative analysis revealed three overarching themes: emotion-driven
scoring (atmosphere, tone, empathy and recognition), navigating the OPTION? instrument (growing confidence and
calibration over time), and evolving roles as co-researchers.
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Conclusions Involving patient partners as appraisers of SDM using OPTION® was feasible, and their appraisal ratings

showed moderate reliability with researcher ratings. Findings suggest that, while using the same structured OPTION®
scoring framework, patient partners may draw on broader relational cues when interpreting observable SDM
behaviours in clinical consultations.

Trial registration Ethical approval was obtained from the Research Ethics Committee at the University of Southern
Denmark (approval ID 23/555) for the involvement of patient partners as co-researchers.

Plain English summary

We wanted to find out whether patients can help assess how well doctors involve patients in decisions about their
care during cancer consultations. In this study, four patient partners and three researchers listened to recordings

of 102 cancer consultations from two studies of patient decision aids, which are tools designed to help patients
take part in decisions. The patient partners and researchers each rated how well the cancer patients in the
consultations were involved. Overall, the patient partners' ratings were fairly close to the researchers’ ratings. This
suggests that it is possible for patients to take part in this kind of research assessment. When talking to the patient
partners about their experience with the assessment task, they explained that they often noticed things that went
beyond the checklist of shared decision making used in the study. For example, they paid close attention to the
atmosphere of the conversation, the doctor’s tone of voice, empathy, and whether the patient seemed recognised
and understood. They also said that they became more confident in using the rating tool over time. These findings
show that involving patient partners in analysing research data is both possible and valuable. Patients may notice
important parts of shared decision making that researchers or doctors do not always capture, especially the human
and emotional side of the consultation. This suggests that patient involvement in research can add a broader and

more real-world understanding of what good shared decision making looks like in clinical practice.
\Keywords Patient partner, PP, Patient voice, Shared decision making, SDM, Oncology consultations, OPTION?

Background

Shared decision making (SDM) has gained significant
momentum in cancer care, where treatment decisions
often involve complex options and difficult trade-offs.
SDM is an approach where clinicians and patients collab-
orate to select treatments based on clinical evidence as
well as patients’ informed preferences [1]. However, SDM
is a behaviour that is challenging to measure because dif-
ferent measurement approaches get different results and
capture different perspectives, including patient-reported
experiences, clinician-reported behaviour, and observer-
rated patient-clinician communication. Patient decision
aids (PDA) are often used to support SDM by helping
structure clinical counselling and facilitating patient
involvement in decisions [2].

Patient and public involvement (PPI) in health research
is defined as an active partnership in which people with
lived experiences take on agreed roles throughout a
study. In this approach, research is conducted with or by
patients and members of the public rather than fto, about
or for them [3]. There are clear ethical, societal and scien-
tific reasons for PPI. A review of frameworks highlights
three key arguments: (1) patients have a right to contrib-
ute to research on their condition, (2) their lived experi-
ences can enhance the quality, efficiency, and relevance of
research, and (3) PPI increases accountability and trans-
parency [4].

Over recent decades, PPI has moved from an aspira-
tion to an expectation in many settings. Across Europe,

Canada and the US, enthusiasm for PPI is strong and
well-established in cancer care [5]. From a practical per-
spective, PPI has shown particular value in clinical trials,
for example in shaping trial design, selecting outcomes
and improving recruitment [6, 7]. However, despite this
momentum, practice remains inconsistent. The depth
and stage of involvement vary widely [5], and patients are
still rarely included in data analyses phases of research
[8]. Little is known about the involvement of patient
partners in measuring SDM behaviour. In SDM measure-
ment specifically, barriers to involving patient partners
may mirror those reported in broader PPI and collabora-
tive data analysis literature, including uncertainty about
appropriate methods and levels of involvement, the need
for adequate preparation and training, and the challenge
of integrating patient perspectives systematically into
analysis [9].

To contribute to the evidence on how PPI can be imple-
mented, this study examines the involvement of patient
partners in data analysis. The study is based on two ran-
domised controlled trials with breast and colorectal can-
cer patients, investigating the use of pre-consult digital
versus in-consult paper-based PDAs during consultations
with clinicians [10]. Outcomes in the two trials were
measured from the perspectives of patients, clinicians,
and observers [10]. Observer-rated instruments, such
as the OPTION® instrument (acronym for “observing
patient involvement” [11]), are one approach to mea-
suring observable SDM behaviours in consultations,
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including identifying the need for a decision, support-
ing deliberation, providing information about options,
eliciting patient preferences, and integrating preferences
into the decision [12]. In this study, patient partners par-
ticipated as members of the research team and used the
OPTION? instrument to evaluate the quality of real-life
oncology consultations. The overall aim was to assess
the feasibility and value of involving patient partners
as appraisers by examining the level of agreement and
potential differences in OPTION® scores between patient
partners and researchers, and to qualitatively explore
patient partners’ perspectives on these differences and
how they interpreted their roles as co-researchers.

