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“It was not only the medicine in the bottle, or the pills in the box, that mattered, but 

the way the doctor gave them to his patient... by far the most frequently used drug in 

general practice was the doctor himself...” (Balint, 1955).1 

In recent decades, research has increasingly emphasized that the context in which 

medical treatment is administered, plays a major role in treatment effectiveness and 

patient outcomes.2-4 Healthcare providers’ communication is seen as an important part 

of this context.4 5 The way healthcare providers provide information, express empathy, 

and manage patients’ expectations can significantly impact patient outcomes. Provided 

medical information can contribute to patients understanding and decision making.6 

Expressed empathy can help patients alleviating the emotional impact of an illness 

and can contribute to a reduction in patients’ anxiety and uncertainty.7-10 Patients 

expectations of a treatment, such as a painkiller, can notably contribute the effectiveness 

of the treatment. Through communication (e.g. exploring existing expectations and 

providing new information), healthcare providers can manage patients’ expectations 

and optimize them wherever possible.11-14 Healthcare providers’ communication can 

thus make a significant contribution to optimizing patient care. It can enhance patients’ 

ability to cope with the illness6 and improve their perceived quality of life15, especially in 

patients with serious illnesses, such as cancer.16 17 

It is acknowledged that communication has also the power to harm patients.18-20 

Which specific communication patients perceive as harmful is not well understood 

yet. This is primarily a result of ethical constraints since, in research settings, patients 

cannot be intentionally harmed. What we do know so far, is that patients are regularly 

dissatisfied with communication. This dissatisfaction is evident in the number of 

healthcare complaints related to communication.21 Many of those complaints are 

related to a lack of tailored information and a lack of empathy.21 22 Furthermore, patients’ 

negative expectations can also negatively impact the effectiveness of medication and 

may potentially contribute to the occurrence of unnecessary side effects.23-26 Healthcare 

providers thus have an important role in preventing potential harm through their 

communication.

This dissertation aims to shed light on how healthcare providers’ communication 

could help and harm patients. In this first chapter, we provide a historical overview of 

two distinct research lines (the medical communication research line and the placebo 

research line) that have studied the communication between healthcare providers and 

patients. Secondly, based on these research lines, we will delineate three functions 

of communication (providing information, expressing empathy and managing 

expectations), through which healthcare providers’ communication can either help or 

harm patients. Then we will explicitly outline the research questions for each of the 

following chapters. See Figure 1 for the dissertation outline. 
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Figure 1. Dissertation outline

TWO PERSPECTIVES 

The interaction between healthcare providers and patients has been studied extensively 

by two distinct research lines: the medical communication research line and the placebo 

research line. Both of these research lines have explored healthcare provider-patient 

communication from different perspectives, which we will elaborate on. 

MEDICAL COMMUNICATION RESEARCH LINE

Historically, medical communication has been more commonly regarded as an art 

rather than a science.27 Due to a lack of operationalization capacity and evidence base, 

medical communication was perceived as a soft skill (i.e. a skill someone inherently 

possesses or not) rather than a hard skill (i.e. a skill that can be learned). As a result, 

for a long time communication was not integrated into medical education.27 Student 

doctors were advised to develop their own communication style by practicing and 

observing their mentors. From the second half of the 20th century onward, research 

into medical communication increased. Two research methodologies, specifically 

the Roter Interactional Analysis System (RIAS)28 29 and Randomized Controlled Trials 

(RCTs)30, played a role in fostering this expansion of medical communication research. 

With the RIAS method, healthcare provider-patient conversations were recorded (either 

in video or audio format), and each utterance was coded and categorized, resulting 
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in communication becoming measurable. This method increased the reliability and 

validity of communication research and illustrated how healthcare provider-patient 

communication took place in clinical practice and what functions communication 

could have. RCTs are experimental research designs in which participants are randomly 

allocated to different groups (groups with a specific intervention or a control group). 

RCTs constitute a robust design for investigating causal relationships and assessing the 

effectiveness of an intervention. This method allowed for the examination of whether 

specific communication interventions could contribute to better care for patients.6

In the subsequent years, research into medical communication increased,31 and 

various new models were developed to describe the aims and functions of medical 

communication.8 32-35 In 2009, de Haes and Bensing6 compared the four most utilized 

models and integrated those into a ‘six-function model of medical communication’ (see 

Figure 2 – part A). 

Figure 2. Models explaining the functions of medical communication

part A* part B

(1) Three 
function 
model
Bird & 
Cohen-
Cole32

(2) Three 
function model 
Lazare et. al.33

(3) Model 
of medical 
communication 
functions
de Haes & 
Teunissen34

Smets, et. al.35

(4) Framework 
for patient 
centered 
communication 
Epstein & Street8

Six function 
model of medical 
communication**
De Haes & Bensing6

This dissertation:
Three functions of 
communication 
through which 
communication 
can help/harm.

Data 
gathering

Determine and 
monitor the 
nature of the 
problem

Information 
exchange: 
gathering 
and giving 
information

Information 
exchange

Gathering 
information

1 Providing 
Information

Providing 
information

Decision making Making decisions Decision making

Educating 
patients

Carry out 
education and 
implementation 
of treatment 
plans

Enabling disease & 
treatment related 
behavior

Develop, 
maintain & 
conclude the 
relationship

Relationship 
building

Fostering 
relationships

Fostering the 
relationship(s)

2 Expressing 
Empathy

Responding 
to emotions

Responding to 
emotions

Managing 
uncertainty

From placebo 
research:
3 Managing 
Expectations

* This figure is derived and adapted from de Haes and Bensing 2009: De Haes, H., & Bensing, J. (2009). Endpoints in medical 
communication research, proposing a framework of functions and outcomes. Patient education and counseling, 74(3), 287-
294.
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De Haes and Bensing described six functions of medical communication. As the first 

two functions, they distinguish between gathering and providing information. From 

the healthcare providers’ perspective, it is crucial to obtain information from patients 

regarding symptoms, experiences, and expectations to formulate a precise diagnosis 

and treatment plan.32 The third function is decision making. The healthcare provider 

must present the available treatment options, after which a choice will need to be made. 

The fourth function of medical communication is described as enabling disease and 

treatment related behavior. This indicates that patients can be encouraged to actively 

contribute to the enhancement of their recovery or the prevention of decline in health 

through their own behaviors.6 The last two functions de Haes and Bensing described 

were fostering the relationship(s) and responding to emotions. From the moment a pa-

tient receives a diagnosis and comes into contact with a healthcare provider, they en-

ter into a relationship together. This relationship is important because there must be a 

mutual trust between the healthcare provider and the patient to provide and receive 

optimal care.36 Having a disease can evoke emotions in patients, such as sadness, anxi-

ety, and anger. Healthcare providers have to deal with these emotions in the conversa-

tion with a patient. In this dissertation, we examine the six functions described by de 

Haes and Bensing6 from a broader perspective, distilling them into two main functions 

of medical communication, based on patients’ dual need. 

PATIENTS DUAL NEED

We can align the six function model of medical communication with the theoretical 

framework of Engel37, who divided the needs of patients into two distinct categories: 

the need to know and understand, and the need to feel known and understood.37-39 The 

need to know and understand is a cognitive need for medical information, for example 

about the disease and available treatment options. Examining the six functions of 

medical communication, the functions gathering/providing information, decision 

making and enabling disease and treatment related behavior align with this patient’ 

cognitive need for information. Patients require accurate and tailored information to 

make well-informed decisions about their treatment and to optimize the treatment 

process. The need to feel known and understood is described as a more emotional 

need for empathy, emotional support and being seen as a person instead of an disease. 

The functions fostering the relationship(s) and responding to emotions contribute to 

satisfying this patient emotional need. These dual needs can be distinguished but are 

also interconnected. For instance, acquiring information can influence emotions, and 

the intensity of emotions can, in turn, impact the assimilation of information. So, taking 

a broader perspective, literature from the medical communication research line has 

acknowledged that the communication of healthcare providers serves crucial functions 

in (1) providing patients with information and (2) offering acknowledgment for the 
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emotional impact of the illness (in this dissertation referred to as expressing empathy). 

The placebo research line approached medical communication from a different 

perspective and identified another valuable function of communication: managing 

patients’ expectations (see Figure 2 – part B).

PLACEBO RESEARCH LINE

While the research line of medical communication started by studying the functions of 

communication and the impact of communication on patient outcomes, the research 

line on placebo effects explained health effects that did not arise from prescribed 

treatments, described as placebo effects (Latin: “I shall please”).40 This research line 

also has its origins in the development of the RCTs. Through this research method, the 

effectiveness of treatments, such as medication, could be systematically investigated.41 

In RCTs, the intervention group received the ‘real’ medication, while the control group 

received a ‘fake pill,’ also called a placebo pill.42 The primary objective of these studies 

was to demonstrate the effectiveness of the ‘real’ medication. Researchers initially aimed 

to observe a decrease in symptoms within the intervention group, contrasting with no 

change in the control group. The researchers were less satisfied when symptoms in the 

control group also decreased, indicating a placebo effect.41 Initially, placebo effects were 

regarded as undesirable effects. However, there were also researchers who sought to 

illuminate it from a different perspective: if the effects cannot be attributed to an active 

substance in medication, which mechanisms can then explain these effects? Extensive 

research into the mechanisms behind placebo effects followed.43-47 The patient’s 

expectations of the treatment (conscious or unconscious) were identified as a critical 

mechanism in elucidating placebo effects: expecting that a treatment will be effective 

can indeed produce a positive effect.42 48 49 The opposite effect, known as the nocebo 

effect (Latin: “I shall harm”), can also occur. Nocebo effects can arise when negative 

expectations significantly worsen treatment outcomes and are often associated with 

increased side effects.26 50 The impact of patients’ expectations on treatment outcomes 

were demonstrated not only in placebo/nocebo research (with a fake pill), but it was 

also shown that expectations have an extra add on effects of ‘real treatments,’ such as 

painkillers.51 52 In this dissertation we define placebo and nocebo effects as the changes 

in patient outcomes that can be explained by the expectations someone has about the 

treatment.

EXPECTANCY LEARNING MECHANISMS

Patients’ expectations about a treatment, conscious or unconscious, can arise from 

learning experiences, shaped by: personal experiences from the past (conditioning), 

observing experiences of others (observational learning), and information provided by 

doctors, nurses, or other medical staff (instructional learning). 
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Patients all have personal previous experiences that can influence their expectations of 

treatment.53-56 A previous positive experience with, for example, a particular context (e.g. 

shape, scent, color, or taste) of a treatment, can contribute to creating the expectation 

that a new treatment will be effective.57-60 When conditioning-based learning occurs, an 

association is established between a neutral stimulus (e.g. color) and a treatment (e.g. 

painkiller). This conditioning mechanism has been shown to be potentially very powerful, 

for instance, in dosage reduction.61 62 The opposite can also occur, such as when an 

association is established between a neutral stimulus and side effects.63 For example, in 

patients undergoing chemotherapy, they may experience nausea as soon as they enter the 

hospital (neutral stimulus), even before the chemotherapy is administered.64 Observing 

or hearing about medical experiences of others can also influence the expectations of the 

patient.65 66 Studies found that the observation of individuals perceiving a specific stimulus 

as non-painful, created an expectation that subsequently led to the perceived reduction 

of the stimulus’s painfulness, regardless of the actual intensity of pain associated with 

it.67 The patient thus brings their own unique expectations (formed through personal 

experiences or experiences of others) to the consultation with the healthcare provider. 

However, new expectations can also arise during the interaction with the healthcare 

provider, for instance, through information provided by the healthcare provider, 

commonly referred to as verbal suggestions.26 68 Studies demonstrated that healthcare 

providers’ verbally expressed expectations can contribute to patients’ expectations about 

a treatment, and subsequently, to the effectiveness of the intervention.11 69 In conclusion, 

literature from the placebo research line acknowledged that healthcare providers play 

a crucial role in managing patients’ expectations through their communication, thereby 

improving patient outcomes.26 68 In this dissertation, we therefore incorporate managing 

patients’ expectations as an essential function of optimal medical communication (see 

Figure 2 – part B). 

THREE FUNCTIONS OF MEDICAL COMMUNICATION 

Considering the literature from both research lines, we posit that healthcare providers’ 

communication has three overarching functions that can contribute to enhancing patient 

care: 1) providing information, 2) expressing empathy and 3) managing expectations. 

We will delineate the current understanding of how healthcare providers, through these 

functions, can either help or unintentionally harm patients, as well as identify existing 

research gaps.
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1 PROVIDING INFORMATION

The cognitive need of patients for medical information is also described as their need 

to know and understand.37 39 Patients require accurate information to comprehend 

their disease, cope with the consequences, understand the treatment options, and 

make well-informed decisions.6 However, the information needs vary among patients. 

Some patients seek more control and want all available information.20 Others become 

overwhelmed with too much information and prefer the healthcare provider to make 

a preselection.70 71 In the decision-making process, informing patients is also crucial. 

While in the past, it was implicit that the physician made the medical decisions, there is 

currently a strive for a more shared decision-making process, involving both the physician 

and the patient.72 Shared decision-making can positively contribute to patient trust in 

the medical decision, treatment adherence, satisfaction, perceived quality of life, and 

the reduction of anxiety symptoms.73 74 When patients become seriously ill, information 

may become even more crucial, treatment choices more impactful, and questions may 

arise, such as “what is my life-expectancy?”.75 Most research has been conducted on 

patients’ preferences in helpful information provision and decision-making, however 

less is known about which communication patients specifically perceive as harmful. We 

might expect that the opposite of helpful communication (e.g. lack of shared decision 

making) could be perceived as harmful. However, we do not have conclusive literature 

on this yet, so we aim to explore this aspect in this dissertation.

2 EXPRESSING EMPATHY

A healthcare provider is often the messenger of news that can have a significant impact 

on patients, with emotions as anxiety, sadness, and anger as result.76 Especially when 

patients receive a diagnosis of a serious illness, such as cancer, we know that the 

emotional impact is enormous, affecting the patients loved ones as well.77 78 Healthcare 

providers play a crucial role here in acknowledging this emotional impact, as patients 

need to feel known and understood.37 39 Neglecting these emotions can potentially 

intensify them and might also impede other conversational goals, such as information 

exchange and decision-making.32 Intense emotions, for example, can lead to difficulties 

in recalling information.79-81 The existing literature lacks uniformity in terminology 

regarding the communication behaviors for fulfilling patients need to feel known. 

Communication behaviors that are mentioned in literature are a warm and friendly 

attitude, sympathy, compassion and empathy. 82 To enhance clarity, we will use the 

term empathy and proceed to elaborate on its intended meaning. For defining empathy, 

we align with the definition provided by Mercer and Reynolds83, who have extensively 

elaborated on the construct of empathy in medical conversations: “Empathy involves 

an ability to; (a) understand the patient’s situation, perspective and feelings (and their 

attached meanings); (b) to communicate that understanding and check its accuracy; 
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and, (c) to act on that understanding with the patient in a helpful (therapeutic) way.”83 

Researchers generally agree that in medical encounters, empathy is deemed ineffective 

without the ‘action component’ (i.e. actually acting upon the understanding for the 

patient).83 84 This action component can be fulfilled via communication of the healthcare 

provider. Both nonverbal and verbal empathic communication behaviors can positively 

impact patient outcomes: reduced negative emotions, increase satisfaction, less side-

effects and a better provider-patient relationship.85-87 While empathy is often used 

as an umbrella term, specific empathic behaviors that can contribute to improved 

patient outcomes include: actively listening to concerns, focusing on the whole person, 

taking time, being available, maintaining eye contact, sitting instead of standing, and 

responding to emotions.88-91 The majority of studies investigating the impact of empathy 

have focused on how empathy can improve patients’ emotional need. Experimental 

studies have recently indicated that empathy may also affect cognitive needs, such as 

the recall of information.7 92 93 Nevertheless, this effect has not yet been demonstrated 

in a clinical setting. Therefore, an objective of this dissertation is to explore the effect 

of empathy on information recall in clinical practice. Furthermore this dissertation 

explores the extent to which a lack of empathy is considered harmful. 

3 MANAGING EXPECTATIONS

The potential effectiveness of a treatment is significantly influenced by patients’ 

expectations, and healthcare providers play a crucial role in managing these 

expectations.11 12 69 Hence, it is essential for healthcare providers to thoroughly understand 

and explore the expectations of their patients, and to choose their words carefully when 

conveying new expectations.94 95 Different strategies to optimize placebo effects and 

minimize nocebo effects through communication can be distinguished: 1) explore about 

existing expectations and respond accordingly; 2) optimize treatment information to 

optimize positive expectations; 3) choose words carefully when discussing side effects; 

and 4) provide patients with explanations about the mechanisms behind placebo and 

nocebo effects.12 94-97 A first step to optimize patient expectations is to explore about 

patients’ existing expectations.12 This exploration may reveal, for example, that the 

patient is very anxious about experiencing side effects. In response, the healthcare 

provider can adjust their communication to address these expectations—redirecting 

them where possible or reassuring the patient.96 97 Secondly, a straightforward strategy to 

improve the patient new expectations via healthcare providers communication involves 

optimizing treatment information through clear verbal instructions: explaining the 

mechanism of treatment, and specifying the intended effect. This strategy has already 

been effectively demonstrated in various experimental and clinical studies (e.g. reduced 

pain after surgery).98-100 Thirdly, it may be important to carefully address the discussion 

of potential side effects to diminish the occurrence of nocebo effects in medication or 
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medical procedures.23 24 For instance, providing comforting communication (e.g. “I will 

numb this place on your arm, ensuring your comfort during the procedure”101) during 

the administration of a local anesthetic injection, rather than emphasizing the painful 

aspects of the procedure, can result in a decrease in reported pain.101 The fourth strategy 

is explaining patients about placebo and nocebo mechanisms.94-96 From studies on 

open-label placebos (where individuals are aware that they were prescribed a placebo), 

we know that providing explanations about the mechanisms of placebo effects can 

contribute to positive expectations and, consequently, positive health effects.102 103 

Researchers reached a consensus that we should also apply this mechanism in regular 

treatments.94 95 104 On the other side, explaining the mechanisms of nocebo effects can 

be employed as a way to reduce nocebo effects.105 For example, a study with patients 

who had discontinued their Statin treatment due to side effects showed that half of the 

patients successfully resume treatment when it became clear that these side effects 

were partly attributable to nocebo effects.106 There is ample evidence that managing 

and optimizing expectations through these strategies can contribute to better care for 

patients. However, researchers agree that these communication strategies are currently 

underutilized, and that healthcare providers should preferably be trained to address 

placebo and nocebo effects via their communication.95 Additionally, it is still unclear 

if and how healthcare providers manage patients’ expectations when discussing 

prognosis, treatment outcomes, and side effects with patients facing advanced cancer. 

This dissertation aims to address these questions by developing a communication 

training for healthcare providers and exploring the use of expectations in the clinical 

setting of advanced cancer. 

AIMS OF THIS DISSERTATION

This dissertation aims to shed light on how healthcare providers’ communication could 

help and harm patients. We will illuminate the critical role of healthcare providers’ 

communication in providing information, expressing empathy, and managing 

expectations. In the initial chapters of this dissertation, we specifically focus on 

communication with patients with a serious illness, specifically cancer. This emphasis 

stems from the heightened impact of emotions, such as anxiety and uncertainty, in 

the context of serious illness, where information and decisions bear even greater 

significance. Optimal communication therefore is of even greater importance in cancer 

care. Therefore we aim to delve deeper into understanding how communication in 

oncological settings can be both helpful and harmful for patients. First we will examine 

how empathy and expectations are currently used in clinical setting (chapter 2). Then we 

will focus more specifically on exploring the effect of empathic communication behavior 
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on cancer patients’ recall in clinical practice (chapter 3). We will investigate whether this 

effect could be mediated by a decrease in patients’ anxiety. In the next two chapters, 

we will navigate into the realm of the yet-to-be-explored ‘harmful communication’ part. 

Through both an survey study on the perspectives of cancer patients (chapter 4) and a 

systematic literature review (chapter 5), we will investigate what is perceived as harmful 

communication in cancer care. Subsequently, it is crucial to connect these findings 

to clinical practice because healthcare providers need to learn which communication 

is best to use and which to avoid. Researchers agree that, right now, not enough of 

these communication strategies are being utilized in clinical practice.94 95 The goal of 

this dissertation, therefore, is not only to explore communication strategies but also 

to develop and evaluate a training that can help healthcare providers communicate 

optimally with their patients. In chapter 6 we will describe the development and 

evaluation of a communication training (using an e-learning and virtual reality) for 

healthcare providers in regular care. In chapter 7, we present a summary of the main 

findings in this dissertation. Chapter 8 contains a general discussion in which we 

elucidate the theoretical contribution of this dissertation, discuss the limitations and 

strengths, offer suggestions for future directions, provide implications for clinical 

practice, and end with an overall conclusion. 
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ABSTRACT

Background: Information-provision about prognosis, treatments and side-effects is 

important in advanced cancer, yet also associated with impaired patient well-being. 

To counter potential detrimental effects, communication strategies based on placebo 

and nocebo effect mechanisms might be promising to apply in daily practice. This study 

aimed to provide more insight into how often and how oncologists use expectancy- and 

empathy-expressions in consultations with patients with advanced breast cancer.

Methods: 45 consultations between oncologists and patients were audiotaped. To 

determine how often expectancy- and empathy-expressions were used, a coding scheme 

was created. Most consultations (n=33) were coded and discussed by two coders, the 

remaining 13 by one coder. To determine how expectancy- and empathy-expressions 

were used, principles of inductive content analysis were followed. 

Results: Discussed evaluation (i.e. scan) results were good (n=26,58%) or uncertain 

(n=12,27%) and less often bad (n=7,15%). Uncertain expectations about prognosis, 

treatment outcomes and side-effects occurred in 13,38, and 27 consultations 

(29%,85%,56%); followed by negative expectations in 8,26, and 28 consultations 

(18%,58%, 62%); and positive expectations in 6,34, and 17 consultations (13%,76%, 38%). 

When oncologists provided expectancy-expressions, they tapped into three different 

dimensions; relational, personal, explicit. Positive expectations emphasized the doctor-

patient relationship, while negative expectations focused on the severity of the illness, 

and uncertainty was characterized by a balance between (potential) negative outcomes 

and hope. Observed generic or specific empathy-expressions were regularly provided, 

most frequently understanding (n=29,64% of consultations), respecting (n=17,38%), 

supporting (n=16,36%), and exploring (n=16,36%). A lack of empathy occurred less often 

and contained among others not responding to patients’ emotional concerns (n=13,27% 

of consultations), interrupting (n=7,16%), and an absence of understanding (n=4,9%). 

Conclusion: In consultations with mainly positive or uncertain medical outcomes, 

oncologists predominantly made use of uncertain expectations (hope for the best, 

prepare for the worst) and used several empathic behaviors. Replication studies, e.g. 

in these and other medical situations, are needed. Follow-up studies should test the 

effect of specific communication strategies on patient outcomes, to counter potential 

negative effects of information-provision. Studies should focus on uncertain situations. 

Ultimately, specific placebo and nocebo effect inspired communication strategies can 

be harnessed in clinical care to improve patient outcomes. 
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INTRODUCTION 

When faced with a serious disease such as advanced breast cancer, patients need 

information to understand what is going on and to plan for their future.1 Information 

about prognosis, treatment outcomes and plans, and benefits and risks of treatments 

are essential to provide optimal patient-centered care. Earlier data showed that 

patients having experienced adequate information about treatment benefits and risks, 

experienced better person-centered care.2

Despite its importance, information-provision is by no means a ‘magic bullet’ and 

also entails risks. There are several possible negative effects of information-provision 

in advanced cancer. Explicit information about the incurability of a disease seems 

appreciated by most, but not all patients.3-5 Patients who are fully aware of their poor 

prognosis, are also the ones with the lowest reported quality of life and highest anxiety.6 

It is known that providing information about side-effects can increase their occurrence.7 

A large study showed, for example, that breast cancer patients with relatively higher 

expectations of side-effects are the ones experiencing the most side-effects.8 While 

information-provision is thus one of the cornerstones of communication9, it can also 

lead to negative effects on patients’ well-being.

To counter any of these potential negative effects, communication-strategies 

derived from placebo and nocebo mechanisms might be promising to apply in daily 

practice. Integrating the research worlds of communication and placebo effects is still in 

its infancy.10 Placebo effects can be seen as ‘all real biopsychological effects on patient 

outcomes that are not attributable to a medical-technical explanation’.11 12 The most well-

known mechanism via which placebo effects occur is the expectancy-mechanism. There is 

ample evidence (mainly from experimental studies) that the use of positive expectations 

can influence clinical patients’ outcomes for the better.13 14 For example, post-operative 

patients are known to experience less pain when pain medication is delivered in full view 

while verbally raising positive expectations about its effectiveness.15 16 A second possible 

placebo effect mechanism affecting patient outcomes is the empathy-mechanism, 

which is only mentioned by few scholars so far.10 17 18 From communication studies, we 

know that empathy is highly appreciated by patients.3 19 From experimental studies 

in advanced breast cancer we know that physician empathy is capable of reducing 

patients’ emotional distress, while increasing information recall.4 20 21 

It is, however, unclear if and how expectancy- and empathy-strategies are currently 

employed by clinicians when discussing prognosis, treatment outcomes and side-

effects with patients with advanced cancer. The aim of this study is to provide more 

insight into how often and how oncologists use expectancy- and empathy-expressions 

in consultations with patients with advanced breast cancer. This study serves as a 

starting point for a research area aimed at creating more insight into possible beneficial 
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placebo and nocebo effect inspired communication strategies. Future studies should 

test the effect of specific communication strategies on patient outcomes, before the 

most beneficial strategies can be harnessed in clinical care. 

METHODS 

Design 

We conducted a multi-center observational study of consultations between 12 oncologists 

and 45 patients with advanced breast cancer. Consultations were audiotaped, as audio-

observations provide more objective insights into communication behavior than self-

reports. Data were collected between August-December 2018 at two Dutch city-based 

hospitals (one cancer-specific hospital and one general hospital).

