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1. Abstract

In some cancer centers in North Rhine-Westphalia, oncology patients are invited to
participate in their case discussions in multidisciplinary tumor conferences (MTCs). Few
studies have examined MTC communication with patient participation from the participant
perspective, while an examination of specific aspects of communication is lacking. This work
aims to generate insights into communication in MTC case discussions with patient
participation and answer the following questions: 1) How do healthcare professionals (HCPs)
assess opportunities and limitations of person-centered communication, specifically shared
decision making (SDM) in MTCs with patient participation?; 2) How do patients communicate
in MTCs with patient participation?; 3) How person-centered do HCPs communicate in MTCs
with patient participation? Data for the three publications were collected between November
2018 and February 2020 at six breast and gynecologic cancer centers within the PINTU
project (Patient involvement in multidisciplinary tumor conferences in breast cancer care). To
answer the questions, different methods were used: (1) Conduct of semi-structured,
guideline-based expert interviews followed by qualitative content analyses, and (2)/(3) survey
data collection from patients and audio recordings of case discussions in MTCs with patient
participation followed by analyses of patients', companions', and HCPs’ expressions in
anonymized transcripts of audio recordings. Multiple regression analyses determined
associations between communicative behavior, patient- and context-related characteristics,
and patients' trust in the treatment team after case discussion. Results showed that (1) from
the HCPs’ point of view, single steps of SDM can be implemented in a limited way in MTCs
with patient participation; (2) patients and companions tend to express emotions indirectly;
question number was significantly associated with the hospital, and patients’ need for
psychological support led to a rise in questions asked; and (3) most questions of the HCPs
were polar (yes/no). Patients' trust in the treatment team was associated with the nature of
HCPs’ responses to emotions. Functions of MTC communication with patient participation
could be analyzed; however, further research needs to address functions to fulfill and
endpoints to achieve to use patients’ MTC participation effectively to actively engage patients
in the MTC.



2. Introduction and Aims

In Germany, about 92,500 women are diagnosed with gynecologic cancer every year,
including tumors of the female breast and genital organs (Robert Koch-Institut 2021). For
patients, a diagnosis marks the beginning of a long treatment journey, during which they meet
many HCPs in different settings, because multidisciplinary care is an essential principle of
cancer treatment (Ansmann et al. 2014). Patients are normally treated in breast and in
gynecologic cancer centers. As part of the care, the cases of oncology patients are usually
discussed in an MTC, in which members of different professional groups talk about diagnosis
and therapy of patients with cancer and decide on treatment recommendations (Ansmann et
al. 2014). In North Rhine-Westphalia, some patients are invited to participate in their own
case discussion in the MTC (Ansmann et al. 2014). This expands the group of people present
atthe MTC to include the patient and, if appropriate, companions. Although MTCs with patient
participation seem to be rather an exception, they are regularly performed in some breast

and gynecologic cancer centers in Germany.

While there are numerous studies on MTCs without patient participation (e. g. Soukup et al.
2018), there is evidence on MTCs with patient participation, so far mainly from Australia and
Germany (e. g. Butow et al. 2007; Diekmann et al. 2020). Previous research highlighted both
advantages and disadvantages of participation for HCPs and patients (Butow et al. 2007;
Diekmann et al. 2020). Communication with patients in other oncology settings has also been
well studied (see 2.2 Empirical Background), but evidence on communication with patients in
MTCs is lacking.

2.1 Theoretical Framework

Through person-centered HCP-patient communication, a diagnosis can be made and a
treatment plan can be developed (Haes and Bensing 2009). According to the six function
model of medical communication (Haes and Bensing 2009), communication can have
different functions in the medical context: (1) fostering the relationship, (2) gathering
information (3) providing information (4) decision making (5) enabling disease and treatment
related behavior, and (6) responding to emotions. These functions can be interrelated (Haes

and Bensing 2009). A trustful relationship as a basis supports the other functions, e. g., by



helping to obtain relevant information for diagnosis. Since a physician has approximately
160,000-300,000 patient conversations over the course of his or her professional life (Morris

et al. 2013), communication is an essential part of a HCP’s daily care routine.

In health services research, health services structures and processes are investigated from
a patient and population perspective, taking into account complex context conditions (Pfaff
and Schrappe 2011). The throughput model (Pfaff and Schrappe 2011) is often used to
represent processes in healthcare and classify objects of study. In this work, the throughput
model (Pfaff and Schrappe 2011) and the six function model of medical communication (Haes
and Bensing 2009) are merged to examine the communication in MTCs with patient

participation (see 2.3 Aims, Figure 1).

In terms of the MTCs, patients, HCPs, and resources are counted as input in the throughput
model (Pfaff and Schrappe 2011). Medical communication should fulfill certain functions to
achieve the goals that HCPs but also patients have. The MTC itself can be included in the
throughput as a health service and is performed under the influence of various context
factors. This initially results in the provided health service (output). Communicative behavior,
such as exploratory behavior or the provision of information, can be located in the output and
considered as immediate endpoints with regard to the functions of medical communication.
While different possible outcomes (e. g., physical, psychological, social) are summarized in
the throughput model, the six function model of medical communication (Haes and Bensing
2009) additionally distinguishes between intermediate and long-term endpoints that can be
influenced by communicative behavior. Shortly after the encounter, the intermediate
endpoints are relevant; for example, an HCP can strengthen the patient's trust by establishing
a close relationship. On the one hand, health can be considered an objective endpoint, such
as cure or survival; on the other hand, subjective health or quality of life may also be
considered. This may include, e. g., physical functioning or psychological complaints.
Depending on the research question, communicative behavior can thus be the focus of
medical communication research as an immediate endpoint and/or as an intermediate-

and/or long-term endpoint (Haes and Bensing 2009).



2.2 Empirical Background

At least since the 1970s, with the shift from HCP-centered to patient-centered medicine,
communication between the HCP and the patient has become the focus of the encounter
(Koerfer and Koerfer 2018). Meanwhile, the focus has shifted further toward person-centered
healthcare, where the patient is no longer viewed solely in terms of health and illness, but as
a person with needs and preferences (American Geriatrics Society Expert Panel on Person-
Centered Care 2016). There are numerous study findings on patient-/person-centered
communication in the oncology context (National Cancer Institute 2022). The following
section describes a selection of study results that relate to the functions outlined in the model

that conversations with patients can and must have during the course of a cancer disease.

Communication and trust: When HCPs communicate with patients showing they are listening
to them and care for them, patients are more likely to trust HCPs. This may lead them to feel
less anxious, more likely to adhere to treatment recommendations, and less likely to regret

treatment decisions (Hillen et al. 2011; Vries et al. 2014).

Information: Patients can better understand the disease if they are given information. Being
informed can also lead to patients being better able to manage emotions and take

responsibility for their situation (Blodt et al. 2018).

Expression of emotions and responding to them: Emotions tend to be expressed indirectly
by patients with cancer (Del Piccolo et al. 2019). Context factors such as environment may
influence the number of negative emotional expressions (Del Piccolo et al. 2019). In a study
by Butow et al. (2002), associations were found between the number of emotional
expressions and the patient's age and gender, claiming that female and younger patients
show more expressions. HCPs’ responses to patients' emotions can vary as well, consisting
in giving patients room to express themselves further or limiting them, for example (Del
Piccolo et al. 2011). If HCPs express empathy, patient recall will be positively affected in
clinical practice (Westendorp et al. 2021).

Decision making: In patients with prostate cancer, significant associations were found

between SDM and prostate-specific health-related quality of life (Ernstmann et al. 2019). It is



known from study results that differences in decision making processes in different oncology
settings—MTCs, ward rounds, and outpatient clinics—correlate with the presence or absence
of patients (Salloch et al. 2014).

2.3 Aims

While there is already a large body of research on HCP-patient communication in various
oncology settings, studies on communication in MTCs with patient participation are still
scarce. Taking into account the throughput model (Pfaff and Schrappe 2011) and the six
function model of medical communication (Haes and Bensing 2009), the present work aims
to generate insights into communication in case discussions in MTCs with patient

participation (Figure 1).

Six function model
of medical
communication HCPs-

Health service:

perceptions of MTC
Fostering the gppor_tunities and .
relationship(s) Ilmltatlon.s of SPM in
MTCs with patient
Gathering participation
information Patients: Context of health
age accompaniment dependent variable:
Providing need for psychological hospital cues/concerns
information support expressed by
UICC staging patients/companions
L . dependent variable:
Decision making .
questions expressed by
patients/companions
Responding to age number of HCPs questions to patients dependent variable:
emotions level of education seating arrangement responses from HCPs trust in the treatment
to cues/concerns team
Output/ Outcome/
Input Throughput immediate endpoints intermediate endpoints
Factors examined in the three publications: Publication 1 Note:HCP = Healthcare professional
Publication 2 MTC = Multidisciplinary tumor conference
Publication 3 UICC = Union Internationale Contre le Cancer

Figure 1: Research model based on the throughput model (Pfaff and Schrappe 2011) and
the six function model of medical communication (Haes and Bensing 2009)

The focus lies on an in-depth look at five functions that cannot be seen independently of each
other, because when HCPs ask questions, they receive information that in turn can be
important for decision making. The work aims to capture HCPs’ views on the possibility of
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person-centered communication (specifically SDM) to analyze communication (HCPs’ and
patients'/companions’ utterances—questions, emotions, and responses to them) and to
investigate whether there are associations with certain patient characteristics (input) and/or

context factors (throughput) and/or outcomes/endpoints.
The following research questions were addressed:

1) How do HCPs perceive the opportunities and limitations of person-centered
communication, specifically SDM in MTCs with patient participation?

2) How do patients communicate in case discussions in MTCs with patient participation?

3) How person-centered do HCPs communicate in MTCs with patient participation?

To answer the questions, questions 2 and 3 were answered with three sub-questions each,

which can be found on pages 25 and 36, respectively.
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3. Publications

The three publications were based on data from the PINTU project, which was funded by the

German Cancer Aid.

The goal of the first original article was to generate insights into how HCPs assess the
limitations and opportunities of SDM in MTCs with patient participation. The second and the
third original articles aimed to generate insights into HCP-patient communication and
possible associations with patient characteristics and/or context factors, and/or patients’ trust

as an outcome.

1) Data from n = 30 semi-structured interviews with HCPs, who regularly attend MTCs with
and without patient participation, were analyzed. A qualitative content analysis was carried
out to examine opportunities and limitations of SDM in MTCs with patient participation from

the HCPs’ perspective in breast and gynecologic cancer centers.

2) Data of the observations (transcripts of the audio data and field notes) from 82 case
discussions in MTCs in three breast and gynecologic cancer centers and questionnaire data
were used. Patients' and companions' expressions were analyzed in terms of questions and
emotions. Qualitative analysis was performed to determine themes linked with negative
emotions. Two multiple linear regressions were performed to capture if input and/or

throughput factors determine the patients' communicative behavior.

3) Again, the data of the observations were analyzed. HCPs’ questions to patients and
responses to patients'/companions’ emotional expressions were coded. Multiple linear
regression analysis was used to determine associations between HCPs’ responses, patient-
and context-related characteristics, and patients' trust in the treatment team as an outcome

after the case discussion.



14

3.1 Publication 1: Opportunities and limitations of shared decision making in
multidisciplinary tumor conferences with patient participation — A qualitative interview

study with providers

Bohmeier B, Schellenberger B, Diekmann A, Ernstmann N, Ansmann L, Heuser C.
Opportunities and limitations of shared decision making in multidisciplinary tumor
conferences with patient participation — A qualitative interview study with providers. Patient
Educ Couns. 2021;104(4):792—799. doi:10.1016/j.pec.2020.09.007
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Objective: The aim of this study was to examine opportunities and limitations of shared decision making
in multidisciplinary tumor conferences with patient participation from the providers’ perspective in
breast and gynecological cancer centers.
Methods: Semi-structured guideline-based expert interviews were conducted with providers from breast
and gynecological cancer centers with and without patient participation in multidisciplinary tumor
conferences. Interviews were transcribed, anonymized and analyzed using qualitative content analysis.
Results: The providers (n = 30) reported that some process steps of shared decision making can be
implemented in limited form and under certain conditions in multidisciplinary tumor conferences with
patient participation. Above all, patients can potentially ask questions and contribute individual
additional information and their preferences.
Conclusion: This study contributes first insights into the implementation of shared decision making in
multidisciplinary tumor conferences with patient participation. From the providers’ perspective, the
implementation of shared decision making seems difficult under the current circumstances. Further
studies, using patient experiences, participative observations or interventional designs, are required.
Practice Implications: Despite the limited implementation of shared decision making in tumor
conferences, patient participation can be advantageous as it can allow patients to ask questions and
contribute individual additional information as well as their preferences.
© 2020 The Authors. Published by Elsevier B.V. This is an open access article under the CC BY-NC-ND
license (http://creativecommons.org/licenses/by-nc-nd/4.0/).