Methods

Study design

We used an explanatory mixed-methods design [13], in
which quantitative and qualitative methods were com-
bined to address different parts of the research ques-
tion. First, the quantitative part examined the level of
agreement between patient partners and researchers
in appraising the quality of SDM in consultations using
OPTION®. This was followed by a qualitative exploration
of patient partners’ experiences to help explain how they
made their assessments and how these perspectives may
have contributed to similarities and differences in ratings.
The study involved four steps: establishing the team of
researchers and patient partners, training in appraising
quality of consultations using the OPTION®, analysing
audiotaped consultations, and exploring patient part-
ners’ experiences (Fig. 1). The study design and reporting
followed the GRIPP2 (Guidelines for Reporting of Patient
and Public Involvement in Research) framework [14].
The GRIPP2 checklist is provided in Additional file 1.

Step 1: Establishing the research team

The research team consisted of three researchers (two
female, one male) and four patient partners (one female,
three male), all of whom were cancer patients. The
patient partners were recruited through the Patient
and Relatives’ Council at two hospitals in the Region of
Southern Denmark (Lillebaelt Hospital and Esbjerg Hos-
pital). The principal investigator (PI) was invited to attend
council meetings at both sites with the aim of recruiting
interested patient partners. The patient partners were
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Team establishment
Team of researchers and
patient partners formed

Training in OPTION?
Structured training in
appraising SDM

Fig. 1 The four steps comprising the explanatory mixed-methods design
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not selected for previous research experience, but for
their lived experience as cancer patients and their inter-
est in contributing to the study. As members of patient
and relatives’ councils, they had experience contributing
patient perspectives in healthcare development or advi-
sory contexts. The first four volunteers were included
(two from each site). The PI had previous experience with
SDM research, PDA evaluation, and use of the OPTION
instrument, including previous work on translation and
cultural adaptation of the Danish version [15].

In addition to the PI, the research team included two
researchers affiliated with the Department of Oncology
at Esbjerg Hospital, both of whom were healthcare pro-
fessionals with experience in consultations with cancer
patients. Apart from the PI, neither the two additional
researchers nor the four patient partners had prior expe-
rience using OPTION® or similar observer-based rating
instruments, although all had a basic understanding of
SDM. Patient partners were not financially compensated
for their participation, but travel expenses were reim-
bursed by the PI.

Step 2: Training in appraising quality of consultations

using OPTION?

Prior to formal scoring, the rating team participated in
a training session led by the PI to ensure consistency in
applying the five OPTION® items. The session included
an introduction to the purpose of OPTION®, a review
of the five items and scoring categories, and discussion
of how SDM behaviours could be identified in audio-
recorded consultations. Training used three non-oncol-
ogy consultations (patients with gallstones or hernia)
to introduce the patient partners to the scoring process
without the emotional strain specific to cancer diagno-
ses. After each training consultation, all raters first com-
pleted their scores independently, followed by a group
discussion of differences in ratings and interpretation of
the scoring manual. The discussion focused on clarifying
how the OPTION?® criteria should be applied, rather than
on reaching consensus about future scoring. The session
aimed to achieve initial calibration and reduce interrater
variation. Early differences were noted as patient part-
ners tended to rate consultations more positively, and
researchers more critically. After three training cases,
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alignment was achieved. Training was conducted in a
single session in June 2024.

To address potential emotional strain, the four patient
partners and PI met with a psychologist from the oncol-
ogy department both before training and midway
through scoring to reflect on their experiences and emo-
tional wellbeing.

Step 3: Analysing audiotaped consultations

Following training, all 102 audio-recorded oncology con-
sultations (32 with colorectal cancer patients and 70 with
breast cancer patients) were independently scored by
one patient partner, the PI and one of the two research-
ers using the validated Danish version of OPTION® [15].
OPTION® is a five-item scale [16] measuring patient
involvement in clinical decision making across five dif-
ferent items, each rated on a 5-point Likert scale rang-
ing from O (zero effort observed) to 4 (exemplary effort
observed).