Ethical approval 

The study was evaluated by the Medical Ethical committee of the Netherlands Cancer 

Institute (NKI-AVL), which exempted the study from formal ethical approval. Both 

participating hospitals approved the conduct of the study in their representative 

hospitals. All subjects gave written informed consent in accordance with the Declaration 

of Helsinki.

Sample 

Initial consultations for patients with advanced breast cancer (i.e. the first time that 

patients would be informed that their disease is incurable), or follow-up visits in which 

evaluation results (i.e. scan results) would be discussed were included. It is likely that in 

these consultations a detailed discussion of prognosis, treatment outcomes and side-

effects would occur. The consultations had to include patients who were female, were 

≥18 years of age, had advanced cancer in the sense that cure was no option anymore 

(according to the medical team), were not in the terminal phase of their disease, were 

cognitively able to provide consent and to complete a questionnaire, and who had 

command of the Dutch language. 

Recruitment 

The medical team of the participating hospitals screened (mostly) weekly for eligible 

consultations and eligible patients. If there was too little time between identification 

of the consultation and the opportunity to recruit patients, eligible patients were not 

contacted. Remaining eligible patients were contacted by a member of the hospital 

team with a brief introduction of the study. The contact details of interested patients 

were transferred to the research team who explained the study in more detail via 
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telephone contact with the eligible patient. More specifically, patients were informed 

that the study focused on communication between oncologists and patients, that one 

consultation would be audiotaped and that participants would have to complete both 

a pre-consultation question and a post-consultation questionnaire (only the post-

consultation questionnaire assessing patient characteristics is included in this article, 

as this was a descriptive study). The research team did not mention the advanced 

stage of the disease. Preliminary oral consent was provided via telephone, after which 

patients were sent a written information letter via post or e-mail, and written consent 

was gathered by the research team immediately pre-consultation in the waiting area of 

the hospital. It was stressed that participation was voluntary and that patients could 

always withdraw their participation. Participating oncologists also provided consent for 

the consultations to be audiotaped.

Sample size 

Being an audio-observation study of medical consultations (i.e. medical interviews) 

in which communication is explored in detail, data-saturation was aimed for. Taken 

into account the variability in patients, oncologists and consultations we aimed for a 

somewhat larger sample of consultations then normally recommended22, and aimed to 

include 35-40 consultations between patients and oncologists. 

Outcomes 

Background characteristics: Participants and consultations

Patients’ sociodemographic characteristics (e.g. age, ethnicity, education) and disease 

characteristics (i.e. treatments currently receiving) were assessed post-consultation 

using a self-created questionnaire. 

Characteristics of the consultation were assessed by the coding team. This included 

consultation time and whether the provided evaluation results (i.e. scan results) in the 

consultations were ‘good’ (e.g. regression or stable disease) ‘uncertain’ (e.g. clinical data 

from scan results and blood results are contradictory) or ‘bad’ (e.g. disease progression). 

These criteria were determined in collaboration with the practicing oncologists who 

were part of the research and authorship team (EvdW, PdJ, JS). The core coding team 

(LV, MM, JW, HH) determined together the category of each result. 

Coding

To determine the occurrence of expectancy- and empathy-expressions, we created 

a coding scheme. This coding scheme was based on previous studies in the field of 

communication, and placebo and nocebo effect research (expectancy references23-28, 

empathy references4 19-21 29-35), observations of other recorded consultations, and clinical 
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and research expertise. See Table 1 for a more detailed overview and explanation of the 

coding scheme. 

For the expectancy-expressions, the coding scheme addressed the number and 

content of oncologist-expressed positive, negative, or uncertain expectations regarding 

i) prognosis, ii) treatment outcomes, iii) side effects, iv) others. This latter category 

was created to ensure we would not miss any expectancy-expressions that could not 

be captured in our predefined categories. We did, however, not encounter any ‘other 

expectancy-expressions’, hence this is not further discussed in the Results-section. 

For the empathy-expressions, the coding scheme addressed the number and 

content of the following oncologist-expressed empathic behaviors (irrespective of 

patients’ expressed emotional expression, called ‘cue’ or ‘concern’36; i) NURSE (Naming, 

Understanding, Respecting, Supporting, Exploring)30 31; ii) showing interest in the patient 

and her feelings, not just the disease19 ; iii) not interrupting the patient (only ‘negative’ 

was coded); iv) other. We coded both the occurrence of an empathic behavior as well 

as a non-empathic behavior. We created a third response category in case patients 

provided an emotional expression , which was not picked up by oncologists; labeling 

this a ‘missed opportunity for empathy’.37
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Analyzing process 

The actual analyzing process consisted of several steps. We followed the Strengthening 

the Reporting of Observational Studies in Epidemiology (STROBE) Statement 38 and the 

Standards for Reporting Qualitative Research (SRQR) guideline39, for the quantitative 

and qualitative part of the study, respectively.

Step 1: Patients’ background characteristics and consultations characteristics were 

analyzed using descriptive statistics. 

Step 2: The consultations were coded to determine how often expectancy- and 

empathy-expressions were used by clinicians. All consultations were transcribed 

verbatim and personal identifiers were removed. First, the audiotapes of the consultations 

were listened to and the transcripts were read several times. Next, the abovementioned 

coding scheme (see Table 1) was applied and all specific positive/negative/uncertain 

expectancy-expressions, and empathic/non-empathic behaviors including the missed 

opportunities for empathy were copy-pasted from Word to a dedicated Excel template in 

which the specific behaviors were grouped together. In addition, how often all behaviors 

occurred per consultation was noted. Two investigators (MM and JW) independently 

coded 33 out of the 45 (73%) transcripts. All transcripts and coded segments were 

discussed and any discrepancies were resolved through discussion until a consensus 

was reached. The remaining 27% (n=12) was coded by one investigator (JW). A third 

investigator (LV) coded all segments of a random 10% of the consultations (n=4). 

Agreement between the investigators for all coded segments was 96.45% (136 out of 141 

segments). Descriptive statistics were used to describe how often all expectancy- and 

empathy-expressions occurred per consultation. To facilitate analyses, Stata 14.0 was 

used. 

Step 3: The expectancy- and empathy-coded text segments were used to determine 

how oncologists use these behaviors in consultations. To do so, all the coded segments 

that were grouped together were explored following the principles of inductive content 

analysis 40. First, in the preparation phase, the text was read several times, and two 

researchers (LV and JW or HH) independently wrote a memo for each subset of coded 

behavior, with most remarkable outcomes and sub-division of behaviors. These were 

discussed among the core researchers (LV, JW, MH, MM). Next, in the organizing phase, 

text fragment belonging together were highlighted and codes given. Emerging codes 

were grouped together under headings and compared to the entire dataset. In the final, 

reporting, phase, the final categories representing sub-forms of specific behaviors 

were determined. One researcher systematically coded all text (LV, communication/

psychology background), while interim results were discussed among the research team 

(with a psychology, nursing, sociology, medicine, and communication background) to 

prevent one-sided interpretation of the data 41. 
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RESULTS 

Participants 

All approached oncologists participated (n=12). A total of 84 patients gave permission 

to be contacted by the research team. Of these, 19 gave no oral consent (they were not 

interested or found 

it too burdensome for the consultation to be audiotaped and/or to complete the 

questionnaires), 4 did not fulfill the inclusion criteria (e.g. they were scheduled for 

a check-up visit), 2 could not be reached by telephone, for 10 there were logistical 

problems preventing participation (e.g. there were 2 patients at the same time, the 

oncologist was too busy, or the consultation was cancelled), and 4 gave preliminary oral 

consent but withdrew their consent later. Lastly, for 2 patients who provided written 

consent the audio-recordings failed. Background characteristics of the remaining 45 

consenting participants are displayed in Table 2. 

Consultations

The consultation lasted on average 18.96 minutes (SD=8.00 range 4.43-34.83). All 

consultations were evaluative follow-up consultation in which evaluation results (i.e. 

scan results) were discussed. In 26 consultations (58%) good evaluation results were 

discussed, in 12 consultations (27%) uncertain evaluation results were discussed, and in 

7 (15%) bad evaluation results were discussed. There were no disagreements within the 

coding theme when determining to which category a consultation belonged. 
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Table 2. Background characteristics participants

Total  (n=41*)

M (SD)

Age 57.18 (12.20)  Range 31-84

N (%)

Marital status

 Married 27 (66)

 Single (incl divorced, widowed) 14 (34

Highest Education**

 Low -

 Intermediate-1 9 (22)

 Intermediate-2 18 (44)

 High 14 (34)

Occupation

 Paid job 10 (24)

 Disabled / Sick leave 14 (34)

 Housewife 4 (10)

 Retired 13 (32)

Ethnicity 

 Dutch 35 (86)

 Western Immigrants 5 (12)

 Non-Western Immigrant 1 (2)

Treatments currently receiving***

 Chemotherapy 18 (44)

 Radiotherapy 2 (5)

 Hormone therapy 16 (39)

 Immunotherapy 9 (22)

 Operation -

 Targeted therapy 4 (9)

 Symptom-oriented treatment 10 (24)

 Tumor-oriented treatment possible, but refrained from -

 Tumor-oriented treatment impossible 1 (2)

*Out of the 45 participating women, 41 completed all questionnaires, data of the remaining 4 could not be 
retrieved. .
**low = primary education or less
 Intermediate-1 = lower secondary
 Intermediate-2 = upper secondary
 High = tertiary
***Women can receive several treatments, so this does not add up to 100%
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Use of expectancy-expressions

How often are expectancy-expressions used 

Positive expectations

Positive expectations about prognosis were provided in 6 (13% of) consultations, 

followed by positive expectations about side-effects which occurred in 17 (38% of) 

consultations, while in most consultations (n=34, 76%) positive expectations about 

treatment outcomes were provided. On average, positive expectations about prognosis 

and side effects occurred less than once per consultation while positive expectations 

about treatment outcomes occurred more than twice per consultation (see Table 3). 

Negative expectations

Negative expectations about prognosis were provided in 8 (18% of) consultations, 

followed by negative expectations about treatment outcomes which occurred in 26 

(58% of) consultations, while in 28 (62% of) consultations negative expectations about 

side-effects were provided. On average, negative expectations about prognosis occurred 

less than once while negative expectations about treatment outcomes and side effects 

occurred almost twice per consultation (see Table 3).

Uncertain expectations

Uncertain expectations about prognosis were provided in 13 (29% of) the consultations, 

followed by uncertain expectations about side effects which occurred in 27 (56% of) 

consultations, while in 38 (84% of) the consultations uncertain expectations about 

treatment outcomes were provided. On average, uncertain expectations about prognosis 

occurred less than once, while uncertain outcomes about treatment outcomes occurred 

more than four times per consultation (see Table 3).
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How are expectancy-expressions used

When oncologists employed expectancy-expressions, they tapped into three different 

dimensions; i) relational; ii) personal; iii) explicit. The relational dimension refers to the 

extent to which expectations enhance the oncologist-patient relationship. The personal 

dimension refers to the extent to which expectations incorporate a personal reflection 

from oncologists. The explicit dimension refers to the extent to which expectations 

are made explicit. The different dimensions occur to various degrees within positive, 

negative, and uncertain expectations. 

Positive expectations

Positive expectations were characterized by a high degree of – explicit – reassurance 

and thereby an emphasis on the doctor-patient relationship, while oncologists regularly 

referred to their personal thoughts and feelings. In Figure 1A these different dimensions 

and their overlap are visually displayed. Patients were often reassured that there are 

still options available, that complaints are harmless or that side effects will not be (or 

are not) too serious/burdensome. Such reassurance was frequently focused on very 

specific situations. Oncologists also regularly stressed their own thoughts and visions, 

which seemed to strengthen expressed positive expectations. Lastly, the doctor-patient 

partnership was often emphasized by referring to ‘we’.

‘I am not, I’m not worried about this at all. That scan is fine.’ 

‘With that reduced dose that (irritated mucous membranes, ed.) will also get better’ 

‘And we’re finding a better balance with the side-effects’ 

Example of a quote were the personal, relational and explicit dimensions come together: 

‘Precisely, but just um looking into the far distance, I say yes, just carry on with it. Do 

we still have hormonal therapy as an alternative? Yes, if necessary we’ll use that. And if 

at a certain moment in time we are done with hormonal therapy, do we then still have 

something else? (…) Like chemo therapy? Yes. Even then there are some choices to be 

made and we’ll first and foremost have to make a choice that is then acceptable to you. 

(…) Do I have something good? Yes, I do. Is it acceptable to you? That is what we will talk 

about.’ 

Negative expectations 

Negative expectations were characterized by a high degree of personal reflections, which 

seemed to strengthen a more or less explicit negative future vision. In Figure 1B these 
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different dimensions and their overlap are visually displayed. Oncologists expressed 

their own worries, about disease progression, a lack of treatment effects or side effects 

by which they seemed to emphasize the severity of the situation. 

‘Do you want me to honestly tell you how um I think it’ll go? (…) Yes, I’m worried about 

you. Whether this will turn out well, because these blood counts, those blood platelets 

are suddenly so low.’ 

‘Because for tiredness I have no miracle cure.’ 

Such negative expressions varied in their level of explicitness, with treatment related 

expectations often being expressed more implicitly than side-effect related expectations, 

and with prognostic related expectations being expressed both explicitly and implicitly. 

‘For well, to be totally cured you have to, for that the various spots are actually too 

numerous.’

When all is said and done, the options I have are not infinite. Then it’ll grow and then it’ll 

get into your system and still further.’ 

With negative expectations there was much less emphasis on relationship building. In 

the rare occasions the relationship dimension was tapped into, oncologists seemed to 

either emphasize or de-emphasize the clinician-patient relationship: 

‘Yes, they are really nasty jabs. I have to admit that’ 

Uncertain expectations 

Uncertain expectations were characterized by an emphasis on what an oncologist hopes 

for, but cannot guarantee. While expressing such hopes, oncologists both focused on 

their own perceptions, making it personal, and on the positive relationship with patients. 

In Figure 1C these different dimensions and their overlap are visually displayed.

 ‘For how long this is going to go well? I hope for a terribly long time. Can I predict it fully? 

No I don’t know. Every time it’s for me also a bit hoping that it’s OK’

Most importantly, uncertain expectations seemed to represent a balancing act. On 

the one hand, patients were being prepared for negative outcomes such as a future 

discontinuation of treatments or occurrence of problematic side effects. On the other 
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hand, potential possibilities were mentioned, which were not presented as ‘magic 

bullets’ but as a quest for a balance between treatment (intensity) and side effects. 

‘So the first step is reducing the dose a bit and at a certain moment we’ll be putting in 

weeks of rest, with you doing two weeks followed by a week of no treatment. Um and 

doing so you hope that at a given time you’ll find a sort of stable situation that is doable 

for you, that you can get on with, doesn’t bother you too much yeah you’ll experience 

some bother, but something that you can get on with. If we should see that this causes 

problems, yeah well, then we’ll have to find the right balance, for that’s of course always 

what it is; the balance between side effect and effect.’

Uncertain expectations about current and future treatment options and side effects 

were predominantly implicit in nature, but also sometimes more explicit (especially 

regarding treatment outcomes). They focused on (the source of) side effects and 

complaints that are currently present or might develop in the future, but also on the 

continuation of current and future treatments. 

‘And some people don’t experience this (side effect, red) at all and others a bit or very 

much (…) but there is no way to test that beforehand.’

‘There’s always a possibility that it’ll work or a possibility that it won’t.’ Patient: ‘Umm 

mm.’ Oncologist: ‘And then you’re back at the point of this uncertainty’. 
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Figure 1A, 1B and 1C. Visual Representations

Figure 1A – Visual representation of the presence and overlap of the personal/relational/explicit dimensions of positive 

expectancy-expressions 

Figure 1B – Visual representation of the presence and overlap of the personal/relational/explicit dimensions of negative 

expectancy-expressions 

Figure 1C - Visual representation of the presence and overlap of the personal/relational/explicit dimensions of uncertain 

expectancy-expressions 

Use of empathy-expressions 

Number of expressions

Use of empathy 

All studied empathy-expressions were displayed throughout the consultations, ranging 

from showing understanding of emotions in 29 (64% of) consultations, to the use of 

naming emotions in 4 (9% of) consultations. The other empathy-expressions occurred 

in around a third of consultations, e.g. respecting (n=17, 38%), supporting (n=16, 36%), 

exploring of patients’ emotions (n=16, 36%), and showing interest in the patient (n=13, 

29%). On average, understanding remarks occurred more than twice per consultation, 

while all other statements occurred generally less than once per consultation (see Table 4). 
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Lack of empathy 

Non-empathic behaviors were infrequently displayed throughout the consultation; 

interrupting the patient occurred in 7 (16% of) consultations, followed by 4 (9% of) 

consultations in which a lack of understanding occurred, while showing non-supporting 

statements or a lack of interest in the patient occurred in 1 consultation (2%). On 

average, negative behaviors occurred less than once per consultation (ranging from 

an average of 0.2 interruptions per consultation, to an average of 0.09 lack of showing 

understanding towards patient emotions per consultation). However, in more than 

a quarter of consultations (n=12, 27%) oncologists failed to pick-up on an emotional 

expression from a patient, which occurred on average 0.89 times per consultation (see 

Table 4). 

How empathy-expressions are used

Use of empathy 

When oncologists used empathy-expressions, they used several manners to do so, 

which are closely aligned to the coding categories; NURSE (Naming, Understanding, 

Respecting, Supporting, Exploring) and showing interest in the person. 

The most important distinction in empathy-expressions referred to the level of 

specificity. Across the different NURSE categories oncologists could either be generic in 

their level of expressed empathy, or, alternatively, could be specific. Specific empathic 

behaviors were characterized by referring to specific situations, emotions, or by referring 

to the individual. 

Understanding generic: ‘Yes, I understand.’

Understanding specific: ‘Yeah, so it’s really stressful, isn’t it.’

Respecting generic: ‘OK, that’s very good’. (responding to a patient saying she will walk 

the dog on the beach)

Respecting specific: ‘What an extraordinary person you are, aren’t you’.

Exploring generic: ‘For um, how um do you feel about it.’

Exploring specific: And um … What do you find stressful about it? Is it such a result or is 

it the Nivolumab itself? 
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When providing support, both generic and more specific statements were made that 

either referred to the oncologist proactively offering support, or referred to the patient 

proactively needing to request support. 

Proactive oncologist generic: ‘Is there anything else I can do for you?’ 

Proactive oncologist specific: ‘You know what, I’ll give you a call tomorrow morning to 

see if things are getting a bit better.’ 

Proactive patient generic: ‘Oh, right. Or you can always give me a ring.’

Proactive patient specific: ‘Um … hey, so give me a ring next week if you haven’t 

recovered from that flue yet.’

Lastly, there were several ways in which oncologists showed an interest in the patient 

as a person. These included enquiring about holidays, patients’ loved-ones, important 

days coming up, and non-cancer related health problems. 

‘OK, nice where are you going?’ 

‘And how many years have you been married for?’

Lack of empathy 

Although a lack of empathy did not frequently occur, there were a few occasions in which 

oncologists showed little understanding of patients’ emotions by talking or laughing 

over them. 

Patient: ‘And um … well, that vocal chord, so you’re saying I’d better see the ENT doctor.’ 

Oncologist: ‘We could also wait for a bit.’

Patient: ‘Right. Um … is the therapy we’re using now enough to extend my life?’ 

Oncologist: ‘Oh what a difficult question ha ha [loud laughter].’

The one occasion in which there was little interest in the person, occurred when an 

oncologist failed to enquire about an ill loved one. 

Patient: ‘I’ll handle this again. Well, yes the oldest son has Pfeiffer disease, so… 

Oncologist: Yes, you mentioned that. Patient: So, yes that… Oncologist: Let’s look at the 

blood pressure’
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If patients were interrupted this was mainly because oncologists seemed to complete 

their sentences. 

Patient: ‘Right, so it’s not as if you spinal column as one….. ’Oncologist: ‘It’s counted 

spot by spot.’

Lastly, oncologists sometimes did not respond to patients’ emotional expressions. 

Patient: ‘Aaahhh liver biopsy really is hell. But OK you’re right I’m not a wimp, but I really 

don’t like that, but well.’ Oncologist: ‘No, well, right.’

DISCUSSION 

In this observational study of consultations between oncologists and patients with 

advanced breast cancer, we aimed to get an insight and create a better understanding 

into how often and how oncologists make use of expectancy- and empathy-expressions 

in clinical care. While there has been a recent interest in the placebo and nocebo effects 

of communication, and clinicians’ empathic responses to patients’ expressed cues and 

concerns have extensively been studied (see e.g. Zimmermann et al., 2007)42, to the 

best of our knowledge, this is the first study to objectively determine how clinicians use 

expectancy- and empathy-expressions in advanced clinical breast cancer care. We found 

that in our sample, consisting of consultations in which mainly positive or uncertain 

medical outcomes were discussed, oncologists predominantly expressed uncertain 

expectations. Provided expectations differed in the extent to which they had a relational, 

personal, and explicit dimension. When expressing positive expectations, the doctor-

patient relationship was emphasized, negative expectations focused on the severity 

of the illness, and uncertain expectations were characterized by a balance between 

(potential) negative outcomes and hope. Moreover, oncologists displayed several 

generic and specific empathic behaviors, most frequently showing an understanding 

towards patients’ emotions. A lack of empathy was not common, but mainly included 

oncologists not responding to patients’ emotional expressions. In sum, although 

various placebo- and nocebo effect inspired communication strategies were observed, 

their generalizability and their effects on patient outcomes remains to be determined, 

especially in uncertain situations with inherent uncertain expectations. 

Focusing on expectancy-expressions, several of our results are noteworthy. First, 

most (n=26, 58%) consultations contained a ‘good’ medical outcome (i.e. scan results), 

but positive expectancy-expressions did not occur more often than negative or uncertain 

expectations. It might be that oncologists in our sample were reluctant to express – 
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overtly – positive expectations in the context of advanced cancer, as patients are known 

to already often hold unrealistic expectations about their disease and treatment aims.43-45 

This contrasts results from a study among heart disease patients, in which clinicians 

were often overly positive.46 Indeed, oncologists place great importance on not offering 

false hopes.47 Although very understandable, by refraining from positive expectations, 

oncologists might miss out on the potential helpful effects of this communication 

strategy. Patients appreciate it when clinicians are optimistic48 and stress what can 

be done when facing an incurable cancer diagnosis.3 49 Moreover, outside of the area 

of (advanced) cancer, positive expectations have shown to influence patient outcomes 

such as pain (evaluations) (14 50, van Vliet et al., submitted) and symptom burden.48 While 

it is a prerequisite that such expectations are realistic in nature, our insights suggest 

that there might be an – underused – potential for stressing positive aspects when 

communicating with patients with advanced cancer. 

A second important observation was that expectation-expressions did not only differ 

in content (positive, uncertain, negative), but also in the dimensions of being relational, 

personal and explicit. By reassuring patients of the positive nature of outcomes, or by 

stressing that they hope for positive outcomes, oncologists in our sample did not only 

provide information but also seem to build a relationship, two distinct core functions of 

medical consultations.9 The stressful nature of discussing bad news 51, such as a lack of 

further treatment options, might for some oncologists limit the ability for relationship-

building when providing negative expectations. In these situations, the severity of the 

situation is emphasized by making use of the negative impact of self-referring (e.g. ‘I am 

worried’) in contrast to its optimistic impact when raising positive expectations (e.g. ‘I 

am not worried at all’). Interestingly, in a series of experimental studies aimed at helpful 

communication styles, all communication elements that led to positive effects made 

use of a personal account (e.g. ‘I understand you’re worried. We will look together at the 

options’)4 20 21 33 stressing the potential power of this dimension, also in the context of 

bad news. Lastly, the explicitness in which expectations were expressed varied widely, 

with more explicit expectations emphasizing an anticipation and implicit expectations 

characterizing uncertainty. 

Uncertain situations seemed to be of critical importance and difficulty when 

raising expectations. In uncertain expectations, oncologists in our study made use of a 

balancing act in which they prepare patients for potential or certain negative outcomes, 

while simultaneously trying to offer some forms of perspective. In the literature, such an 

approach is called ‘Hope for the best, prepare for the worst’52, illustrating a dual pathway 

followed in serious and uncertain illnesses. Previous studies have shown that patients 

differ in their preferences for how to handle the uncertainty of their advanced illness, 

with some wanting more explicit information than others.53 Clinicians, meanwhile, are 

reluctant towards and have difficulty in discussing clinician uncertainty.54 55 We indeed 
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found that especially the level of explicitness varied widely when providing uncertain 

expectations, illustrating a lack of clear guidance on how to do so best. With treatment 

and care options in advanced cancer becoming increasingly complex, and targeted and 

personalized medicine options rapidly growing, there is a pressing need to develop more 

insight into how oncologists should best deal with uncertainty and provide expectations 

with an uncertain nature.

Focusing on empathy-expressions, a more straightforward picture seemed to emerge 

compared to expectancy-expressions. Oncologists made use of various forms of empathy, 

most frequently of showing understanding for patients’ emotions and complimenting 

patients on how they handle their disease. The importance of acknowledging the 

emotions of patients with advanced cancer has been stressed before.49 Noteworthy, 

empathic remarks varied widely in their level of specificity, e.g. ‘That’s good’ compared 

to ‘You have handled situation X very well’. As patients value to be seen and treated as 

an individual person19, also when faced with an incurable cancer diagnoses49, one could 

expect that more specific expressions of empathy are most appreciated and beneficial. 

Although intuitively logical, there is a lack of empirical evidence on the effect of more 

generic or specific empathic remarks. 