Keywords:
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1. Introduction

Atotal of 68,950 women in Germany were diagnosed with breast
cancer and 26,150 with a gynecological tumor! in 2016 [1]. For most
oncological disorders S3 guidelines exist that describe the different
evidence-based treatmentoptions, including their risks and benefits.
Many of these treatments are associated with a meaningful impact
on the patient’s quality of life [2]. Various decisions must be made in
order to specify the treatment. In oncology, the concept of shared

* Corresponding author at: Center for Health Communication and Health Services
Research (CHSR), Department for Psychosomatic Medicine and Psychotherapy,
University Hospital Bonn, Venusberg-Campus 1, 53127 Bonn, Germany.

E-mail address: barbara.bohmeier@stud-mail.uni-wuerzburg.de (B. Bohmeier).

! Including: Cervical, womb, vulval and ovarian cancer.

https://doi.org/10.1016/j.pec.2020.09.007

decision-making (SDM) plays an important role. SDM means that the
physician and the patient actively participate in making the decision
onan equal footing and on the basis of shared information [3,4]. SDM
is considered a key element of high-quality health care [5,6]. It is
associated with positive effects, including more patient knowledge
about various treatment options and their risks and benefits, greater
satisfaction with the decision-making and treatment processes,
higher quality of life, greater compliance, and decreased fear [7-10].
Both national and international studies show that the majority of
oncology patients and the majority of providers in oncology prefer
making decisions in a shared manner [11-18].

Nevertheless, studies show that SDM has not been systematically
implemented in oncology for various reasons, most of them systemic
[19-26]. Research indicates that multidisciplinary tumor conferences
(MTCs) might be a barrier to the implementation of SDM in oncology
since patient preferences receive very little attention in the

0738-3991/© 2020 The Authors. Published by Elsevier B.V. This is an open access article under the CC BY-NC-ND license (http://creativecommons.org/licenses/by-nc-nd/4.0/).
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development of the treatment recommendation in MTCs [27,28]. MTCs
are regular meetings within a multidisciplinary treatment team in
which the diagnosis and treatment of cancer patients are discussed and
evidence-based, guideline-compliant treatment recommendations are
developed [29,30]. Treatment recommendations made in MTCs are
primarily developed on the basis of medical information. Further
patient-related information, such as sociodemographic characteristics,
psychosocial factors, comorbidities, and patient preferences, are
considered to a lesser extent [24,25,27,28,31-42]. Studies show that
the vast majority of MTC recommendations is implemented. But there
are regularly cases in which either no decision on the treatment
recommendation is made during the MTC or the recommendation
cannot be implemented in this way afterward [43-46]. Reasons include
insufficient consideration of non-medical, patient-based information as
well as the need for further conversations with the patient [32,42,47-
49]. This may lead to a repeated case presentation in an MTC, which
might delay treatment [35,37,43,50]. Studies also show that where
treatment alternatives are available, providers preselect the treatment
in the MTC and then discuss this treatment with the patient after the
MTC [27,28,39]. All mentioned studies point out that it is important to
investigate how patient preferences can be better taken into account in
MTCs.

In this regard, studies report a rare patient participation in MTCs in
various countries [14,51-54], with hitherto unexplored advantages
and disadvantages for patients and providers. Provider concerns
regarding patient participation in MTCs are based on potential
interference with objective case consideration, about patients’ ability
to cope, and about impairment of the decision-making process
[33,55]. In addition, providers associate patient participation with
greater time requirements, a modification of their medical terminol-
ogy, and limiting the discussion among providers [14,33,56]. From the
patient perspective, a German and an Australian study report that
participation was perceived as empowering, helpful, and informative
butalso caused emotional reactions during and after participation and
was associated with difficult experiences such as fear and overstrain
[56,57]. Potential benefits of patient participation in MTCs discussed in
the literature are greater provider attentiveness, reinforcement of
team approach, familiarization with the patient before treatment,
patients being more informed and empowered and improvement of
compliance[14,56]. Studies also report that patients who were present
during the MTC or in other decision-making situations were able to
directly contribute their preferences and better participate in decision
making [39,58].

However, the effects of patient participation in MTCs on the
implementation of SDM in oncology have not yet been studied.
Therefore, this study investigated providers’ perceptions of the
opportunities and limitations of SDM in MTCs with patient
participation.

2. Methods
2.1. Study design

This multicenter, exploratory qualitative expert interview
study investigated the opportunities and limitations of SDM in
MTCs with patient participation from the providers’ perspective.
The study was conducted as part of the three-year (06/2017
through 05/2020) PINTU study? . The PINTU study aims to
explore differences between MTCs with and without patient
participation in breast and gynecological cancer centers in terms

2 PINTU: “Patient involvement in multidisciplinary tumor conferences - an
exploratory study”; conducted by: a) Center for Health Communication and
Health Services Research, University Hospital Bonn; b) Institute of Medical
Sociology, Health Services Research, and Rehabilitation Science, University of
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of their organization, interaction, and decision making as well as
provider and patient assessments of patient participation [59].

2.2. Inclusion criteria and participants

Providers were recruited in breast and gynecological
cancer centers in North Rhine-Westphalia, Germany (3 with and
3 without patient participation in MTCs, n = 6 centers). Providers
from centers with and without patient participation were included
to collect the subjective experiences as well as the hypothetical
opinion regarding SDM in MTC with patient participation. Using
purposeful sampling [60], providers from medical, nursing and
psychological disciplines who regularly attend MTCs as well as
staff organizing and documenting the MTC were invited to
participate in the study in an effort to survey heterogeneous
experiences. N = 116 providers were contacted by email, phone,
and personally. Providers who gave written informed consent were
included in the analysis.

2.3. Data collection

The interdisciplinary research team consisted of two psychologists
(AD, NE), one sociologist (CH), a health scientist/public health
researcher (LA), a rehabilitation scientist (BB), and a health services
researcher (BS). All researchers have prior experience with conducting
and analyzing qualitative interviews. An interview guideline for
providers from cancer centers with and without patient participation
in MTCs was developed by the interdisciplinary research team. The
interview guideline was modified in the context of two pretests. The
guideline was structured on the basis of criteria related to its content
(organization, interaction, decision making) and timing (before,
during, after the MTC). In the interviews, provider experiences,
opinions, and concerns regarding the feasibility of patient participa-
tion and the quality of decision making in MTCs were discussed. In
addition, differences between MTCs with and without patient
participation and the advantages and disadvantages of patient
participation were addressed. The guiding questions on the topics
were as open as possible, and interviewers were able to pose follow-up
questions. For the research question of this study, the questions listed
in Table 1 were of particular importance. These questions were
developed on the basis of the Shared Decision Making Questionnaire —
Physician Version (SDM-Q-Doc) by Scholl et al. [61] and the SDM
process steps according to Elwyn et al. [62] and Harter [4].

Table 1

For the research question relevant questions in the interview guideline.

MTC without patient
participation

If patients would participate, which topics could
already be discussed during the MTC? Which rather
not?

MTC with patient
participation

To what extent are different treatment options, their
risks and benefits discussed with patients during the
tumor conference?

How is it checked whether the patients have
understood all the information?

To what extent are patients given the opportunity to
express their treatment preferences and needs?

What influence do patients have on treatment
recommendations and decisions?

Does the decision regarding the treatment with the
patient already take place during the tumor
conference?

Is the further procedure already discussed with the
patient during the tumor conference?
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The semi-structured expert interviews were conducted be-
tween April and November 2018 by four researchers (AD, BB, CH,
BS) until no new aspects emerged. Based on provider preference,
the interviews were conducted either by phone or in person at the
centers. Excepting the pretests, all interviews were to be held by
one researcher with one interviewee. Upon interviewee request,
one interview was conducted with two interviewees and without
audio recording. Instead, the researcher prepared memory
protocols immediately after the interview. All other interviews
were documented by audio recording. After each interview, initial
impressions and interpretations were also recorded in writing in
field notes.

Alongside the interviews, a standardized written
questionnaire collected personal data of the providers for the
sample description. It was completed either during the
interview or mailed afterward. The questionnaire included
information on sociodemographics and the provider’s position
at the cancer center (Table 3).

2.4. Data analysis

The audio-recorded interviews were transcribed in accordance
with defined standards [63] and anonymized. Transcripts and
notes were entered in MAXQDA. The interviews were analyzed
with qualitative content analysis according to Mayring [64].
Categories were deductively assigned. The interviews were coded
by two researchers (BB, CH) who were in regular communication
with one another to validate the categories.

First, a category system was developed which was broken down
into opportunities and limitations of SDM in MTCs with patient
participation. The categories represent the SDM process steps
known from the literature in a slightly modified form [4,61,62]
(Table 2). Then, all transcripts and notes were analyzed in a first
pass regarding the SDM process steps, and important text passages
were marked. Afterward, the coding guide was generated with the
deductively defined categories, associated category definitions,
key examples, and coding rules. Next, the text passages pertaining
to the defined categories were coded, extracted, and paraphrased.
For each category, a summary of sources was provided.

Table 2
Process steps of shared decision making [4,61,62].

Process steps of shared decision making

. Disclosure that a decision needs to be made

. Formulation of equality of partners

. Presentation of treatment options

. Informing on the benefits and risks of the options

. Investigation of the patient’s understanding and expectations
. Identification of both parties’ preferences

. Negotiation

. Reaching a shared decision

. Arrangement of follow-up

OO gJOU D WN =

3. Results
3.1. Sample description

From among 116 invited providers, n = 32 from the six cancer
centers were willing to participate in the interview-based study
(response rate of 27.6 %). A pretest was conducted with n = 2 of
these 32 providers. N = 30 interviews were included in the analysis.
Providers who declined to participate in the interviews reported
doing so because they rarely or never participated in MTCs, lacked

time, lacked interest, had left the cancer center, or preferred
answering interview questions in writing. The sample consisted of
providers from cancer centers with (16 providers) or without
patient participation (14 providers) in MTCs. The organization of
the MTCs with patient participation is very different in the
included cancer centers. For instance, patients may participate in
the medical discussion or enter the MTC after the discussion.
Within the PINTU study these feasibility and organization aspects
of patient participation in MTC will be analyzed. Table 3 presents
sociodemographic characteristics. The majority of the interviews
took about 30 min. The interview duration ranged between 14 and
81 min.

3.2. SDM process steps in MTCs with patient participation

The first two SDM process steps of “disclosure that a decision
needs to be made” and “formulation of equality of partners” were
not covered by the interviews. In most cases patients are informed
about the (potential) cancer diagnosis before the MTC. Therefore,
the researchers assumed that these two topics are already
discussed with the patients prior to the MTC. For the other SDM
process steps, Table 4 presents interview quotes that are
representative of the individual categories.

3.2.1. Presentation of treatment options

The majority of providers from centers with patient participa-
tion reported that patients are presented one treatment option in
MTCs. Several treatment options are briefly presented in cases

Table 3

Participant characteristics (n = 30).
Characteristic n (%)
MTC with patient participation experience
Yes 16 (53.3 %)
No 14 (46.7 %)
Gender
Women 19 (63.3 %)
Men 11 (36.7 %)
Age (years)
Range 25-61
Mean 49
Categories
25-37 3(10 %)
38-49 10 (33.3 %)

50-61 16 (53.3 %)
missing 1(3.3%)
Profession

Gynecologist 12 (40.0 %)
Breast Care Nurse 4(13.3 %)
Radiation Oncologist 4 (133 %)
Psycho-Oncologist 4 (13.3 %)
Oncologist 2 (6.7 %)
Pathologist 1(3.3%)
Quality Manager 1(3.3%)
Diet-Assistant 1(3.3%)
MTC Documentalist 1(3.3%)
Professional experience (years)

Range <1-38
Mean 154
Frequency of MTC participation per month

Range 1-20
Mean 4

Time of MTC experience (years)

Range <1-14
Mean 8.7
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Key examples from the providers’ interviews.

