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Abstract

Objective
We aimed to explore patients’ and clinicians’ perspectives on discussing different types of 

outcomes during healthcare visits: clinical outcomes, patient reported outcomes (PROs), 

calculated prognostic outcomes and comparisons of individual patient outcomes with 

aggregated data.

Methods
Dyadic interviews (n = 22) with patients with breast cancer or chronic kidney disease 

and their treating clinician.

Results
Participants varied in their preference in what outcomes to discuss depending on: their 

emphasis on numerical data, perceived control over outcomes, patients’ approach to 

uncertainty regarding the future, and the impact of outcomes on patient’s motivation. 

Patients and clinicians agreed that avoiding information overload and enabling a trust-

based patient-clinician relationship were important facilitators for discussing outcomes. 

The interviews revealed that assumptions from patients and clinicians about each other 

were not always correct. Discussion of these misassumptions led to new insights; 

patients realized their (non-medical) information is relevant to clinicians, and clinicians 

recognized they sometimes misjudge which outcomes patients wish to hear.

Conclusion & Practice implications
We identified varying preferences in discussing different types of outcomes among 

both patients and clinicians. The dyadic interview method proved to be effective in 

revealing misassumptions. Interviews revealed adverse effects of discussing outcomes, 

highlighting the importance of open dialogue and exploring information needs rather 

than assuming them.
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1. Introduction

The concept of Value Based Health Care (VBHC) is increasingly being implemented in 

healthcare globally since its introduction in 2006[1]. VBHC entails a strategic agenda 

from an economic background to structure care in such a way that value in healthcare 

is increased. Value is determined in quality of care (measured through care outcomes) 

relative to the cost. Thus, information on care outcomes, in particular outcomes that 

matter to patients, are required to determine value of care. Since the introduction of 

VBHC there is an increased focus on measuring outcomes to determine value of care[2, 

3]. Standard sets of patient-centred outcomes have been developed for an increasing 

number of conditions[4]. These outcomes can be used on an aggregated level to drive 

quality and process improvements[5, 6], and on the individual patient-clinician level 

during healthcare visits. Discussing outcomes during healthcare visits, facilitates: 1) 

informing patients on their health status, 2) identifying patients’ problems and disease 

monitoring, and 3) enabling shared decision making (SDM)[6–8]. SDM entails the 

collaborative process between patient and clinician in making healthcare decisions[9, 10]. 

We distinguish four different types of outcomes that may be discussed during healthcare 

visits: 1) individual clinical outcomes (e. g., blood pressure or laboratory results), 2) 

individual patient reported outcomes (PROs)[11], 3) prognostic outcomes (e.g., estimating 

probability of survival or disease progression), and 4) comparisons between individual- 

and aggregated outcomes (e.g., comparing patients’ ’experienced symptoms’ to a group 

with similar (disease) characteristics).

These outcomes are increasingly available including their use in decision aids and PRO 

dashboards[12–14]. However, in daily practice their use is often limited. Potential barriers 

for effective use of outcomes in making medical decisions may exist in clinicians and 

patients having different views regarding discussing outcomes. Clinicians typically focus 

on the physical aspects of disease, while patients may prioritize PROs[15–19]. Additionally 

for prognostic outcomes, patients may be more reluctant towards discussing prognostic 

information than clinicians [20–22].

Understanding how patients and clinicians view different outcomes (clinical outcomes, 

PROs, prognostic models and comparisons with aggregate outcomes), can guide 

meaningful use of these outcomes during healthcare visits. Until now, studies reporting 

clinicians’ and patients’ views regarding outcome information studied these perspectives 

separately. However, clinicians often base their views on assumptions regarding the 

patient and vice versa. When the clinician’s and patients’ perspectives can interact 

directly, views can be shared and compared, potentially building new perspectives[23, 

4
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24]. Therefore, we used a dyadic approach to explore patients’ and clinicians’ shared 

and diverging perspectives on discussing various types of outcome information during 

consultations.