Interestingly, while most patient complaints in medical care are about clinician 

communication, also in advanced illnesses (e.g.56-58) in our study we found that a lack of 

empathic communication did not often occur. There were, however, occasions in which 

patients’ cues and concerns were not picked up by clinicians. Previous studies have 

shown this is not uncommon in clinical practice.42 59 If clinicians, however, do respond 

to emotional expressions this can lead to positive outcomes, such as a decrease in 

consultation time 42, and an increase in the amount of information patients recall.59 So, 

based on our results there seems to be room for improving the extent to which clinicians 

respond to patients’ emotional expressions, leading to potentially positive effects. 

Limitations 

Our study has limitations. Firstly, our participants might not be representative for the 

entire population of people with advanced breast cancer, as they were female, highly 

educated, almost completely with a Dutch or other Western European background, 

and mainly recruited in a specialized research-focused cancer hospital. Secondly, our 

analyses were based on transcripts and thus verbal communication, while non-verbal 

elements such as eye-contact remained masked. Intonation was used in the first but 

not latter phases of the qualitative analyzing process, as we used the transcripts for 

the coding. Thirdly, as we focused on the communication within the 45 audiotaped 

consultations, we did not take into account the nested design of our study (expectancy- 

and empathy- expressions were clustered within consultations, which were clustered 

within oncologists, which were clustered within hospitals). The number of audiotaped 
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consultations per oncologist ranged from 1 to 8, while 8 of the 12 participating 

oncologists were from the specialized hospital, implying that the communication from 

the oncologists with more audiotaped consultations and from the specialized hospital 

influenced our results more strongly. Fourthly, given our limited sample size, we did 

not explore differences in used manipulations between consultations with a good, 

bad or uncertain medical outcome. Fifthly, we only included consultations in which 

test results were discussed as these were the only ones identified, which potentially 

limits the generalizability of our results to initial consultations. Sixthly, as the research 

area of the placebo effects of communication is still in development, we welcomed the 

comment of one of the reviewers who wondered whether a comment as ‘that scan is 

fine’ is a positive expectation and hope future discussions will help to clarify the criteria 

under study. Seventhly, although we did not observe other categories of expectancy-

expressions apart from our predefined categories, we cannot rule out that this is due 

to an implicit bias of the coding team, who all had a background in communication 

research. Our conceptualization was further hampered by a lack of a universally agreed 

conceptualization of expectancies (see e.g. Laferton et al.)60 for a detailed overview). 

Eighthly, we did not assess what patients’ information and communication preferences 

were. Lastly, although all approached oncologists participated, they might form a 

subgroup of clinicians particularly interested and competent in communication. 

Future research 

This study serves as a starting point for a research area aimed at creating more 

insight into possible beneficial placebo and nocebo effect inspired communication 

strategies. The most pressing question our study does not answer is which specific 

forms of expectancy- and empathy-expressions are most promising in countering any 

negative effects of information-provision, and improving advanced cancer patients’ 

outcomes. Moreover, there is a need for a better understanding into why oncologists 

use specific placebo and nocebo effect inspired communication strategies, and which 

strategies are most appreciated by patients. These questions need to be answered in 

follow-up studies. Ultimately, evidence-based expectancy- and empathy-expressions 

should be recommended for clinical use in advanced cancer. This specifically applies 

to expectancy-expressions in uncertain situations, which seems to be most complex, 

and the effect of more generic or specific empathic behaviors. Additionally, replication 

studies within our and other medical and cultural contexts are needed, e.g. in other 

diseases of a chronic and often ultimately fatal nature, in non-Western countries, and with 

other participants such as men or patients with low health literacy. Furthermore, future 

observational studies should focus in more detail on the expressed manipulations, e.g. 

focus on differences between dyads, oncologists and (specialized) hospitals, differences 

between consultations discussing varying medical outcomes, and on sequential 
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analyses of expressed manipulations. Such studies could also include other potential 

forms of expectations, such as regarding procedures, or expectations regarding patient 

behavior (e.g. self-efficacy).. Lastly, larger replication studies could also focus on the 

relation between consultation time and the use of positive expectancy- and empathy-

expressions. In our sample, given the limited sample size, we explored this association, 

which did not seem to be present (except for the expression of positive expectations 

about side effects, and for showing understanding towards emotions (p<0.01)). 

Conclusions

To conclude, our study illustrated that when discussing positive or uncertain medical 

outcomes in advanced breast cancer, oncologists predominantly made use of uncertain 

expectancy-manipulations. When providing positive expectations oncologists 

emphasized the doctor-patient relationship, while negative expectations focused on the 

severity of the illness, and the area of uncertainty was characterized by a ‘hope for the 

best, prepare for the worst’ approach. Moreover, empathy-manipulations were generic 

or specific in nature, and were dominated by oncologists showing an understanding 

towards patients’ emotions. A lack of empathy was uncommon, and mainly included 

oncologists not picking up on patients’ emotions. Follow-up studies should expand 

observational studies in this field, and focus on which communication strategies are 

most useful and influence patients’ outcomes for the better, to counter any potential 

negative effects of information provision. Such studies should focus especially on 

uncertain and complex medical situations, in which oncologists have to discuss uncertain 

expectations. Ultimately, specific placebo and nocebo effect inspired communication 

strategies can be harnessed in clinical care to improve patient outcomes. 

Acknowledgements 

We would like to thank all the women and the oncologists for participating. We thank 

Dr Annemiek van Ommen-Nijhof, Youssra Gokalp- El Benhaji and Nanine van den Ing for 

their help in recruitment. We thank Drs Janneke Budding for her help with translating 

the quotes. We thank our patient experts for their help with setting up the studies, and 

especially the questionnaire and patient information letters. We would like to thank 

Tessie October for sharing her NURSE codebook. 

Conflict of interest 

The authors declare that the research was conducted in the absence of any commercial 

or financial relationships that could be construed as a potential conflict of interest.



54 Chapter 2

Funding

This study was funded by a Young Investigator Grant of the Dutch Cancer Society 

(number 10392) awarded to Liesbeth van Vliet. 

Author contributions

LvV: conceptualization, methodology, data collection, data analyses, writing – original 

draft 

AF: conceptualization, methodology, data analyses, writing – review and editing 

MM: methodology, data collection, data analyses, writing – review and editing

JW: methodology, data collection, data analyses, writing – review and editing

HH: methodology, data collection, data analyses, writing – review and editing

AE: data analyses, writing – review and editing

EvdW: data analyses, writing – review and editing

PJ: methodology, data collection, data analyses, writing – review and editing

KP: methodology, data analyses, writing – review and editing

JS: methodology, data collection, data analyses, writing – review and editing

SvD: conceptualization, methodology, data analyses, writing – review and editing 

Contribution to the field 

To counter potential detrimental effects of information-provision in advanced breast 

cancer, communication strategies based on placebo and nocebo effect mechanisms 

might be promising. While there has been a recent interest in the placebo and nocebo 

effects of communication, we conducted the first study to provide insight into how often 

and how oncologists use expectancy- and empathy-expressions in consultations with 

patients with advanced cancer. Our study illustrated that when discussing positive or 

uncertain medical outcomes in advanced breast cancer, oncologists predominantly 

made use of uncertain expectancy-manipulations, characterized by ‘hope for the best, 

prepare for the worst’. Moreover, empathy-manipulations were generic or specific in 

nature, and dominated by oncologists’ showing an understanding towards patients’ 

emotions. A lack of empathy was uncommon, and mainly included oncologists not 

responding to patients’ emotional expressions. This study serves as a starting point 

for a research area aimed at creating more insight into possible beneficial placebo 

and nocebo effect inspired communication strategies. Follow-up studies should focus 

on which communication strategies are most useful and improve patients’ outcomes. 

Studies should focus especially on uncertain and complex medical situations, in which 

oncologists have to discuss uncertain expectations. Ultimately, specific placebo and 

nocebo effect inspired communication strategies can be harnessed in clinical care. 
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ABSTRACT

Objective: Experimental studies have found that clinician-expressed empathy improves 

patients’ information recall in (advanced) cancer consultations. Whether these results 

are generalizable to clinical care and, if so, what the underlying mechanism is, remains 

unclear. We aimed to: i) determine the relationship between clinician-expressed 

empathy and patients’ information recall in clinical advanced cancer consultations; 

and ii) test whether the relationship between clinician-expressed empathy and recall is 

mediated by a decrease in patients’ anxiety.

Methods: Forty-one consultations between oncologists and female patients with 

advanced breast cancer were audio recorded. Patients’ post-consultation information 

recall and pre- and post-consultation anxiety (0-100) were assessed. Objective 

information recall (self-created coding scheme) and clinician-expressed empathy (0-

100) were coded. Structural Equation Modelling was used for all analyses.

Results: Participants remembered 61% of the discussed information Clinician-expressed 

empathy significantly increased patients’ total information recall (p=.041) and recall of 

treatment aims/positive effects (p=.028). The mediating role of anxiety could not be 

established. 

Conclusion: Although the underlying mechanism remains unclear, clinicians have a 

powerful tool to improve seriously ill cancer patients’ recall of provided information: 

empathy. 

Practice implications: Clinicians can be encouraged to express empathy in consultations 

with patients with advanced cancer, which can improve recall and consequently well-

informed decision-making.
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INTRODUCTION

In advanced cancer care consultations, patients have to remember information about 

treatment aims, options and side effects in order to make treatment-decisions and cope 

with being incurably ill.1-3 Information recall might, however, be poor with 40-80 percent 

of information provided during cancer consultations being forgotten.4-6 This seems to 

apply especially to information about treatment options, treatment aims, positive and 

side effects of treatments but less so to information about the diagnosis.5 7 A reason 

for patients’ impaired recall of medical information may be found in high emotional 

stress during consultations8, impairing the processing of information.9 10 According to 

attentional narrowing, the dual task of dealing with stress while processing information 

leads to deteriorated storage of information.6 8 Reducing patients’ emotional distress 

during consultations may therefore enhance patients´ recall of medical information. 

One of the most powerful ways to reduce emotional stress in consultations is the 

use of empathy.11-14 Recent experimental video-vignette studies have indeed found that 

when oncologists use more empathic communication, such as providing reassurance 

and attentive silence, information recall increases in the setting of advanced cancer15-18). 

At the same time, an older systematic review in clinical care failed to find an association 

between empathy and recall, although this review focused on the entire cancer 

trajectory.19 So, the question remains whether clinician-expressed empathy in clinical 

– opposed to experimental - advanced cancer consultations has the power to influence 

patients’ recall for the better.

Moreover, the possible mechanism behind a potential positive effect of clinician-

expressed empathy on recall needs to be established. The aforementioned experimental 

studies indeed found that empathy decreased participants’ emotional distress.15 16 20 

However, there was no conclusive evidence for a mediating effect of decreased emotional 

distress on the relationship between clinician-expressed empathy and information 

recall.16 18 Whether this mechanism is present in clinical consultations with naturally 

higher emotions, needs to be explored. 

Against this background, the aim of this study in clinical care is twofold: i) determine 

the relationship between clinician-expressed empathy and patients’ information recall 

in clinical advanced cancer consultations; and ii) test whether the relationship between 

clinician-expressed empathy and recall is mediated by a decrease in patients’ anxiety. 

Providing insight into these aims is important, as it can help shed light on whether – and 

how - empathy might lead to patients better understanding their illness and treatment 

options, which in turn could lead to more informed care decisions. 
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MATERIALS AND METHODS

Design and ethics

This study has an observational design using audio-recorded consultations between 

clinicians (oncologists) and patients with advanced breast cancer. Audio-observations 

were used because they provide a more objective view of communication behaviour 

than self-reports. Between August 2018 and December 2018 the data were collected at 

two Dutch hospitals (one cancer-specific hospital and one general hospital). The method 

has also been described in detail elsewhere.21 22 The study was submitted to the Ethical 

Committee of the Dutch Cancer Hospital, who redeemed the study from formal ethical 

approval [P18LVW]. Both participating hospitals approved the conduct of the study in 

their hospitals.

Female patients (>18 years) with incurable breast cancer (as determined by the 

clinical team), who had sufficient Dutch language skills and were cognitively able to 

give consent and fill in a questionnaire were eligible for participation. Moreover, only 

first consultations in which the incurable diagnosis was discussed, or evaluative follow-

up consultations which included test-results, were included as it is likely that in these 

consultations treatment aims, options and side effects are discussed (which were the 

topics of the recall questionnaire). Short check-up consultations and consultations with 

patients in the terminal phase of their disease were excluded from this study. 

Procedure 

Patients were approached by the medical teams from the participating hospitals. 

Eligible patients were called by the medical team who briefly introduced the study. If 

patients were interested in participating, their contact details were transferred to the 

research team who called the patient and explained the details of the study. Patients 

were told that (1) the study was about communication between oncologists and breast 

cancer patients, and (2) the next consultation with their oncologist would be audio 

recorded. Information about the incurable nature of their disease was omitted. Patients 

were informed that they had to complete two questionnaires; one short questionnaire 

(including one question) pre-consultation and one more extensive (<20 min) 

questionnaire post-consultation. If patients gave preliminary oral informed consent 

through the telephone, they were sent an information letter (via post or e-mail). The 

medical team was informed of (preliminary) participation and written informed consent 

was gathered immediately pre-consultation in the hospital’s waiting room. Patients 

were ensured that participation was anonymous and voluntary; they could always 

withdraw their participation.
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Measurements

Questionnaires were developed in collaboration with patient representatives. 

Background characteristics

In the post-consultation questionnaire, participants reported their sociodemographic 

characteristics (age, education, marital status, ethnicity and occupation) and medical 

information (currently received treatments).

Clinician-expressed empathy

Clinician-expressed empathy was assessed by the research team using a 0-100 Visual 

Analogue Scale (VAS; ‘not at all’-‘very much’). To determine an empathy score, several 

behaviours were taken into account19 23: showing interest in the patient beyond their 

disease, not interrupting the patient, oncologists’ tone of voice and empathic responses 

to patient-expressed emotions. For this latter element, the NURSE model was used: 

Naming, Understanding, Respecting, Supporting and Exploring.24 25 Examples of the 

NURSE model are displayed in Box 1. Clinician-expressed empathy was coded in 33/45 

(73%) of the consultations by two researchers (MM, JW) and their scores were averaged 

(correlation between the two coders was high; r=.69, p<.001). The remaining 12 (27%) 

consultations were rated by one researcher (JW). 

Patients’ information recall

Post-consultation, patients’ recall of provided information was assessed using a 

combination of closed and open-ended self-created questions. There were four recall 

categories: i) treatment options, ii) treatment aims, iii) positive effects of the treatment, 

iv) side effects of the treatment. Using transcribed consultations, the research team 

coded the provided information of oncologists about treatment options, aims/positive 

effects and side effects. 73% of the consultations were double coded and discussed by 

Box 1. Examples of the NURSE model

NURSE components* Examples†

Naming (mentioning the occurring emotions 
explicitly)

“You seem very upset by the news.”

Understanding (showing understanding towards the 
emotions)

“I can’t imagine how difficult this news must be for 
you.”

Respecting (giving a compliment about emotion/
response of the patient)

“You’ve done such a good job in coping thus far with 
the situation.”

Supporting (stressing that a patient will be 
continuously cared for by oncologist/hospital)

“No matter what happens, we are going to be here to 
support you and your family through this.”

Exploring (exploring of further emotions) “What are your most pressing concerns?”

*Adapted from: 21 24

† Adapted from: 24-26 
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two researchers (JW, MM). The remaining 27% of the consultations were coded by one 

researcher (JW). The used coding scheme was based on previous recall studies.5 15-18 

Every coded information category from the transcripts was compared with the patient 

questionnaire assessing recall. The categories treatment aims (e.g. disease stabilisation) 

and positive effects (e.g. better quality of life) were grouped together (into recall aims/

positive effects) as the coding process revealed patients had difficulty to distinguish the 

two. Item scores of the treatment options (multiple-choice question) could be recalled 

correctly (1 point) or not (0 points). Item scores of the treatment aims/positive effects 

and side effects (open-ended questions) ranged from not (0 points), partially (1 point), 

to completely (2 points) recalled. Two coders (JW and ML) coded all responses and 

discrepancies were discussed with another researcher (LV) until consensus was reached.

Patients’ anxiety

To measure patients’ anxiety pre- and post-consultation, participants completed a 

1-item Visual Analogue Scale (VAS), i.e. “Can you indicate how anxious you are at the 

moment?” (0-100 range ‘not at all’-‘very much’).27 Pre-consultation anxiety was assessed 

in the waiting room, post-consultation anxiety was assessed at home. The pre-post-

consultation difference score was used in all analyses. 

Data analysis 

Data preparation

84 patients in total gave permission to be contacted by the research team. 19 of them 

gave no oral consent, 4 did not fulfil the inclusion criteria (e.g. they were scheduled for 

a check-up visit), 2 could not be contacted, 10 dropped out due to logistical problems 

preventing participation (e.g. there were 2 patients at the same time or the consultation 

was cancelled), 4 withdrew their consent later and 4 patients did not complete all 

questionnaires.21 Data of the remaining 41 participants were used in the analysis. The 

correct percentage recall was calculated using the following formula (individual score/

maximum possible score) x 100.16 Participants’ pre- and post-anxiety levels and their 

post-pre difference score were determined. 

Statistical analysis

First, patients’ socio-demographics, and the levels of clinician-expressed empathy, 

patients’ recall and anxiety were determined. To compare pre- and post-consultation 

anxiety levels a paired sample t test was used. Second, the association between 

clinician-expressed empathy and recall was tested with linear regression analyses. 

Third, the total and direct effects of empathy (via patients’ anxiety) on recall were 

tested using multiple regression analyses, where empathy was added in the first step 
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as a predictor, and patients’ anxiety was added in the second step. Structural Equation 

Modelling (SEM) was used to investigate the total, direct and indirect effects.28 The total 

effect refers to the specific relationship between clinician-expressed empathy and 

patients’ information recall without accounting for patients’ anxiety levels. The direct 

effect refers to predicting information recall based on empathy while controlling for 

anxiety levels. The indirect effect refers to the effect of empathy on information recall 

via patients’ anxiety.29 For performing all data analyses STATA 14.0 was used, with two-

sided significance testing at p<0.05.

RESULTS

Participants 

All approached clinicians (oncologists) participated (n=12). Background characteristics 

of the included 41 patients are summarized Table 1 (n=41, re-used from:21). Mean age of 

the participants was 57 years old (SD=12.20, range:31-84). 

Table 1. Participants’ background characteristics

N (%)

Highest Education

 Low (primary education or less)
 Intermediate-1 (lower education)
 Intermediate-2 (upper secondary)
 High

-
9 (22)

18 (44)
14 (34)

Occupation

 Paid job
 Disabled / Sick leave
 Housewife
 Retired

10 (24)
14 (34)

4 (10)
13 (32)

Marital status

 Married
 Single

27 (66)
14 (34)

Ethnicity

 Dutch
 Western Immigrant
 Non-Western Immigrant

35 (86)
5 (12)

1 (2)

Treatments currently receiving*

 Chemotherapy
 Radiotherapy
 Hormone therapy
 Immunotherapy
 Operation
 Targeted therapy
 Symptom-oriented treatment
 Tumor-oriented treatment possible, but refrained from
 Tumor-oriented treatment impossible

18 (44)
2 (5)

16 (39)
9 (22)

-
4 (9)

10 (24)
-

1 (2)

* Women can receive several treatments, so this does not add up to 100%

This table is re-used from: van Vliet et al., 2019 21
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Clinician-expressed empathy

Clinicians’ mean empathy score was 59.44 (SD=17.98, range: 19-83).

Patients’ information recall

In total, participants remembered 61% of the discussed information about treatment 

options, aims/positive effects and side effects. Recall was best for information about 

treatment options (77%) followed by treatment aims/positive effects information (63%) 

and least for information about side effects (40%) (see Table 2). 

Patients’ anxiety 

Patients’ anxiety decreased with 27.48 points from before to after the consultation (pre-

consultation: M=57.41, SD=28.88, 0-100 range; post-consultation: M= 29.37, SD=25.80, 

0-83 range). This decrease was significant: t(40)=-5.77, p<.001, 95% CI [-37.11, -17.86].

Recall of provided information

Effect of clinician-expressed empathy on recall

As displayed in Table 3 (see total effects), the use of more empathy led to increased 

information recall (p=.040). Focussing on the different categories of information, 

empathy significantly influenced recall of treatment aims/positive effects (p=.030), but 

not recall of treatment options (p=.120) and side effects (p=.130). Also shown in Table 

3, the direct effects of empathy (controlled for anxiety) on total recall and recall of 

treatment aims/positive effects remained a trend towards significance (p<.10). Figure 

1 schematically displays the results of the SEM analyses of total recall (total, direct and 

indirect effects).

Mediating effect of anxiety on recall 

As shown in Table 3 (see indirect effects) and Figure 1, anxiety did not mediate the 

relationship between clinician-expressed empathy and recall as the indirect effects of 

all individual parts and total recall were close to zero and non-significant. 

Table 2. Participants’ information recall

N Mean % (SD)

Recall Total (possible range: 0-100)* 40 61 (38.52)

 Recall Treatment options (possible range: 0-100) 40 77 (32.94)

 Recall aims/positive effects (possible range: 0-100) 28 63 (42.12)

 Recall side effects (possible range: 0-100) 30 40 (45.58)

* in all recall categories minimum was 0 and maximum was 100
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Figure 1. SEM analysis results of hypothesized relationship between empathy and total recall via anxiety

* p <.05 

† p <.10

DISCUSSION AND CONCLUSION

Discussion and limitations

This observational study of consultations between oncologists and patients with 

advanced breast cancer aimed to i) determine the relationship between clinician-

expressed empathy and patients’ information recall in clinical advanced cancer 

consultations; and ii) test whether the relationship between clinician-expressed 

empathy and recall is mediated by a decrease in patients’ anxiety. Our results revealed 

that clinician-expressed empathy positively influenced patients´ recall in clinical 

Table 3. Direct effect, indirect effect and total effects of empathy on recall 

 Direct1 Indirect2  Total3

 B  p  [95% CI]  B  p  [95% CI]  B  p  [95% CI]

Recall treatment 
options

0.38 .206 [-0.21, 0.97]  0.08 .342 [-0.09, 0.26] 0.46 .123 [-0.13, 1.05]

Recall aims/ 
positive effects

0.69 .061† [-0.03, 1.41]  0.19 .315 [-0.18, 0.56] 0.88 .028 * [0.10, 1.66]

Recall side 
effects

0.80 .084† [-0.11, 1.70] -0.10 .434 [-0.37, 0.16] 0.69 .129 [-0.20, 1.59]

Recall total 0.66 .061† [-0.03, 1.34]  0.05 .564 [-0.11, 0.21] 0.70 .041* [0.03, 1.38]

* p <.05 
† p <.10
1Directs effects are the effects of empathy on recall controlled for anxiety
2Indirect effects are the effects of empathy on recall via patients’ anxiety
3Total effects are the effects of empathy on recall uncontrolled for anxiety 
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practice; more specifically, both the total amount of information and more specifically 

the information about treatment aims/positive effects were better remembered after 

consultations in which more empathy was expressed. These effects, however, could not 

be explained by a decrease in patients´ anxiety level. 

This clinical study mirrors what various experimental studies have shown previously 
15 16 18, namely that empathic communication positively influences recall of information 

in the advanced cancer setting. They are also in line with the clinical study of Jansen 

et al. 30, demonstrating that nurses’ empathic responses to patients’ emotional cues 

increased cancer patients’ information recall. Interestingly, they illustrate that empathy 

might be most important in the more advanced phase of cancer, as the aforementioned 

systematic review 19 failed to find a clear positive association between empathy and 

recall focused on the entire cancer journey spectrum. 

Focussing on the different categories of recall, the total recall average of 61% is 

also in line with previous findings 6 31. However, especially aims and positive effects 

of treatments were better remembered following empathy, in contrast to information 

about side effects and treatment options. This contradicts findings from a previous 

experimental study 16, which did found an effect of empathy on recall of treatment 

options. This opposite result might be explained by the fact that we also included 

follow-up consultations in comparison to the initial bad news consultations used by 

van Osch et al. 16 and conducted a study in clinical care. Patients might have received 

information in previous consultations already, leading to increased recall. Indeed, 77% 

of information about treatment options was correctly remembered in this study.

Although clinician-expressed empathy has an effect on patients’ recall, the expected 

mediating effect of a decrease in patient anxiety could not be established. This is in line 

with two earlier experimental studies 16 18. It might be that a decrease in anxiety is not the 

mechanism by which empathy increases recall. Alternatively, we might speculate that 

anxiety is just a small part of a bigger mechanism, such as a good overall therapeutic 

relationship (consisting of knowledge, trust, loyalty and regard) 32, which might have a 

positive effect on patients’ information recall. This, however, remains open for further 

investigation. 

Our study has limitations. Firstly, using a clinical design we could not control for 

all variables; e.g. levels of empathy and provided information varied per consultation, 

and patients’ recall might have been influenced by information discussed in earlier 

consultations. That being said, being it a study in clinical care, our results have high 

ecological validity. Secondly, empathy was assessed by observers, whose perspective 

might differ from patients’ perspectives. However, using an objective assessment does 

imply that all consultations were rated with the same outlook, making it possible to 

provide more specific recommendations on how to use empathy (e.g. by using NURSE 

statements) and overcomes possible halo-effects in patient evaluations 24 33. Thirdly, our 
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limited sample consisted of mainly high educated females recruited in a specialized 

cancer hospital, limiting generalizability of results. Fourthly, non-verbal empathic 

communication was omitted in our analyses as we used audio recorded consultations, 

while these elements are a crucial part of affective communication 34 35 and might 

improve patient recall 18. Lastly as we used questionnaires to assess recall, it was 

sometimes difficult to establish whether patients really understood the information.

Future studies should overcome these limitations by including a larger population 

of more diverse patients, by making use of video recorded consultations to include non-

verbal communication and by assessing recall with real-life or telephoned interviews for 

obtaining more in-depth data. Most importantly, more research is needed to discover 

the underlying mechanism of how empathy can improve patients’ information recall. 

Anxiety may be a small part of a more comprehensive mechanism that can be influenced 

by empathy (such as the therapeutic relationship, which can be assessed by the Human 

Connection Scale 36).