Category
SDM process steps

Key examples

Presentation of treatment options

“And, er, er, the different professional groups would say: ‘Well (-) that is what WE can offer. We could do this, we could do that.
And er (-) um (-) we have come to the realization that, well, there are (-) three options [ ... ].” (Psycho-oncologist, no
participation, 1. 011, A. 53)

“But she is, um, actually, IF there are different choices, she is always told the choices.” (Gynecologist, participation,
I. 019, A. 33)

“No, that s/, em, would be beyond the scope. That is to say, we simply say, we have recommended that as the best treatment on
the basis of the GUIDElines. That’s our recommendation. They just have to see whether they FOLLOW the recommendation.
[ ...]And THEN, as part of the one-to-one consultation, you talk about the alternatives again. But the, the/ our

RECOMMENDATION is first of all our recommendation, without alternatives.” (Radiation therapist, participation, 1. 024, A. 27)

Informing on the benefits and risks of
the options

“Which effect, which side effects? Which EFFECT em (-) do you even mean? Well, am I among the patients who are very LIKELY
to benefit from chemotherapy or only MAYBE? All of these details are then, em, (-) (clicks tongue) not talked about at all during
the tumor conference.” (Psycho-oncologist, participation, I. 12, A. 77)

“We can/ it’s not the tumor conference’s purpose to go through ALL side/possible side effects of chemotherapy. They HAVE a
detailed conversation with every specialist, eh, mentioned in the recommendation anyway before starting therapy.” (Breast care
nurse, participation, 1. 034, A. 150)

Investigation of the patient’s
understanding and expectations

“Well, advantages are, as mentioned before, (-) that (-) the patient’s INDIVIDUAL particularities (-) are immediately revealed,
right? That a patient can also (-) interject: ‘Yes, but, eh, (—) did not tolerate that well in the past.’ Or something like that, which
might not have come out so well in the medical history. [ . . . ] Having this information IMMEDIATELY, so to speak, that would be
a big advantage.” (Gynecologist, no participation, 1. 008, A. 95)

“But most of the time, eh, it is simply, eh, (-) compact. So, there’s not all that much room for questions. So,  usually tell them they
should already go downstairs for an appointment for the one-to-one consultation.” (Radiation therapist, participation, I. 024, A.
11)

“She can, at any time, yeah, ask questions there, too. But she can also say that she has other things. She can also present other
concepts from other uni entities [author’s note: university medical centers are meant].” (Breast care nurse, participation, I. 031,
A. 125)

Identification of both parties’
preferences

“Well, the fact that you can make the decision with even more information about patient preferences. As a result, the following
conversations are such that all tumor board decisions, of course, can be implemented one-to-one, one HUNDRED percent.”
(Radiation therapist, no participation, 1. 015, A. 55)

“Em, (4) well, if, if there’s an alternative, if you don’t know or aren’t really sure, eh, according to the (-) findings, according to the
guidelines, according to the treatment concept, em, then it helps, em (-), if the patient then contributes his statement, eh, his
opinion. But he would, in MY opinion, be much better off doing that in a one-on-one conversation with the treating physician.
Than in front of a tumor conference.” (Pathologist, participation, 1. 021, A. 109)

Negotiation

“Of course, there are also patients who have problems with the standard case (-). And it’s not rare to have patients with whom
we are done in two minutes or in one minute because we say it’s a clear case. The guideline recommendation is TOTALLY clear,
without any alternative worth mentioning. And then you discuss this decision with the patient for an hour or longer, that
happens all the time. It's not like this need for discussion is reserved for the SEVERE cases, the cases that are severe from our
perspective. And now imagine moving this patient conversation to the tumor conference, that doesn’t work.” (Gynecologist, no
participation, 1. 008, A. 111)

“There can be discussions sometimes. If the patient asks again if that’s really the best therapy, for example, or whatever.”
(Radiologist, participation, 1. 027, A. 43)

Reaching a shared decision

“If, if there’s agreement, right, between, between the treatment recommendation and the patient’s treatment PREFERENCE, it
can be defined during the tumor, eh, conference.” (Medical psycho-oncologist, participation, I. 018, A. 49)

Arrangement of follow-up

“THAT is usually done in a one-on-one conversation, right? Then the patients are/ are told, so to speak: ‘Well, you now have an
appointment’, for example in the oncology PRACTICE, right, and everything else, right, we’ll talk about THERE and, right, that’s
where you'll get the further appointments, prescriptions, etc.” (Medical psycho-oncologist, participation,
1. 018, A. 51)

where the providers see alternatives or have no clear treatment
preference or where the patient rejects the recommended
treatment. However, providers reported that guidelines limit their
options anyway. Other providers from centers with and without
patient participation stated that treatment alternatives are
discussed in a one-to-one conversation with the patient before
or after the MTC. Few providers from centers without patient
participation could imagine that it is possible to discuss various
treatment options in MTCs with patient participation.

3.2.2. Informing on the benefits and risks of the options

Some providers from centers with patient participation
reported that the benefits and risks of the presented treatment
recommendation are regularly discussed briefly, while other
providers reported that benefits and risks are presented upon
patient request. Further, providers reported that benefits and risks
are discussed with the patient in MTCs if there is a choice between

different treatment options. The majority of providers from centers
with and without patient participation stated, however, that the
side effects of treatment are discussed in more detail during a one-
to-one consultation after the MTC.

3.2.3. Investigation of the patient’s understanding and expectations

Most providers from centers with patient participation reported
that the patient has the opportunity to ask questions and contribute
her personal thoughts and additional information at the end of the
case presentation. Providers from centers without patient participa-
tion could well imagine implementing this SDM process step as well.
However, some providers from centers with and without patient
participation believed that the patient should listen and write down
questions for the follow-up conversation. In addition, after the MTC,
additional questions are reportedly clarified and detailed explanations
given. Further, some providers said that questions are already
answered and information provided before the MTC.
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3.2.4. Identification of both parties’ preferences

Most providers from centers with patient participation
reported that both parties inform one another of their preferences
during the MTC. First, the providers’ treatment recommendation is
presented and explained to the patient. Then, the patient has the
opportunity to state her preferences regarding the presented
treatment recommendation and possible alternatives. Providers
from centers without patient participation concurred that in case
of participation, the patient could directly contribute her
preferences. According to some interviewees from centers without
patient participation, this would improve decision quality and lead
to “one-to-one” implementation of most treatment recommen-
dations, thereby obviating the need for presenting the case a
second time. Preferences are reportedly discussed both before the
MTC and afterward. One of the interviewees from a center without
patient participation added that it makes sense to know the
patient’s preferences before the providers discuss the treatment
recommendation so that it can be taken into account. Few
providers from centers with and without patient participation
argued that it is impossible to discuss preferences in the MTC or
that this is not an appropriate place to do so.

3.2.5. Negotiation

This SDM process step involves weighing different treatment
options regarding their benefits and risks together with the
patient. However, the providers from centers with patient
participation reported that discussions with the patient cover
the recommended treatment, but not other treatment options. The
majority of providers reported that during the MTC, the treatment
recommendation is given to the patient, and there is rarely any
further interaction in this setting. Most providers without patient
participation believed that the patient should discuss the decision
about the further treatment with her treating physician in a one-
on-one follow-up conversation. Most providers with patient
participation reported that this is the way it is done.

3.2.6. Reaching a shared decision

Providers from centers with patient participation reported that
patients can accept or reject the presented treatment recommenda-
tion during the MTC if she already has a clear preference. The majority
of providers stated that the treatment decision is typically made in the
MTC. Cases in which the treatment decision is made afterward are
reportedly those in which the patient needs a reflection period, wants
to get a second opinion, or the providers’ treatment recommendation
does not coincide with the patient’s treatment preference. Therefore, it
has to be discussed in detail in a follow-up conversation. Few providers
from centers with patient participation reported that the decision is
made only later, in the follow-up conversation. In some cases, the
treatment has already been decided upon before the MTC since the
patients are prepared for the MTC.

3.2.7. Arrangement of follow-up

According to the providers from centers with patient partici-
pation, the follow-up is not discussed in detail in the MTC. Instead,
an appointment is scheduled for the follow-up conversation or an
encounter with the treating physician. Most providers from
centers with patient participation reported that the further
procedure is agreed in a personal conversation with the patient
after the MTC. During this conversation, further appointments are
made, a schedule is defined, and the specificimplementation of the
treatment is discussed. Few providers from centers with patient
participation stated that organizational matters or the procedure
are discussed already with the patient before the MTC. Providers
from centers without patient participation believed that it would
not be possible to implement this SDM process step in MTCs with
patient participation.

4. Discussion and conclusion
4.1. Discussion

In this study, the opportunities and limitations of SDM in the
context of MTCs with patient participation were investigated from
the providers’ perspective. For this purpose, n = 30 guided expert
interviews were analyzed using qualitative content analysis.
Providers reported that in MTCs, patients are typically presented
one treatment option together with its benefits and risks. Most of
the time, the patient subsequently has the opportunity to ask
questions, provide additional specific information, and state her
preferences regarding the providers’ presented treatment recom-
mendation. According to the providers, discussions with the
patient cover the recommended treatment, but not alternative
treatment options. They added that if the patient has already stated
her preference, the treatment decision may be made together with
the patient during the MTC. According to the providers, however,
the only options available to the patient are to either accept or
reject the presented treatment recommendation. Providers
reported that in cases where the patient’s treatment preference
deviates from the providers’ treatment recommendation, this is
discussed in detail with her once again after the MTC. According to
the providers, the further procedure is not discussed in detail but
agreed outside the MTC.

The providers’ reports demonstrate that the implementation of
SDM in MTCs with patient participation is ambivalent. As it has been
found for other decision-making situations in oncology, the
systematic implementation of SDM in MTCs seems difficult at this
time [19-22,24,65,66]. Nevertheless, many providers reported that
they apply some steps of the SDM process. Other steps, in contrast,
can be implemented only in limited form and under certain
conditions. The interviews suggest some reasons for the limited
implementation of SDM process steps in MTCs with patient
participation. They include, for instance, lack of time, guidelines,
comprehension problems, and patient overstrain. Feasibility aspects
and further barriers of patient participation in MTCs are currently
being researched by the PINTU team. In view of these systemic
barriers, providers at times practice the informed consent concept,
which is considered a paternalistic form of the physician-patient
interaction [67]. In conformity with our results, other studies on
decision-making situations in oncology have shown that patients are
presented only one treatment option including its risks and benefits
[22,25,68,69] since from the provider perspective, no alternatives
are available [25]. In contrast, a German observational study by
Hahlweg et al. (2015) on various MTCs revealed that in many of the
presented cancer cases, several treatment options were available,
but only one treatment recommendation was documented [27]. In
this context, the question arises which cases of illness (“standard
case” according to guideline vs. complex case) providers have in
mind when reporting that there are few or no treatment alternatives.
In a study by Hahlweg et al., physicians rarely reported engaging in
patient conversations about treatment options before the MTC [27].
In deviation from these results, providers from centers with patient
participation in the MTC reported that they have already talked with
the patient about different treatment options and worked out a
treatment recommendation before the MTC. These discrepancies
may be due to different procedures being used at the centers, center
size, different indications, and the option of patient participation. A
U.S. study on breast and prostate cancer [66,70] and an Australian
study on breast cancer and other cancer types [66,70] have shown
that physicians in various decision-making situations rarely exhibit
behaviors exploring patient concerns, expectations, and preferences
[66,70]. In our interviews, in contrast, providers reported asking
patients about their thoughts and preferences during the MTC and
patients having an opportunity to ask questions and contribute
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additional information in the end. In addition, even providers from
centers without patient participation in MTCs concurred with Butow
et al. and Choy et al. that patient participation is associated with
consideration of the patient perspective [14,56]. In a German study
by Diekmann et al.(2019), breast cancer patients reported that in the
MTC, they were able to state their opinions on further treatment and
to therefore more intensively contribute to decision making [57,58].
This can be considered a benefit of patient participation since failure
to consider patient preferences and other patient-based factors is
among the reasons for treatment recommendations not being
implemented and represents a barrier to effective decision making
regarding the treatment recommendation in MTCs [32,42,47,48].
Often, this requires another case presentation in the MTC, which can
delay treatment [35,37,43,50]. In conformity with these results,
interviewed providers from centers without patient participation in
MTCs believed that if patient preferences are considered in the MTC,
treatment recommendations made in the MTC can be implemented,
thereby eliminating a repeat presentation of the patient case. A
current French study by Massoubre et al., in contrast, did not find any
influence of the presence of head and neck cancer patients on
decision making in the MTC [71]. In this context, it is important to
bear in mind that the patient’s influence on decision making may
differ depending on whether the patient takes an active or passive
role in the MTC or how the MTC is organized.