To ensure data security and provide emotional sup-
port, patient partners conducted their scoring sessions
together with the PI either in person (in a meeting room
at the hospital) or online, with the audio played from
the PI's computer. This setup prevented direct access to
recordings and allowed for debriefing after each consul-
tation. During these debriefings, patient partners could
discuss emotional reactions to the recordings and raise
concerns, for example related to feelings of inadequacy
in the research process, exposure to sensitive topics, will-
ingness to be honest in their assessments, or difficulties
separating the consultation content from their own expe-
riences as patients. These reflections were documented
in an impact log [17]. The scoring itself was completed
independently by the patient partners and was not dis-
cussed with the PI during or after the scoring sessions.
The two researchers had full access to the recordings and
independently scored half of the consultations within a
defined timeframe. Consequently, all consultations were
independently scored by one patient partner, the PI and
one additional researcher, ensuring that each record-
ing received three separate OPTION® assessments.
For the quantitative comparisons, the PI and additional
researcher ratings were combined into a single refer-
ence value by calculating their mean (hereafter referred
to as the researcher-mean score). This mean provides a
single summary estimate of the researchers’ assessment
for each consultation and allows direct comparison with
the patient partner rating. Because the analysis involved
paired observations (patient partner score vs. researcher-
mean score for the same consultation) and normality of
score, patient partner and researcher-mean scores were
compared using two-sided Wilcoxon signed-rank tests.
All analyses were performed in Stata 19.5. Audio record-
ings were securely stored on a dedicated server at OPEN
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(Open Patient data Explorative Network, Odense Univer-
sity Hospital, Region of Southern Denmark).

All OPTION® ratings were completed using printed
paper scoring forms. The PI subsequently entered all
item-level ratings into an Excel dataset. To ensure data
accuracy, a research assistant independently verified the
entered data against the original paper scoring forms
before statistical analysis. The statistical analyses were
conducted by the PI and subsequently validated by a
researcher with statistical expertise who was not involved
in the OPTION?® scoring.

OPTION? ratings were converted to a 0—100 scale (sum
of five items, each scored 0—4, rescaled). Total OPTION®
scores for patient partners and researchers are presented
descriptively as medians. Paired differences are presented
as median paired differences. Paired patient partner and
researcher-mean scores were compared using two-sided
Wilcoxon signed-rank tests. Item-level comparisons
were considered exploratory; for these five comparisons,
both unadjusted exact p-values and Bonferroni-adjusted
p-values were calculated, with interpretation based on
the adjusted p-values.

Agreement between patient partner and researcher-
mean total scores was analysed using two-way mixed-
effects, absolute-agreement intraclass correlation
coefficients (ICC) for single and average measures, with
95% confidence intervals. We report both single-measure
reliability (ICC(A,1)) and average-measure reliability
(ICC(A,2)). Single-measure reliability (ICC(A,1)) reflects
the expected reliability of a single rating from an individ-
ual rater. Average-measure reliability (ICC(A,2)) reflects
the reliability of the mean of the two researcher ratings
compared with the patient partner rating for each con-
sultation. Following established guidelines, ICC values <
0.50 were interpreted as poor reliability, values between
0.50 and 0.75 as moderate reliability, values between 0.75
and 0.90 as good reliability, and values > 0.90 as excellent
reliability [18]. Score distributions were visualised using
a boxplot.

Step 4: Exploring patient partners’ experiences appraising
consultations

The four patient partners were invited to participate in
a focus group interview using a semi-structured inter-
view guide (Additional file 2). Open-ended questions
addressed the patient partners’ first-hand reflections on
the observed scoring patterns, including differences in
OPTION? ratings and level of agreement between them-
selves and the researchers, what they considered mean-
ingful when assigning OPTION scores, and how they
perceived their role as co-researchers in the project.
The session lasted 120 min. At the start of the session,
patient partners were presented with an overview of the
OPTION® scoring calculation and ICC calculations, as
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Table 1 Characteristics of analysed consultations by raters

Raters Consultations rated Duration Partici-
Total Breast Colorec- ofaudio-  pated
(n) (n) tal (n) recordings in focus
(minutes) group
Patient partner 1 25 17 8 1,030 Yes
Patient partner 2 27 20 1,153 Yes
Patient partner 3 25 19 6 939 Yes
Patient partner 4 25 14 1 987 No
PI 102 70 32 4,109 n/a
Researcher 2 51 19 32 2,077 n/a
Researcher 3 51 51 0 2,032 n/a

n/a=not applicable

well as the boxplot illustrating group-level medians and
the corresponding ICC values. This was followed by a
focus group discussion facilitated by the PI, who ensured
that all three patient partners were actively involved in
the conversation. The interview was audio-recorded and
subsequently transcribed verbatim for analysis.

To analyse the focus group transcript, we used the-
matic analysis [19] informed by a hermeneutic—phenom-
enological approach [20]. The analysis was iterative and
interpretive, involving repeated cycles of reading, reflec-
tion, and re-reading of the transcript to engage closely
with the patient partners’ accounts. The initial analy-
sis was guided by deductive themes related to the study
aims and the interview guide, while remaining open to
new meanings emerging from the data. The focus group
transcript was therefore coded inductively to capture
nuances in patient partners’ experiences. Initial coding
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was conducted by the PI and subsequently reviewed by
the last author. To enhance methodological integrity and
reflexivity, preliminary codes and themes were discussed
between the PI and the last author, with attention to how
the PI's dual role as trainer, facilitator, and analyst could
influence interpretation.