2. Methods

In this study, we conducted dyadic interviews to capture data from the interaction 

between patients and clinicians. In a dyadic interview, the interview was held with a 

patient and their treating clinician together. This approach enables participants to enrich 

their viewpoints by exchanging and contrasting their experiences. Existing treatment 

relationships serve as a shared foundation, making it easier to share and compare 

experiences on the topic[23, 24].

2.1.Setting and participants
Participants in the dyadic interviews included patients in follow-up care for early-stage 

breast cancer (BC) (N  =8), women undergoing treatment for metastasized BC (N = 3), 

patients with chronic kidney disease (CKD) (N = 10), one patient with kidney failure 

receiving conservative therapy, and their treating clinicians. BC differs from CKD in 

that BC is a potentially curable disease depending on tumour characteristics, for which 

treatment is provided with the goal of achieving progression free survival. CKD is a 

progressive disease of nature, which lacks curative treatment. The treatment goal is 

slowing down kidney function decline towards kidney failure (and the need for kidney 

replacement therapy such as dialysis or kidney transplantation). The aim of this study 

was not to compare the two disease contexts, but rather to incorporate diverse clinical 

contexts to explore individual perspectives on discussing various types of outcomes. 

Participating clinicians could be nephrologists, medical oncologists, surgical oncologists 

or BC/ CKD nurse practitioners. Participants were all recruited from Santeon hospitals. 

Santeon is a hospital group of large non-academic Dutch teaching hospitals.

2.2.Participant recruitment
All clinicians were approached individually via e-mail, by telephone or in person by the 

researchers. Patients were recruited through their treating clinicians. To limit selection 

bias, a predetermined date was set on which the clinician would ask the first outpatient 

patient to participate in the study. If this patient was not interested, the second patient 

would be asked and so forth. Exclusion criteria for patients included insufficient 

command of Dutch of English or being cognitively impaired. Patients recruited by their 



131

Clinicians’ and patients’ perspectives on discussing outcomes during healthcare visits

clinician were contacted by a researcher (DH or EE) to further inform them about the 

study procedure. Informed consent was obtained from all participants.

2.3.Procedure
Before the interview, a brief online questionnaire was sent to patients to collect 

patient characteristics (i.e., birthyear, sex, educational level, health literacy scale)[25]. 

Researchers DH and EE, both experienced in qualitative research, conducted the 

dyadic interviews. Patients’ partners/companions were welcomed to participate. To 

address power imbalances, researchers emphasized before the start of the interview 

that it should feel as a conversation between two persons, regardless of their roles, 

and let patients start in the interviews. Additionally, we tried to not do the interviews in 

consultation rooms in the hospital. When this was unavoidable due to practical reasons, 

we adjusted seating arrangements in the consultation rooms. Researchers minimized 

interference using topic cards derived from a predefined list. Participants were free to use 

the cards as desired, with researchers intervening only for clarification. Visual examples 

supported outcome discussion (see Supplement 1). Data was collected until both DH and 

EE agreed data saturation was reached (no new topics emerged). The Medical research 

Ethics Committees United in Nieuwegein (MEC-U), the Netherlands, assessed the study 

protocol to determine whether the Medical Research Involving Human Subjects Act 

(WMO) was applicable. In their evaluation, they concluded that the study does not fall 

under the scope of the WMO, as it does not involve burdensome or physically invasive 

procedures and requires only a limited time commitment from participants. They also 

concluded that the study is in congruence with the Good Clinical Practice Guidelines 

(W20.158).

2.4.Topic list
The topic list was developed together with a patient with CKD, a nephrologist (WB), a 

research coordinator- and a representative from the Dutch Kidney Patient association. 