4.1.1. Strengths and limitations

This study has limitations to be taken into account in the
interpretation of results. Firstly, collecting the provider perspective
without simultaneously collecting the patient perspective repre-
sents a limitation. However, the patient perspective is currently
intensively being studied within the PINTU study and results are to
be expected soon. Secondly, the first two SDM process steps were
not explicitly queried, as the researchers assumed that these topics
are already discussed with the patient prior to the MTC. In addition,
only providers from breast or gynecological cancer centers were
surveyed, which limits the generalizability of results to other
tumor entities and might bias the results in general. The
conclusions consider this important limitation. The study also
has several strengths. One of its main strengths is the fact that it
examines a largely unexplored topic. So far, SDM has been
investigated only in MTCs without patient participation [27].
Another advantage is its exploratory approach since it provides
comprehensive and unbiased insights into the new topic. The
collection of the provider perspective represents another strength
since providers in particular can facilitate or hinder the imple-
mentation of SDM. In addition, this study might contribute to
further supporting efforts to implement SDM in oncology.

4.2. Conclusion

This study contributes first insights into the implementation of
SDM in MTCs with patient participation by interviewing
providers about their experiences and opinions using guided
expert interviews. The providers’ statements show that the
implementation of SDM in MTCs with patient participation seems
difficult under the current circumstances. However, patient
participation in MTCs can give patients an opportunity to ask
questions in the MTC and contribute additional information about
themselves and their preferences. This may influence the
implementation of SDM in oncological care in general. Further
studies, for instance using patient experiences and in the form of
participative observations or interventional designs, are required
in order to draw definitive conclusions about the advantages or
disadvantages of patient participation in MTCs. After that the
implementation of SDM in MTCs with patient participation can
further be evaluated.

4.3. Practical implications

The study shows that despite the limited implementation of
SDM in MTCs, patient participation can be advantageous as it
can allow patients to ask questions and contribute individual
additional information as well as their preferences. This
represents an important aspect of patient-centered oncological
care. However, according to the SDM model, it is important to
not only take into account treatment preferences in relation to a
single treatment option, but also define the optimal treatment
with the aid of the patient and her preferences. Of course, the
patient’s individual desire to participate in decision making
always has to be taken into account. In view of provider
concerns about the implementation of SDM in MTCs with
patient participation, it is worth considering how patient
preferences and other patient-based information can be better
taken into account in MTCs without patient participation in an
effort to ensure that the treatment recommendation is
established in a patient-centered manner. An alternative to
patient participation in MTCs could be to discuss various
treatment options and their risks and benefits with the patient
and to explore their preferences prior to the MTC. Another
option could be the use of representatives, for instance the
treating physician, the breast care nurse, or the psycho-
oncologist, who could then report patients’ preferences in the
MTC [32,72].
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ARTICLE INFO ABSTRACT

Article history: Objective: To investigate (a) how many questions and negative emotions (cues/concerns) breast and/or
Received 13 September 2021 gynecologic cancer patients and companions express during their case discussion in multidisciplinary
Received in revised form 18 November 2021 tumor conferences (MTCs), (b) with which topics the emotions are linked, and (c) which patient- and

Accepted 15 December 2021 context-related characteristics determine patients’ communicative behavior.

Methods: This observational study included audio/video recordings of MTCs with patient participation in
three breast and gynecological cancer centers. Using the Verona Coding Definitions of Emotional Sequences,
patients’ and companions’ questions and negative emotions expressed were analyzed. Multiple regression
analyses were used to determine associations between communicative behavior and patient- and context-

Keywords:

Breast cancer

Gynecological cancer
Multidisciplinary tumor conference

Multidisciplinary tumor board related characteristics.
Oncology Results: We identified 607 questions and 230 cues/concerns expressed by patients/companions in 82 case
Patient-centered communication discussions in MTCs. The number of questions was significantly associated with the hospital. In case dis-

cussions with patients who had need for psychological support and who were accompanied, more ques-
tions were asked by patients/companions.
Conclusion: The results show that active patient participation does not depend only on patient character-
istics, but also on the hospital setting.
Practice implications: If cancer centers want to enable patient participation in MTCs, they must define the
role of the patient before. Subsequently, conditions must be created to enable this role expectation.

© 2021 The Authors. Published by Elsevier B.V.

CC_BY_NC_ND_4.0

1. Introduction
1.1. Patient participation in multidisciplinary tumor conferences

Multidisciplinary tumor conferences (MTCs) are well established

in oncological care and typically take place weekly [1,2]. During the

MTCs, members of different professions discuss the diagnosis and

* Correspondence to: Center for Health Communication and Health Services therapy of canger patients .and d?CId? on trea.tme‘nt recommenqa'
Research (CHSR), Department for Psychosomatic Medicine and Psychotherapy, tions [3]. In this context, biomedical information is often more in-

University Hospital Bonn, Venusberg-Campus 1, 53127 Bonn, Germany. corporated into the discussion than psychosocial information is
E-mail address: barbara.schellenberger@ukbonn.de (B. Schellenberger).
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[4-8], and decision-making can be influenced by factors such as time
pressure and excessive case load [4]. Because a lack of patient-cen-
tered information can hinder both decision-making and the im-
plementation of the treatment plan [9-11], some studies suggest
that patients should be represented by appropriate representatives
[4,12]. Another possibility is patient participation, which is re-
commended in other medical contexts when there is a stable doctor-
patient relationship and medical and lay language is used in a ba-
lanced way [13].

One way for including patients’ preferences and views is inviting
the patients themselves to participate in their case discussion in the
MTC, which is practiced in some cancer centers in North Rhine-
Westphalia, Germany. Study evidence on patient participation in
MTCs has been generated, primarily in Australia [5,14-16] and Ger-
many, where between 5% and 7% of patients in breast cancer care
participate [3,17,18]. To date, there are no clear findings in the lit-
erature regarding the advantages and disadvantages of patients
participating in MTCs. Based on interview and survey results, phy-
sicians are more reluctant than breast care nurses to allow patients
to participate in MTCs [5,15], whereas patient representatives and
breast care nurses mostly support the idea [15]. Advantages of par-
ticipation are seen in patients being better informed, and thus
gaining a better understanding of the disease [15,19,20]. On the
other hand, however, healthcare providers caution that if patients
are overloaded with medical information about diagnosis or therapy,
they may react emotionally in the form of anxiety or stress, and the
doctor-patient relationship may be disturbed [5,15,19,20]. They also
object that participation requires more time and organization,
healthcare providers must adapt their professional language, and
discussion is inhibited [15,20]. Patients perceive participation in the
MTC as helpful and informative [16,18], with some patients also
reporting difficult experiences and negative emotional reac-
tions [18].

Whether patients are invited at all and whether they participate
are associated with patient characteristics such as socio-
demographics and health literacy and can differ between cancer
centers themselves [3,17]. When participation in MTCs does take
place, initial findings have revealed that it is implemented in very
different ways. For example, seating arrangements vary, such that
patients and healthcare providers sit at a round table, theater style,
or in a U-shape [21]. It is known from MTCs without patient parti-
cipation that the seating arrangement plays a role in discussion, and
62% of healthcare providers would prefer a round table discussion;
however, this was not feasible with larger teams [22].

1.2. Active patient participation in medical encounters

Patients are often initially emotionally unstable after a cancer
diagnosis [23], and may experience many anxious moments
throughout their cancer treatment [24]. There is an increased need
for information after receiving the diagnosis and throughout treat-
ment [25,26]. From the perspective of breast cancer patients, pa-
tients require support in coping with uncertainty after symptom
recognition and should be provided with information on practical
and emotional disease-related topics and treatment options at the
time of diagnosis and treatment decision [27]. In this regard, in-
formation can help increase treatment adherence, improve the pa-
tient’s understanding of the disease, manage the patient’s emotions,
and thus ultimately help the patient gain control in a difficult si-
tuation [26,28].

Asking questions allows patients to gain information and clarify
uncertainties and, along with the expression of emotions, is an es-
sential feature of patient participation in medical encounters [29].
Allowing patients to ask questions at MTC as a building block in
oncology care could lead to better informed patients. At the same
time, it could make it easier for patients to participate in decision
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making [15]. On the part of the healthcare providers, recognizing
emotions [30] and leaving room for patients to ask questions [31] are
features of patient-centered communication, which is a core clinical
skill for healthcare providers [32] and part of high-quality care [30].

Communication between healthcare providers and patients is
influenced, on one hand, by context factors but also on the other
hand by their skills, needs, and emotions [33]. To assess the com-
munication of patients in outpatient oncological care, the questions
of the patients were counted. Patients asked a median of 11 ques-
tions per consultation [34,35], predominantly about potential
therapy [34]. In this setting, patients with high uncertainty asked
more questions [36].

Patients can express negative emotions through concerns and
cues, whereby a concern is defined “as a clear and unambiguous
expression of an unpleasant current or recent emotion” [37] and a
cue “as a verbal or non-verbal hint which suggests an underlying
unpleasant emotion and would need a clarification” [37]. In addition,
in the oncological setting, emotions are more likely to be indirectly
expressed, averaging 1.9-3.4 cues and concerns per consultation
[34,35,38,39], with only 24% of consultations lacking the expression
of negative emotions [36]. Contextual factors such as setting had an
influence on the number of cues/concerns expressed [39]. In terms
of content, the following topics were identified among the cues/
concerns in adolescents and young adults, when they received their
cancer diagnosis and a treatment recommendation: “side effects/late
effects” (39%), “what will happen in the near future/practical as-
pects” (16%), “fear” (27%), and “sadness” (17%) [40]. Associations
were found between the number of emotional cues and age and
gender of the patient, so that female and younger patients expressed
more cues [35]. In addition, the duration of the consultation was
related to the number of informational cues, indicating unmet in-
formation needs, or the number of questions expressed by patients
but not to the number of emotional cues [35,41]. MTC is about de-
ciding on a treatment recommendation. In order to be able to decide
on a treatment recommendation for patients in MTC with patient
participation, personal and social aspects, i.e. also the emotions,
wishes and questions of the patients, must be taken into account
[20]. For patients, therefore, MTC could be the place to bring in these
aspects.

13. Aim

To date, there are no study results regarding the extent to which
patients, when present in MTCs, take part in the communication.
This study aims to fill this research gap and generate preliminary
findings on patient communicative behavior in MTCs. This study
answers the following research questions: a) How many questions
and negative emotions do breast and/or gynecologic cancer patients
and their companions express during participation in their case
discussion in MTCs? b) Which topics are linked with the emotions?
¢) Which patient characteristics and context factors determine the
patients’ communicative behavior?

2. Methods
2.1. Sample and setting

Data were collected between November 2018 and February 2020
within the multicenter, non-interventional study ‘Patient involve-
ment in multidisciplinary tumor conferences in breast cancer care’
(PINTU [42]), which was conducted in six breast and gynecological
cancer centers in Germany’s most populated state of North Rhine-
Westphalia. Patients whose case was to be discussed in an MTC were
recruited by the medical staff on the wards. In the hospitals with
regular patient participation, all eligible patients (i.e. having a breast
cancer or gynecologic cancer) were invited to attend the tumor
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conference. Those who chose to participate were then invited to
participate in our study. Data for the multicenter study were col-
lected in six cancer centers, one of which comprised two hospitals.
The data analyzed here constitute a PINTU subsample of case dis-
cussions with patient participation in three breast and gynecological
cancer centers (n = 4 hospitals), which was taken to analyze the
communication in MTCs when the patient is present. Eligible pa-
tients had to be at least 18 years old and were diagnosed with breast
andfor  gynecological cancer (ICD codes (C50.xx-C58.xx,
D05.xx-D07.xx). MTC participants and recruited patients provided
written informed consent. The passive participatory observations
during MTCs were conducted by AD, BS and CH, each in pairs. Field
notes were taken, including, among others, the duration of the case
discussions and the seating arrangement. Audio data of the case
discussions were transcribed verbatim and anonymized.

2.2. Patient characteristics and clinical data

Patients received questionnaires at three points in time: before
the MTC (T0), immediately after the MTC (T1), and 4 weeks after the
MTC as a postal survey (T2) with two reminders according to
Dillman's total design method [43]. The questionnaires consisted of
validated instruments and self-developed items and were pretested
before their use in three cognitive interviews according to estab-
lished methods [44]. We included data from the TO questionnaire in
this study. Sociodemographic data included age, marital status,
having children, level of professional education, and employment
status. The need for psychological support was measured with a
single item (“Do you need psychological support?”), differentiating
three options. The patients could choose “Yes, I'm in need for psy-
chological support and I'm already receiving treatment”, “Yes, I'm in
need for psychological care and I'm waiting for treatment”, or “No,
I'm not in need for psychological care”. Response options were
converted to a binary variable (yes-no) for analysis. Cancer entity
(breast and/or gynecological) and UICC staging were obtained from
the case discussion and/or tumor documentation.