Conclusion

Although the underlying mechanism remains unclear, results from the current 

observational study illustrate the power of clinician-expressed empathy during 

consultations with seriously ill patients. With the use of empathy, clinicians can influence 

patients’ recall of provided medical information. 

Practice implications 

Clinicians can be encouraged to display empathy in consultations with patients 

with advanced cancer. To do so, short and practical communication training might 

be promising 37 38. Such training might integrate the NURSE model 24 25, also used to 

determine empathy levels in our study. Ultimately this might lead to improved recall of 

provided information, leading to more well-informed (shared) decision making. 
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ABSTRACT

Background: Many complaints in medicine, also in advanced illnesses, are about 

communication. Little is known about which specific communication harms. This study 

explored the perspectives of patients with advanced cancer about potentially harmful 

communication behaviors by oncologists, and helpful alternatives. 

Methods: An online survey-design was employed, based on literature scoping and 

patient/clinician/researcher input. Patients with advanced cancer (n=74) reflected on 

the potential harmfulness of 19 communication situations. They were asked if they 

perceived the situation as one in which communication could be harmful (yes/no). If 

“yes”, they were asked if they perceived the examples as harmful (yes/no) or helpful 

(yes/no) and to provide open comments. Results were analyzed quantitatively and 

qualitatively (content analysis).

Results: Communication may be unnecessarily potentially harmful regarding 

information provision, prognosis discussion, decision-making, and empathy, and 

occurs in various ways: e.g. by making vague instead of concrete promises (92%);being 

too directive in decision-making (qualitative);not listening to the patient (88%). Not all 

patients considered other situations potentially harmful: e.g. introducing the option of 

refraining from anti-cancer therapy (49%); giving too much (prognostic) information 

(60%). Exploring each individual patients’ needs/preferences seems a precondition for 

helpful communication. 

Conclusions: We provide a patient perspective on oncologists’ unnecessarily potentially 

harmful communication behaviors and offer practical tools to improve communication 

in advanced cancer care. We describe both preventable pitfalls and delicate challenges 

requiring an individualized approach, where exploration might help. While providing 

difficult and unwelcome news is a clinicians’ core task, our study might help them doing 

so while preventing potential unnecessary harm.
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INTRODUCTION

“Do no harm” lies at the heart of medicine. Harm can arise not only from medical-

technical errors, but also what is historically perceived as the ‘soft’ side of medicine: 

communication. Many complaints about medical care, also in the area of advanced 

illness1, can be traced back to communication deficits.2 

However, surprisingly little is known about why many complaints in medical care are 

about communication. Until now, it is unclear which specific communication behaviors 

have the potential to unnecessarily harm patients. Multiple studies have found that 

communication behaviors such as empathy, listening, reassuring, and providing tailored 

information have positive effects on patient-reported outcomes in (advanced) cancer.3-5 

We might expect that opposite behaviors could be perceived as harmful. Complaints 

about communication in cancer care indeed include a lack of caring and respect, 

incorrect information, and breakdowns in communication.6 

Recently, research has addressed the clinician’s – but not the patient’s – perspective 

on unnecessarily potentially harmful communication. A recent essay postulated 

which communication behavior might be improper and harmful and suggested more 

appropriate alternatives (e.g. referring to the patient as a disease instead of person;“Ms 

X is our CHF-er” instead of “Ms X is a person with heart failure”).7 Although clinicians’ 

viewpoint are important, individual patients’ perspectives are ultimately even more 

important and may differ from expert opinion8 9; nevertheless, to date they are missing 

from the research. 

The aim of this study is to explore the perspectives of patients with advanced cancer 

about potentially harmful communication behaviors by oncologists, and to suggest 

helpful alternatives. Fulfilling this aim will provide concrete tools to help oncologists 

prevent unnecessary potential harm to patients via their communication at a point in 

the patient’s care when this is most important. 

METHODS 

Design

An online survey design was used. Based on results of a scoping literature search 

and patient, clinician, and researcher input, an online questionnaire was created (for 

detailed information of the scoping process see Appendix 1). Themes and examples of 

potential harmful communication and helpful alternatives in cancer care were extracted 

from the included articles, collated and reviewed by the project team (consisting 

of experts in cancer, palliative care, and communication, supplemented by patient 

representation). The agreed upon themes/situations and examples (see Appendix 2; e.g. 
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not supporting shared decision-making, using medical jargon, and ignoring emotions) 

were transformed into questions for the online questionnaire. The questionnaire was 

piloted on clarity/format by two patient representatives (JB/NP). Various changes, e.g. 

the inclusion of an example-question and simplifications of questions, were made.

Ethics

The study was approved by the Ethical Committee of Psychology Research of Leiden 

University (2020-09-22-L.M.vanVliet-V1-2643). 

Participants and Recruitment

Eligible patients were ≥18 years with advanced (incurable) cancer and sufficient Dutch 

language skills. Initially, we only included women with incurable breast cancer. To 

increase recruitment numbers, eligibility criteria were widened. 

From June-November 2020, patients were recruited via channels of patient 

organizations (e.g. the Dutch Breast Cancer Association [BVN], the Dutch Federation 

of Cancer Patient Organizations [NFK], and cancer.nl [kanker.nl]). Social media 

advertisements could be freely shared. Participants from previous studies were also 

approached, if they had consented to being contacted again. The advertisement (which 

was either sent directly to patients with incurable cancer or clearly stated that this was 

the eligible group) included a link to the online study, and after interested patients read 

the information letter and provided electronic Informed Consent, they could access the 

questionnaire. 

Background characteristics 

Sociodemographic characteristics (e.g. age, education) and medical information (e.g. 

cancer type, prior/current treatments) were assessed.

Harmful and helpful communication

Patients were presented with 19 situations that could potentially entail unnecessarily 

harmful communication (grouped under decision-making, information provision; and 

empathy); see Box 1/ Appendix 2. These situations were accompanied by an example 

of potentially harmful communication and an alternative of potentially helpful 

communication. First, patients were asked whether they thought this was a situation 

in which communication could be harmful (yes/no). If they replied “yes”, they were 

asked whether they thought the examples provided were indeed i) harmful (yes/no) 

or ii) helpful (yes/no). In open-ended questions, they could then provide additional 

suggestions and/or experiences of harmful and helpful communication per situation 

and, lastly, in general. In order to assess participants’ views on the topics of ‘Discussing 

the option of refraining from anti-cancer therapy’ and ‘Giving information about life-
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expectancy’ we included both a situation in which the discussion and a situation in 

which the non-discussion of these topics could be rated as potentially harmful - with 

mirrored harmful/helpful examples.

Data analysis

First, background characteristics were described. Second, the extent to which potentially 

harmful situations and their potentially harmful and helpful suggestions were perceived 

as such, were described. Quantitative analyses were performed using SPSS version-25. 

Third, open-ended questions were qualitatively analysed following principles of Content 

Analysis10 , supported by Atlas.ti software. In the first step (deduction), researcher JW 

(supported by researcher LV) read through and coded all data for correspondence with 

the categories identified (displayed in Appendix 2). Two researchers (JW/LV) together 

created new coding unities for data that did not fit within the existing categories (step 

2: induction). In the third step the lists of categories were grouped under higher order 

headings, and these were (step 4: abstraction) summarized qualitatively (see Results-

section) as well as integrated with the quantitative results of the survey (see Box 1) in a 

final Table (see Box 2) Situations which <33% of patients assessed as potentially harmful 

were not included in the final table (based on the RAND-appropriateness method 
11 12). This table and interim analyses were reviewed and discussed with the co-authors 

(backgrounds in psychology, communication, medicine, and patient representation) to 

prevent one-sided interpretation of the data. PRISMA, STROBE and COREQ guidelines 

were followed for reporting. 

RESULTS

Participants’ characteristics

Of the 90 patients that started the questionnaire, 74 answered the communication 

questions and were included in our analyses. Background characteristics of these 74 

patients are summarized in Table 1. The mean age of the patients was 57 years (SD=9.06).
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Table 1. Background characteristics 

Characteristics No.(%)

Sex

 Female 68(92)

 Male 6(8)

Marital status

 Married 52(70)

 Single 22(30)

Education

 Lower 16(22)

 Intermediate 20(27)

 Tertiary 37(50)

 Missing 1(1)

Occupation

 Paid job 19(26)

 Disabled/Sick leave 32(43)

 Houseman/Housewife 5(7)

 Retired 15(20)

 Othera 3(4)

Ethnicity

 Dutch 64(87)

 Western-Immigrant 5(7)

 Missing 5(7)

Type of cancerb

 Breast 58(78)

 Colon 2(3)

 Lung 5(7)

 Kidney 2(3)

 Prostate 2(3)

 Otherc 9(12)

Treatments currently receivingb

 Chemotherapy 19(26)

 Radiotherapy 4(5)

 Hormonetherapy 40(54)

 Immunotherapy 13(18)

 Operation 1(1)

 Symptom-oriented treatment 24(32)

 Tumor-oriented treatment possible, but refrained from 2 3)

 Tumor-oriented treatment impossible 1(1)

 Othera 13(18)

a Unspecified

b Multiple options possible 

c Other i.e. ovarian/pancreatic/bladder/esophageal/unknown cancer, cholangiocarcinoma, eye-melanoma, 

leiomyocarcinoma (all,n=1)
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Quantitative results

Box 1 shows the quantitative results of the survey; i.e. the extent to which various 

communication situations were perceived as potentially harmful communication. The 

situations discussing the end of anti-cancer therapy without mentioning what is still 

possible (85%), not listening to the patient (88%), and making vague promises (92%) 

were perceived as the most potentially harmful. Focusing on side-effect occurrences 

(31%) was perceived as the least potentially harmful. Views varied on the potential 

harmfulness of behaviors regarding amount of information (60% perceived too much 

as harmful; 65% perceived too little as harmful) and the option of refraining from anti-

cancer therapy (49% perceived discussion as harmful; 44% perceived non-discussion 

as harmful). See Box 1 for patients’ perceptions of potentially harmful and helpful 

examples. 

Qualitative results 

The qualitative results are based on the open-ended responses to the survey, i.e. patient-

reported data about what patients perceived as potentially harmful communication 

behavior and helpful alternatives. Patients reported that communication might be 

potentially harmful in relation to i) information provision; ii) prognosis discussion; iii) 

decision-making; and iv) empathy. In terms of helpful communication, many patients 

commented about the importance of asking questions and exploring patients’ needs 

and preferences. 

Information provision 

When providing information, communication can be potentially harmful in various 

ways. First, if information is provided without acknowledging the emotional impact, 

instead of giving the patient some time and exploration space. Second, harm might be 

experienced when oncologists may make vague, or even false, promises rather than 

specific promises, which leaves patients feeling unsettled and insecure. Third, when 

jargon instead of plain language is used, resulting in difficulties to understand the 

situation. Fourth, by providing either too much information (which is confusing and 

overwhelming), or too little (leaving the situation unclear). Helpful communication 

includes clear, honest, and concrete information, while at the same time exploring 

patients’ preferences and tailoring information provision accordingly. 

Harmful vague promise:“Not responding to questions you pose via the electronic record. 

Not calling back at all. Or saying you’ll be called on Friday and then not having time, so 

you end up spending the whole day waiting.”(ID-1021)
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Helpful promise: “They should always say when they’ll call back. If you don’t know when 

they’re going to call, that causes a lot of stress because you’re waiting.”(ID-1049)

Approach to tailor information: “Of course there are some people who want to discuss 

all the test results. A doctor should know or ask whether that’s what the patient 

wants.”(ID-1051)

Prognosis

Patients’ perceptions about the potentially harmfulness of discussing prognostic 

information varied. Some found it harmful if (specific) prognostic information was 

provided, as this sort of information is inherently uncertain. Others found it harmful if no 

or vague prognostic information was provided. Asking patients about their preferences 

might be helpful. If a prognosis is discussed, it may be helpful to stress the uncertainty 

for an individual, as well as taking prognostic discussions step by step and mentioning 

(positive) outliers. 

Harmful lack of prognostic information: “Just saying nothing really isn’t on. Certainly 

when you’re just hearing it [for the first time].”(ID-1032) 

Harmful specific prognostic information: “Mentioning time frames is tricky. You may get 

it wrong.”(ID-1074) 

Helpful exploration: “To what extent is it important for that individual patient to have 

an indication about their life expectancy? Tailor the answer accordingly, without 

compromising the reality.”(ID-1045) 

Decision-making 

Where decision-making was concerned, being too directive was perceived as potentially 

harmful (e.g. using words like “you must”). It might be helpful to provide a rationale, 

and to discuss alternative treatment options, including pros and cons. Patients differed 

as to whether oncologists should provide proactive advice and who should make the 

final decisions. 

Harmful being directive: “You must start your chemo within a certain time.”(ID-1014)

Helpful rationale:“[The doctor explaining] *why* they advise this, would make the 

communication less harmful.”(ID-1045)
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Patients varied in their perceptions about the potentially harmfulness of discussing the 

option of refraining from further aggressive anti-cancer therapy. Some found it harmful 

to discuss this, while there is still aggressive anti-cancer treatment available, as it 

takes away hope. Others found it harmful if it was not discussed, as they felt it should 

be presented as an option. If the matter was discussed, patients found it particularly 

harmful if the oncologist talked in terms of “nothing to be done”. Approaches considered 

helpful were those that focused on what was still possible and stressed that the patient 

would be continuously supported, as well as discussing all available options with their 

pros and cons. 

Harmful discussion: “No treatment gives you no hope of living longer – yet hope is 

what you so badly want, only at the end of the trajectory I would not want any more 

treatment.”(ID-1040)

Harmful no discussion: “All options should be discussed and explained, even if that is 

difficult.”(ID-1020)

Helpful: “I will continue to help you.”(ID-1065)

Empathy

Various behaviors that revealed a lack of empathy were perceived by patients as 

potentially harmful. These behaviors included i) not responding to emotions (e.g. 

ignoring them); ii) not listening to the patient (e.g. ignoring or downplaying reported 

complaints); iii)providing premature reassurance; iv) not seeing the patient as a person 

(e.g. focusing only on medical facts) or an individual (e.g. not using their name); v) 

complimenting patients on looking good without checking if that matches how they 

feel. The overarching helpful approach was exploration: exploring patients’ emotions, 

complaints, worries and feelings, psychological functioning, and (unmet) needs. A 

patient should be seen as a person behind the disease. 

Harmful compliment: “In daily life it’s already pretty annoying that everyone is constantly 

saying you look great. A doctor should know that that’s just on the outside.”(ID-1020)

Helpful compliment: “It’s fine to give compliments. But make sure to conclude with an 

open question.”(ID-1043)

Harmful not responding to emotions: “Always harmful: ignoring the patient’s 

reaction.”(ID-1051)
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Helpful exploring of emotions: “Are you worried about....? Would you perhaps find it 

helpful to talk about it with our department’s psychological support counsellor?”(ID-1045)

Exploration – ask the patient 

In line with the abovementioned helpful exploration of patients’ preferences regarding 

(prognostic) information provision and emotions and needs, exploration seemed an 

overall precondition for helpful communication. It was deemed helpful if oncologists 

ask questions and explore i) what patients already know, ii) what their main (treatment-

related) aims and preferences are, iii) what symptoms and complaints they have, iv)

whether they have understood the information provided and v) whether they have any 

additional questions. 

Helpful:“Asking what the patient themselves view as a possible solution and taking that 

as the starting point for advice or further discussion.”(ID-1060)

Helpful:“Always probe further. Maybe the patient’s complaints come from an underlying 

problem.”(ID-1074)

Table creation 

Quantitative and qualitative results were integrated into a final Table depicting main 

and sub-themes of potentially harmful communication, including an explanation and 

concrete harmful/helpful examples (see Box 2). 

DISCUSSION 

While recognizing that providing difficult and unwelcome news is a core task of 

clinicians, this study aimed to explore the perspectives of patients with advanced cancer 

about potentially harmful communication behaviors by oncologists, and to suggest 

helpful alternatives. Our results provide a – mainly female breast cancer - patient-

perspective overview of how communication can be unnecessarily potentially harmful 

in the areas of (prognostic) information provision, decision-making, and empathy. The 

results reveal preventable behaviors and delicate challenges on which patients’ views 

varied, identifying the exploration of each individual patients’ needs and preferences as 

a precondition for helpful communication. Potential harm can be prevented if patients’ 

double communication needs are met: their need to know and understand (i.e. need 

for information and informed decision-making) and their need to feel known and 

understood (i.e. need for empathy and being seen as a person).13-15
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Within oncologists’ core tasks of honestly informing and supporting patients, our 

study highlighted several potentially harmful behaviors that would be relatively easy 

to prevent. These behaviors center around empathy (e.g. informing without empathy, 

not listening) and concreteness (medical jargon, vague promises) and largely overlap 

with a recent overview article of communication challenges in advanced cancer.16 From 

previous studies we know that oncologists sometimes miss opportunities to show 

empathy17 18, which might increase patients’ anxiety.3 19 If oncologists do not succeed 

in successfully displaying empathy in advanced cancer care consultations, this can 

negatively impact patients’ feelings of satisfaction and their information recall.4 17 20 

These findings highlight the need for oncologist-expressed empathy, what can ensure 

to prevent unnecessary potential harm. Empathy can be demonstrated by behaviors 

such as NURSE-responses (naming, understanding, respecting, supporting, and 

exploring emotions13 21); providing space after breaking bad news 22; using questions to 

make patients feel heard21, and listening23 to establish patient-centered cancer care.24 

The other area in which patients perceived preventable harmful behavior was where 

communication lacked concreteness. It is known that (even well-educated) patients 

can misunderstand medical terminology25 and information provided26-28, while the 

uncertainty of vague promises (e.g. “I will call you tomorrow”) can increase patients’ 

anxiety.29 These findings highlight the opportunity for oncologists to check if the patient 

has understood the information provided (‘teach-back’30) and to provide a concrete call 

appointment, including a timeslot, to prevent unnecessary harm. 

Other delicate challenges require an individualized approach in our era of ever-

increasing precision medicine: e.g. how much (prognostic) information to provide, 

how directive to be in the decision-making process, and how to introduce, or not to 

introduce, the topic of refraining from anti-cancer therapy. Where the amount of 

information is concerned our findings overlap with previous results reporting that both 

too much information (being overwhelming and confusing21 31) and too little information 

(leaving the situation unclear, increasing anxiety32) may be perceived as potentially 

harmful. Prognostic preferences, particularly, vary.33 34 Most, but not all, patients want to 

receive (some) information.35 36 Checking patients (prognostic) information preferences 

– which can change over time37 38 – seems essential21 39, and tailoring can be achieved 

via questions as “Would you like to talk about what this (scan) result means?”.40 When 

it comes to the decision-making process, a ‘paternalistic’ decision-making style21, 

especially, may be perceived as potentially harmful, although patients vary on how 

actively they want to be involved in decision-making.41 What might be helpful here is 

to emphasize to patients that people vary, and again to ask about their preferences.21 

Lastly, it remains unclear whether patients perceive it as potentially harmful to discuss, 

or harmful not to discuss the option of refraining from anti-cancer therapy. In clinical 

care, oncologists do not always discuss it42 - and quickly focus on additional treatment 
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options43-, perhaps because they see it as an inferior option44, at odds with their duty to 

discuss all possible treatment options.45 46 While the option of no aggressive anti-cancer 

treatment needs to be carefully introduced at a certain point in time, patients in our and 

other studies33 47 seemed to disagree on whether it should be discussed early-on (i.e. 

while there is still aggressive anti-cancer treatment available) or not. Moreover, most 

patients in our study agreed that it was harmful if oncologists mentioned that there 

was nothing to be done. This suggests that the harmful blow of raising the option of 

refraining from anti-cancer therapy could perhaps be softened by focusing on what is 

still possible (e.g. symptom-oriented treatments), and providing reassurance that the 

patient will not be abandoned. 

A recurring suggestion for overcoming the above-mentioned delicate challenges 

seems to be to explore each individuals’ patient needs and preferences. We found 

that exploration was helpful not only for addressing patients’ varying information 

preferences, but also as a means to make communication more helpful in general: 

e.g. by exploring what patients know, want to know, and understand, and what they 

are aiming for. This reflects the essence of patient-centered care: receiving care and 

information that is tailored to each individual’s needs and preferences.48 49 Two key 

skills are noteworthy and valuable for making communication more helpful: asking 

and listening.21 23 Although these recommendations are certainly not new (see16) in 

clinical care doctors sometime encounter difficulties exploring patients’ preferences 

when discussing difficult topics, and patients sometimes do not dare to ask questions 

(collusion principle).21 50 

Our study has limitations. Firstly, our sample was limited in terms of – quantitative – 

sample size and representativeness (mainly female breast cancer patients participated). 

This limits the generalizability of the results, although cancer type was not related to 

the perceived potential harmfulness of situations (data not shown). Secondly, while 

there were no comments about patients strongly disagreeing with specific situations/

examples, we could have asked for this specifically. Fourthly, a more nuanced answer 

scale trying to distinguish harm from preferences could have yielded different results. 

Fifthly, inclusion was based on self-assessment so, despite various safeguards, patients 

without incurable cancer could participate. Lastly, insight is lacking into how often 

potentially harmful behaviors occur, and what their effects are on patient-reported 

outcomes. Future studies should overcome these limitations and disentangle which 

specific behaviors can negatively influence which patient outcomes, and for which 

patients. These insights can be used to observe clinical interactions in a standardized 

way and, more importantly, to improve clinical care (e.g. via evidence-based trainings) 

to ultimately benefit patients. Existing training courses that offer a good starting point 

for these trainings include VitalTalk51 and the Serious Illness Guide from Ariadne Labs.52 
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Conclusions 

We provide a unique patient perspective on oncologists’ unnecessarily potentially 

harmful communication behaviors and offer practical tools to overcome them in 

advanced cancer. We describe both preventable pitfalls (e.g. patient versus Ms X) and 

delicate challenges requiring an individualized approach (e.g. introducing the option 

of refraining from anti-cancer therapy), where exploration might help. While providing 

difficult and unwelcome news is a core task of clinicians, our study might help them 

doing so while preventing unnecessary potential harm. 
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APPENDIX 1. SCOPING LITERATURE SEARCH 

A scoping literate search was conducted and reported in line with the PRISMA guidelines.

Search strategy 

PubMed and Google Scholar (first 4 pages) were searched by one author (JW on April 

17, 2020). The search strategy consisted the following keywords in PubMed : ‘cancer 

AND communication AND (harm OR harmful OR complaint)’. Keywords in Scholar were: 

‘cancer’. ‘communication’ and ‘harm’. 

Study selection and data extraction 

All database publications were entered in EndNote software and duplicates were 

removed. The database publications were reviewed by JW. Firstly the publications 

were screened based on title and abstract. Secondly the remaining publications were 

reviewed full text. Studies were included if they fulfilled the following criteria: publication 

in English or Dutch, after 2000, study focused on (potentially) harmful communication in 

adult cancer care. We only included studies after 2000 as we wanted to include potential 

harmful behaviors that are still common-practice and relevant. 

The following data was extracted from each study: type of harmful and helpful 

communication. Data extraction of the included literature was done by one author 

(JW) and checked by a second author (LV). Disagreements were resolved by discussion 

between the authors.

Search strategy

PubMed Cancer AND communication AND (harm OR harmful OR complaint)
((“neoplasms”[MeSH Terms] OR “neoplasms”[All Fields] OR “cancer”[All Fields]) AND 
(“communication”[MeSH Terms] OR “communication”[All Fields]) AND (“harm”[All 
Fields] OR “harmful”[All Fields] OR “complaint”[All Fields])) AND (“2000/01/01”[PDAT] : 
“3000/12/31”[PDAT])

Google Scholar Cancer communication harm
https://scholar.google.com/scholar?start=0&q=Cancer+communication+harm&hl=nl&
as_sdt=0,5&as_ylo=2000
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Flow Diagram literature search
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APPENDIX 2. FINAL QUESTIONNAIRE THEMES AND EXAMPLES

Participants were asked whether they thought the situations presented were situations 

that might involve harmful communication (yes/no). Only if answered “yes”, they were 

asked whether they thought the examples given were indeed i) harmful (yes/no) and ii) 

helpful (yes/no).

Theme/Situation  Example of harmful communication Potentially helpful alternative

DECISION-MAKING

Not respecting that 
patients can make their 
own decisions1

Oncologist: “You really must rest.” Oncologist: “You might want to 
consider getting sufficient rest.”

Not involving the 
patient in treatment 
decision-making2 3

Oncologist: “I really want to get started 
with chemotherapy.”

Oncologist: “It is possible to start 
chemotherapy, but I really want to 
know what your thoughts are about 
this.” 

Discussing the option 
of refraining from anti-
cancer therapy2

Oncologist: “We can also choose not to do 
any more chemotherapy. Chemotherapy 
can prolong life, but it can also cause 
side effects. So choosing not to proceed 
with chemotherapy is also very much an 
option.” 

Oncologist: “We still have the option of 
using a new type of chemotherapy. It 
can prolong life, but it can also cause 
side effects.”

NOT discussing the 
option of refraining from 
anti-cancer therapy2

Oncologist: “We also have the option of 
using a new type of chemotherapy. It can 
prolong life, but it can also cause side 
effects.”

Oncologist: “We can also choose not 
to do a new type of chemotherapy. 
Chemotherapy can prolong life, but 
it can also cause side effects. So not 
doing that is also an option.”

Discussing the end of 
anti-cancer therapy 
without stressing what 
is still possible*

Oncologist: “There’s nothing more we can 
do for you.”

Oncologist: “We cannot cure the 
cancer, but there is still plenty we can 
do to help, and to help and support 
you if you develop complaints, for 
instance.” 

INFORMATION 

PROVISION

Giving information 
about life expectancy 
(prognosis)3-5

Oncologist: “I can say something about 
your life expectancy, although that is 
different for everyone. We know that half 
the women with your diagnosis are still 
alive after 2 years. So half the women live 
less than those 2 years, and the other half 
live longer.”