All analyses were performed using NVivo software
(release 14.23.2, QSR International Pty Ltd, Victoria,
Australia).

Results

A total of 102 audio-recorded oncology consultations
were scored between July and December 2024 (see
Table 1). Of the four patient partners, three participated
in the focus group as one patient partner passed away
after completing the scoring period and before the focus
group took place.

The OPTION® instrument was median 60.0 out of 100
for patient partners and 52.5 for researchers (p=0.072).
Patient partners scored higher in 50 consultations, lower
in 45, and the same for 7. The mean paired difference was
+4.8 points (patient partners higher) with higher central
tendency and greater variability among patient partners
(Fig. 2).

Patient partners researcher-mean

Overall agreement between patient partners and the
researcher-mean across all consultations was moderate
for single-rater agreement (ICC(A,1) = ICC 0.60, 95%
CI 0.46-0.71) and good for the average of both raters

100
1

Median = 60.0

60

40

OPTIONS score (0-100)

20
1

=

Patient partners

Researcher-mean

Fig. 2 Distribution of OPTION® total scores (0-100, rescaled) for patient partners and researcher-mean. Median values are shown for each group
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Table 2 Item-level differences between patient partners and researcher-mean on OPTION® (0-4)
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OPTIONS® item Mean p-value Bonfer-
difference roni-ad-
(pat-res) justed

p-value

[tem 1 +0.08 0.697 1.000

For the health issue being discussed, the clinician draws attention to or confirms that alternate treatment or

management options exist or that the need for a decision exists. If the patient rather than the clinician draws at-

tention to the availability of options, the clinician responds by agreeing that the options need deliberation.

Item 2 +0.27 0.034 0.170

The clinician reassures the patient or re-affirms that the clinician will support the patient to become informed

or deliberate about the options. If the patient states that they have sought or obtained information prior to the

encounter, the clinician supports such a deliberation process.

Item 3 +0.19 0.068 0.340

The clinician gives information or checks understanding about the options that are considered reasonable (this

can include taking no action), to support the patient in comparing alternatives. If the patient requests clarifica-

tion, the clinician supports the process.

[tem 4 +0.20 0.146 0.730

The clinician makes an effort to elicit the patient’s preferences in response to the options that have been de-

scribed. If the patient declares their preference(s), the clinician is supportive.

[tem 5 +0.22 0.113 0.565

The clinician makes an effort to integrate the patient’s elicited preferences as decisions are made. If the patient
indicates how best to integrate their preferences as decisions are made, the clinician makes an effort to do so.

Mean difference (pat-res) indicates patient partner score minus researcher-mean score (0-4 scale). Bonferroni-adjusted p-values were calculated for the five item-
level comparisons and for inferential interpretation. Adjusted p-values above 1.000 were truncated at 1.000

Table 3 Agreement between patient partner and researchers on OPTION® total scores (0-100)

Cancer type n (pairs) Patient partner median Researcher median Paired difference, median ICC (A1) ICC(A,2)
Overall 102 60.00 52.50 +4.8 0.60 0.75
Colorectal 32 85.00 58.75 +13.75 043 0.60
(first dataset)

Breast 70 4250 47.50 —2.50 0.56 0.72

(second dataset)

ICC(A,1) reflects single-measure agreement between patient partner and researcher-mean scores, while ICC(A,2) reflects the reliability of the average of these two

ratings

(ICC(A,2) = 0.75, 95% CI 0.63-0.83). Although the point
estimates suggest moderate and good reliability, respec-
tively, interpretation based on the lower bounds of the
confidence intervals indicates poor-to-moderate reli-
ability for single ratings and moderate reliability for
average ratings [18]. In the OPTION® per-item analyses,
patient partners scored higher than the researcher-mean
across all five items. Item 2 showed the largest differ-
ence, with patient partners scoring + 0.27 points higher
than researchers on the 0—4 item scale. This difference
was nominally significant before correction for multiple
testing but did not remain statistically significant after
Bonferroni correction. No item-level differences were
statistically significant after correction for multiple test-
ing (Table 2).

In consultations involving patients with colorectal
cancer, patients partner scored substantially higher than
researchers (medians 85.0 vs. 58.8; Wilcoxon p < 0.001).
Agreement between raters was ICC(A,1) = 0.43 (95% CI
0.00-0.71). Although the point estimate suggests mod-
erate reliability, the lower confidence bound indicates
poor reliability [18]. In the subsequent breast cancer

consultations, researchers scored higher than patient
partners, although the difference was small (median 42.5
vs. 47.5; Wilcoxon p = 0.63). Agreement was ICC(A,1) =
0.56 (95% CI 0.37-0.70), corresponding to moderate reli-
ability based on the point estimate but poor-to-moderate
reliability when interpreted according to the lower confi-
dence bound (Table 3) [18].