2.3. Analysis of communication

We used a mixed-methods approach (see Fig. 1 for the methods
used). A total of four researchers examined the transcripts, including
video and audio recordings. Each of two researchers coded the ex-
pressed questions and cues/concerns of patients and companions.
For validation, the identified questions and cues/concerns were
discussed and consented in regular consultations within the re-
search team. The mean was calculated from the total number of
categories of the two coders to the questions and the cues/concerns.

2.3.1. Questions from patients and companions

Patients’ and companions’ questions were coded by function
(e.g., request information, request confirmation) following the
methods of Stivers and Enfield [45]. We list the classification in the
results section with explanation and examples.

2.3.2. Emotional expressions from patients and companions

To capture the negative emotions of patients and their compa-
nions, we used the validated Verona Coding Definitions of Emotional
Sequences (VR-CoDES) [46]. Patients or their companions may in-
dicate unpleasant feelings (cues) or explicitly express concerns
verbally (concerns). These expressions can either be elicited by
healthcare providers or elicited independently by a patient. The cues
were divided into seven subcategories depending on their expres-
sion (see results section).

While previous data were often collected from dyadic patient/
healthcare provider-conversations (e.g. [39]), in this study the cues/
concerns were summarized by patients and companions, as
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described by Korsvold et al. [47]. Four coders performed VR-CoDES
coding independently in two teams. Interrater reliability was based
on Cohen’s Kappa calculation for a random sample of 10 case dis-
cussions (77 cues/concerns). The agreement was substantial (Co-
hen’s Kappa = 0.74). Moreover, we used a summarizing qualitative
content analysis to capture topics linked to the cues/concerns.

2.4. Statistical analyses

We used descriptive statistics to illustrate the sociodemographic
and clinical data and to describe the settings of the case discussions
in the MTCs (e.g., the seating arrangement). Two multiple linear
regression analyses with (a) the number of questions from patients/
companions and (b) the number of cues/concerns fom patients/
companions as dependent variables were performed to explore as-
sociations between patient characteristics, clinical data, and context
factors (including age, need for psychological support, disease stage,
accompaniment of patients, and hospital) and patient verbal beha-
vior using SPSS version 27. The selection of independent variables
was based on the literature and an exploratory approach. Missing
data were handled using pairwise deletion.

3. Results
3.1. Sample

Patients from seven hospitals participated in the study (N=317;
n=95 with and n=222 without patient participation). Audio data
from the case discussions were available for n=82 patients (see
Fig. 2 for the flow of participants from which data were used). Since
additional video recordings were only available from n=5 case dis-
cussions, only the audio recordings were included in the further
analysis.

3.1.1. Sociodemographic and clinical characteristics of the patients
The average age of the 82 patients was 59 years. A total of 39

(48%) patients were accompanied, and 43 (52%) were not. Table 1

presents the sample characteristics of the participating patients.

3.1.2. Case discussions in the MTCs

We analyzed 82 case discussions. The MTCs took place either in a
theater style (n=>5), in a U-shape (n=17), or at a round table (n = 60).
Audio data had a total length of 10:09:12 h, and individual case
discussions  lasted an average of 07:26min (range:
01:25-20:54 min). There was an average of eight healthcare provi-
ders present (range: 3-19). In the MTCs, patients and their compa-
nions were integrated into the respective seating arrangements,
although a pattern was not always discernible. While in the centers
that conferred at a round table or in a U-shape, a fixed place was
provided for patients/companions, this could not be observed in the
theater style.

3.2. Communication analysis

3.2.1. Questions, cues and concerns

Questions: Patients asked 460 questions (76%) and companions
147 questions (24%), for a total of 607 questions. The questions were
divided into 391 informational questions, 180 confirmatory ques-
tions, 18 repair questions, and 18 rhetorical questions. On average,
seven questions were expressed per case discussion (range: 0-26,
median: 6).Table.2.

Cues and concerns: A total of 230 cues/concerns (average 2.8 per
case, median: 2, range: 0-24) were identified in the case discussions:
198 (86%) expressed by patients and 32 (14%) by companions. Most
of the cues/concerns were patient elicited (209, 91%). No cues/
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Data of n = 82 patients

/

Data of observations of case
discussions in MTCs

N

N

Questionnaire data

l

Analysis of communication in
the case discussions

Descriptive analysis of case
discussions

Descriptive analysis of patient
characteristics and clinical data

l

Coding of expressions of patients and their
companions

Negative emotional
expressions of
patients and their
companions (VR-
CoDES)
v

Summarizing qualitative analysis (topics of
negative emotional expressions)

v

Questions from
patients and their
companions

Descriptive analysis (questions,

cues/concerns, topics of cues/concerns)

Multivariate analysis

Fig. 1. Methods used for data analysis.

Patients with case

discussion in MTC

(n=817)inn=7
hospitals

/\

MTC participation
(n =95) in n = 4 hospitals

MTC non-participation
(n=222)

Drop-out (n = 13)
no audio data available

Existing audio-
/videorecording of the
case discussion (n = 82)

Fig. 2. Flow of participants from which data were used.

concerns were expressed in 11 case discussions (13%). Among the
cues, neutral, salient expressions occurred most frequently
(73%).Table.3.

3.2.2. Topics linked to cues/concerns

To capture the topics linked to the cues, we analyzed the content
of the cues/concerns in the context of the conversation. These were
most frequently expressed when discussing the treatment in general
(64 cues/concerns, 28%), followed by cues/concerns linked to the
diagnosis (46 cues/concerns, 20%) and cues/concerns linked to pos-
sible side effects of the treatment (43, 19%). Fear of progression/fear
of recurrence was linked to 12% of cues/concerns (28 cues/concerns)
and comorbidities to 11% (25 cues/concerns). Only 10 of the 230
cues/concerns (4%) were linked to general uncertainty/doubt and
self-reproach, and 9 (4%) were linked to the burden/risk for relatives.
With regard to the ability to work, 5 cues/concerns were expressed
(2%). Fig. 3 illustrates the occurrence of the different topics.

3.3. Multivariate analyses

Two independent multivariate linear regression models with
dependent variables “questions expressed” (model 1) and “number
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of cues/concerns expressed” (model 2) were performed (see Table 4).
Because the probability of expressing questions and emotions is
higher for longer case discussions [39], we did not include the
duration of the case discussion in the multivariate regression
models.

In model 1, significant patient and context predictors were found
for the number of questions expressed. Table 4 presents the final two
models. Because of multicollinearity, we excluded the seating ar-
rangement in the models. Significantly more questions during case
discussion were expressed by patients and companions in case of
need for psychological support (4.259 with p=0.001) and of being
accompanied (3.398 with p=0.006). In addition, patients expressed
fewer questions in hospital 2 (compared with hospital 1: -5.027,
p=0.001) and in hospital 4 (compared with hospital 1: -5.728,
p=0.023). In model 2, no significant predictors could be found for
the number of cues/concerns expressed.

4. Discussion and conclusion
4.1. Discussion

The aim of this study was to gain information on verbal and
emotional communication by patients and companions in MTCs
with patient participation. For this purpose, we analyzed the case
discussions with participating patients in breast and gynecological
cancer centers using a mixed-methods approach. We were able to
describe the expressions of questions and negative emotions as well
as their content and to show that more questions were asked by
patients/companions in case discussions with patients who had
need for psychological support and who were accompanied. In ad-
dition, there were significant differences between the hospitals,
which are most likely to be related to different implementation of
the MTC.

Most of the questions expressed requested information or con-
firmation of information. This result reflects the finding that cancer
patients have a great need for information and uncertainties around
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Table 1 o
Patient characteristics (n=82) retrieved from questionnaire data (TO). Cancer entity »E
and UICC stage were extracted from the observation and the MTC documentation. @ To_,
% € 3
n = z
Age (years) S 3
Mean (SD) 59 (11.2) 'g Bl
Marital status £ °§
Married 49 60 0 S ?g?
Widowed 9 11 % E ©
Single 9 11 5 S ?E
Divorced 8 10 g = o
Mbﬂng 7 9 z i <
Children = SN 5
Yes 61 74 g 5 S 2
No 15 18 2 %o ©
Missing 6 7 2 ca &
Professional education 5] ?Q k= R E
None 3 4 28 2r 8 z
Vocational training 42 51 2 g %j % % ‘E
Master craftsmen 5 6 ;:_J, 8 === g ® ©
University of Applied Sciences 3 4 Rz % § S ] s
University 17 21 4 % o 55"'/ B =
Other 2 2 < =4 ; g 8 Eb 5
Missing 10 12 z g §g£ _s o
Currently employed 2 ‘:S 59 E 2 8 <8F
Yes 22 27 g S®ETC BECD
No 41 50 SE FEEZ5. g58
Missing 19 23 Lo zzgPEwizZ
Need for psychological support O ; =@ § ?E, S i = g
Yes 24 29 2 £E8 T8TSuElES
No 50 61 £ SS85333GE2E28
Missing 8 10 & XCHEngsasad
Cancer entity
Breast cancer 77 94
Breast and gynecological cancer 5 6
UICC stage
0 10 12
I 38 46 =y
%)
11 16 20 St
i 3 4 28la = @ &
v 10 12 cZlus S = S
Missing 5 6 3| w0 N N ~
=5 < ~ =} =}
Note: Due to rounding, percentages may not add up to exactly 100%.
-~ |8 *

.. . . . T . 3 23 IS < 5
receiving a diagnosis [25,26]. Patient participation in their own case = = Z o &
discussion could provide patients with increased information during 8 23 2 ® ®
the important phase of diagnosis and treatment recommendation, as
would be the desire of many patients [27].

Different from interactions that include communication about = 5
diagnosis and treatment recommendation outside of MTCs, in our & 2
. . =]
study the patients themselves asked more questions than the com- s 2 E
panions, with fewer patients being accompanied at all [41,48]. Fur- g E o
. . . . - o
thermore, in our study fewer questions per case discussion were v - g £ 'é
. . . . = Ly
asked by patients and/or companions at all than in oncological g 2 g EA g
. o el . 1%} fac) o =
outpatient initial consultations [34,35]. It could be due to the fact 3 £ 5 o % 2
. . o
that, from the perspective of healthcare providers, the MTC serves g = 8 f’g“ & <
more as a discussion forum for themselves, and biomedical in- 3 5 = E ;n =
. . . . . . . o e - -
formation is primarily exchanged [4-8]. This raises the question as to als @ @ 2% @
which role patients should take during their case discussion: Should [N E= 8 8 = -l
they be informed only about the recommendation in this setting, or £|8 El El 5% El
should they also be given the opportunity to contribute themselves? g
The results in terms of the number of cues/concerns expressed, E g
. . . . (=9 =
other than questions, were similar to those of other studies E 5
[34,35,38,39]. Compared with interactions that include commu- it E
nication about histological results and treatment recommendation g S g =

ide of MTC [39], we found fi discussions i dyi g £ 5 ©

outside o [39], we found fewer case discussions in our study in £ cE 8 8

. . . . o— % = G

which no negative emotions occurred at all. Patients also tend to S S £ 2 °©

. . e e 4. . . a A = 5

express their emotions in indirect ways in MTCs, as they do in other c == = 2

. . . . . . . = <
oncological settings [34,39]. Unlike in dyadic settings with only the & 2 & S g s
patient and the oncologist, the MTC is usually attended by the ~ 5 5 g g - 5
healthcare providers who are subsequently involved in the specific 27 2::; § § g .:5’

therapy (e.g., radiation therapy, chemotherapy). Thereby, patients )
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Table 3
Cues/concerns from patients and companions in n =82 case discussions.

Patient Education and Counseling 105 (2022) 2058-2066

Cues/concerns total 230 (100%) Examples

S11: I would tend be more scared of the RADIATION. That this um/ (-) I mean, you read it, it's all on the

Internet today, you read that it can do this and that. (742)

S8: Yes, thank God. It’s also [ (-) WELL, because I had mentally, I think, again, it's only been 14 days ago,
right? But (-) so then, that’s not necessary. (401)
S4: Nobody gets out of here alive anyway, right? (Laughs) That's for SURE. (639)

S5: Well, I / I didn’t sleep at all some nights. (527)

S8: I was here Tuesday of last week, and the doctor, she told me that I had to have, um, SURGERY

S5 (Healthcare provider): // Yes, that// will be 28 radiation sessions.
S2 (Patient): Yes, that’s // a long time.