Oncologist: “ I can’t say much about 
your life expectancy; it’s different for 
everyone. 
There are women who live a long time 
with the type of breast cancer you 
have, and there are women who do not 
live very long. We don’t know how it 
will go for you.”

NOT giving information 
about life expectancy 
(prognosis)3-5

Oncologist: “I can’t say much about your 
life expectancy; it’s different for everyone. 
There are women who live a long time with 
the type of breast cancer you have, and 
there are women who live less long . We 
don’t know how it will go for you.”

Oncologist: “I can say something about 
your life expectancy, although that is 
different for everyone. We know that 
half the women with your diagnosis 
are still alive after 2 years. So half the 
women live less than those 2 years, and 
the other half live longer.”
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Theme/Situation  Example of harmful communication Potentially helpful alternative

Providing information 
without empathy 3 5-7

Oncologist: “That was the result of 
the scan. So I will now discuss which 
treatment follows.”

Oncologist: “I’ve just discussed the 
results of the scan. I can imagine you 
will need to take a moment for it to sink 
in. Can you tell me how you feel after 
receiving this information?”

Providing too much 
information5 6 8

Oncologist: “So I will now take you through 
all the test results.”

Oncologist: “I can take you through all 
the test results, but alternatively we 
can just discuss the most important 
ones. What would you prefer at this 
point?”

Providing too little 
information2 3 9

Oncologist: “The results of the blood test 
are unfortunately not as we had hoped.”

Oncologist: “The results of the blood 
test are unfortunately not as we had 
hoped. The tumor marker is rising; 
in your case this means the cancer is 
becoming more active and growing 
again.” 

Use of medical jargon9 10 Oncologist: “I have looked at your test 
results and the result is positive; there are 
signs that the cancer is progressive.” 

Oncologist: “I have looked at the test 
results and they are not good: the 
tumor is growing.”

Negative framing of side 
effects11

Oncologist: “Just over half of patients feel 
more tired as a result of treatment, but 
it is impossible to predict how you will 
respond.” 

Oncologist: “Just under half of patients 
are not troubled by fatigue as a result 
of treatment, but it is impossible to 
predict how you will respond.”

Making vague promises* Oncologist: “I will call you” (giving no 
indication of when).

Oncologist: “I will call you as soon as 
I have discussed this with the team 
tomorrow afternoon. So I expect to be 
able to call you between 4-5pm.”

EMPATHY

Not responding to 
emotions6 10 12

Patient: “I will manage to deal with this 
too. It’s just that my husband is sick too.”
Oncologist: “Yes, you told me.”
Patient: “Yes ... so, well ... (falls silent)”
Oncologist: “Let’s measure your blood 
pressure.”

Patient: “I will manage to deal with 
this too. It’s just that my husband is 
sick too.”
Oncologist: “Yes, you told me.”
Patient: “Yes ... so, well ... (falls silent)”
Oncologist: “Are you very worried 
about him?”

Not listening to the 
patient 8

Patient: “I’ve also been experiencing 
pain when walking.” Not too bad, but it is 
uncomfortable.”
Oncologist: “OK, and what about 
swallowing? Has that been going better?” 

Patient: “I’ve also been experiencing 
pain when walking.” Not too bad, but it 
is uncomfortable.”
Oncologist: “Is that worrying you?” 

Providing reassurance 
before exploring 
whether the patient 
needs it6

Patient: “And I’ve been having headaches 
again.” 
Oncologist: “You don’t have to worry 
about that. I can really reassure you that 
has nothing to do with your cancer.”

Patient: “And I’ve been having 
headaches again.” 
Oncologist: “That’s too bad for you. Are 
you worried about it?
Patient: “Not really. I just wondered if 
you could prescribe that medication 
again - that helped the last time.”

Not seeing the patient 
as a person6-8 13

Oncologist: “The tumor doesn’t seem to be 
growing, so that’s going well - great!”

Oncologist: “The tumor doesn’t seem 
to be growing, but how have you been 
feeling?”
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Theme/Situation  Example of harmful communication Potentially helpful alternative

Not respecting the 
patient as an individual1

The oncologist calls a fellow oncologist in 
the patient’s presence: 
The oncologist says: “The patient has 
been experiencing increasing pain in her 
back.”

The oncologist calls a fellow oncologist 
in the patient’s presence: 
The oncologist says: “Ms. de Vries has 
been experiencing increasing pain in 
her back”.

Giving a compliment 
without room to 
disagree*

The oncologist says: “You’re looking good” 
(which makes it hard to say you’re not 
feeling good)

The oncologist says: “How are you 
feeling? You look great, but I know that 
doesn’t always mean you’re feeling 
that way.”

WAR-METAPHORS

Using war-metaphors**14 Oncologist: “I’m afraid we have lost the 
battle against cancer.”

Oncologist: “Unfortunately, it seems 
that we cannot control the cancer with 
the treatment.”

*Patient perspective

**War-metaphors: the results of this theme will be presented in a separate article.
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ABSTRACT

Objective: Issues regarding clinician communication remain an important source of 

complaints within healthcare. This systematic review aims to determine cancer patients’ 

and their family caregivers’ views on which clinicians’ communication behaviors can 

harm (i.e. eliciting negative feelings/consequences for patients/family caregivers). 

Methods: We searched for all types of peer-reviewed studies that determined adult 

(≥18 years) cancer patients’ and/or family caregivers’ perspectives on which clinicians’ 

communication behaviors can harm in several databases (PubMed, Embase, Web 

of Science, Cochrane Library, Emcare, PsycINFO and Academic Search Premier), 

supplemented by expert-consultation. Studies were screened using the Artificial 

intelligence (AI) screening tool of ASReview and data was analyzed using Thematic 

Analysis. To assess the quality of the studies the Qualsyst critical appraisal tool was 

used.

Results: A total of 47 studies were included. Four main themes of harmful communication 

behaviors were identified: 1) Lack of tailored information provision (e.g. giving too 

little or too much/specific information) 2) Lack of tailored decision making (ranging 

from; patient exclusion, to the patients’ responsibility, and/or haste) 3) Lack of feeling 

seen and heard (seen as a disease, not as a human being; not listened to concerns and 

emotions) 4) Lack of feeling held and remembered (forgotten agreements; lack of care 

continuity). 

Conclusions: Our results reveal an overview of patients’ and family caregivers’ 

perspectives on which clinicians’ communication behaviors can harm. Harm could be 

prevented when information and decision involvement are tailored and patients’ and 

family caregivers’ needs to feel seen, heard, held and remembered are met. 
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BACKGROUND

What starts by hearing the words “You have cancer..” may be followed by difficult 

decisions, intensive treatments, side effects, anxiety and an uncertain future. Both for 

patients and their family caregivers (i.e. patients’ loved ones including, but not limited 

to, relatives), the impact of cancer is enormous.1-3 During the disease process patients 

and family caregivers experience a need for appropriate information (e.g. to make shared 

and well-informed decisions) and a need for support and empathy, in order to cope with 

their changing life perspectives.4 5 Clinicians play a major role in meeting these needs.6 

Helpful communication behaviors (e.g. responding to emotions, reassuring, 

providing tailored information) has been shown to consistently improve feelings of 

trust, satisfaction, recall of information and can decreases anxiety.7-12 These helpful 

communication behaviors are increasingly incorporated into medical education.13-17 

Nevertheless, what is perceived as harmful communication is less clear, even though 

dissatisfaction with communication remains an important topic in patient-driven 

second opinions18 and many complaints within the medical system are about 

communication.19 20 It has also been shown that harmful communication might increase 

unnecessary psychosocial distress.21 We define harmful communication behavior as 

clinicians’ communication behavior which has the potential to unnecessarily harm (i.e. 

elicit negative feelings/consequences) patients or their family members. Recently, in a 

first-of-its-kind study, our research team explored the patient perspective of clinicians’ 

harmful communication22 and found, in line with other studies23-27, that patients’ 

communication preferences - e.g. about the preferred amount of information - often 

vary. This implies that there may be potential harm in not meeting their preferences.22 

Importantly, while it is known that patients’ family caregivers experience high levels 

of distress during the patients’ disease trajectory3 28, which communication behaviors 

they specifically perceive as harmful is also largely unknown. What we do know is 

that approximately 40 percent of family caregivers’ needs are not met, due to lacking 

clinicians’ communication behavior.29 For example, family caregivers perceive deficits in 

receiving understandable information and being informed about who could help them 

with problems.29 

We sought to better understand what patients and family caregivers specifically 

perceive as harmful communication behavior. The aim of this systematic review is 

therefore to determine cancer patients’ and family caregivers’ views on which clinicians’ 

communication behaviors can harm. This may provide an important stepping stone 

to help clinicians improve their communication and further impact patient-reported 

outcomes by meeting communication needs. 
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METHODS

The systematic review protocol was published in the PROSPERO register (registration 

number: CRD42021236083) and adhered to the PRISMA guidelines (Preferred Reporting 

Items for Systematic Reviews and Meta-Analyses).30 

Database search 

In cooperation with an experienced librarian (JS), a detailed search strategy was 

composed (see Appendix 1). The following databases were searched: PubMed, Embase 

(OVID-version), Web of Science, Cochrane Library, Emcare (OVID), PsycINFO (EBSCOhost) 

and Academic Search Premier. The query consisted of the combination of the following 

four concepts: I) Cancer II) Harmful communication III) Patients IV) Family caregivers. 

For these concepts, all relevant keyword variations were used. The search strategy 

was optimized for all consulted databases, taking into account the differences of the 

various controlled vocabularies as well as the differences of database-specific technical 

variations. The search was limited to the adult population and was performed on June 

20, 2022. In addition to the database search, we e-mail consulted international experts 

(16 experts were approached, 13 responded, see Acknowledgments) in the field of 

clinician-patient communication for potentially relevant articles. 

Eligibility

Studies were included if they met the following criteria: peer-reviewed article including 

data (e.g. qualitative studies, case reports, observational studies, RCT and systematic 

reviews), full text available, participants were adult (≥18 years) cancer patients 

(or survivors) AND/OR family caregivers, focus on cancer, reporting about harmful 

communication (i.e. eliciting negative feelings/consequences) by clinicians from a 

patients’ or family caregivers’ perspective. 

Study screening 

Title/abstract and full text screening were supported by a Microsoft Excel form to note 

the reasons for in- or exclusion. Following a pilot test of the Microsoft Excel form, 20 

percent of the studies were double screened on title and abstract by JW/TW (absolute 

agreement was 90 percent). Disagreements were discussed with LV, until consensus was 

reached. Next, the Artificial Intelligence (AI) screening tool ASReview was used by JW for 

screening the rest of the studies on title and abstract.31 Recently published systematic 

reviews described this tool as helpful in their screening process.32-34 ASReview is a free 

and open-access machine learning technology used to save time and prevent from bias35 

and human errors.36 To optimize the reliability of using ASReview we well prepared the 

AI screening process by means of the 20 percent double screening. The double screened 
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included studies were manually added to ASReview in order to train the AI tool. ASReview 

then uses active learning to influence the order of articles based on relevance for the 

inclusion process. Sorting ensures that when many articles are excluded in a row, it can 

be assumed that the articles after can be labeled as irrelevant.37 38 ASReview developers 

advised a screen-stop decision after 100-120 consecutively excluded studies. However, 

to ensure we would not miss any studies we decided on a screen-stop decision after 150 

consecutively excluded studies.39 JW/TW independently screened the remaining studies 

on full text and disagreements were solved by discussion (if needed with LV). Studies 

from the experts input were manually double-screened by JW/TW. LV double checked 

all the included studies of JW/TW on eligibility. 

Data extraction and analysis 

Several characteristics of the articles were extracted: first author, year of publication, 

country, sample size, participant characteristics (e.g. patient/family caregiver, age, 

type of cancer), type of clinician, study aim/design and type of harmful communication 

behavior. Initially, we aimed to perform a systematic review including a meta-analysis. 

However, due to the limited availability of quantitative data, a meta-analysis was not 

feasible. Consequently, we incorporated the quantitative data as harmful communication 

topics in the qualitative analysis. Thematic analysis was subsequently used to analyze 

the data concerning the harmful communication.40 First, JW/TW independently read 

through the articles and identified the important reflections from participants on harmful 

communication. All quotations about harmful communication were highlighted in the 

articles and then copied to ATLAS.ti software. In step two, JW gave initial codes to all 

quotations (e.g. use of jargon, lack of support). Third, JW/TW/LV together discussed how 

to collate the codes into potential themes/groups (e.g. information provision, decision 

making). Then JW collated all codes under higher order themes and again discussed this 

with LV. Fourth, the themes were summarized and reviewed with all co-authors. Last, 

the co-authors’ feedback was processed and final themes were defined.

Study quality

To assess the quality of the studies the Qualsyst critical appraisal tool by Kmet et al. 41 

was used. Authors JW/TW independently assessed all studies and their agreement was 

calculated.
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RESULTS 

Literature Search

From 3621 database retrieved studies and 43 expert selected studies, in total 47 studies 

were included in this review (see Flowchart in Figure 1). These studies were published 

between 2002 and 2022, conducted in 14 countries (mostly USA, n=20) and involving 

a total of 4123 adult cancer patients and 231 family caregivers. Most patients (66%) 

were female and most (62%) family caregivers were male (three studies did not report 

gender). Eleven studies included family caregivers. Most studies focused on mixed types 

of cancer (n=20). Eighteen studies included patients with advanced cancer. Studies had 

qualitative designs (n=42) or used mixed methods (n=5; quantitative data were only 

used as input for qualitative themes). Quality of the included studies was either strong 

(n=44) or good (n=3)41 and the agreement between JW/TW was 92 percent. Detailed 

study characteristics were provided in Appendix 2. 

Harmful communication

Four main themes of harmful communication behaviors were identified: 1) Lack of 

tailored information provision 2) Lack of tailored decision making 3) Lack of feeling seen 

and heard 4) Lack of feeling held and remembered. (Sub)themes are described below 

with additional supporting quotations shown in Appendix 3. 

Theme 1: Lack of tailored information provision 

Too few and too many provided treatment options, and information about these options, 

could make it more difficult for patients to make well-considered decisions

Patients reported how both too few 22 42-48 and too many 22 49-53 provided treatment 

options, and information about these options, could harm because both make it difficult 

for patients to make well-considered decisions. For example, patients mentioned that 

sometimes information about complementary and alternative treatment was lacking, 

while they wanted to include this in their considerations. Discussing too many treatment 

options could overwhelm patients, especially when someone just received shocking 

news. In addition, family caregivers mentioned that too much information at once was 

difficult to process for the patient.42 

Lack of information about treatment consequences could increase distress and make it 

more difficult to make well-informed decisions

Patients reported on how too little information on treatment consequences (e.g. side 

effects, fertility consequences)25 42 43 45 46 48 50-59 could increase feelings of distress (e.g. 

anxiety and discouragement). A lack of information made patients feel uninformed 
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about what to expect, which makes it more difficult for them to prepare for what is to 

come and to make well-informed decisions. When patients have to deal with potential 

consequences (e.g. side effects or fertility consequences) they were not prepared for, it 

could make patients feel upset and cause loss of confidence. 

Too much test result information could overwhelm and too little keeps it uncertain

Patients reported that providing either too much and too little information about 

tests could be harmful.22 Too much detailed information may be incomprehensible to 

patients and overwhelm them. Too little information (e.g. only mentioning it is good or 

bad) leaves the situation for patients unclear.

Prognostic information provision could be harmful when timing is poor and patients 

receive numeric or vague information 

With regard to timing of prognostic information, patients especially perceived harm 

when prognostic information was discussed too early.25 44 45 55 60-65 This could cause anxiety 

and take away hope, which some patients so desperately need to stay upright mentally 

and physically. In contrast, caregivers reported that it is harmful when prognostic 

information is discussed too late (too close to death)66 67 as it takes away the time to say 

goodbye to a loved one. Starting too late 61 66 67 with discussing the approaching end of 

life (too close to death) could also cause false hope (for both patient and caregiver). For 

some, receiving numerical prognostic information was perceived as harmful 22 25 62 63 65 68 

because this number is inherently uncertain, but it can get stuck in patients’ minds, 

causing them to suffer mentally (e.g. increase anxiety). For others, vague or partial 

information about prognosis could be harmful 22 51 62 67 because it makes it unclear for 

patients and caregivers where they stand.

Contradictions in information (e.g. from different clinicians) may cause confusion and 

feelings of helplessness 

Inconsistent information (different clinicians providing different information) made 

patients 25 42 46 50 51 53 55 56 60 63 69-71 and their family caregivers 60 66 confused, frustrated and 

could increase feelings of helplessness. As a result of conflicting information, family 

caregivers experience difficulties in understanding the situation of their loved one.

Jargon could diminish understanding and lead to anxiety

Clinicians using confusing language (e.g. medical jargon) that prevents patients 
22 42 48 51 55 57 60 61 and their family caregivers 60 66 from fully comprehending the provided 

information which could increase confusion, uncertainty and fear.
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Theme 2: Lack of tailored decision making 

Exclusion from treatment decisions is impersonal and could cause distress

Excluding patients from the decision making process has been identified as potentially 

harmful 22 25 51 57 59 72-74 as it could increase patients’ distress and make them feel like 

they do not participate in the conversation. Occasionally patients mentioned clinicians 

forcing treatments upon them, making them feel as if they are a medical case and not 

a person.

Making treatment choices entirely the patient’s responsibility could be overwhelming 

and stressful 

Leaving the treatment decision completely to the patient (lack of an advice) 50 51 58 62 70 

may be undesirable because some patients get overwhelmed by this responsibility and 

believe that they don’t have enough knowledge to make such a difficult and important 

decision. 

Forcing patients to hasty decisions result in ill-considered choices due to lack of room 

for the options to sink in

Patients being forced by their clinician to make a hasty decision was perceived as harmful 

communication behavior 49 51 58 62 because then there was no room for the information 

and situation to sink in.

Theme 3: Lack of feeling seen and heard

Providing information in an inappropriate manner; rude, cold and uncaring

The manner in which information is provided to patients matters too. Patients 
22 25 42 44 45 48-50 56 57 59-63 72 75 and family caregivers 25 42 60 66-68 72 described harmful manners 

of communication (causing dissatisfaction and anger): rude, uncaring, impolite, 

unpleasant, inhumanely, insensitively, thrown in the face, cold and uncivil. 

Inadequately addressing concerns seriously left patients feeling dismissed and could 

lower feelings of confidence and trust 

A lack of taking patients’ concerns seriously (e.g. ignoring or not taking patients’ physical 

complaints serious) is perceived as harmful by patients 22 42 44 45 49 50 71 76-78 because it left 

them feeling dismissed. This could lower their trust in the clinician. This theme was most 

frequently described by patients who were not taken seriously in early stages (prior to 

diagnosis). As a result, physical complaints and feelings of desperation may increase.
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A lack of validation of, or not responding to, patients’ concerns and emotions could 

increase anxiety and feelings of loneliness

A lack of validation of the patients’ situation and their (emotional) concerns was perceived 

as harmful (e.g. failure to respond to patients’ emotional cues).22 25 46 50 51 54 56 57 61-63 71 73 77-84 

When patients’ concerns are not taken seriously (e.g. about side effects), it may increase 

anxiety and feelings of loneliness. Concrete examples of (well-intentioned) comments 

that could be perceived as harmful because they lack validation of patients’ situation 

are “You look great”22 (gives patients no room to indicate if they don’t feel well at all) 

and “Luckily you have the ‘good’ cancer” 80 (downplayed the diagnosis / gives the feeling 

patients do not need much support).

Lack of a personal approach could give the impression that clinicians do not care about 

the patient and family caregiver as a person

Not seeing/treating the patient as a person was perceived as harmful.22 25 51 56 57 60 62 63 72 78 82 84 

A rushed attitude, not using someone’s name and no interest in someone’s life besides 

the disease was experienced as disrespectful and patients got the feeling that they are 

treated as a number, a diagnosis/case or a ‘piece of meat’.84 

Not taking into account the role and needs of family caregivers could cause feelings of 

marginalization

Both patients 54 71 and family caregivers themselves 25 42 46 66 67 79 85 mentioned that the role 

and needs of family caregivers should not be forgotten. When family caregivers were not 

included in conversations, were not aware of their loved one’s situation, and (existential) 

support for them was lacking, their distress could increase and they feel marginalized. 

Theme 4: Lack of feeling held and remembered

Experiencing a lack of time for concerns to be properly heard could make patients feel 

like a burden

When clinicians’ (non)verbal communication shows that there is no or too little time for 

patients’ concerns to be properly heard 25 42 46 51 54 55 57 61-63 72 73 77-79 81-83, this could make patients 

feel like a burden, and therefore they were second guessing themselves with their worries/

concerns. More specifically, patients with incurable cancer (and their family caregivers) 

mentioned that providers who exhibited a lack of time, made them feel dismissed and 

‘written off’. Several of these patients interpreted such dismissals as messages they were 

no longer important because their disease could no longer be cured.

Specific harmful examples were cited by both patients and family caregivers. First, 

healthcare professionals explicitly mentioning how busy they are.42 Second, nonverbal 

behavior such as hurried body language or looking at a watch.62 Third, unexpectedly 
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receiving information or a diagnosis by letter or telephone (resulting in unanswered 

questions and lingering concerns).42 46 81 Fourth, the lack of room to ask questions in 

general 25 42 50 54 55 57 72 73 81, caused more persistent stress in patients.

Excessive waiting and not keeping appointments could increase distress

In several studies patients 22 45 46 55 57 66 81 82 and family caregivers 42 46 55 66 reported it as 

harmful when they had to wait excessively (e.g. for promised appointments or calls). 

Especially waiting for important information (e.g. test results), after the agreed time 

is exceeded, was perceived as harmful because patients are in suspense/fear which 

increases with time. Also vague promises (e.g. “I call you on Friday..”)22 were perceived 

as harmful because this leaves patients feeling unsettled and insecure.

Experiencing a lack of continuity of care could increase uncertainty, confusion and 

feelings of abandonment

Insufficient continuing care and (existential) support for patients’ needs increases 

anxiety, uncertainty, confusion and feelings of loneliness.22 43 50 54 55 57 59-61 71-73 77-79 86 

Specifically stating that “there is nothing more we can do for you”77 was experienced as 

extremely destroying because it takes away hope and made patients feel abandoned. 

Lack of continuation of the same care providers was also perceived as harmful to 

patients 57 60 71 78 86 and caregivers 60 66, because patients have to tell their story over and 

over to different clinicians. 

DISCUSSION 

This systematic review aimed to determine patients’ and their family caregivers’ views 

on which clinicians’ communication behaviors can harm. A thematic analysis of the 

literature revealed that harm might occur when these four needs of patients and family 

caregivers were not met: 1) need for tailored information provision, 2) need for tailored 

decision making, 3) need of feeling seen and heard, and 4) need of feeling held and 

remembered. 

As we found that both untailored information-provision (e.g. too little versus too 

much) and untailored decision-making (e.g. excluding patients versus making them feel 

responsible) were perceived as harmful, it is interesting to note that patients’ reasons 

for preferring all information versus those who do not want all information and whether 

they want to be actively involved in decision-making seem to overlap. In line with other 

studies, patients reported a need for control and autonomy as reasons for preferring 

much information (e.g. about prognosis) and active participation in decision making87 88. 

Patients who prefer less information and a more paternalistic decision making approach 
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do not feel capable enough to comprehend such important information and 

decisions.87 89 90 Of course, this does not automatically mean that people who want much 

information also prefer to be actively involved in all decision-making, and vice-versa 

(although older literature does hint towards this91 92). This might be most apparent in 

patients with low health literacy, as patients might not ask many questions93, but do 

benefit from receiving information94 and want to be involved in decision-making.95 To do 

so, in line with our results, strategies such as not using jargon and providing too much 

information at once are likely essential first steps to prevent harmful communication.96 

The perceived harmfulness of not feeling seen, heard, held and remembered adds to the 

large available literature on the importance of clinician-expressed empathy.97-99 Within 

the wider construct of clinical empathy100 both, the need to be seen (as human being) 

and the need to be heard (concerns should be listened to), overlap with what other 

researchers have previously described as the need to feel known5 and to ‘feeling heard 

and understood’.101 What our study adds is a new dimension of the need to feel held 

and remembered (continuous care). Previous studies show that patients perceive good 

institutional resources and care processes (e.g. kept agreements, same clinicians) as an 

important value.78 102 However, never before was highlighted that these themes show an 

underlying need to be held and remembered.

Clinical implications

To prevent harm in information provision and decision making, tailoring is essential. 

First, the preferred amount of information someone wants can be tailored both in 

general (e.g. “Some people prefer very detailed information, others prefer to hear 

only the rough picture, and then there are those in the middle. What kind of person 

are you?” 5), and in specific topics (e.g. about prognosis: “Some people, but not all, 

want information about their life expectancy. It’s different for everyone. What are your 

needs here?”22 23). It’s noteworthy to acknowledge potential friction that arises when the 

patient prefers not to receive detailed information about all treatment options (to avoid 

becoming overwhelmed) while the clinician is obligated to maintain the principles of 

complete informed consent. Helpful would be to provide all options without going 

into exhaustive details of all potential side effects.103 Second, the preferred extent of 

involved decision-making can be tailored (e.g. “Some people want to make decisions 

together; others want to do it themselves. What are your needs? Would you like to 

hear my recommendation at this point?”22 23). We should note, however, that patients’ 

preferences are no fixed beliefs, and are prone to change over time (e.g. when patients 

become sicker).104 105 Repeatedly exploring patients’ preferences can be helpful106 107, 

while future studies can explore (using longitudinal methods) how patients’ needs 

change during the disease process.108 Moreover, we could speculate that when patients 

enter the incurable phase of their illness, their information and decision needs shift 
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towards a ‘what matters most’ approach102 109 110, in which it is not always necessary to 

discuss all information and options. It might be more important to individually explore 

what matters most to someone (e.g. “What are your most important goals?”111), and to 

prepare for hypothetical deterioration112 (e.g. “It can be difficult to predict what will 

happen. I hope you will feel as well as possible for a long time, and we will work toward 

that goal. It’s also possible that it may get harder to do things because of your illness, 

and I think it is important that we prepare for that111). 