The topic list included examples of four different types of outcome information specified 

to either BC or CKD: 1) clinical outcomes, 2) PROs, 3) prognostic estimates (estimates 

based on prognostic models including individual- and aggregated patient data), and 4) 

comparing individual patients’ PRO’s to aggregated PRO data. For the latter, as these 

kind of outcomes are not yet routinely used in todays practice, example visuals were 

shown in which a patient could compare their own PROs (PRO scores on physical and 

mental health) with a general population. To explain the concept of PRO’s, example PRO 

questions were shown, such as ’how would you rate your quality of life?’. Prognostic 

estimates appropriate for the BC and CKD context were used in the interviews. In 

Supplement 2 the full topic list is provided.

4



132

Chapter 4

2.5.Data analysis
All interviews were transcribed. In this qualitative interview study we performed 

a deductive thematic analysis; we coded with an inductive approach within the 

predetermined themes of the topic list. Coding was performed independently by DH 

and EE. After every 2–3 interviews codes were discussed. Final codes were determined 

by discussion until consensus was reached. Atlas.ti 9 was used for analysis. At the 

end of the analysis a validity check was done with all authors. Findings are reported 

following the consolidated criteria for reporting qualitative research (COREQ)[26]. Per 

type of outcome information (clinical outcomes, PROs, prognostic estimates, comparing 

individual patients’ PRO’s to aggregated PRO data) we report patient-specific views, 

clinician-specific views and their shared views or misconceptions in which the patient’s 

and clinician’s view overlap or differ.

3.  Results

3.1  Participant characteristics
In total, 22 interviews (N=44 participants) were conducted: 11 in BC and 11 in CKD. 

Interviews were live (n=16) or held via videoconferencing (n=6). The duration of the 

interviews was between 45-60 minutes. Table 1 shows the participants’ characteristics. 

Patients’ health literacy scores and education levels were moderate to high. The majority 

of patients had known their clinician for at least 1-2 years. In CKD, most clinicians were 

medical specialists. In BC five medical specialists participated and six nurse practitioners.

Table 1. Patient and clinician characteristics

CKD (n=11 interviews) BC (n=11 interviews)

Patient characteristics

Sex (female), n % 2 (18.2%) 11 (100%)

Age, median (IQR) 67 (64.0-76.0) 55 (51.0-71.0)

SBSQ score1, median (IQR) 4.7 (4.3-5.0)  4.6 (4.7-5.0)

Education level, n(%)

 Low (ISCED 2 levels 0-2) 0 2 (18.2%)

Medium (ISCED levels 3-4) 4 (40.0%) 3 (27.3%)

High (ISCED levels 5-8) 6 (60.0%) 6 (54.5%)

Missing 1 0

How long patient has known clinician, n(%)

< 1 year 0 3 (27.3%)

1-2 years 1 (9.1%) 5 (45.5%)
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Table 1.  (Continued)

CKD (n=11 interviews) BC (n=11 interviews)

3-5 years 3 (27.3%) 2 (18.2%)

>5 years 7 (63.6%) 1 (9.1%)

Clinician characteristics

Sex (female), n% 5 (45.5%) 9 (81.8%)

Function

Specialist 3 10 (90.9%) 5 (45.5%)

Nurse practitioner 1 (9.1%) 6 (54.5%)

IQR= interquartile range (25th percentile – 75th percentile).
1 SBSQ score=Set of Brief Screening Questions (measure for health literacy), >3 is considered adequate (REF)
 2 ISCED= Education levels based on International Standard Classification of Education,
3 = In BC, specialists were: 4 surgical oncologists, one medical oncologist and in CKD all specialists were nephrologists.

3.2  Patients’ and clinicians’ perspectives on discussing different types of 
(outcome) information during patient-clinician healthcare visits

The interactions between patients and clinicians revealed shared and diverged views 

regarding discussing outcomes during healthcare visits, as well as misconceptions about 

each other. Table 2 provides an overview of these findings.