S5: /[So, after// six weeks
S2: Mhm. (-) That’s a long time. (513)

Concern 15 (7%)
Cue A 4 (2%)
Vague words to describe emotions
Cue B 21 (9%)
Hidden concerns that are verbally
pointed out
Cue C 7 (3%)
Reference to emotion (physiological or
cognitive)
Cue D 168 (73%)
Neutral statements that stand out again. (401)
Cue E 7 (3%)
repeated, previous neutral expression
Cue F 5 (2%)
Non-verbal cue Okay. (559)
Cue G 5 (2%)

unpleasant emotion in the past (507)

S2: Yes. That’s only right. I see that too. (Sighs) I had thought this would pass me by. Oh man.

S13: It was kind of a shock for me.

Note: Due to rounding, percentages might not add up to exactly 100%.

have the opportunity to address their possible concerns about
therapy and possible side effects in a direct discussion with the
appropriate specialist. The multitude of cues that concern this topic
underlines this assumption.

Topics were captured in the context of cues/concerns through
content analysis. The expressed cues/concerns in the case discus-
sions were mostly linked to the diagnosis and treatment and their
possible side effects, similar to conversations with adolescents re-
ceiving diagnosis [40].

When patients participate in case discussions, healthcare provi-
ders should be prepared that patients can react emotionally, which
has been reported from the perspectives of healthcare providers and
patients [5,15,18-20].

For the total number of expressions of cues/concerns, no sig-
nificant associations with patient characteristics were found, unlike
Butow et al. [35], who found that younger patients expressed more
cues. However, significant associations were found for the total
number of questions at both the patient and context levels. Whereas
in the study by Beach et al. [36], patients with high uncertainty
asked more questions, patients in our study with need for psycho-
logical support asked more questions. By reviewing this need, it
might be possible that patients with psychological need are more
likely to benefit from participation in settings with several health-
care providers, like MTCs. The benefit to patients of having a

(Doubts about) treatment

(Doubts about) diagnosis

Side effects of treatment

Fear of Progression/Fear of recurrence
Comorbidities

Relatives/genetic risk

General doubts/self-reproaches

Topics linked to the cues/concerns

Ability to work

o

10

companion present [49] led to more questions being asked during
the case discussion, and at least one-quarter of the questions were
asked by companions. Perhaps the social support leads to patients
being more confident and asking questions, especially because stu-
dies show that companions sometimes ask more questions in on-
cological conversations outside of MTC [41]. In addition, fewer
patients were accompanied than in oncological interactions outside
of MTC [41,48].

The number of expressed questions from patients/companions
was dependent on the hospital, just like the invitation to the case
discussion itself depends on the cancer center [17]. It should be
noted that significantly fewer questions were asked in hospitals
where the MTCs did not take place at a round table, and on average
more healthcare providers were present. Thus, the number of
healthcare providers and the seating arrangement as context factors
seem to be associated with communicative behavior, as already re-
ported by healthcare providers for MTCs without participation of
patients for the team communication [22].

The data used in this study were derived from surveys and from
passive-participant observations of case discussions during MTCs. To
the best of our knowledge, this is the first study to observe MTCs
with patient participation. Although this study had a small number
of cases and therefore a low power in calculations, it is still the
largest prospective study in this research field to date. Because

20 30 40

Number of topics

50 60 70

Fig. 3. Distribution of topics linked to the n =230 cues/concerns expressed by patients/companions during n =382 case discussions in the MTCs.
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Table 4
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Multiple linear regression modelling with two independent models 1) number of questions expressed by patients and companions during case discussions as dependent variable
and 2) number of cues/concerns expressed by patients and companions during case discussions as dependent variable; Unstandardized regression coefficients (b).

Model 1: number of questions expressed by patients and
companions during the case discussions (n=282) as dependent

Model 2: number of cues/concerns expressed by patients and
companions during the case discussions (n = 82) as dependent variable

variable
Variable b p value 95% CI b p value 95% CI
Constant

3.320 0.371 -4.047-10.686 3.326 0.211 -1.931-8.584
Age 0.027 0.623 -0.083-0.137 -0.028 0.482 -0.106-0.051
Need for psychological

support

No Ref Ref
Yes 4.259 0.001 1.704-6.813 1731 0.062 -0.092-3.555
UICC staging® 0.631 0.215 -0.376-1.639 0.279 0.440 -0.440-0.998
Accompaniment
No Ref Ref
Yes 3.398 0.006 1.036-5.761 0.304 0.720 -1.382-1.990
Hospital
Hospital 1 Ref Ref
Hospital 2 -5.027 0.001 -7.956- -2.098 -0.217 0.836 -2.308-1.873
Hospital 3 -0.969 0.599 -4.637-2.699 1.075 0.415 -1.543-3.693
Hospital 4 -5.728 0.023 -10.629- -0.827 -1.727 0.327 -5.225-1.771

Adjusted R? 34%

1%

¢ Higher scores indicate a higher stage of disease.

recruitment was done on the wards by medical staff, we cannot
comment on the extent to which selection bias may be present. As in
many health services research studies a selection bias towards na-
tive German speaking, higher educated, and higher motivated pa-
tients can be assumed. To mitigate the potentially disruptive factors
of the presence of observers and the technical equipment for audio-/
videotaping, the researchers visited the hospitals and the MTCs be-
fore data collection and explained the planned method [50]. The
regularity of observations over an extended period of time enabled
the MTC members to become familiar with the presence of the ob-
servers. The observation is also a major strength, because it provided
insights into the MTC and not purely from the point of view of
participants. For the analysis we used the VR-CoDES, which is widely
used to analyze emotional communication in healthcare provider-
patient encounters [51], and we achieved a substantial interrater
reliability through discussion [37].

Despite the relatively small sample of this study, we were able to
determine the significant associations between patient- and con-
text-related variables and patients' communicative behavior in case
discussions in MTCs. The distribution across the four hospitals was
not even, in part because participation is practiced in very different
ways across hospitals [21]. On one hand, the spatial conditions (e.g.,
seating arrangement) differ, and on the other hand, there is also a
difference in the extent to which the patient is already present at the
entire case discussion or takes part only after the discussion be-
tween the healthcare providers.

Our first analyses made it clear that a large number of other
research questions have not yet been answered in connection with
communication in the MTCs. We found that in case discussions,
patients ask more questions than express emotions. The literature
suggests that asking questions satisfies the need for information and
improves adherence [29,52]. However, the extent to which this ac-
tually occurred in our sample was not investigated at this point.
Likewise, we did not investigate the extent, if any, to which ex-
pressed emotions influence treatment recommendations, which
may well be reasonable, as it is known from the literature that such
information is weighted less in case discussions [4-8].

Further research should investigate how patient-centered
healthcare providers communicate in case discussions that include
patient participation and how to facilitate it. Because contextual
factors seem to be the main determinant of the extent to which
patients obtain information during the MTCs, these aspects should
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be considered when enabling patients
centers.

to participate in cancer

4.2. Conclusion

When patients participate in case discussions in MTCs, health-
care providers should be clear in advance as to what role the patient
should take: should she or he be informed only about the diagnosis
and further treatment, or is there space for questions and emotions
in the MTC? If the patient is to take an active role for the purpose of
patient-centeredness, the results show initial indications of the
factors that facilitate patient involvement.

4.3. Practice implications

Cancer centers willing to allow patients to participate in the case
discussion in the MTC should define the patient’s role beforehand.
Therefore, they must create conditions to fulfill this role expectation;
for example, if patients should be active participants in the com-
munication, they should be encouraged in advance to bring a com-
panion. Since the number of health care providers and the seating
arrangement as contextual factors also seem to be related to com-
municative behavior, consideration should be given to which pro-
viders should be present at the meeting and whether there is a
possibility of having the meeting take place at a round table.
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1 | INTRODUCTION

After receiving a cancer diagnosis, patients must make complex and
far-reaching decisions together with various providers during the
course of multidisciplinary treatment. They often need to build re-
lationships with providers in the short term, which makes immediate
trust more important.>? Through relationship building, trust can
develop as an intermediate endpoint according to the six function
model of medical communication.®> When cancer patients feel that
they are listened to and that their emotions are acknowledged, they
are more likely to trust the provider. As a result they might have less
anxiety and experience more patient empowerment. They might be
more likely to accept treatment recommendations and less likely to
regret treatment decisions.*”” Trust has been shown to be stronger
among older and more highly educated cancer patients.”

Trust in providers can be improved through patient-centered
communication,® which includes asking content questions and
recognizing and responding to emotions.® Patients can express
negative emotions verbally and clearly (concerns) or through verbal
and nonverbal hints (cues).” Cancer patients tend to express their
concerns indirectly.” In responding to a patient's emotion, a provider
may explicitly or non-explicitly refer to the emotion and provide or
reduce space for the patient's further expression.'® As a number of
studies have shown, cancer patients and oncologists agree that pa-
tients' emotions should be addressed by responses that are empathic,
exploratory, and acknowledging.'**?

When considering patient cues, a distinction can be made be-
tween informative cues (indicating information needs) and emotional
cues (indicating emotional support).*® In initial consultations for
oncology outpatients providers tended to respond more to infor-
mational cues than to emotional cues.'® Other studies report, that
oncologists responded empathically to emotional expressions only
sometimes (29%)'* and emotional cues from patients resulted in
space-providing responses at a rate of 58%-77%.2>1¢ A study of
pediatric cancer consultations found that 85% of responses were
non-explicit with regard to addressing emotions. Backchanneling,
which provides space for the patient to say more through using a

minimal prompt, was the most common non-explicit, space-providing

Results: We analyzed 82 case discussions (77 breast, 5 breast and gynecological
cancer patients). Providers asked a total of 646 questions, of which 86% were polar
(yes/no). Providers gave 303 responses to a total of 230 emotional expressions by
patients. Non-explicit responses were associated with more trust when they were
space-providing, but with less trust when space-reducing.

Conclusions: The frequency of providers' closed questions and space-reducing re-
sponses to emotions shows that patient-centered communication rarely takes place

in MTCs with patient participation.

breast cancer, cancer, gynecological cancer, multidisciplinary tumor board, multidisciplinary
tumor conference, oncology, patient-centered communication, trust

response (32%), while informational advice was the most common
non-explicit, space-reducing response (28%).*’

The communication process between providers and patients is
reciprocal; it is influenced by the patients' and providers' character-
istics and by external factors, such as the setting.*® A multidisciplinary
tumor conference (MTC) is an internationally well-established specific
setting for medical encounter.'? Usually, there is a regular discussion
of a cancer patient's diagnosis and therapy, involving various pro-
fessions, in which treatment recommendations are decided upon.20
Decision making can be complicated when patient-centered informa-
tion is lacking.2*?2 However, there are approaches that allow patients
to participate in the MTC, what is practised in some cancer centers in
North Rhine-Westphalia, Germany, where 5%-7% of breast cancer
patients participate in their case discussions.?%?3?* Initial findings
show that participation is implemented in different ways.?> There is
still no clear evidence regarding the advantages and disadvantages of
patient participation, both for providers and patients. On the one hand,
participation may allow patients to be better informed. On the other
hand, if patients are overloaded with medical information, they may
react emotionally, which could disrupt the provider-patient relation-
ship.2¢=28 Providers object that patient participation requires more
time and adjusted professional language.?®?® Patients who partici-
pated in case discussions found them mostly helpful and informa-
tive2*2? but also reported difficult situations and negative emotional
reactions.2* We have reported elsewhere on the expression of nega-
tive emotions of patients in MTCs.%° However, it has not yet been
investigated how providers respond to patients' emotions in MTCs.

1.1 | Research question

There are currently few reports of patient participation in MTCs in
Germany, however in some cancer centers it appears to be an
established practice and in others it occurs as an exemption (e.g. due
to the patient's wish). Therefore, to date, there are no recommen-
dations on how MTCs with patient participation should be designed.
One goal of our study is to contribute to this through our results.

Since up to now in Germany only breast cancer patients and to a
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lesser extent gynecological cancer patients are known to participate
in MTCs in some cancer centers, we are investigating this phenom-
enon in this patient population. Participation in one's own care is part
of patient-centeredness.®! Some patients are given the opportunity
to participate in their own case discussion in the MTC, but it is so far
unclear whether providers in MTCs communicate in a patient-
centered way (respond to emotions and ask questions, which may
differ in form and function®?) or whether through their communica-
tion the function of relationship building is fulfilled, which would be
associated with patient trust as an intermediate endpoint.® This study
aimed to fill this research gap and generate findings regarding
communication in MTCs with patient participation. Answers to the
following research questions were sought: (a) To what extent do
providers ask questions to breast and gynecological cancer patients
during their case discussions in MTCs? (b) How do providers respond
to patients' expressions of negative emotions during case discus-
sions? (c) Which patient- and context-related characteristics and
responses determine patients' trust in the treatment team after the

case discussion?