Results from focus group interview

The focus group was performed September 2025 (see
Table 1 for participants). During the analysis, three
overarching themes were identified: (A) emotion-driven
scoring system, (B) navigating the OPTION?® instrument
in practice, and (C) learning and evolving roles as co-
researchers (see Fig. 3).

Theme A: Emotion-driven scoring system

Patient partners described how their scoring decisions
were shaped by emotional responses to the consultations.
They emphasised that their assessments of SDM were
influenced not only by observable behaviours but also by
how the interaction felt from a patient perspective. They
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C) Learning and evolving roles
as co-researchers

C1) Increased confidence and
learning over time

C2) Trust-based collaboration
as a condition for learning

C3) Awareness of a broader role
as patient

Fig. 3 Patient partners’'experiences appraising consultations, and roles as co-researchers

ascribe this to having a different starting point: “...the
researchers, they might look for the holes in the cheese. We
look for the cheese itself when we score... because we have
two different starting points” (Patient partner 3).

Subtheme A1: Resonance with own illness experiences
Patient partners explained that their assessments of SDM
were strongly shaped by emotional responses rooted in
their own patient stories. They described how recogni-
tion, identification, and memories of past encounters
with clinicians influenced what they paid attention to and
how they interpreted the recorded consultations: “It’s the
atmosphere. How you're received. I'm extremely sensitive
to that. I've always thought, when I sat waiting for results,
and the healthcare professional who fetched me from the
waiting room: how do the person look at me, does the
person smile? You're hyper-aware. So I also think about
whether they make sure the patient feels okay when they
start the consultation. I think that's what I listen for first”
(Patient partner 2).

This emotional resonance meant that scoring SDM
was intertwined with personal experiences of vulnerabil-
ity, uncertainty, or relief, making the assessment process
both reflective and affective: “I think, we draw on some
experiences we've had in the healthcare system. And when
I hear a conversation where I can sense empathy, under-
standing, and openness from the clinician conducting
the conversation with the patient, then I think I score it
more positively” (Patient partner 1). When a consultation
evoked familiar situations or feelings, patient partners
were often inclined to score it more positively, particu-
larly when they sensed improvement compared with pre-
vious negative experiences in healthcare: “We know very
well how poor a consultation can be. Here, we see that it’s
going the right way. So we might get a bit more cheerful
and crank the score up a bit” (Patient partner 3).

Subtheme A2: Weight placed on the clinician’s human and
communicative qualities

Patient partners placed considerable emphasis on the
clinician’s relational behaviour when evaluating SDM.
Empathy, warmth, authenticity, and the ability to meet
the patient at eye level were highlighted as central cues
that shaped their scoring. They also viewed the clini-
cian’s ability to adapt language, tone, and explanations to
the patient’s context as an important indicator of good
SDM: “So for me it's the atmosphere that stands out, and
whether the doctor is able to choose words in a way that
the person sitting opposite can understand what is being
said... and understand the message. That’s one of the first
things I notice... Are they on the same level? Can the doc-
tor get down to the level where the patient is...?” (Patient
partner 3). These human and communicative competen-
cies acted as emotional anchors in their decision mak-
ing: if the clinician created a trusting atmosphere, chose
accessible words, and demonstrated genuine attentive-
ness, patient partners were more inclined to perceive the
consultation as embodying SDM, even when the formal
behaviours measured by OPTION® were only partially
present.

Theme B: Navigating the OPTION® instrument in practice
Patient partners explained that using OPTION® required
constant movement between listening to the consul-
tation and interpreting the structure of the tool. They
described this balancing act as demanding but increas-
ingly manageable as they became more familiar with the
instrument: ‘It took a little while before I realised that this
wasn’t the script running in full time. I initially felt this
was the script the doctor also followed, and it took a few
rounds to realise: no, they jump back and forth” (Patient
partner 3).
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Subtheme B1: Challenges with structure and timing in the
conversation

Patient partners found it challenging to align the struc-
ture of the OPTION?® instrument with the dynamic flow
of real-life consultations. They experienced the conversa-
tions as non-linear, with frequent shifts between decision
making, information sharing, and broader biographical
or emotional topics, whereas the instrument followed
a fixed item sequence: “At least at first it was hard, but
honestly also later, because the conversations went in all
sorts of directions. And much of it wasn’t directly about
shared decision making. Other things came in, and luckily
so - like the patient's life and how she was doing. And then
you have to keep refocusing. Is it shared decision making
when the doctor asks about these things, or is it just a doc-
tor—patient conversation?” (Patient partner 1). This mis-
match made it difficult to maintain an overview of where
they were in the scoring form and to decide which parts
of the conversation should be linked to which item. They
described repeatedly moving their attention between the
recording, the headings, and the response options: “I also
think it was difficult, because I couldn’t remember the
headings, and I think especially at the beginning, I got car-
ried away listening to the conversation instead of listen-
ing for SDM. I had to keep going back to the heading, and
I didn’t find that easy” (Patient partner 2). This constant
switching between following the interaction and orient-
ing themselves in the tool was experienced as cognitively
taxing, and some found the layout dense and demanding.