To meet patients’ and family caregivers’ needs to feel seen and heard, an individual 

approach is desired, with acknowledgement for the (emotional) impact of cancer on 

their lives. Methods to do this are first, providing space after giving medical information 

(gives the patient the opportunity to assimilate the information and respond 23 113) and 

second, responding to the patients’ emotions (e.g. using NURSE: naming, understanding, 

respecting, supporting, exploring 5 23) and not ignoring them. Showing interest in the 

patients’ life and building a relationship (e.g. “I know all the medical details, but tell me 

more about who you were before this illness and how this has affected you and your 

loved ones.”5) could also help. However, the need to be held and remembered goes one 

step further: entering into a relationship with your patient and then maintaining this 

relationship. Not meeting these needs could increase feelings of abandonment and 

make patients feel like a burden, especially when patients have poor prognosis.61 114 115 

This emphasizes the importance of reassurance that continuity of care is guaranteed 

(e.g. “We cannot cure the cancer, but there is still plenty we can do and will do to help 

you, including helping you come to terms with this news. We will continue seeing you.”22). 

Continuous support may become more challenging in the future as more people with 

cancer live longer116 due to improved (experimental) treatment (which also increases 

mental burden117), expected decrease of clinicians118 and increased use of digitalized 

healthcare systems.119 Future research should focus on how to tackle this challenge, 

while still providing the best continuous support for patients and their family caregivers. 

Within the context of the last two themes, a reflection on the distinction between 

harmful communication at the systemic level versus the individual clinician’s level is 

needed. Clinicians need to know what they can do on individual level to avoid causing 

harm within the constraints of the system he/she is working in. For instance, our data 

illustrates that patients perceive ‘excessive waiting’ (e.g. for test results) as harmful. 

Providing patients with a more concrete message while they are waiting can be helpful. 

For example: “We will call you between 4 and 5. If we have not called by then, you 

can reach out to us yourself”.22 Additionally, literature indicates that insufficient time 

for conversations with the clinician is considered as unpleasant. This issue appear 

to be systemic and challenging for an individual healthcare provider to overcome. 

Nevertheless, literature demonstrates that small adjustments or behaviors can make 

a difference. For example, sitting instead of standing at the patient’s bedside already 
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gives patients the feeling that the consultation takes longer (without actually taking 

more time, possibly even less 120). These approaches demonstrate that it is still possible 

to make a difference at the individual level.

Limitations and future directions

Our systematic review has limitations. First, we only included English and Dutch 

papers and thus overrepresenting papers from the global north. Future studies could 

investigate the cross-cultural difference in information needs of patients and family 

caregivers, as these needs are expected to vary widely.121 122 Secondly, due to the 

limited available data regarding the experiences of family caregivers, as compared to 

patients, it was challenging to draw distinctions between those two groups. This finding 

underscores the importance for future studies to conduct more in-depth research on 

the family caregivers perspective on harmful communication behavior. Thirdly, because 

many studies lacked data on disease stage, we were unable to make any determinations 

regarding a potential variation in harmful communication across clinical settings, which 

could be a valuable direction for future studies too. Lastly, we focused on clinicians’ 

communication, while patients interact with many other healthcare staff. We do not 

know whether the same results would be found for other health care professionals or 

aligned staff. We cannot rule out that harmful communication behaviors reported in our 

study were expressed by others than clinicians themselves. 

Since having difficult and emotional conversations with patients is a core task of 

clinician – which they feel untrained and ill-equipped for123– we hope this systematic 

review can provide clinicians with tools to have these consultations while preventing 

unnecessary potential harm. Communication trainings can assist to teach clinicians 

in avoiding these harmful communication behaviors and implement the helpful 

communication suggestions in clinical care, especially after studies have determined 

which behaviors have the greatest detrimental/ beneficial effects on patient-reported 

outcomes. Until then we hope this systematic review will inspire clinicians to embed 

communication’s power for the better and not the worse.

Conclusions

Our results reveal a comprehensive overview of cancer patients’ and family caregivers’ 

perspectives on which clinicians’ communication behaviors can harm. Harm could be 

prevented when information and decision involvement are tailored and patients’ and 

family caregivers’ needs to feel seen, heard, held and remembered are met. We hope 

this systematic review can provide clinicians with tools to communicate with patients 

and their family caregivers while preventing unnecessary potential harm. 
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APPENDIX 1. SEARCH STRATEGY

(((”Neoplasms”[mesh] OR ”cancer”[all fields] OR ”cancers”[all fields] OR 

”carcinoma”[all fields] OR ”carcinomas”[all fields] OR ”adenocarcinoma”[all fields] 

OR ”adenocarcinomas”[all fields] OR ”tumor”[all fields] OR ”tumors”[all fields] 

OR ”tumour”[all fields] OR ”tumours”[all fields] OR ”malignancy”[all fields] OR 

”malignancies”[all fields] OR ”neoplasm”[all fields] OR ”neoplasms”[all fields] 

OR ”leukemia”[all fields] OR ”leukaemia”[all fields] OR ”lymphoma”[all fields] OR 

”lymphomas”[all fields] OR ”Medical Oncology”[mesh] OR ”oncology”[all fields] 

OR ”oncolog*”[all fields]) AND ((”Communication”[Mesh] OR ”communication”[tw] 

OR ”communicat*”[tw] OR ”nonverbal communication”[mesh] OR ”health 

communication”[mesh] OR ”Language”[Mesh] OR ”Communications Media”[Mesh]) 

AND (”Health Personnel”[Mesh] OR ”Health Personnel”[tw] OR ”physician*”[tw] OR 

”clinician*”[tw] OR ”doctor*”[tw] OR ”nurse*”[tw] OR ”health care providers”[tw] OR 

”health care provider”[tw] OR ”healthcare providers”[tw] OR ”healthcare provider”[tw] 

OR ”doctor-patient communication”[tw] OR ”physician-patient communication”[tw] 

OR ”nurse-patient communication”[tw] OR ”clinician-patient communication”[tw] OR 

”patient-staff”[tw] OR ”Physician-Patient Relations”[Mesh])) AND (”Patient harm”[mesh] 

”Patient harm”[tw] OR ”harm”[tw] OR ”harmful”[tw] OR ”harms”[tw] OR ”harming”[tw] 

OR ”harmed”[tw] OR ”complaint”[tw] OR ”complain*”[tw] OR ”hurt”[tw] OR ”hurtful”[tw] 

OR ”hurt*”[tw] OR ”damage”[tw] OR ”damag*”[tw] OR ”negative effect”[tw] OR ”negative 

effects”[tw] OR ”unhelpful”[tw] OR ”unhelpful*”[tw] OR ”difficult communication”[tw] 

OR ”not helpful”[tw] OR ”not helping”[tw] OR ”not beneficial”[tw] OR ”not adaptive”[tw] 

OR ”not adapted”[tw] OR ”Attitude of Health Personnel”[Mesh]) AND (”Patients”[Mesh] OR 

”patient”[tw] OR ”patients”[tw] OR ”patient*”[tw] OR ”Caregivers”[mesh] OR ”carer”[tw] 

OR ”carers”[tw] OR ”Caregivers”[tw] OR ”Caregiver”[tw] OR ”Caregivers”[tw] OR 

”Caregiver”[tw] OR ”Family”[mesh] OR ”Family”[tw] OR ”relatives”[tw] OR ”kinship”[tw] 

OR ”kin”[tw] OR ”stepfamily”[tw] OR ”Parents”[tw] OR ”mothers”[tw] OR ”fathers”[tw] OR 

”Siblings”[tw] OR ”Spouses”[tw] OR ”daughters”[tw] OR ”sons”[tw] OR ”Parent”[tw] OR 

”mother”[tw] OR ”father”[tw] OR ”Sibling”[tw] OR ”Spouse”[tw] OR ”daughter”[tw] OR 

”son”[tw] OR ”loved one”[tw] OR ”loved ones”[tw]) NOT ((”Infant”[mesh] OR ”infant”[ti] 

OR ”infants”[ti] OR ”Child”[mesh] OR ”child”[ti] OR ”children”[ti] OR ”Adolescent”[mesh] 

OR ”adolescent”[ti] OR ”adolescents”[ti] OR ”adolescence”[ti]) NOT (”Adult”[mesh] OR 

”adult”[ti] OR ”adults”[ti] OR ”elderly”[ti]))) OR ((”Neoplasms”[majr] OR ”cancer”[ti] 

OR ”cancers”[ti] OR ”carcinoma”[ti] OR ”carcinomas”[ti] OR ”adenocarcinoma”[ti] OR 

”adenocarcinomas”[ti] OR ”tumor”[ti] OR ”tumors”[ti] OR ”tumour”[ti] OR ”tumours”[ti] 

OR ”malignancy”[ti] OR ”malignancies”[ti] OR ”neoplasm”[ti] OR ”neoplasms”[ti] OR 

”leukemia”[ti] OR ”leukaemia”[ti] OR ”lymphoma”[ti] OR ”lymphomas”[ti] OR ”Medical 

Oncology”[majr] OR ”oncology”[ti] OR ”oncolog*”[ti]) AND (”Communication”[majr] 
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OR ”communication”[ti] OR ”communicat*”[ti] OR ”nonverbal communication”[majr] 

OR ”health communication”[majr] OR ”Language”[majr] OR ”Communications 

Media”[majr]) AND (”Patient harm”[majr] ”Patient harm”[ti] OR ”harm”[ti] OR 

”harmful”[ti] OR ”harms”[ti] OR ”harming”[ti] OR ”harmed”[ti] OR ”complaint”[ti] 

OR ”complain*”[ti] OR ”hurt”[ti] OR ”hurtful”[ti] OR ”hurt*”[ti] OR ”damage”[ti] OR 

”damag*”[ti] OR ”negative effect”[ti] OR ”negative effects”[ti] OR ”unhelpful”[ti] OR 

”unhelpful*”[ti] OR ”difficult communication”[ti] OR ”not helpful”[ti] OR ”not helping”[ti] 

OR ”not beneficial”[ti] OR ”not adaptive”[ti] OR ”not adapted”[ti] OR ”Attitude of 

Health Personnel”[majr]) AND (”Patients”[majr] OR ”patient”[ti] OR ”patients”[ti] OR 

”patient*”[ti] OR ”Caregivers”[majr] OR ”carer”[ti] OR ”carers”[ti] OR ”Caregivers”[ti] OR 

”Caregiver”[ti] OR ”Caregivers”[ti] OR ”Caregiver”[ti] OR ”Family”[majr] OR ”Family”[ti] 

OR ”relatives”[ti] OR ”kinship”[ti] OR ”kin”[ti] OR ”stepfamily”[ti] OR ”Parents”[ti] OR 

”mothers”[ti] OR ”fathers”[ti] OR ”Siblings”[ti] OR ”Spouses”[ti] OR ”daughters”[ti] 

OR ”sons”[ti] OR ”Parent”[ti] OR ”mother”[ti] OR ”father”[ti] OR ”Sibling”[ti] OR 

”Spouse”[ti] OR ”daughter”[ti] OR ”son”[ti] OR ”loved one”[ti] OR ”loved ones”[ti]) 

NOT ((”Infant”[mesh] OR ”infant”[ti] OR ”infants”[ti] OR ”Child”[mesh] OR ”child”[ti] 

OR ”children”[ti] OR ”Adolescent”[mesh] OR ”adolescent”[ti] OR ”adolescents”[ti] OR 

”adolescence”[ti]) NOT (”Adult”[mesh] OR ”adult”[ti] OR ”adults”[ti] OR ”elderly”[ti]))))
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p
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ABSTRACT

Background: The effects of many treatments in healthcare are determined by factors 

other than the treatment itself. Patients’ expectations and the relationship with their 

healthcare provider can significantly affect treatment outcomes and thereby play 

a major role in eliciting placebo and nocebo effects. We aim to develop and evaluate 

an innovative communication training, consisting of an e-learning and virtual reality 

(VR) training, for healthcare providers across all disciplines, to optimize placebo and 

minimize nocebo effects through healthcare provider-patient communication. The 

current paper describes the development, mid-term evaluation, optimization, and final 

evaluation of the communication training, conducted in The Netherlands.

Methods: The development of both the e-learning and the VR training consisted of four 

phases: 1) content and technical development, 2) mid-term evaluation by healthcare 

providers and placebo/communication researchers, 3) optimization of the training, 

and 4) final evaluation by healthcare providers. To ensure the success, applicability, 

authenticity, and user-friendliness of the communication training, there was ongoing 

structural collaboration with healthcare providers as future end users, experts in the 

field of placebo/communication research, and educational experts in all phases.

Results: Placebo/communication researchers and healthcare providers evaluated the 

e-learning positively (overall 7.9 on 0–10 scale) and the content was perceived as useful, 

accessible, and interesting. The VR training was assessed with an overall 6.9 (0–10 scale) 

and was evaluated as user-friendly and a safe method for practicing communication 

skills. Although there were some concerns regarding the authenticity of the VR 

training (i.e. to what extent the virtual patient reacts like a real patient), placebo and 

communication researchers, as well as healthcare providers, recognized the significant 

potential of the VR training for the future.

Conclusions: We have developed an innovative and user-friendly communication 

training, consisting of an e-learning and VR training (2D and 3D), that can be used to 

teach healthcare providers how to optimize placebo effects and minimize nocebo 

effects through healthcare provider-patient communication. Future studies can work on 

improved authenticity, translate the training into other languages and cultures, expand 

with additional VR cases, and measure the expected effects on providers communication 

skills and subsequently patient outcomes.
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BACKGROUND

The effects of many regular clinical treatments in healthcare are partially determined by 

factors other than the treatment itself.1 2 Patients’ expectations and the relationship with 

their healthcare provider can significantly affect treatment outcomes and thereby play a 

major role in placebo and nocebo effects.3 We define placebo and nocebo effects as the 

changes in patient outcomes that can be explained by the expectations someone has 

about the treatment.4 The underlying biopsychosocial processes involved in placebo 

and nocebo effects have been extensively studied. These processes include learning 

mechanisms (e.g. patients’ previous experiences or clinicians’ suggestions) and the 

healthcare provider-patient relationship (e.g. emphatic behavior) that can influence 

patient expectations and trust.3 5-8 As the healthcare provider-patient interaction plays 

such an important role in eliciting placebo and nocebo effects9-12, training healthcare 

providers’ communication with their patients is pivotal for optimizing healthcare. 

Experts in placebo research consented that there are several strategies to optimize 

placebo effects and minimize nocebo effects through communication in clinical 

practice.4 13 For example, healthcare providers could enhance treatment effects if they 

outline the expected benefits from treatment14, prevent side effects by fine-tuning 

the information they give to patients15-17, and increase trust and satisfaction through 

an empathetic attitude.18-21 However, experts also agree that these communication 

strategies are currently underutilized, and that healthcare providers should preferably 

be trained to address placebo and nocebo effects via their communication.13 

Our goal was to develop and evaluate an innovative communication training 

for healthcare providers to optimize placebo and minimize nocebo effects through 

healthcare provider-patient communication. We aimed for the training to be suitable 

for healthcare providers across disciplines at every level, whether they are actively 

practicing or still in training, thus ensuring its broad applicability. The communication 

training will exist of two advanced eHealth components: an e-learning and virtual reality 

(VR) training. Using these eHealth techniques has the potential for great outreach as 

it can be easily offered online. Other advantages over hiring teachers or actors are: 

costs-efficiency, standardized teaching and practicing, safe learning environment, 

and opportunities for extensive repetitive practice.22-25 Additionally, the use of virtual 

patients yields comparable learning effects compared to role-playing actors.26 27 The aim 

of the communication training was threefold: 1) to familiarize healthcare providers with 

state-of-the art knowledge on placebo and nocebo effects, 2) to raise awareness about 

the role of placebo and nocebo effects in everyday clinical practice, and 3) to teach 

communication techniques that can optimize placebo effects and minimize nocebo 

effects in clinical practice. The current paper describes the development, mid-term 

evaluation, optimization, and final evaluation of the communication training. 
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METHODS

The content of the communication training was based on the most recent scientific 

insights and expert consensus on placebo and nocebo effects, which has been investigated 

systematically during the first4 and second13 official Society for Interdisciplinary Placebo 

Studies (SIPS) conferences in 2017 and 2019. The training consists of two parts. First, 

the background theory, empirical evidence and communication skills are taught in an 

e-learning. Second, hands-on practice is offered in a VR training. Both the e-learning and 

the VR tool were developed in Dutch.

The e-learning was developed first and its content was the starting point for the 

VR training. The development of both the e-learning and the VR training took place 

between May 2021 and October 2022 and was divided into four phases: 1) content and 

technical development, 2) mid-term evaluation by healthcare providers and placebo/

communication researchers, 3) optimization of the training, and 4) final evaluation 

by healthcare providers. To ensure the success, applicability, authenticity, and user-

friendliness of the training, in all phases there was ongoing structural collaboration 

with a group of experts. This group consisted of all authors and the experts mentioned 

in the acknowledgements, in total including two general practitioners, two anesthesia 

practitioners (one physician and one physician assistant), one VR expert (and his 

team members) who developed the VR application, one educational expert (and her 

team members) who developed the e-learning, and fifteen national and international 

researchers (most with backgrounds in biomedical and health sciences, some of whom 

are also working in clinical practice). The authors together set up the content and design 

of the training. Throughout the phases, updates were consistently shared with the other 

experts for feedback and approval. The studies were conducted in The Netherlands 

and approved by the Ethical Committee of Psychology Research of Leiden University 

(2022-03-01-A.W.M. Evers-V2-3783 and 2022-06-10-A.W.M. Evers-V2-4051).

E-Learning development and evaluation

Content determination

For the development of the e-learning we collaborated with a non-profit medical 

education provider, the Dutch Institute for Rational Use of Medicine (IVM). To 

determine the specific design and content topics of the e-learning, a brainstorm 

session was organized with an expert group of national and international clinicians 

and placebo/communication researchers (i.e. all authors and experts mentioned in 

acknowledgements). Subsequently, a content framework was created in collaboration 

with an education developer from IVM, which was sent to the expert group for approval. 

All involved experts agreed on the topics to be included (Figure 1). 
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E-learning structure

The e-learning structure is based on leading didactic theories.28-31 To activate and motivate, 

the e-learning starts with a welcome video, followed by an audio message from a general 

practitioner (AS) who already makes extensive use of the communication techniques. 

Second, healthcare providers are challenged to think about their own knowledge and 

skills, and what they want to improve. Third, an introduction about placebo and nocebo 

effects in clinical practice is given. This introduction is followed by five substantive modules 

(Figure 1). Each module contains a video, which focuses on background knowledge, and 

textual information, which focuses on practical skills. Subsequently, an assignment 

is given (‘step-by-step case’) in which the healthcare provider can practice the learned 

techniques on an own (imaginary) patient. During this assignment, several questions are 

asked on how to act in a certain situation, followed by specific automated feedback. In a 

final take home assignment, the healthcare provider is encouraged to plan a moment to 

apply the learned knowledge in clinical practice. The e-learning ends with an optional test 

(15 multiple choice questions; pass after ≥ 10 correct answers) after which accreditation 

points could be obtained (Dutch accreditation available for: ABC 1, Kwaliteitsregister V&V 

and Verpleegkundig Specialisten Register). Thirty five test questions were developed to 

provide variety when a test had to be retaken.

Figure 1. Overview of the e-learning’s main structure and contents 

Introduction: Placebo and nocebo effects in clinical practice

Mechanisms behind placebo and nocebo effects

Impact of patients’ expectations on treatment outcomes

Communication as promising avenue for enhancing expectancy effects

Module 1: Optimizing the provider-patient relationship

Impact of healthcare provider-patient relationship on patient outcomes

Techniques to improve provider-patient relationship

Module 2: Asking about patients’ expectations

Importance of knowing patients’ expectations

How to ask about patients’ expectations

Module 3: Discussing treatment rationale 

Explaining treatment goals/mechanisms and positive expectations about treatment outcomes

Impact of specific word usage when performing a medical intervention

Module 4: Discussing risks and side effects

Risks of highlighting potentially negative treatment outcomes

Best ways of framing information about risks and side effects 

Module 5: Explaining placebo and nocebo effects to the patient

Potential positive effects of informing patients about placebo and nocebo effects

Ways to explain placebo and nocebo effects to patients
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E-learning optimization and evaluation 

Design 

The e-learning was evaluated twice: mid-term evaluation and final evaluation. The mid-

term evaluation took place directly after finishing the development of the first version 

of the e-learning and the collected feedback was used for optimization of the e-learning. 

In the final evaluation, the e-learning was re-evaluated by a new group of participants 

to measure if the adjustments led to improvement and to determine if the training was 

ready to be used in practice. 

Participants

In both evaluations, we asked healthcare providers (future users) to evaluate the 

e-learning. During the mid-term evaluation we additionally included placebo/

communication researchers to assess the e-learning for accuracy and quality of the 

content. In both evaluations, participants were recruited from the professional network 

of the research group members, for example researchers and healthcare professionals 

from Leiden University Medical Center (LUMC) and Radboud University Medical Center 

(RadboudUMC). In the final evaluation, participants were also recruited via (social) 

media (e.g. on LinkedIn and in the newsletter of IVM). Healthcare providers could 

follow the e-learning for free and they indicated whether they agreed to use their data 

for research before they started. In the mid-term evaluation, placebo/communication 

researchers (N=4) and healthcare providers (nurse N=3; unknown N=2) assessed the 

quality of the e-learning (whether the content is correct) and tested the user experience 

and realism of the e-learning. In the final evaluation, the e-learning was evaluated by 

healthcare providers (physician N=5; nurse N=4, other [unspecified] N=9). 

Procedure & Materials

In both evaluations, participants went through the e-learning by themselves, at a 

self-chosen moment, from their own computers. No researcher was present during 

this process. To evaluate the e-learning two questionnaires were designed: 1) General 

questionnaire and 2) Specific questionnaire. The General questionnaire, offered 

through the e-learning environment, included 14 questions: Five questions about 

the participants’ background (e.g. ‘What is your job function?’), five multiple choice 

questions (e.g. ‘Do you think that the e-learning is user-friendly? yes/ reasonable/not 

really/no’), three open ended questions (e.g. ‘How can we improve the e-learning?’), and 

one rating (‘What grade do you give this e-learning? scale 1-10’). Table 1 (first column) 

shows the multiple choice questions. The Specific questionnaire, sent by e-mail, 

included 14 rating questions (scale 1-10) to evaluate each separate part of the e-learning 

(see the first column of Table 2; e.g. ‘How would you rate the quality of the information 
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in Module 1? 1= very poor quality 10= very good quality’), and one open question (‘Do 

you have any additional feedback?’). During the mid-term evaluation, participants 

completed both questionnaires. During the final evaluation, participants completed 

only the General questionnaire. 

Table 1. Results e-learning evaluations General questionnaire 

Questions and answer options Mid-term evaluation 

(N=7)

Final evaluation 

(N=18)

Frequency Percent Frequency Percent

1. Do you think that the e-learning is user friendly?

Yes 3 43 13 72

Reasonable 4 57 5 28

Not really 0 0 0 0

No 0 0 0 0

2. Do you think the structure of the e-learning is logical?

Yes 6 86 16 89

Reasonable 1 14 2 11

Not really 0 0 0 0

No 0 0 0 0

3. What do you think of the level of the e-learning?

Too easy 0 0 2 11

Easy 3 43 4 22

Doable 4 57 12 67

Difficult 0 0 0 0

Too difficult 0 0 0 0

4. Can you apply what you have learned from the e-learning in daily practice?

Yes 2 29 13 72

Reasonable 5 71 5 28

Not really 0 0 0 0

No 0 0 0 0

5. How long did it take to complete the e-learning?

30 minutes 0 0 1 6

1 hour 2 29 12 67

1.5 hour 4 57 4 22

2 hours 1 14 1 6

>2 hours 0 0 0 0
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VR training development and evaluation

Content Determination 

In the VR training, healthcare providers interact with simulated patients in two different 

scenarios while using VR headsets. The VR training focused on training those techniques 

that have been agreed upon by the expert group in determining the content of the 

e-learning, as described above. To optimize placebo effects, the provider is taught to 

explain why the chosen treatment is offered, to emphasize what its short- and long-term 

benefits are, and to display a warm and empathic attitude (e.g. by maintaining eye contact 

with the virtual patient). To minimize nocebo effects, the provider learns techniques such 

as how to identify patients at risk by recognizing negative expectancy patterns, and how 

to carefully introduce potential side effects of a treatment. For development of the VR 

training, we collaborated with The Simulation Crew (TSC). TSC is a Dutch company that 

specializes in developing interactive VR communication training courses using Artificial 

Intelligence (AI) based speech technology and simulation techniques for training and 

feedback. In order to ensure that the VR training fits well with conversations in clinical 

practice, there was structural collaboration with two clinicians (ToH and AS). During 

the creation of the patient cases, roleplay sessions with three nurses were conducted. 

Throughout the development process, intensive consultations took place between 

the researchers, VR developers, and involved clinicians. The researchers took into 

Table 2. Results e-learning Specific questionnaire (mid-term evaluation only)

Questions a N Mean SD

What did you think of the …

1. way the information was given in the introduction? 9 7.50 1

2. quality of the information in the introduction of the e-learning? 9 8.00 1

3. way the information was given in the modules? 9 8.11 0.93

4. quality of the information in module 1? 9 8.22 0.97

5. quality of the information in module 2? 9 8.44 0.73

6. quality of the information in module 3? 9 8.00 0.87

7. quality of the information in module 4? 9 7.72 0.97

8. quality of the information in module 5? 9 7.67 1.22

9. way the step-by-step case was presented? 7 8.29 0.75

10. quality of the questions in the step-by-step case? 7 7.86 0.90

11. quality of the tips given in the step-by-step case? 7 8.00 0.82

12. take home-message assignment? 8 5.88 1.64

13. way the final test was provided? 8 8.25 1.28

14. quality of the final test? 9 7.94 1.38

a scale 1-10: 1= not user-friendly/ bad quality 10= very user-friendly/perfect quality



Optimizing placebo and nocebo effects: communication training development 171

account the empirical evidence, the VR developers the developmental feasibility, and 

the clinicians the comparison with clinical practice. Two patient cases were designed 

(Figure 2). The names within the described cases have been contrived for development 

of the training and do not pertain to actual individuals under any circumstances. In 

selecting the features of the patients, we endeavored to be as diverse as possible, by 

incorporating variations in gender and age.