2 | METHODS

2.1 | Study design and sample

This analysis is part of the German multicenter, non-interventional
study ‘Patient involvement in multidisciplinary tumor conferences
in breast cancer care’ (PINTU).2® Data were collected between
November 2018 and February 2020. We used a PINTU subsample of
case discussions with patient participation in three breast and gy-
necological cancer centers. Patients who were diagnosed with breast
and/or gynecological cancer (ICD codes: C50. xx-C58. xx, DO5. xx-
DO07. xx) and who took part in their case discussion in an MTC
were recruited by medical staff on the wards. Participants provided
written informed consent. Two researchers at a time conducted
passive participatory observation during the MTCs. Field notes
included the duration of the case discussion, the seating arrange-
ment, and the number of providers present. Audio recording of the
case discussions were transcribed verbatim and anonymized. Pa-
tients were asked to complete questionnaires: before the MTC (TO),
immediately after the MTC (T1), and 4 weeks after the MTC (T2). The
data was analyzed quantitatively by including survey data, coded
audio data and coded observation data.

2.2 | Instruments

We included data from TO and T1. The patients' sociodemographic
data included age, having children, and level of education. Patients'
trust in the treatment team was assessed using a subscale of the
psychosocial care by physicians-index.3* This subscale uses five items
to measure different aspects of trusting physician-patient in-
teractions (e.g. ‘I completely trusted my physicians’). The terms

‘physicians’ and ‘hospital’ were replaced by ‘treatment team’ and
‘cancer center.’ Four answer categories were given, ranging from
totally disagree to totally agree. Information regarding the cancer
entity (breast and/or gynecological) and Union Internationale Contre
le Cancer (UICC) staging was obtained from the case discussion and/
or tumor documentation.

2.3 | Data analysis

Four researchers coded the providers' questions to patients and their
responses to cues/concerns expressed by patients and their com-
panions. All recordings were double coded. The questions and re-
sponses identified were discussed and agreed upon in regular
consultations within the research team. We calculated the mean
amount, and the mean amount per subcategory of provider questions

and responses, as recorded by the two coders.

2.3.1 | Questions from providers

Providers' questions were coded by question type (e.g., polar [yes/no]
question, content question) and function (e.g., request for informa-
tion, request for confirmation), following Stivers and Enfield.®? This
classification is shown in the Results section (see 3.2 Questions), with

explanation and examples.

2.3.2 | Providers' responses to emotional
expressions from patients and companions

To capture providers' responses to negative emotions expressed by
patients and their companions, we used the validated Verona Coding
Definitions of Emotional Sequences to code providers' responses
(VR-CoDES-P).*2 The coding of a provider response is dependent on
coding of the patient's expression of cues/concerns. The provider's
response can refer to the cue/concern either explicitly or non-
explicitly; the response can be either space-reducing or space-
providing. This categorization can be further subdivided into 17
subcategories. Four coders worked independently in two teams using
the German translation of VR-CoDES-P.° We calculated interrater
reliability, based on Cohen's Kappa, for a random sample of ten case
discussions (63 responses); agreement was substantial (Cohens
Kappa: 0.75).

2.3.3 | Statistical analyses

Descriptive statistics were used to report sociodemographic and
clinical data, the settings of the MTCs, and the communication
behavior of the providers.’® We performed a multiple linear regres-
sion analysis, with trust in the treatment team as the dependent
variable, to explore associations between patient- and context-
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related characteristics and providers' communication. IBM SPSS
statistics version 27 was used for the analysis.

The selection of patient characteristics as independent variables
was based on literature as trust is higher among older and more
educated cancer patients®; age and educational level were included.
Context-related characteristics were acquired from field notes; they
included round table as seating arrangement and the average number
of providers present as we assumed that these variables could have an
impact on trust. Providers' responses (by function and explicitness,
mean amount for each) served as independent variables. Multi-
collinearity of the independent variables was checked by calculating
the Variance Inflation Factor. A Durbin-Watson statistic was used to

assess autocorrelation.

3 | RESULTS

3.1 | Sample description

Ninety-five patients from three centers (four hospitals) participated.
Audio data from case discussions were available for 82 patients. A
total of 39 (48%) patients were accompanied, and 43 (52%) were not.
Table 1 presents the patients' characteristics.

3.1.1 | Case discussions in the MTCs

We analyzed 82 case discussions. The seating arrangements for the
MTCs were theater-style (n = 5), U-shaped (n = 17), and round table
(n = 60). Individual case discussions lasted an average of 07:26 min
(range: 01:25-20:54 min). An average of eight providers (range:
3-19) were present. The following professionals were mostly rep-
resented: Oncologist, gynecologist, radiologist, radiation therapist,

pathologist, psychooncologyist, breast care nurse.

3.2 | Questions

Providers asked patients a total of 646 questions. On average, each
case discussion contained eight questions (range: 1-27; median: 7;
Table 2).

3.3 | Responses

We identified 303 responses from providers (average: 3.7 per case;
range: 0-29) to 230 cues/concerns from patients (Table 3).

3.4 | Multivariate analyses

Table 4 shows the results of multiple linear regression analysis with
the dependent variable trust in the treatment team. No significant

TABLE 1 Patient characteristics (n = 82)

N %
Age (years) 59 (11.2)
Mean (SD)
Children
Yes 61 74.4
No 15 18.3
Missing 6 7.3
Highest education level achieved
No lower secondary school education 1 1.2
Lower secondary school education 18 22.0
Intermediate secondary school education 23 28.0
University entrance certificate 32 39.0
Other 1 1.2
Missing 7 8.5
Cancer entity
Breast cancer 77 93.9
Breast and gynecological cancer 5 6.1
UICC stage
0 10 12.2
| 38 46.3
Il 16 19.5
1] 3 3.7
v 10 12.2
Missing 5 6.1

Note: Due to rounding, percentages might not total exactly 100%.
Abbreviation: UICC, Union Internationale Contre le Cancer.

results were found at the patient level or for contextual factors.
Significant associations were found in connection with non-explicit,
space-reducing (beta = —0.372; p = 0.013), explicit, space-providing
(beta = —0.361; p = 0.021), and non-explicit, space-providing
(beta = 0.419; p = 0.008) responses.

4 | DISCUSSION

This study inquired into providers' communication behavior in MTCs
with patient participation and its possible association with patients'
trust in the treatment team after the MTC. We analyzed case dis-
cussions with participating patients at breast and gynecological
cancer centers. We described providers' questions to patients and
their responses to expressions of negative emotions by patients. We
found that content questions were rarely addressed to patients. The
potential of patient participation, namely to not only let the patient
participate in their own care, but to actively involve the patient with

patient-centered communication techniques (e.g. active listening,
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TABLE 2 Questions from providers in case discussions (n = 82)
N (%)

Question type and Polar question 553 (85.6%)

definition .
two answers are possible

Content question 58 (9%)

Q-word'question
(‘Wh’ question)

Alternative question 12 (1.9%)

Including a limited number of
alternative answers
in the question

Multi-question 23 (3.6%)

More than one question in a turn

Total number of questions from providers 646 (100%)

Social action of Rhetorical 219 (33.8%)

the question
q Questions that do not require

an answer

Request for information 204 (31.6%)

Questions for information

Request confirmation 202 (31.3%)

Questions that
require confirmation

Other initiation of repair 13 (2%)

Questions inviting repair,
including repair initiators
(e.g., ‘Huh?)

Suggestion 8 (1.2%)

Questions that suggest
or propose something

Assessment 1 (0.2%)

Evaluations that
were formatted
to seek agreement

Total number of questions from providers 646 (100%)

Example

S2: And you've already had the follow-up here today? (518)

S1: What//do you do for a living?//(639)

Sé6: Do you want to come see us or do you want to go
somewhere else? (420)

S2: (Mumbling) yes, a relatively small tumor. Right? | wanted
to ask again why Ms. (name) sent you for
the mammogram?//Was that, like/automatic. (516)

S1: Right? And also, a mammogram, the first mammogram on
the affected side, makes sense AT THE EARLIEST
six months after the/, um, end of treatment, right? (501)

S4: Who is your gynecologist? (636)

S7: We usually start four to six weeks after surgery. We need
a little time, including for planning. That is, you live in
(name of town)? (545)

S5: What about therapy, when does it start or what does it
even look like, then?

(53: Radiotherapy?) (567)

S2: Would you like to drink something? Some water? (640)

S2: Yes, yes. () basically, it's all very small and, and very/extremely
advantageous. But nevertheless (beep), you, of course, take a look,
right? Young, () (?other situation), (=) what else can we gain in
terms of knowledge in order to determine that it really/that we
can really sit back and relax? (645)

Note: Due to rounding, the numbers may not add up precisely to the totals; percentages may not total exactly 100%.

open questions), is therefore not being realised. We showed that
response types were associated with patients' trust in the treatment
team after the MTC. If providers responded to emotions in a non-
explicit, space-providing manner, patients reported higher trust in
the treatment team. Non-explicit, space-reducing and explicit, space-
providing responses were associated with lower levels of trust.

The majority of providers' questions were rhetorical, followed
by questions that requested information or confirmation. Because
rhetorical questions do not require a response, and confirmation
questions simply indicate agreement or disagreement,*? the ma-
jority of questions did not serve to actively involve the patient. The

most frequent responses to patients' expressions of negative
emotions were space-reducing, which contrasts with other studies
in  which 58%-77%

15-17

of providers' responses were space-

providing. Space-reducing responses invited patients to
participate less. A provider may have the perspective that treat-
ment recommendations should not be influenced by patient emo-
tions. However, the MTC is also seen as a venue for providers to
address patient emotions.?® Perhaps providers mitigate the disad-
vantage they perceive in patient participation (in terms of addi-
tional time commitment) by asking and answering questions in a

way that does not encourage it.24?® In terms of subcategories, our
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TABLE 3 Distribution of providers' responses to patients' expressions of negative emotions (n = 230) in MTCs (n = 82), and examples of
the most frequent subcategories of responses, based on VR-CoDES-P,*° Patient (PA), Provider (PR)

Distribution of responses

Responses, N (%) Space-providing

Explicit 24 (7.9%)
Non-explicit 85 (27.9%)
Total 108 (35.7%)

Most frequent subcategories and responses

Space-reducing Total
88 (28.9%) 112 (36.9%)
107 (35.2%) 191 (63.1%)

195 (64.3%) 303 (100%)

Type of response Example

PA: What is the general prognosis? (--) What will it look like, (=), um, (=) let's say, in terms of

my ability to work?

Explicit, space-providing
(content exploration)

PR: What do//you//do? (639)

PA: But I'm not through with this issue. Well, to me, it's still an issue where | think, maybe

it's better to do it, after all. Yes.

Explicit, space-reducing
(information advice)

PR: You can take as much time as you'd like to think about that. Because there's even evidence
of a (xxx xxxx, #00:02:03-5#) gene mutation, no STRICT recommendation, and nobody

says: ‘Oh, but you have to do that, otherwise you'll get something again.’ Then, I'd say,
definitely schedule an appointment for a consultation. (544)

PA: I'd be more worried about RADIOTHERAPY. That this, um/(—) | mean, you read that, well,
everything is available online now, and it can do this and that. | do already

have this breast tumor.

Non-explicit, space-providing (PR: Mhm.) (742)

(backchannel)

PA: Sure. (Laughs) and this hormone treatment, it has, um, no really major side effects?

Non-explicit, space-reducing
(information advice)

PR: Well, you'll get a medication, you're to receive a so-called aromatase inhibitor... (526)

Note: Due to rounding, numbers presented may not add up precisely to the totals provided.

results are similar to those of other studies that analyzed
communication in oncology settings beyond the MTC. Answers
gave information rather than addressing emotions.>> The provision
of clinical information by the provider may be the basis for
emotional comfort in oncology care®® The proportion of
information-advising responses was found to be similar in pediatric
oncology settings; backchanneling was identified as the most
common non-explicit, space-providing response.t’”

No significant associations were found between trust in the
treatment team and patient characteristics, unlike other studies
reporting stronger trust among older and more highly educated
cancer patients.> No significant associations were found between
trust in the treatment team and contextual factors either. In contrast,
several significant associations were found for responses to cues/
concerns: The finding that patients reported less trust with more
explicit, space-providing responses may be surprising; however, it can
be explained by the most frequent subcategory. The most common
explicit, space-providing response was further content exploration.
An important prerequisite for a trustful provider-patient relationship
is the provider's familiarity with the individual case.'? Less trust

might result from exploration during the MTC, a venue in which

decisions about further treatment are made, because patients might
believe that the provider is not sufficiently familiar with their case.
The lower trust with more explicit and space-providing responses
could also occur in more complex cases where patients express
stronger emotions. In these situations, trust could be lower for other
reasons and providers could explore the emotions more openly to
manage the complexity of the situation.