Subtheme B2: Uncertainty and calibration of scoring
decisions

Patient partners reported substantial uncertainty about
how to choose between neighbouring score levels, par-
ticularly early in the project. They described hesitating,
going back to revise earlier scores, and sometimes feel-
ing unsure about what should “count” as evidence for a
higher or lower rating; “I would say that I have sometimes
sat there hesitating, thinking, is this a [score of] 3 or a 4?
Because it is definitely not a 2. But is it a 3 or a 4? And
then I might think, okay, if I'm weighing it like that, it must
be because I think it's good, so I believe that in this case it’s
a 4”7 (Patient partner 1). Over time, repeated use of the
instrument helped them develop a sense of what differ-
ent score levels represented, which reduced but did not
eliminate doubt. All patient partners described becoming
“sharper” and more confident in their decisions as they
gained familiarity with the logic of OPTION®, while still
recognising that their scoring remained influenced by
comparison across consultations and by their own expec-
tations of what good SDM should look like. Patient part-
ner 3 said: “Whether routine gives something? We should
preferably get sharper and sharper”, which aligned with
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patient partner 2’s perception: “Yes, we really should. I
truly hope we improved along the way. I hope we learned’.

Theme C: Learning and evolving roles as co-researchers
Patient partners highlighted a gradual sense of growth
throughout their involvement in the project. They
described becoming more confident, more reflective, and
more aware of their contribution as patient representa-
tives in a wider research context: “We bring ourselves and
our experiences... It doesn’t just come by itself, you could
say. It takes some groundwork, and then it worked out”
(Patient partner 2).

Subtheme C1: Increased confidence and learning over time
Patient partners experienced their involvement in the
project as an intensive learning process. They described
how repeated exposure to recorded consultations and
systematic work with the OPTION® instrument gave
them a deeper understanding of SDM as a practice,
beyond their prior experiences as patients. Over time,
they felt more secure in their role, less anxious about
“doing it wrong,” and more able to articulate why they had
scored in a particular way: “A¢ the beginning... I thought,
this is really difficult. The others [patient partners] are
probably much better than me. I'm probably a fool when
it comes to figuring this out...So I got a bit nervous until I
thought, no, I'll score the way I believe it should be, based
on my patient perspective. And then it really doesn’t mat-
ter if I mess up and the rest of you score more precisely...”
(Patient partner 1). The same patient partner also framed
the process as a form of education in SDM: “I also told
my wife, when I got home, that I am actually in the middle
of an education. A real education in shared decision mak-
ing..” (Patient partner 1). This growing confidence was
experienced as a sense of competence and legitimacy.

Subtheme C2: Trust-based collaboration as a condition for
learning

Patient partners highlighted trust, respect, and a sense
of equality as key features of the collaboration, not-
ing that they did not feel positioned as “lay people” in
opposition to “experts” but as partners whose perspec-
tives were taken seriously: ‘It has been good, the way
you [the PI] approached us. It wasn’t researcher—patient
or researcher—layperson. There has been eye level all the
way through. And the things that could have been difficult
were addressed along the way. I think the introduction to
everything was excellent” (Patient partner 3). This trust-
based environment made it possible to share personal
experiences, express doubt, and engage with emotion-
ally charged material without fear of judgement: I have
felt completely safe throughout the process. Even though
emotions rise now and then, I think it has been incredibly
exciting and educational” (Patient partner 2).



Knudsen et al. Research Involvement and Engagement

Subtheme C3: Awareness of a broader role as patient
representatives

Over the course of the project, patient partners became
increasingly aware that their contributions extended
beyond the immediate scoring task. They began to see
themselves as bearers of patient knowledge who could
influence research agendas and professional discussions
about SDM more broadly: “We receive so much knowl-
edge, and we carry it outside these walls. We are all outgo-
ing people, and this knowledge needs to be spread... The
more people who go through this process, the more of us
there are to represent these perspectives and talk about it
everywhere” (Patient partner 2). Several described taking
insights from the project into conferences, networks, and
informal conversations with other patients and health-
care professionals: “A Danish network is holding a con-
ference in a few months... And I'm invited... Because |
took part last time too, and I said some things that I think
startled them a bit... So I'm curious to see how it will go”
(Patient partner 1). This fostered a sense of empower-
ment: they were not only providing data but also helping
to shape how SDM is understood, implemented, and dis-
cussed in oncology care and in the wider health system.