4
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In this study we identified a difference between patients with a focus on numerical 

outcomes and patients who focused more on qualitative outcomes, such as how they 

are feeling. In CKD interviews, some patients fixated on the kidney function (measured 

with eGFR) overshadowing other important topics of conversation including overall 

functioning and treatment goals to slow down kidney function decline. Patients were 

also not always aware of the treatments related to slowing down kidney function 

decline (e.g., blood pressure regulation). Rather than a misalignment in views regarding 

which outcomes CKD clinicians and their patients consider important, it highlights a 

knowledge gap within CKD patients. Use of additional information tools for patients to 

better understand the treatment goals related to slowing down kidney function decline 

may be helpful.

Although less evident, clinicians also differed in the emphasis on numerical outcomes. 

An explaining factor for this difference may be the numeric-self efficacy (one’s own 

confidence in numerical data). In Peters et al., they found that people with lower 

subjective numeracy were less motivated in numeric tasks and had more negative 

reactions to numbers [27]. This relates to both clinicians who provide numerical 

information and patients who receive it. Clinicians and patients with higher numeric-

self efficacy may tend to numerical outcomes more than when having lower numeric-self 

efficacy. Additionally, patients may react differently to provided numerical information 

depending on their level of numeric-self efficacy. Thus, differences in numeric-self 

efficacy should be acknowledged, as they can influence how numerical information is 

interpreted and applied in medical decision making [28].

Another important finding was the identified assumptions of patients and clinicians 

regarding each other. The dyadic interviews enabled participants to directly respond 

to each other’s statements, which revealed that these assumptions were not always 

accurate. Three main misconceptions will now be discussed. First, patients were 

often unaware that the information they can provide, such as preferences, daily life 

circumstances, and social functioning were valuable alongside clinical information. In a 

review by Joseph Williams et al., they explain that this believe hinders shared decision 

making. Efforts should be made to help patients recognize that their lived experiences 

are important[29]. A genuine curiosity among clinicians to gain a holistic understanding 

of their patients will support this effort. Second, patients did not always realize that PROs 

could benefit them personally, not just help clinicians monitor disease. In discussing 

PROs during interviews, these patients realized they could use them to prepare for 

healthcare visits. Clinicians often assumed PROs were burdensome for patients, as 

often mentioned in literature [30], however patients refuted this during the interviews. 
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Patients expressed a willingness to complete PROs, particularly when they were relevant 

to their care. Moreover, patients had realistic expectations about discussing PROs, 

considering time constraints and their clinician’s ability to offer care outside the scope 

of their specialization. Third, clinicians did not always correctly assume their patient’s 

information needs, particularly regarding prognostic outcomes. Clinicians mentioned to 

judge per patient what outcomes to share with them, but some patients disagreed with 

their judgment (e.g. not wanting to hear the outcomes). During these conversations, 

clinicians realized that sharing certain outcomes could have unforeseen negative effects, 

and not every patient wants to hear them. Importantly, patients added that they may 

change their view over time about whether they want to receive outcome information.

4.2  Practice implications
This study has several implications for clinical practice. First, our findings identified 

different factors that contribute to effective use of outcome information: 1) clinical 

outcomes alone do not suffice to understand patients’ overall health status and patients 

should be made aware that their lived experience is important to discuss, 2) when using 

PROs, the goal of its use should be clear to both clinicians and patients, 3) information-

overload should be avoided, in particular when both PROs and clinical outcomes are 

discussed, and 4) patients’ individual information needs vary and should be explored by 

clinicians rather than assumed.

A key strength of this study is the method of dyadic interviewing. This method proved 

highly effective for thoroughly exploring diverse perspectives. By facilitating direct 

reactions to each other’s arguments, the dyadic interviews enabled participants to 

generate new insights. Shared opinions were reinforced, while conflicting views prompted 

the emergence of new arguments or clarification of differences. Future research on 

diverse topics regarding both the perspective of patient and clinician could similarly 

benefit from employing this method.