Figure 2. Brief description of the patient cases in the VR training

Case 1 – Mrs Jakobs

Healthcare providers are instructed to prescribe a drug 

(Statins) to Mrs. Jakobs, a 72-year-old woman, recently 

diagnosed with Diabetes. Mrs. Jakobs has a lot of negative 

expectations about this drug due to negative stories from 

her neighbor about side effects. She prefers not to take the 

Statins. When practicing the case, the healthcare provider 

will consistently work on optimizing placebo effects and 

minimizing nocebo effects by inquiring about the her 

expectations, addressing her concerns, highlighting the 

medication’s positive effects, and framing side effects 

carefully.

Case 2 – Mr de Jong

Healthcare providers are to remove a spot from the arm of 

Mr. de Jong, a 39-year-old man, after administering a local 

anesthetic injection. Mr. de Jong is very anxious about the 

procedure because he is afraid that the anesthetic will not 

work, as he has experienced in the past. When practicing 

the case, the healthcare provider will consistently work on 

optimizing placebo effects and minimizing nocebo effects 

by addressing his concerns, reassuring, explaining the 

procedure properly, emphasizing the positive effects of the 

injection, and using words carefully during the procedure.
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VR training structure

The two patient cases were integrated into an app, which can be utilized in 2D on mobile 

devices and in 3D with the Oculus Quest 2 VR headsets. Only the 3D version was tested 

in this study since the 2D version was developed later. Healthcare providers can talk 

aloud in the VR environment and the patient talks back. Artificial Intelligence (AI) tools, 

such as speech recognition and natural language processing/understanding, ensured 

that providers can freely interact with the patients in the VR environment and that they 

can explore the impact of different communication strategies on the patient. During the 

mid-term evaluation, the patient had a computer voice. To ensure natural responses 

from the virtual patients, between the mid-term and final evaluation TSC recorded all 

possible reactions with motion capture (gestures), facial capture (facial expression), and 

human voice. Moreover, the AI tracked and detected gaze direction which was used for 

feedback on keeping eye contact with the patient. After completing the consultation 

with the virtual patient, healthcare providers received personalized feedback on how 

they communicated with the patient, and what they could do to improve their skills. 

VR training optimization and evaluation 

Design

The VR training (3D version) was evaluated twice: during a mid-term evaluation and 

a final evaluation. During the mid-term evaluation, both patient cases were assessed 

separately because case 2 was developed after the first evaluation of case 1. During 

the final evaluation, both cases were re-evaluated to measure if the adjustments led to 

improvement and to determine if the training was ready to be used in practice. 

Participants

In both evaluations, we asked healthcare providers (future users) to evaluate the 

VR training. During the mid-term evaluation we additionally included placebo/

communication researchers to assess the training for accuracy and quality of the 

content. In both evaluations, participants were recruited from the professional network 

of the research group members, for example researchers and healthcare professionals 

from Leiden University Medical Center (LUMC) and Radboud University Medical Center 

(RadboudUMC). During the mid-term evaluation, placebo/communication researchers 

(N=7) and healthcare providers (physician N=7, nurse N=2) assessed the VR training on 

quality, user experience, and authenticity (i.e. to what extent the virtual conversation 

corresponds with a real conversation). During the final evaluation, the VR training 

was evaluated by healthcare providers (nurse N=10; physician N=8; psychologist N=2; 

unknown N=2; researcher N=1). Five participants were part of both evaluations. 
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Procedure & Materials

Both evaluations were in person and several test days were organized in collaboration 

with TSC. In addition, some individual test appointments were scheduled. The procedure 

and materials were the same for both evaluations. Participants put on the VR headsets 

and went through one or both VR cases, having a conversation with the virtual patient 

multiple times. Participants’ interim feedback was noted by the researcher/TSC and the 

first impression was discussed and noted after the test. At the end of the appointment, 

all participants were asked to complete an evaluative questionnaire. The questionnaire 

contained five questions about the participants’ background (e.g. ‘What is your job 

function?’), multiple choice questions (e.g. ‘do you think the structure of the case is 

logical? Yes/Reasonable/Not really/No’), ratings (e.g. ‘how user-friendly do you find the 

VR training? scale 1-10’), and room for comments. See the first column of Table 3 for the 

multiple choice questions and ratings.
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RESULTS

Participant characteristics 

The background characteristics of all participants are summarized in Table 4.

Table 4 Demographic characteristics of participants

VR training

Mid-term evaluation Final evaluation Mid-term evaluation Final evaluation

(N=9)a (N=18)b Case 1 (N=9)c
Case 2 (N=7)

Case 1 only (N=5) 
Case 2 only (N=5) 
Both cases (N=13)

Frequency M; SD M; SD Frequency M; SD

Age (years) 7 36.57; 
12.57

16 40.80; 
12.14

23 49.65; 
10.88

Frequency Percent Frequency Percent Frequency Percent Frequency Percent

Gender

Male 0 0 3 17 6 38 8 35

Female 7 100 14 78 10 63 15 65

Other 0 0 1 6 0 0 0 0

Education

Low* 0 0 1 6 0 0 1 4

High** 7 100 17 94 16 100 22 96

Job functiond

Researcher 4 57 0 0 7 44 1 4

Physician/ physician 
in training

0 0 5 28 7 44 8 35

Nurse/ nurse 
specialist

3 43 4 22 2 13 10 43

Psychologist/
pedagogue

0 0 0 0 0 0 2 9

Other (unspecified) 0 0 9 50 0 0 0 0

Job Experience 

(years) e

0-5 2 29 3 18 8 53 7 32

6-10 3 43 2 12 3 20 3 14

11-20 1 14 5 29 4 27 6 27

>20 1 14 7 41 0 0 6 27

a demographic characteristics data was missing for 2 participants; b around 100 healthcare providers followed the 

e-learning, 34 gave informed consent and 18 completed the questionnaire; 

c two participants tested both cases; d In the final evaluation of the VR training job function data was missing for 2 

participants; e job experience data was missing for 1 participant in all evaluations except mid-term e-learning; * primary, 

pre-vocational and vocational; ** advanced secondary and tertiary
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E-learning optimization and evaluation 

Mid-term evaluation

During the mid-term evaluation, all components of the e-learning were rated positively 

(range M = 7.5 – M = 8.4) except the take-home assignment (M = 5.9, SD = 1.64) (Table 2). 

The alternation between the different types of information (e.g. text, video, assignment) 

was experienced as positive, as well as the structure, user-friendliness, and level of the 

e-learning (Table 1). The e-learning as a whole was assessed with a 7.9 (N = 7, SD = 0.90). 

Figure 3 shows some qualitative comments of participants per study.

Figure 3. Qualitative quotes evaluation studies

E-learning

Mid-term evaluation Final evaluation

What is good What is good

“Alternation between the different ways of 
providing information was good. Structure 
was clear. Information was accessible and 
interesting. Nice to see a different face every 
time” 
“The level seems fine to me for a non-expert 
in the field.” 

“Concrete, practical example sentences for each module.” 
“Many open doors, but I am aware that the practice is 
sometimes a bit more complicated.”
“Design, amount of information and usefulness of the 
information was good. Even though I am not a doctor, I will 
certainly use the knowledge and tips I have gained in my 
nursing role.” 
“I didn’t really have any expectations, but it is very nice for a GP 
practice to offer this to employees to gain more insight.” 

What could be better What could be better

“Guiding the participant a little more 
throughout the course, using a little easier 
language here and there, even more concrete 
examples and tips, maybe a little more visual 
support.” 
“The video’s with the researchers are given a 
lot of emphasis, while you would rather see 
(video’s) of practical situations.” 

“Make it clear that it is mainly for care providers who (will) be 
involved in direct patient care. Perhaps show something with 
examples of sharing the conversation with the patient?”
“Patient case studies on video. Not all people in the videos 
spoke with equal ease. Sometimes some slips and glitches.”
“Movies a bit boring, maybe you can do something with 
graphics appearing while talking? And I wonder if 1 same 
person is better every video, now a bit separate from each 
other.”

VR Training

Mid-term evaluation Final evaluation

What is good What is good

“Glasses fit comfortably, controllers are 
comfortable to hold, clear instructions.” Case 
1
“You can practice a bit with conversation 
techniques and it is useful to see how they 
can come across / how people can react to 
them.” Case 1
“Very useful for practicing different ways of 
saying something.” Case 2
“It feels very secure, you can do this on your 
own, not for a group in role play.” – tool in 
general 

“It is user-friendly, practicing beforehand is an advantage to be 
more involved in the conversation.” – tool in general
“I think very valuable to use in education.” Case 1
“The feedback provided by the tool was good and tailored.” 
Case 2
“Hiring actors is much more expensive, would favor e-learning 
first then VR, then actor.” – tool in general

What could be better What could be better

“Difficult to move forward in a conversation if 
you don’t say the right thing.” Case 1
“The situation with VR is still different from 
practice, especially interaction with the 
patient is a bit more difficult than when you 
have a real-life patient in front of you. But the 
casuistry is applicable.” Case 2

“Visually good, still understands too little.” – tool in general
“I have no experience with prescribing a statin, so it is difficult 
to provide information.” Case 1
“Feedback is good, but not always realistic. The computer does 
not recognize everything.” Case 2
“The computer doesn’t understand silences.” Case 2
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Optimization

Based on the quantitative and qualitative analysis of the mid-term evaluation, the 

following adjustments were made to optimize the e-learning:

• The take home assignment was offered as an optional, instead of a required part of 

the training. 

• We added a clear overview screen at the beginning of the e-learning with the aim, 

the structure, the welcome video and an overview of the chapters.

• More example phrases, that healthcare providers can use in daily practice, were 

added (e.g. how to explore expectations).

• Detailed feedback on grammar and the general layout of the e-learning was 

processed when possible.

Final evaluation

The e-learning improved in terms of user-friendliness (‘yes’ from 43% to 72%) and 

applicability in practice (‘yes’ from 29% to 72%), see Table 1. The overall assessment 

was equal in both evaluation moments (N = 7, M = 7.9, SD = 0.90 vs. N = 18, M = 7.9, SD = 

0.76). Quotes of participants confirmed that the added practical examples were helpful: 

e.g. “Design, amount of information and usefulness of the information was good. Even 

though I am not a doctor, I will certainly use the knowledge and tips I have gained in 

my nursing role”. Enhancing the quality of the videos or including healthcare provider-

patient interaction videos are potential suggestions for improvement (see quotes in 

Figure 3).

VR training optimization and evaluation

Mid-term evaluation

During the mid-term evaluation, case 1 was rated less positively than case 2 (M = 5.9; 

SD = 2.13 vs. M = 7.4; SD = 0.48). More than half of the participants scored case 1 as 

difficult, however all participants perceived case 2 as either doable or easy. In both 

cases, participants indicated that the interaction with the simulated patient was difficult 

because the tool does not always understand everything they said (due to speech 

recognition limitations). This resulted in a stiff and sometimes unnatural conversation 

flow. The user-friendliness, on the other hand, was immediately assessed as sufficient 

in both cases (M = 7.1; SD = 2.09 and M = 7.4; SD = 1.55, respectively), see Table 3 and 

Figure 3. 

Optimization

The first step towards VR training improvement was that all possible reactions/

movements of the virtual patient were recorded by an actor in a motion-sensitive suit. 
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This improvement gave the simulated patient a more human appearance. The following 

adjustments were also made to optimize the VR training:

• The recognition and vocabulary of the simulated patient was expanded, allowing 

the system to better understand what the participant is saying and improve the 

responses. 

• After the participant welcomed the patient, the patient starts talking directly instead 

of waiting for a question from the trainee, which makes the start of the conversation 

smoother.

• More instructions were added to guide the participant through the conversation.

• The visuals were optimized (e.g. enhanced legibility of the computer screen in the 

virtual environment).

Final evaluation

The final evaluation showed that case 1 improved in terms of structure, level and overall 

rating (see Table 3). Case 2 was assessed almost equal as in the mid-term evaluation. 

In both cases about half of the participants perceived the acquired knowledge as 

directly applicable in clinical practice (44% and 50%, respectively), almost the other half 

perceived it as reasonably applicable (39% and 44%, respectively). The comments also 

indicated that the VR training was perceived as valuable: e.g. “I think very valuable to 

use in education”. For additional quotes, see Figure 3. The VR training as a whole was 

assessed with a 6.9 (N = 22, SD = 1.19). Instances where the avatar does not understand 

the participant or gives inappropriate responses remain a focus point for improvement 

in the future.

DISCUSSION

We developed and evaluated an innovative communication training, consisting of an 

e-learning and VR training, for healthcare providers to optimize placebo and minimize 

nocebo effects through healthcare provider-patient communication. Results of the 

evaluation studies show that both healthcare providers and communication/placebo 

researchers were mostly positive about the communication training. The e-learning was 

experienced as user-friendly and the content was perceived as accessible, interesting, 

and easily applicable in clinical practice. Enhancing the quality of the videos or 

including healthcare provider-patient interaction videos are potential suggestions for 

improvement. The VR training was experienced as user-friendly as well, and as offering 

a safe learning environment. Instances where the VR avatar does not understand the 

participant or gives inappropriate responses remain a focus point for improvement in 

the future. 
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The growing acknowledgement of the power of communication in healthcare is a 

positive development that results in an increase in communication training programs 

for healthcare providers. Existing communication training courses often focus on shared 

decision making32, person centered care33, or serious illness communication.34-36 Fewer 

training courses focus on how to utilize placebo effects in clinical practice.37-39 What 

our training adds to the existing training courses is that we focus on both optimizing 

placebo effects, and also minimizing nocebo effects. In addition to educating healthcare 

providers about the potential impact of expectations and empathy, we also train them 

in effectively informing patients about placebo and nocebo effects. We utilize various 

learning methods, including text, video, assignments, and virtual reality, and aim to be 

accessible to healthcare providers in all disciplines.

Setting up this e-learning and VR training presented some limitations and taught 

us some lessons that may also be helpful for others. First an issue, common in 

interdisciplinary collaborations40, that arose at the initial stage of the development 

was that the researchers and educational experts (IVM and TSC) experienced lack of 

expertise in each other’s field. Learning each other’s language was time-consuming, 

but frequent consultation at the beginning of the project has been helpful. The growth 

of knowledge of each other’s field is reflected in the finding that VR case 2, which was 

developed after a first version of case 1 was evaluated, was immediately assessed 

better than case 1. Second, a well-known problem of VR is that it remains difficult to be 

authentic (i.e. to what extent the virtual patient reacts like a real patient) due to technical 

challenges.23 40 41 In our VR training, we decided to use the technique natural language 

processing, instead of the more conventional choice-based dialogue. The use of natural 

language processing enables a real conversation with the virtual patient, however it is 

also more challenging and time-consuming to ensure a smooth conversation flow. Our 

results reveal that the authenticity did improve as we progressed in the development. 

More use of the VR training will improve speech recognition, due to the self-learning 

abilities of the applied AI. Third, during the final evaluation of the e-learning, we were 

not able to ascertain the specific medical roles of the participants involved, as the 

response option ‘other’ could not be elaborated upon. Fourth, the initial plan was to 

develop and evaluate the e-learning and the VR training simultaneously as one product. 

However, due to practical considerations (e.g. time constraints and the distribution of 

required expertise among multiple partners) separate developmental and evaluation 

phases were needed. Consequently, this separation led to relatively small sample 

sizes for all evaluations, which are a limitation of this study. Nonetheless, the separate 

development has also resulted in an additional benefit: the e-learning and VR training 

are two self-contained, full-fledged and complementary training tools. These tools can 

be offered independently or combined as a full training. Combining both training tools, 
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starting with the e-learning followed by the VR training, may enhance the effectiveness 

of the training.35 

Development of this first-of-its-kind communication training offers opportunities for 

future directions. In a follow-up study the effect of this training on healthcare providers’ 

communication should be studied. To assess the improvement of healthcare providers’ 

theoretical knowledge, the e-learning test can serve as a measurement instrument 

for both pre- and post-training evaluations. In the VR training, healthcare providers’ 

communication is already being assessed through a scoring system, which is currently 

used to determine the personalized feedback. The score could potentially serve as a 

pre- and post-measurement, or it can be studied whether there is an enhancement 

in the scores when healthcare providers go through the case studies multiple times. 

Next, it can be investigated whether the acquired communication skills impact patient 

outcomes on both short- and long-term levels. Some potentially expected outcomes 

may include increased treatment effectiveness, higher levels of satisfaction and trust, as 

well as reduced anxiety and perceived side effects.18 42-44 Another direction for the future 

is translation of the training. The current training has been developed from a Dutch 

(East European) perspective and is only available in Dutch. Translating the training to 

other languages and cultures is an important next step, where cultural differences and 

preferences must be taken into account.45 46 A last valuable direction is expanding the VR 

training with more specific cases to connect even better with healthcare providers from 

all (para)medical disciplines (e.g. physiotherapists and psychologists). When developing 

new cases in the future, it is important to strive for diversity in patient features, such as 

gender, age, and culture. In future AI developments, it’s essential to stay informed about 

ongoing advancements, potential biases, and ethical discussions.

Availability

The e-learning and VR training (2D and 3D) are already offered in The Netherlands 

and available via the websites of IVM and TSC. After completing the e-learning, Dutch 

accreditation is available for: ABC 1, Kwaliteitsregister V&V and Verpleegkundig 

Specialisten Register. 

Training introduction video: https://www.youtube.com/watch?v=3N6r_Syk2SA

IVM: https://www.medicijngebruik.nl/scholing/e-learning/4942/behandeleffecten-

verbeteren-via-communicatie 

TSC: https://thesimulationcrew.com/producten/placebo/

Conclusion

To conclude, we have developed an innovative and user-friendly communication 

training that can be used to teach healthcare providers how to optimize placebo effects 

and minimize nocebo effects through healthcare provider-patient communication. The 
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training consists of an e-learning and VR training (2D and 3D) which can be followed 

separately or together. Placebo/communication researchers and healthcare providers 

have provided a favorable evaluation of the training. However, the training’s potential 

effect on the communication of healthcare providers has not yet been studied. Future 

studies can focus on translating the training into other languages and cultures, improving 

the authenticity of the VR training, expanding with additional VR cases, and measuring 

the expected effects on healthcare provider communication skills, and subsequently, on 

patient outcomes. 
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THE POWER OF HELPFUL AND HARMFUL COMMUNICATION IN 

HEALTHCARE

This dissertation aimed to shed light on how healthcare providers’ communication 

could help and harm patients. We have illuminated the critical role of healthcare 

providers’ communication in providing information, expressing empathy, and 

managing expectations. In chapter 1, we presented a historical overview of the medical 

communication and placebo research line and delineated the gaps in the literature 

upon which this dissertation focused. In chapter 2 we explored how expectations and 

empathy were used in communication with patients with advanced cancer. In chapter 

3, the impact of empathy on the information recall of patients with advanced cancer 

was examined, considering the mediating role of anxiety. The next two chapters focused 

on exploring the patient perspective (chapter 4) and previous literature perspective 

(chapter 5) on potentially harmful communication behaviors in cancer care. In chapter 

6 the development and evaluation of a communication training (using an e-learning 

and virtual reality) for healthcare providers in general was described. In this chapter, an 

initial summary of the findings from each chapter will be presented.

CHAPTER 2

In chapter 2, we examined how empathy and expectations are currently utilized in 

the clinical setting of advanced breast cancer. We collected audio-recordings of 45 

consultations between oncologists and advanced breast cancer patients. The nature 

of the conversation (good news, uncertain news, or bad news), and the occurrence of 

expectancy- and empathy-expressions provided by the oncologists were determined. 

The majority of the consultations (58%) contained ‘good news’ (i.e. good scan results). 

We found that when discussing positive or uncertain medical outcomes, oncologists 

predominantly made use of uncertain expectancy-expressions. When providing 

positive expectations, oncologists highlighted the importance of the doctor-patient 

relationship, whereas negative expectations centered around the severity of the illness. 

In situations of uncertainty, a ‘hope for the best, prepare for the worst’ approach was 

used. Empathy-expressions varied between generic and specific expressions, with 

oncologists dominantly showing understanding towards patients’ emotions. Instances 

of a lack of empathy were uncommon, and mainly included oncologists not picking up 

on patients’ emotional cues. This chapter indicated that empathy-expressions were 

already applied regularly, particularly in showing understanding for patients’ emotions 

and complimenting patients on how they handle their disease. Expectancy-expressions 

were mostly uncertain, suggesting that there might be an underused potential for 

emphasizing positive aspects when communicating with patients with advanced cancer.
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CHAPTER 3

In chapter 3, we used the same audio-taped consultations as in chapter 2, to determine 

the relationship between clinician-expressed empathy and patients’ information recall 

in clinical advanced cancer consultations. We also tested whether the relationship 

between clinician-expressed empathy and recall was mediated by a decrease in patients’ 

anxiety. Our results showed that in general patients’ remembered 61% of the discussed 

information and recall was best for information about treatment options (77%) 

followed by treatment aims/positive effects information (63%) and least for information 

about side effects (40%). In addition, patients’ anxiety significantly decreased after 

the consultation. Clinician-expressed empathy significantly increased patients’ total 

information recall and recall of treatment aims and positive effects. These effects, 

however, could not be explained by a decrease in patients´ anxiety level. Although the 

underlying mechanism remains unclear, our results highlight the impact of empathy 

expressed by clinicians in consultations with seriously ill patients. The findings of this 

chapter indicated that clinician-expressed empathy can address patients’ cognitive 

needs, enhancing recall of provided medical information.

CHAPTER 4

In chapter 4, we explored the perspectives of patients with advanced cancer about 

potentially harmful communication behaviors by oncologists, and helpful alternatives. 

We developed an online questionnaire including questions about nineteen situations that 

could potentially entail unnecessarily harmful communication. These situations were 

accompanied by an example of potentially harmful communication and an alternative 

of potentially helpful communication. We included 71 patients who completed the 

questionnaire. The results revealed that communication may be potentially harmful 

regarding the themes of information provision, prognosis discussion, decision-making, 

and empathy. Specific harmful examples were discussing the end of anti-cancer therapy 

without mentioning what is still possible, not listening to the patient, and making vague 

promises. Patients’ views varied on the potential harmfulness of providing general 

information about test results (60% perceived too much as harmful; 65% perceived too 

little as harmful) and prognostic information (68% perceived prognostic information as 

harmful; 50% perceived no prognostic information as harmful). Focusing on prognosis, 

qualitative results showed that some found it harmful if specific prognostic information 

was provided, as this sort of information is inherently uncertain. Others found it harmful 

if no or vague prognostic information was provided. In the cases where patients varied 

on what they perceived as harmful communication, inquiring about their preferences 

(tailoring) might be helpful. The findings of this chapter revealed that there are specific 

communication topics that most patients perceive as harmful, but there are also 

communication topics where opinions among patients differ on whether it is harmful 
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or not. In this chapter, we offer insights into both easily preventable pitfalls and delicate 

challenges that demand an individualized approach, where exploration might be 

beneficial.

CHAPTER 5

In chapter 5, we advanced the investigation of harmful communication in oncology 

through a systematic analysis of the existing literature in this domain. This chapter 

synthesized existing studies on cancer patients’ and family caregivers’ views on which 

clinicians’ communication behaviors can harm. We searched for all types of peer-

reviewed studies that determined adult cancer patients’ and/or family caregivers’ 

perspectives on which clinicians’ communication behaviors can harm in several 

databases, supplemented by expert-consultation. We included 47 studies in this 

systematic review. Seventeen themes of harmful communication were identified, 

categorized under four main themes: 1) Lack of tailored information provision (e.g. 

giving too little or too much/specific information) 2) Lack of tailored decision making 

(ranging from: patient exclusion, to the patients’ responsibility, and/or haste) 3) Lack 

of feeling seen and heard (seen as a disease, not as a human being; not listened to 

concerns and emotions) 4) Lack of feeling held and remembered (forgotten agreements; 

lack of care continuity). The results of this chapter revealed that unintended harm could 

be prevented when information and decision involvement are tailored and patients’ and 

family caregivers’ needs to feel seen, heard, held and remembered are met.

CHAPTER 6

In chapter 6, we described the development and evaluation of an innovative 

communication training, consisting of an e-learning and virtual reality (VR) training, 

for healthcare providers across all disciplines, to optimize placebo and minimize 

nocebo effects through healthcare provider-patient communication. The aim of the 

communication training was threefold: 1) to familiarize healthcare providers with 

state-of-the art knowledge on placebo and nocebo effects, 2) to raise awareness about 

the role of placebo and nocebo effects in everyday clinical practice, and 3) to teach 

communication techniques that can optimize placebo effects and minimize nocebo 

effects in clinical practice. The content of the communication training was based on the 

most recent scientific insights and published expert consensus on placebo and nocebo 

effects. The e-learning provided theoretical knowledge and practical handles distributed 

across five modules: 1) Optimizing the provider-patient relationship, 2) Asking about 

patients’ expectations, 3) Discussing treatment rationale, 4) Discussing risks and side 

effects, 5) Explaining placebo and nocebo effects to the patient. In the VR training, 

healthcare providers interact with simulated patients in two different scenarios (Case 1 

prescribing medication; Case 2 administering a local anesthetic injection) while using VR 
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headsets. Results of the evaluation studies showed that both healthcare providers and 

communication/placebo researchers were mostly positive about the communication 

training. The e-learning was experienced as user-friendly and the content was perceived 

as accessible, interesting, and easily applicable in clinical practice. The VR training 

was experienced as user-friendly as well, and as offering a safe learning environment. 