Discussion

In line with the explanatory sequential mixed-methods
design, the quantitative results first identified patterns
of agreement and variation between patient partner and
researcher ratings, while the qualitative focus group
subsequently explored patient partners’ reflections on
these scoring patterns and their experiences of using
OPTION®. Across the two components, the findings
were connected primarily through complementarity and
explanation: the quantitative results showed moderate
overall agreement, early divergence in ratings, and later
convergence, while the qualitative findings described
how patient partners navigated the instrument, became
more confident over time, and drew on relational and
emotional aspects of the consultations when scoring.
Taken together, the findings demonstrated the feasibility
and value of involving patient partners as appraisers of
SDM in oncology consultations using OPTION®. Inter-
rater reliability between patient partners and research-
ers reached a moderate level overall and improved
when scores were averaged and over time as they gained
experience. Although patient partners tended to give
slightly higher scores, especially in the early colorectal
consultation dataset, this pattern may reflect increas-
ing familiarity with the instrument, differences between
the clinical contexts, or both, as timing and cancer type
were not separable in the present study. Themes from
the qualitative findings further showed patient partners
based their assessments on emotional resonance, atten-
tion to relational aspects of the consultation, and their
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own lived experiences as cancer patients. Together, these
insights suggest that patient partners offer interpretive
value that complements, rather than replaces, scoring by
researchers.

The observed differences between colorectal and breast
cancer consultations may have several explanations.
First, the colorectal consultations were scored earlier
in the process, whereas the breast cancer consultations
were scored later. The qualitative findings suggest that
patient partners became more confident and familiar
with OPTION?® over time, which may partly explain why
ratings became more similar in the later breast cancer
dataset. Second, the two datasets differed in clinical con-
text and decision situation, which may have influenced
the SDM behaviours present in the consultations. How-
ever, the purpose of the present study was not to com-
pare SDM across cancer types or intervention contexts,
but to examine agreement between patient partner and
researcher ratings of the same audio-recorded consul-
tations. Nevertheless, the subgroup findings should be
interpreted cautiously and primarily as possible indica-
tions of rater learning, contextual variation, or both.

In our study, patient partners tended to rate consulta-
tions more positively than researchers, with the largest
descriptive item-level difference observed for OPTION®
item 2, capturing information exchange and support
for deliberation. Similar discrepancies between patient-
reported and OPTION® observer-rated SDM have been
documented previously, with patient measures often
yielding high scores while OPTION® ratings remain
modest and only weakly correlated with patient reports
[21]. This pattern is consistent with known challenges in
SDM measurement, including ceiling and halo effects in
patient-reported experience measures and conceptual
issues in how SDM constructs are operationalised [22—
24]. However, the mixed-methods design of the present
study allowed us to move beyond a purely quantitative
interpretation of higher scores as a ceiling effect. The
qualitative findings showed that patient partners’ scor-
ing was shaped by nuanced reasoning related to empathy,
communication quality, and perceptions of “being met,
suggesting that higher scores were not simply lenient but
grounded in patient-based evaluative criteria.

Integration of patient perspectives in observer-based
scoring is rarely reported in SDM research, where
researchers typically conduct ratings. Evidence from
other fields shows that service-user involvement in
appraising can introduce new insights, reveal interpre-
tive blind spots, and broaden conceptualisations of qual-
ity [25]. The qualitative findings from this study suggest
that patient partner perspectives may add value to the
interpretation of observer-based SDM assessments, but
they also highlight an important methodological ten-
sion. Patient partners’ emphasis on atmosphere, tone,
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recognition and the relational quality of the consulta-
tion aligns with broader SDM frameworks that position
relational quality as a foundational component of shared
deliberation rather than a separate domain [26]. How-
ever, these relational and emotional impressions are not
explicit OPTION® scoring criteria. OPTION? is designed
as a structured observer-based instrument assessing
observable SDM behaviours, and this structured focus
is one of its methodological strengths. Patient partner
involvement may therefore add value not by changing
the OPTION?® scoring criteria, but by helping researchers
interpret what structured SDM measures do and do not
capture. This raises an important methodological ques-
tion about whether relational and value-based aspects
of SDM should be assessed separately from OPTION®.
Patient partners’ emphasis on empathy, recognition,
safety, and being met as a person aligns with Oueslati et
al’s [27] description of SDM as underpinned by values
such as shared control, a safe and supportive environ-
ment, and decisions tailored to patients. Rather than sug-
gesting that OPTION® should be expanded, our findings
indicate that patient partner involvement may help iden-
tify complementary dimensions of SDM that could be
explored through separate qualitative appraisal or addi-
tional measures alongside observer-based instruments.