This study has several limitations. Although we aimed to minimize power imbalances 

during interviews, we cannot exclude the possibility of social desirability bias affecting the 

candour of patients and clinicians. However, our observations suggest that this bias was 

probably limited, as both parties openly discussed ‘negative’ aspects of certain outcome 

information and frequently disagreed with each other. Secondly, outcome information 

based on comparisons with aggregated data was not yet routinely used in consultations, 

and therefore discussion of this topic was abstract despite visual examples. Thirdly, there 

may have been some residual selection bias as clinicians were responsible for selecting 

participating patients, which could have influenced the results despite efforts to mitigate 

4
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this bias. Fourthly, health literacy scores of patients included in this study were high 

as well as the average education levels. This may limit generalizability of the results. 

Additionally, we did not test the illness understanding of participating patients. Illness 

understanding may affect which outcomes patients prefer to (not to) discuss. Lastly, 

patient input into the study’s topic list was derived only from CKD patients and not BC 

patients. Furthermore, although noted in the COREQ guidelines, we did not perform 

validity checks with all participants.

4.3. Conclusion
In conclusion, conducting dyadic interviews with patients and clinicians revealed a 

variation in individual preferences for discussing different types of outcome information 

during healthcare visits. For patients, these variations were partly shaped by the level of 

disease insight (being able to link outcomes to their disease status), but also personal 

traits such as how to cope with uncertainty about the future and verbal assertiveness in 

raising topics during healthcare visits (for which PROMs were considered helpful). The 

dyadic interview method proved to be effective in revealing misconceptions between 

patients and clinicians. Patients were not always aware that their information was 

important to discuss, and clinicians sometimes misjudged their patient’s information 

needs. Through genuine curiosity in one another and open dialogue such incorrect 

assumptions can be avoided. Exploring (information) preferences, rather than assuming 

them, is key.
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Supplement 1 – Examples provided of outcome information during 
the interviews.

1A.Examples of patient reported outcome measures (PROMs), used in both CKD and 

BC interviews.

For both breast cancer and CKD, examples of PROM-questions regarding physical and 

mental health were shown:

How would you rate your overall pain levels: 0 (no pain) until 10 (worst imaginable pain)

How would you rate your overall tiredness?

- none

- mild

- moderate

- severe

- very severe

How would you rate your overall quality of life?

- poor

- fair

- good

- very good

- excellent

4
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1B. Examples provided of individual PROs to aggregated PRO data used in both CKD 

and BC interviews

For patient-aggregated data comparisons examples included comparing patient 

individual mean PROM scores on physical and mental health with the mean scores of 

the Dutch population, visualized in a graph.

1C. Example of comparing individual PROs to aggregated data used in BC interviews.

A visual (in Dutch) of a Santeon – made dashboard was shown that visualizes the 

complications, effects (patient reported/PROs) and quality of life of patients grouped 

per therapy modality.
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Supplement 2 – Topic list used

During this dyadic-interview, or duo-interview, we ask you, as patient and healthcare provider, to have a conversation 
with each other about different types of information shared during a healthcare visit.
Here is how the duo-interview works:
In front of you are cards with questions related to the condition for which you as a patient are being treated by your 
healthcare provider. The cards are color-coded by theme. One of you picks a card at a time and reads the question out 
loud. You may each take a moment to think about your answer to the question. If you like, you can write your thoughts 
down. Then, you will discuss the question with each other. You may ask each other follow-up questions and spend as 
much time on each card as you wish. Once you feel the question has been sufficiently discussed, you can move on to 
the next card.
The aim is for the conversation to take place mainly between the two of you, while I, as the interviewer, stay in the 
background as much as possible. Of course, you can always ask me questions if anything is unclear. I may also occasionally 
explain certain definitions during the conversation.

Theme 1: Which outcomes?

Card 1:

What does ‘good health’ look like for you as a patient?

Explanation: We ask you as a healthcare provider to think about that good health looks like for this particular patient. For 
the following cards, we will also ask you to answer the questions with this specific patient in mind.