We found further significant associations: While non-explicit,
space-reducing responses were associated with less trust in the
treatment team, non-explicit, space-providing responses were asso-
ciated with more trust in the treatment team. The most common
space-reducing response was providing information, both explicitly
and non-explicitly. This result may be an indication that information
by the provider, which can be the basis for a trusting relationship,
must be considered in a differentiated way. Providing information in
response to a cue/concern had no significant association with trust
in the treatment team. In fact, providing general information in
response to an expression of negative emotion was associated with
less trust in the treatment team among patients in our study. Back-
channeling as active listening technique, which shows the patients
they are being listened to,3” was most frequent in non-explicit, space-
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TABLE 4 Multiple linear regression modeling using trust in the treatment team as the dependent variable; standardized regression

coefficients (beta), p-values (p) and 95% confidence interval (Cl)

Trust in the treatment team as a dependent variable

Variable Beta
Constant
Patient level
Age 0.106
Level of education 0.043

Contextual factors
Average number of providers present® 0.290
Seating arrangement round table
No
Yes 0.147

Number of responses from providers to cues/concerns

Non-explicit, space-reducing -0.372
Non-explicit, space-providing 0.419
Explicit, space-reducing -0.222
Explicit, space-providing -0.361
Adjusted R2 27.4%

2average number of providers present per MTC.

providing answers. Thus, our study reveals that active listening
techniques can engender more patient trust in providers.

41 | Study limitations

To the best of our knowledge, it is the first study to observe MTCs
with patient participation. However, the distribution of the variables
with regard to contextual factors is uneven because participation is
practiced in different ways across hospitals?® and the relatively small
number of cases confers low statistical power. Furthermore, our
sample was limited to patients with breast and gynecological cancer.
A larger sample and additional entities are necessary to examine
whether the associations found persist and/or whether further as-
sociations emerge. Before data collection, we visited the MTCs to
explain the observation method®® and mitigate potentially disruptive
factors related to the presence of observers and technical equipment.
Through regular observations, MTC members became familiar with
the presence of the observers. The observation is one of our study's
major strengths; it provides insights into the MTC that are not solely
from the participants' points of view. We used VR-CoDES-P° coding
for analysis, which is rooted in a patient-centered approach®’ and
achieved a substantial interrater reliability. In previous studies, data
were often collected from dyadic patient-provider conversations,*®
whereas we analyzed the communication between patients, their
companions and several providers. Therefore, we had to adapt the
VR-CoDES-P*° application accordingly. The coding system has been
developed for the sequential analysis of interactions. Due to the

p 95% ClI

0.000 2.989-6.638
0.396 -0.009-0.022
0.735 -0.170-0.240
0.209 -0.029-0.130
Ref

0.533 -0.510-0.974
0.013 —0.330--0.041
0.008 0.032-0.204
0.095 -0.253-0.021
0.021 —0.889--0.076

amount of observational data, we first considered the patients' ex-
pressions of emotions and the providers' responses to them indi-
vidually. The analysis of dyadic sequences could follow, based on the
separate analyses to analyze certain phenomena in depth dyadically.
In our survey, trust was measured with a four-point Likert scale
which we defined as a continuous variable for the statistical analysis,
although it can be critically discussed whether treating it as an
ordinally scaled variable could be more appropriate. We are unable
to draw conclusions about how trust evolves over the course of
treatment. However, we found significant associations between
providers' communicative behaviors during case discussions and pa-

tients' trust in the treatment team, despite a relatively small sample.

4.2 | Clinical implications

The aim of a case discussion in the MTC is to exchange much
complex information in a short time, primarily between the treat-
ment providers involved, in order to be able to make an evidence-
based treatment recommendation.’® However, biomedical aspects
remain in the foreground while psychosocial aspects receive less
attention.*® Providers could use the presence of patients to obtain
information about psychosocial aspects that could be important for
the recommendation and to build a trustful relationship. Our results
provide preliminary evidence about provider responses to expres-
sions of emotion that are relevant for relationship-building. There-
fore, we can give first recommendations with regard to
communication for providers enabling patients to participate in the
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MTC. Providers should be aware that patients are highly sensitive to
this conversational situation and should take patient-orientation
more into account. Hillen et al.? suspect that because oncology pa-
tients need to acquire trust in their providers quickly, they may have
fewer demands for communication. However, our study showed that
communicative behavior in the oncology team can be relevant for
the process of building a trustful relationship. Although a deeper
trustful relationship appears to be established only after repeated
interactions,? case discussion within the MTC seems to be an op-
portunity to build trust. Providers should obtain information about
the patient before a case discussion with patient participation, as
asking for it during the case discussion can damage trust. Since an
association was found between providers' responses to expressions
of emotion and patients' trust in the treatment team, providers
should consciously use conversational strategies such as back-
channeling. Our findings raise further research questions. First, the
role of the patient in the MTC should be clarified from the provider's
perspective. Our study showed that even short communication se-
quences with the patient in the MTC can be associated with patient's
trust. However, it is unclear which medical communication functions
(e.g. relationship-building, gathering information, providing informa-
tion, responding to emotions®) should be fulfilled in MTCs with patient
participation. There is a need to clarify questions such as whether the
patient should be given the opportunity to actively participate,
whether the situation should be used to build a trustful relationship,
and what factors can support patient-centered communication in
MTCs. It is also necessary to determine what expectations patients
have of participation in case discussions. Communication concepts that
meet expectations can be developed in cancer centers that want to
enable participation. Patients should then be informed about the
process and their role prior to participation.

5 | CONCLUSIONS

The frequency of closed questions and space-reducing responses to
expressions of emotion shows that patient-centered communication
rarely takes place in MTCs with patient participation. The question
here is whether a completely different form of MTC would be
required for patient participation. Patients' levels of trust in the
treatment team were dependent on how providers responded to
their expressions of emotions. Communication strategies (e.g., back-
channeling) can be applied in case discussions in MTCs with patient
participation to improve patients' trust in the treatment team.
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4. Discussion

The aim of this work was to gain insight into the communication and interaction in MTCs with
patient participation. For this purpose, opportunities and limitations of SDM from the HCP
perspective were presented on the one hand, and on the other hand, the communication was
examined based on observation, audio recordings, and survey data. Through this approach,
for the first time, the communication that takes place in the MTCs with patient participation

was captured.

This work is based on two models, the throughput model (Pfaff and Schrappe 2011), which
helps to classify the MTC as an object of study, and the six function model of medical
communication (Haes and Bensing 2009), which can be used in the study of communication
and the effectiveness of communication. The results showed that communication in case
discussions in MTC with patient participation appears to serve specific functions, namely
relationship building, information reception, information giving, decision making, and
responding to emotions, at least in a limited way. HCPs reported that implementing SDM as
part of person-centered communication in case discussions with patients in MTCs can be
difficult (Bohmeier et al. 2021). Furthermore, it was shown that person-centered
communication techniques tend to be used less in case discussions with patient participation
in MTCs (Schellenberger et al. 2022 b). Thus, the potential of patient participation in individual
case discussions to involve the patient actively is not realized. But this work has also shown
that the MTC seems to be a place where patients have the opportunity to ask questions and
express their emotions (Schellenberger et al. 2022 a). The communicative behavior of
patients and HCPs was associated to input and throughput factors on the one hand but also

to the outcome for patients on the other hand.

To date, it does not appear to be clarified which functions the communication with the patient
in the case discussion should serve. Since multiple HCPs are involved in MTCs
conversations, the functions should be important for the whole team to achieve the goals of
the communication together. If person-centered communication is to take place in case

discussions with patient participation, the question arises to what extent context factors, such
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as the seating arrangement or the number of HCPs present, can be adjusted accordingly to

facilitate person-centered communication and improve the outcome for the patient.

4.1 Limitations and Strengths

The present work has several limitations. First, all data are from a study examining MTCs in
the context of care for patients with breast and/or gynecologic cancers and included only
women, so these results cannot be generalized to other cancer entities or male patients with
breast cancer or other cancers. In addition, the patient perspective was not considered in this
work; i. e., it was not investigated which functions the communication in the MTC case
discussions should have from the patient perspective and how patients experienced the MTC
communication. Therefore, the object of investigation could not yet be fully covered. The
presence of observers and technical equipment for recording may have been potentially
confounding factors during data collection. To mitigate these, the research team visited
hospitals and MTCs to explain the observation method (Heath et al. 2010). In addition, MTC
members were familiarized with the presence of observers and technical equipment for
recording through regular observations over an extended period of time. However, the results
were generated by analyzing a variety of data—transcripts of HCP-interviews, observations,
transcripts of audio recordings, and questionnaire data. This mixed-methods approach, i. e.,
the combination of qualitative and quantitative research methods, allowed for a better
understanding of the object of study (O'Cathain et al. 2007). At the same time, the exploratory
approach of the study, which provides an unbiased insight into the subject, is a major

strength.

In addition, it is important to note that the data were collected in an environment that is
constantly changing and evolving. The HCP interviews took place in 2018, and observations
were conducted from 2018 until February 2020, so data collection was not affected by the
COVID-19 pandemic. In conversations during the project, HCPs expressed that the format of
the MTC changed with the onset of the pandemic: Patients initially did not participate at all,
and HCPs met via videoconference. The extent to which MTCs have changed overall as a
result of the pandemic, or how MTCs with patient participation currently proceed, is not

known.
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4.2 Implications

Implications for research: This work has used an exploratory approach to gain initial insights
into communication in MTCs with patient participation. A larger sample size and a study in
additional centers, also with other entities and male patients, would be necessary to
investigate whether the initial evidence of the found phenomena and associations persist

and/or whether additional associations emerge.

In particular, immediate and intermediate endpoints were examined using the six function
model of medical communication (Haes and Bensing 2009). In terms of endpoints and
functions, the model used offers many more opportunities to investigate the communication
in MTCs with patient participation further. By examining communication in detail, it became
apparent what functions case discussions with patient participation can serve in MTCs.
However, which functions of medical communication should be fulfilled in MTCs with patient
participation is still unclear. Only after clarifying which functions communication in MTCs
should (primarily) have, HCPs could be trained in the targeted use of conversational

techniques, and interventions could follow.

However, the model describes the functions more from the HCP perspective (Deledda et al.
2013). In research findings on the quality of communication from the patient perspective that
use this model as a basis, the functions of giving information and fostering relationship are
strongly represented (Bensing et al. 2013). Nevertheless, the extent to which medical
communication should serve the same functions for patients as it does for HCPs would first
need to be explored if the patient perspective is to be considered. It may be that the model

would need to be adapted accordingly.

Practical implications: The goal of an MTC case discussion is to exchange information
between the involved HCPs in order to make an evidence-based treatment recommendation.
When patients participate in the case discussion, communication inevitably changes. A
detailed look at the data helps provide initial recommendations about how to better achieve
potential goals of communication in MTCs with patient participation. This work shows that

patient participation in MTC case discussions can be beneficial because patients have the
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opportunity to ask questions, express emotions, and contribute their preferences. Thus,
HCPs could use patient presence to gather information as much as to build a trusting
relationship. If cancer centers want to allow patients to participate in case discussion in the
MTC, the goals of patient participation in case discussion should be clarified in advance, as

well as the functions of the communication.

The present work offers insights into HCPs' assessment of SDM, into patient characteristics
and context factors conducive to active patient participation, and into HCPs' responses to
patient emotions associated with trust in the treatment team. When cancer centers support
MTC patient participation, it should be considered that, in addition to context factors, HCPs’
communicative behavior may also contribute to achieving specific goals. For example, the
presence of a companion seems to support patients' active participation, as does the seating
arrangement or the number of HCPs present. Furthermore, HCPs could consciously use

conversational strategies such as backchanneling to strengthen the relationship.

In continuation, based on these results, research could develop a (communication) guide for
MTCs with patient participation in order to continue to improve the care of patients with

cancer.
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