One notable finding is the misalignment between
OPTIONs structured linear process and the dynamic,
non-linear nature of real consultations. Patient part-
ners explicitly struggled with this during early scoring,
but they also used the challenge to articulate what they
believed mattered most from their patient perspective.
Their emotionally grounded scoring led to higher rat-
ings early on, but converged toward researcher-mean
scores over time, indicating that with training and expe-
rience they can apply the instrument consistently while
maintaining patient-centred interpretive insights. The
study further demonstrates that involving patient part-
ners in SDM rating teams is feasible, produces accept-
able reliability, and enriches interpretation of the data.
This has practical implications for future SDM research:
patient partners can be meaningfully integrated into data
analysis, provided adequate support and when oppor-
tunities for debriefing are offered. Importantly, while
raters received structured training before data analysis,
the observed improvement in reliability over time sug-
gests that future studies may benefit from longer and
more iterative training sessions. Future studies could also
explore mixed rating teams in which patient partners
and researchers are involved together during training,
calibration, and interpretation. This aligns with previ-
ous implementation work in breast cancer care, where
patients contributed to integrating the patient perspec-
tive when feedback on consultations was provided to
clinical teams [28].
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Beyond these practical and methodological implica-
tions, the findings also raise more fundamental questions
about how SDM is conceptualised and measured. Patient
partners consistently attended to relational and emo-
tional aspects of the consultation, as well as the overall
interactional climate, which are not fully captured by the
OPTION? items. This suggests that patients may hold a
broader, more holistic understanding of SDM than that
reflected in clinician- or researcher-led observer instru-
ments. As such, this study not only informs how patient
partners can be involved in SDM measurement, but also
contributes to the wider measurement literature by high-
lighting potential conceptual gaps between existing SDM
instruments and patient perceptions of what constitutes
meaningful SDM in clinical encounters.

One strength of our study is the contribution of
empirical evidence about involving patient partners in
structured observer-based SDM assessments. Its mixed-
methods design enabled a richer understanding of both
scoring patterns and the interpretive processes under-
pinning them. The use of real clinical consultations and
a validated instrument further strengthened the study.
Limitations include greater divergence between ratings
in the early block of colorectal cancer consultations,
suggesting a more intensive training effect that should
be considered when designing similar studies. Also,
because breast cancer consultations accounted for most
of the sample, the overall agreement estimates were more
strongly influenced by this dataset. At the same time,
the colorectal consultations showed greater divergence
between patient partner and researcher ratings, possibly
reflecting both dataset-specific differences and the fact
that these consultations were scored earlier in the pro-
cess. Another limitation is that ratings of both patient
partners and researchers were based on audio record-
ings rather than transcripts. Although audio recordings
capture tone, pauses and other paralinguistic features
relevant to SDM, the absence of transcripts may have
limited the ability to review specific wording or revisit
segments during scoring. One additional limitation is
the small number of patient partner raters. Although this
was consistent with the feasibility-oriented nature of the
study, it may limit the transferability of the findings to
other patient partner groups or settings. The small num-
ber of patient partners also means that individual scoring
tendencies may have influenced the overall agreement
estimates. Future studies should explore whether simi-
lar patterns of agreement and patient partner contribu-
tions are observed with larger and more diverse rater
groups. Sex may also have influenced scoring patterns
or interpretations. Given the small number of raters, we
were not able to examine whether rater or researcher sex
influenced OPTION® scoring. Finally, although patient
partner scoring was completed independently and scores
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were not discussed with the PI, the PI's presence during
scoring sessions and debriefings may have influenced
patient partners’ confidence, reflections, or interpreta-
tion of the task. To reduce this risk, debriefings focused
on emotional reactions and practical concerns rather
than on OPTION® scores. Further methodological work
is also needed to establish best practices for training and
supporting patient partners in emotionally demanding
rating tasks. The loss of one patient partner before the
focus group may also have reduced the diversity of per-
spectives represented in the qualitative findings.

Conclusion

This exploratory study suggests that involving patient
partners as appraisers in SDM research using OPTION®
was feasible and valuable. Their assessments provide
complementary perspectives grounded in lived expe-
rience, relational sensitivity, and emotional insight -
dimensions that are central to how patients experience
SDM, but not fully captured by existing observer-based
SDM instruments. With structured support and training,
patient partners achieve acceptable inter-rater reliability
with researchers while enhancing the interpretive depth
of SDM evaluation. These findings underscore the impor-
tance of including patient voices not only in the design
of research but also in the analytic processes that shape
our understanding of clinical communication and SDM.
Through involvement, patient partners developed grow-
ing confidence, methodological awareness, and a sense of
legitimacy in their roles as co-researchers. They reported
that contributing to the research expanded their under-
standing of SDM and let to personal and professional
growth, making them meaningful contributors both
inside and outside the study context.
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