Alternative phrasing/clarification:

To the patient: Describe what good health looks like for you.

To the healthcare provider: Describe what you think good health looks like for this patient.

Card 2:

Which information do you need to know how it is going with your condition?

Alternative phrasing/clarification:

To the healthcare provider: What information do you need in order to understand how this patient’s condition is 
progressing?

Card 3:

Which information do you need to determine whether a treatment is successful?

Try to think of a treatment recently started.

Alternative phrasing/clarification:

To the healthcare provider: On which factors do you determine whether a treatment for this patient was successful?

Card 4:

What information do you sometimes feel is missing after a consultation? In other words, what is not discussed that you 
would find useful?
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Theme 2: Clinical outcomes and PROMS

Explanation (by the interviewer)

Results/effects of provided care (treatment outcomes) can be discussed in different forms: clinical- or medical- outcomes 
and outcomes reported by patients themselves. Clinical outcomes derive from the healthcare provider and include 
things like blood test results or blood pressure measurements. Next to these clinical outcomes, outcomes exist that 
say something about how a patient is feeling or doing. Only the patient him/herself can provide this information. These 
outcomes are called patient reported outcomes or PROMS. PROMs are collected by questionnaires send to the patient 
to fill out. Example of PROM-topics include level of fatigue, level of pain or emotional well-being.

What kind of information is mainly discussed during conversations between you two during healthcare visits?

Additionally:

- Are PROMs sometimes discussed?

- Is information sometimes visualized during the healthcare visit?

Card 5:

Which information do you need to determine the effects of a treatment?

(try to think of a recently started treatment).

Alternative phrasing/clarification:

To the healthcare provider: Which information do you need to determine potential effects of a treatment of this patient?

Card 6:

What can discussing both medical information and patient-reported information during the consultation lead to? Can 
you think of any positive and negative effects of each?

Explanation (by the interviewer)

Sometimes we can compare information of one patient to information of a group of patients with similar characteristics (such 
as age and sex) and similar condition. You can compare your scores on clinical information or PROMs to the other patients.

[A visual example is shown.]

What do you think of this kind of information?

Card 7:

You as a patient, did you ever experience being compared to a group of similar patients? If so, what kind of information 
was the comparison about?

Alternative phrasing/clarification:

To the healthcare provider: Do you ever use comparisons of information of the patient to a group of patients?

Card 8:

Discuss with each other whether you find it useful to discuss such comparisons of yourself to a group of similar patients? 
Why or why not?

Alternative phrasing/clarification:

To the patient: Would you want to compare information about yourself with a similar group of patients? Why or why not?

To the healthcare provider: Do you find it useful to compare this kind of information across similar patients? Why or why not?

Card 9

Which information would you like to compare with a group of similar patients, and why?

4
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Additionally: Is there information that you would absolutely not wish to compare with a group of similar patients, and why?

Alternative phrasing/clarification:

To the patient: In what aspects would you like to compare yourself with a group?

To the healthcare provider: What information from this patient would you find useful to compare with a group?

Theme 3: prediction model

(Explanation by the interviewer)

For CKD:

Calculation programs exist that, based on information about you, such as kidney function, age, and sex, can predict 
something about your condition. For example, the chance on needing kidney replacement therapy in a few years. A 
prediction like that calculated on information of you is called a prediction model. A prediction is always an estimate; just 
like a weather forecast, it may not always be accurate.

For BC:

Calculation programs exist that, based on information about you, such as, age, sex, tumour characteristics, can predict 
something about your condition. For example, the chance on survival in 5 or 10 years. A prediction like that calculated 
on information of you is called a prediction model. A prediction is always an estimate; just like a weather forecast, it may 
not always be accurate.

[A visual example is shown]

Card 10

Are such predictions ever discussed in the consultation room between you?

Card 11

Would you like to know such a prediction?

 Closing remarks:

-Thank you!

-Any feedback for the researcher?