Instances where the VR avatar did not understand the participant or gave inappropriate 

responses remain a focus point for improvement in the future. 

CONCLUSION

Taken together, this dissertation highlighted the pivotal role of healthcare providers’ 

communication in providing information, expressing empathy, and managing 

expectations. We have explored how communication can either help or harm patients. 

Our results indicated that empathy not only contributes to addressing patients’ 

emotional needs but also plays a role in meeting their cognitive needs, specifically 

in recalling medical information. We also introduced a new, more existential need: 

to feel held and remembered. Our results have also enhanced the understanding of 

communication that might harm patients and have provided guidance on how to 

prevent such harm. We have further bridged the gap to clinical practice by developing 

and evaluating a communication training on placebo and nocebo effects, which 

received positive evaluations. While communicating with patients and addressing their 

individual needs remains a challenging responsibility for healthcare providers, we 

aspire for this dissertation to offer support and guidance on which communication can 

have positive effects and which may potentially harm for individual patients. Increasing 

this awareness among healthcare providers has the potential to contribute to enhanced 

communication, greater effectiveness of treatments, and improved patients outcomes 

in the future. 
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FROM UNKNOWNS TO INSIGHTS 

In this dissertation, we propose that healthcare providers’ communication has three 

functions that can contribute to enhancing patient care: 1) providing information, 2) 

expressing empathy and 3) managing expectations. In the forthcoming discussion, we 

embark on a comprehensive exploration of these three functions of communication. 

This discussion seeks to illuminate the theoretical contribution of this dissertation, 

providing an understanding of how communication can both help and harm patients. 

Following this, we delve into the limitations and strengths, offer suggestions for future 

directions, provide implications for clinical practice, and end with an overall conclusion.

1 PROVIDING INFORMATION

In medical consultations, patients have a dual need: to know and understand and to 

feel known and understood.1-3 These coexisting needs can be roughly seen as a need 

for information and for empathy.2 We recognized the necessity for patients to receive 

comprehensive information in order to understand their illness and its implications, 

allowing them to make well-informed decision.4 This dissertation reveals that patients 

agree that the need for information can be met by providing information about the 

disease, explanations of test results, treatment options, treatment consequences, and 

prognosis (chapter 4 and 5). In these chapters it also emerged that patients generally 

agreed on identifying several potentially harmful behaviors that could be relatively easy 

to prevent. For example, not keeping promises/appointments. In line with other studies, 

patients noted that waiting for crucial and potentially impactful information is inherently 

stressful.5 However, as the agreed-upon time passed, patients reported that their anxiety 

increased. Studies on the effectiveness of providing information through online patient 

portals are promising in terms of reducing waiting times, providing better patient 

information, and improving decision-making.6-8 However, communication through 

these online portals also poses risks7 9 10: the possibility of misinterpreting information 

and receiving bad news without emotional support of a healthcare provider.10 11 

As described in chapters 4 and 5, patients noted that the use of vague information, 

such as medical jargon, was also perceived as harmful. This may lead to patients not 

comprehending the full extent of their illness, and potentially hindering the ability to 

make informed decisions.12 This risk is even greater among patients with low health 

literacy.13 Patients also agree that having to make hasty decisions can be harmful. 

This outcome aligns with the attentional narrowing theory, which indicates that 

simultaneously handling stress and information processing in a dual task results in 

decreased retention of information.14 15 Emotions that follow after receiving bad news 

or hearing about treatment options first need to sink in, before treatment decisions can 

be made.16 Chapter 3 indicated that only 61% of the provided information was recalled 
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by patients. Additionally, we observed that clinician-expressed empathy can enhance 

patients’ recall of information. Consistent with the results of chapter 4 and previous 

studies, these findings underscore the importance of expressing empathy, not providing 

too much information at once and checking patients’ understanding.12 17

This dissertation demonstrated that patients’ perspectives on what they perceive 

as helpful and harmful information varied. We identified individual patient’s needs 

and preferences as a prerequisite for optimal information. Overall, in chapter 4 and 5, 

the differences among patients primarily revolve around the need for general medical 

information, prognostic information, and involvement in decision-making. We found 

that both inadequately tailored information provision (such as providing too little or 

too much) and inadequately tailored decision-making (for instance, excluding patients 

or making them feel responsible) were deemed as harmful. However, we do not yet 

know which specific patients prefer more or less information and involvement. We 

observed that patients’ reasons for desiring comprehensive information and the wish to 

be actively involved in decision-making, seem to overlap. In line with previous studies, 

patients reported a need for autonomy and control as reasons for preferring extensive 

information (e.g. about prognosis) and active participation in decision-making.18-21 

Patients who preferred less information and a more paternalistic decision making 

approach often do not feel capable enough to comprehend such crucial information and 

decisions.19 22 We can further connect this to literature suggesting that patients’ coping 

styles may impact their communication needs. In this literature a common distinction is 

made between patients who adopt an approach strategy (also referred to as monitors) 

and those who prefer an avoidance strategy (also referred to as blunters).23-25 Patients 

desiring more information and greater autonomy in the decision making process might 

employ an approach coping strategy, while patients seeking less information and 

preferring less influence in the decision making process might adopt an avoidant coping 

strategy. These theory suggests that individuals seeking comprehensive information also 

tend to prefer active involvement in all decision-making, and vice versa. Nonetheless, 

substantiating this suggestion requires more robust evidence. This dissertation reveals 

that until exploring patients’ needs on information, decision-making, and prognostic 

information can help patients and prevent potential harm.

2 EXPRESSING EMPATHY

The importance of empathy reoccurs as a common thread throughout all chapters 

of this dissertation. Chapter 2 revealed that expressing empathy is common in clinical 

settings for patients with advanced cancer. Healthcare providers demonstrated generic 

and specific empathic behaviors, such as responding to patient cues or emotions using 

the NURSE acronym (Naming, Understanding, Respecting, Supporting, Exploring) 

and expressing interest in the patient.2 26 Healthcare providers commonly express 
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understanding for patients’ emotions and compliment them on how they handle their 

disease. However, in chapter 4, we found a noteworthy result that compliments, even 

when well-intended, are not always appreciated by patients. For example, patients 

expressed discomfort with the well-intended compliment “You’re looking good”. They 

mentioned hearing this frequently in their daily lives, and it made them feel that they 

could no longer express that they were not feeling well. Chapters 4 and 5 illustrated that 

a lack of empathy was perceived as harmful. Examples included overlooking patient 

cues (also described in Chapter 2), leading to a failure to respond to emotions, or not 

recognizing the patient as an individual, such as by not using someone’s name.26 27 In 

chapter 5 we incorporated the family caregivers perspective for the first time. They 

identified a lack of empathy, demonstrated by a failure to acknowledge the role and 

emotions of the family caregiver, as harmful too. The perspective of family caregivers is 

often overlooked, despite the understanding that the impact of an illness extends to the 

entire system around the patient.28 29 

Previous research has highlighted that empathy contributes to the patient’s 

need to feel known and understood.1-3 Chapter 3, demonstrated that empathy can 

also positively contribute to the patient’s cognitive need to know and understand, 

specifically in patients recall of medical information. Interestingly, we previously found 

that the impact of empathy on recall was limited to conversations conveying positive 

news.30 In conversations delivering bad or uncertain news, empathy alone might not 

be sufficient. This is understandable, particularly when bad news implies a shifted 

life perspective, which can be emotionally burdensome. In chapter 5, we uncovered a 

deeper layer of empathy that may contribute to a more profound existential need: the 

need to feel held and remembered. This implies that patients want to feel a sense of 

ongoing care and significance, and desire time for their concerns to be properly heard, 

especially when patients can no longer be cured.31 With this dissertation, we suggest 

expanding the commonly discussed dual need to know and understand, and feel known 

and understood, with the addition of a third, more existential need, to feel held and 

remembered.

3 MANAGING EXPECTATIONS

Chapter 2 revealed that in an advanced care setting, healthcare providers predominantly 

expressed uncertain expectations. Specifically, expectations regarding treatment 

outcomes and prognosis were often formulated with uncertainty. We observed that 

uncertain expectations were characterized by an emphasis on what an oncologist hopes 

for but cannot guarantee, often referred to as ‘hope for the best, prepare for the worst’.32 33 

This approach is comprehensible given the unpredictable nature of advanced cancer. 

Healthcare providers place significant value on avoiding false hope34, as treatment 

effects in an oncological setting are often overestimated by patients.35 36 On the other 
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hand, patients also appreciate it when healthcare providers are optimistic in their 

communication (e.g. highlighting possible positive expectations, or mentioning positive 

success stories), and some require this sense of ‘hope’ to cope with their illness.37 38 In 

light of the evidence supporting the helpful effect of provided positive expectations, 

the use of managing patients’ expectations in the realm of serious illness, may be 

underutilized. In advanced cancer care, it may not be feasible or ethical to provide overly 

optimistic information about prognosis and treatment outcomes. It remains essential to 

provide realistic expectations, as overly optimistic expectations could undermine trust, 

lead to overtreatment and may decrease patients’ quality of life.35 39-42 Nonetheless, there 

is an opportunity in this context to effectively emphasize positive expectations about 

achievable aspects, such as pain management and the ongoing care and involvement 

of healthcare providers. Literature also illustrates that focusing on what is still possible 

positively contributes to feelings of hope and helps patients.38 43 44 We observed this 

need among patients also reflected in chapters 4 and 5. In advanced cancer care, there 

is an opportunity for greater implementation of this focus on positive expectations of 

continuity of care. This allows treatment and prognosis expectations to remain realistic 

while concurrently fostering trust in the continuity of care. 

Healthcare providers not only encounter the challenge of communicating 

uncertain expectations in advanced cancer, but also in other healthcare contexts with 

high uncertainty. Especially in medical procedures in which perceived pain can vary, 

healthcare providers might struggle with the right communication strategy. A recent 

experimental study demonstrated that when the level of pain is uncertain, direct 

expression of uncertainty (e.g. “I do not know how painful this is”) was related to more 

perceived pain compared to a more indirect expression of uncertainty (e.g. “I have 

seen it varies widely among people how painful they experience this”).45 These findings 

constitute an initial step in improving healthcare providers’ verbal suggestions when 

managing uncertain expectations. In situations where expectations are more certain 

or negative consequences are less invasive, we have a comprehensive understanding 

of how verbal suggestions can enhance treatment outcomes.46 In chapter 6, we have 

developed a communication training program (utilizing e-learning and Virtual Reality) 

in which healthcare providers are instructed in these and other strategies to optimize 

patient expectations and strengthen the healthcare provider-patient relationship. 

To enhance placebo effects, the healthcare provider is taught to emphasize why the 

chosen treatment is offered and its short- and long-term positive benefits, without 

overstating treatment efficacy. To minimize nocebo effects, the healthcare provider 

learns techniques, such as identifying patients at risk through negative expectancy 

patterns and introducing the potential side effects of a treatment with care.47-49 This 

is the first training that also provides guidance on how healthcare providers can best 

explain placebo and nocebo mechanisms to patients, which can also contribute to 
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positive treatment effects.50 51 Healthcare providers evaluated the communication 

training as user-friendly, and the content was perceived as accessible, interesting, and 

easily applicable in clinical practice.

LIMITATIONS AND STRENGHTS

Limitations

This dissertation has limitations that we will address. Firstly, we would like to reflect 

on the observational and exploratory designs used in this dissertation. Chapters 2 and 

3, both components of the same study, used an observational design to measure the 

dynamics of healthcare provider-patient interactions within an advanced cancer care 

setting. While observational designs hold significance as they provide researchers 

the capability to investigate behavior and interactions within their natural context, it 

is also important to realize that generalizing these findings to the entire healthcare 

system remains challenging, and no causal relations can be established. The data from 

chapters 2 and 3 capture only a small part of the overall care a patient receives. This 

dataset comprises just one conversation, and we are unaware of the conversations 

that took place both before and after. For example, focusing on recall, we conducted 

an examination of just a snapshot of recall. Some studies suggest that the retention 

of information diminishes over time. 52 53 Therefore, it would have been valuable to 

measure longitudinal recall as well. Examining empathy and expectations, we have only 

illuminated the researcher’s perspective. We did not include the patient’s perspective 

of how empathic they rated the healthcare provider, and neither their own expectations 

before and after the consultation. A previous publication from the same study however 

demonstrated that patients’ opinions about the healthcare providers empathy differed 

from how healthcare providers perceived it. Patients tended to be more positive.54 

Chapters 4, 5 and 6 had a more exploratory focus. In chapters 4 and 5, we explored 

what patients perceive as harmful communication. However, we did not measure the 

extent of harm associated with these themes and the potential impact of such harmful 

communication on patient outcomes (immediate, intermediate and long-term). The 

next step toward quantifying the communication behaviors of chapter 4 and 5, poses 

a set of ethical challenges, as we cannot design a RCT exposing patients to potentially 

harmful communication.55 56 Chapter 6 is also more descriptive in nature and does not 

measure the extent to which the communication training is effective on healthcare 

providers communication skills. This chapter can be considered an essential stepping 

stone, but to study effectiveness for improving healthcare provider communication, a 

RCT design is necessary.

Secondly, it is necessary to reflect on the questionnaires and coding schemes used. 

The research questions in this dissertation occasionally posed challenges in aligning with 



202 Chapter 8

existing questionnaires or coding schemes. This necessitated the self-creation of several 

instruments, lacking in validation. We consistently made efforts to align the self-created 

instruments with existing instruments, previous research, or submitted them for review 

by research experts and/or patients. In chapters 2 and 3, we utilized existing literature 

and previous research to develop the coding schemas (e.g. for empathy, expectations, 

and recall). In chapters 4 and 6, the questionnaires were based on existing literature, 

and we sought input from experts in the field (e.g. healthcare providers, patients and 

educational specialists) to develop the used questionnaires. 

Thirdly, the studies in this dissertation demonstrate an overarching methodological 

limitation, namely, predominantly small sample sizes, specifically involving samples 

characterized by a limited representation of cultural variation. This is noteworthy, 

particularly in light of the realization that patient communication needs are culturally 

sensitive. In chapters 3 and 4, the majority of the participants had Dutch ethnicity. The 

literature included in chapter 5 predominantly originate from studies in the global north 

(i.e. Northern America, Europe, Australia and New Zealand). Although the origins of 

the healthcare providers evaluating the training in chapter 6 were not measured, we 

know that the theories conveyed in the training are rooted in literature with a Western 

perspective.48 49 It is acknowledged that individuals within Dutch culture are commonly 

characterized by their need for autonomy, direct communication, and assertiveness.57 

While recognizing internal variations among the Dutch, there is a clear distinction in 

preferences compared to, for example, Asian cultures. Particularly concerning the 

disclosure of prognostic information, these cultures exhibit significant differences. In 

Asian cultures, it is more customary to refrain from providing information about life 

expectancy to protect patients from stress.58 59 Moreover, cultures where religious beliefs 

play a crucial role perceive that the determination of life expectancy is not within the 

purview of the physician but rather influenced by their deity.60 61 Within this dissertation, 

we did shed light on the individual differences in patients’ preferences. However, the 

specific preferences of non-Western cultures were not investigated. This indicates 

that the results of this dissertation are limited in their generalizability to non-Western 

cultures.

Strengths

A strength of this dissertation lies in the bridge we build from empirical evidence to 

clinical practice. In each chapter of this dissertation, practical guidance was provided 

to healthcare providers on how their communication can help patients and how they 

can prevent potential unnecessary harm. In chapter 6, the bridge to clinical practice 

becomes even more clear as we have developed a communication training for healthcare 

providers. Existing placebo and medical communication literature were utilized as 

theoretical foundation for this training. Concrete techniques that optimize the effects 
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of expectations and empathy were taught. Through an e-learning platform, we gave 

a theoretical overview of directly applicable techniques to enhance communication, 

and we took it a step further into clinical practice by also developing a virtual reality 

tool. With this tool, healthcare providers can actively practice with two virtual patients. 

Recognizing the logistical challenges associated with virtual reality, particularly due to 

the absence of VR headsets for everyone at home, we also have developed a 2D version 

of the training that can be conveniently downloaded on a phone or tablet. Throughout 

this dissertation, considerable attention has also been given to disseminating the results 

to clinical practice, for instance, through collaboration with a graphic designer. This 

collaboration facilitated the creation of visually appealing infographics, summarizing 

the results of chapters 4 and 5 for easy distribution among healthcare providers (see 

Appendix 1). These infographics were included in the guidelines of Palliative Care in the 

Netherlands (PZNL).62

Despite the discussed limitations of our design, we have approached the research 

questions of this dissertation from various perspectives and using different methods. In 

many studies, there was room for qualitative data, allowing us to better grasp underlying 

themes and generate examples of both helpful and harmful communication at a detailed 

level. Throughout this dissertation, there was consistent collaboration with experts from 

clinical practice, including both healthcare providers and patients themselves. This has 

ensured that this dissertation provides practical insights directly applicable to clinical 

practice, aligning with the practical needs of the field. 

FUTURE DIRECTIONS AND CLINICAL IMPLICATIONS

Future directions

This dissertation offers directions for future research. Firstly, it is crucial to extend 

the findings of this dissertation through randomized controlled trials (RCTs) that can 

investigate hypothesized effects. It is important to comprehend how harmful certain 

communication behaviors can be and specifically identify the negative effects they 

may have (e.g. decreased patient satisfaction, increased anxiety, or pain). Non-clinical 

RCTs, utilizing video vignettes (role-played consultations in which communication can 

be manipulated), can be employed for this purpose.63 64 By using video vignettes, direct 

harm to the patient is prevented, while enhancing the comprehensibility of the impact of 

harmful communication. The development of the training (chapter 6) also requires further 

exploration with RCTs. Future studies should investigate whether the training is indeed 

effective: improving healthcare providers’ communication and subsequently patient 

outcomes (e.g. better treatment results). The VR tool that we have developed can be used 

to investigate the effectiveness of the training. By conducting a pre-measurement using 

the VR headset (where healthcare providers experience the VR case before undergoing 
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the training) and a post-measurement (going through the VR case after the training), it 

can be investigated whether the training genuinely enhances healthcare providers their 

communication skills. Subsequently, through an observational study or RCT in clinical 

practice, it can be examined whether healthcare providers who have undergone the 

training communicate better with patients and whether these patients also report better 

outcomes. Additionally, future research could focus on further enhancing expectation 

management in oncological setting (characterized by its uncertainty). Research could 

involve examining the impact of positive verbal suggestions ensuring continuity of care 

on patient expectations and outcomes.

Secondly, being culturally inclusive will become a crucial avenue for future research. 

An important aspect to reflect upon in future research is the bias healthcare providers 

have in displaying empathy. Literature suggest that it is more easy to show empathy 

towards individuals within our own social group: persons who share similarities with 

us, we perceive as attractive, or young children.65 66 Studies have shown that ethnic 

minorities and patients with a lower socioeconomic status (SES) receive significantly less 

empathy.67-69 Meanwhile, non-Western ethnicities appear to benefit more from empathy, 

expressing greater satisfaction upon receiving it compared to Western patients in an 

experimental video-vignette study.70 From literature we know that raising awareness 

of racial bias among healthcare providers is beneficial for improving their empathetic 

communication skills.71 Therefore, future training programs should focus on facilitating 

this awareness among healthcare providers. Additionally, as aforementioned, the results 

of this dissertation have a limited representation of cultural variation, which diminishes 

generalizability of our results. Specifically, future studies should focus on identifying 

harmful communication behaviors in non-Western cultures. Moreover, intercultural 

medical consultations report more miscommunications and dissatisfaction compared 

to intra-cultural medical consultations.72-74 Furthermore, for the dissemination of 

the developed training to other countries and languages, it is crucial to provide a 

clear understanding of the preferred communication in those contexts. The potential 

discriminatory aspects of empathy pursue also further research. 

A third future direction arises when we take into account the emergence of artificial 

intelligence (AI) in healthcare. The importance of authenticity in empathy is often 

mentioned in literature, emphasizing that it should not be used as a mere ‘tick-box 

exercise’.75 76 It is interesting to note however that studies primarily focused on the patient’s 

perspective77, investigating their opinion on whether empathy should be authentic or 

not. Studies stating that empathy should be ‘genuine’ is quite understandable from the 

patient’s perspective, as we could presume that no one wants empathy that is ‘fake’. As 

communication through online patient portals and the use of artificial intelligence (AI) 

continue to increase, a research question comes up about whether it is truly necessary 

for empathy to be authentic or if it can also be computer-driven. A study by Ayers et 
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al.78 demonstrated that an AI tool was perceived as more empathetic, and the provided 

information was of better quality than that from a real physician. Potential collaboration 

between researchers, healthcare providers and AI may enhance communication in 

healthcare. This will be a compelling direction for future research. 

Clinical implications

Recommendations for clinical practice run like a common thread throughout this entire 

dissertation. In chapter 3, we demonstrated that displaying empathetic behaviors can 

indeed improve cancer patients’ recall. Healthcare providers can use more empathy 

behaviors in their conversations with patients. For instance, by delving into the NURSE 

acronym (described in chapter 2 and 3) and incorporating simple sentences such as 

“What are your most pressing concerns?”. Chapter 2 presented examples of emotional 

cues that were missed by healthcare providers. These examples can assist healthcare 

providers in enhancing awareness of potential pitfalls and preventing them in the future. 

In chapter 4, specific communication behaviors to be avoided are explicitly mentioned, 

such as making vague promises (e.g. “I will call you..” – without an indication when the 

doctor will call), not seeing the patient as a person (e.g. “The tumor doesn’t seem to be 

growing so that’s going well - great! So we’ll continue treatment.”) and not involving the 

patient in decision making (e.g. “you must start chemo within a specific time”). These 

are some examples of communication behaviors that can be relatively easily avoided, 

and therefore may prevent harm. However, this dissertation also shed light on several 

topics where patients differed in their information and decision needs, and treatment 

expectations, which poses a significant challenge for healthcare providers. 

This dissertation provides several strategies that can be used to support a tailored 

approach and explore patients’ needs. In chapter 4 and 5, sentences were provided that 

can contribute to tailoring information and decision needs, for example “Some people, 

but not all, want information about their life expectancy. It’s different for everyone. 

What are your needs here?” and “Some people want to make the final decision 

together; others want to do it themselves. What would you prefer?”. In the developed 

communication training, described in chapter 6, questions are offered to examine the 

individual expectations of the patient (e.g. “Have you ever read or heard anything about 

the treatment?”), and how to respond to these expectations (e.g. reinforcing positive 

expectations and adjusting negative expectations where possible and realistic). 

The results of this dissertation largely align with the previously described cognitive 

(need to know and understand) and emotional (need to feel known and understood) 

needs of patients. The findings from chapter 5 introduced an additional need on a 

more existential level: the need to feel held and remembered. This need becomes more 

significant when patients are seriously ill, especially if they are no longer able to be 

cured. Patients feel abandoned and left alone when they were explicitly told that “there 
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is nothing more we can do for you”. This statement should be avoided, and a better 

alternative could be, for example: “We cannot cure the cancer, but there is still plenty we 

can do and will do to help you “. The integration of palliative care (i.e. specialized care 

that focuses on patients’ holistic needs and continues until the end of life) can play a 

crucial role in meeting this existential need for patients.

An overarching conclusion of this dissertation aligns with the notion that one size 

does not fit all, and clinicians need to continuously adapt their communication to 

each unique patient. This conclusion highlights the challenge healthcare providers 

face in effectively communicating with patients. Especially in communication with 

patients with serious illnesses, the complexity rises due to heightened emotions in the 

conversation. Healthcare providers face difficulties in engaging in these conversations, 

however express a sincere desire to learn and improve.79 Therefore, it is important to 

emphasize that this dissertation is not intended to reprimand healthcare providers 

for their shortcomings but rather to support them in this challenging aspect of their 

profession. It requires quite an effort from healthcare providers to continuously tailor 

what is best for each patient. Consistently customizing communication on an individual 

basis is a considerable proficiency communication skill. Each patient is unique, requiring 

individual tailoring, which demands ongoing creativity from the healthcare provider. 

Each healthcare provider is unique too. Some providers are more communicatively 

skilled even before they start studying, while others may require more training. From a 

behavioral science perspective, communication is a learnable skill that might call for a 

touch of creativity. Perhaps, after all, every communication needs a hint of art. 

CONCLUSION 

This dissertation highlighted the pivotal role of healthcare providers’ communication in 

providing information, expressing empathy, and managing expectations. Within these 

three functions, communication can have both positive (helpful) and negative (harmful) 

impacts on patients. This dissertation provides evidence and tools to healthcare 

providers to optimize their communication with patients and their family caregivers. 

Recognizing the importance that one size does not fit all, individual preferences should 

be preferably aligned with the patient. Through the development of the communication 

training for healthcare providers, we hope to efficiently disseminate this knowledge and 

tools to healthcare providers. 
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A2. DUTCH SUMMARY

DE KRACHT VAN HELPENDE EN SCHADELIJKE COMMUNICATIE IN DE 

GEZONDHEIDSZORG

Dit proefschrift heeft als doel inzicht te geven in hoe de communicatie van zorgverleners 

patiënten zowel kan helpen als schaden. We belichten de cruciale rol van de communicatie 

van zorgverleners bij het verstrekken van informatie, het tonen van empathie en het 

managen van verwachtingen. In de introductie van dit proefschrift (hoofdstuk 1) gaven 

we een historisch overzicht van de onderzoekslijnen naar medische communicatie 

en placebo-effecten. Terwijl de onderzoekslijn van medische communicatie zich 

richtte op de functies van communicatie en de impact daarvan op patiëntuitkomsten, 

concentreerde de onderzoekslijn naar placebo-effecten zich op het verklaren van 

gezondheidseffecten die niet het gevolg waren van voorgeschreven behandelingen, 

maar die bekend staan als placebo-effecten. In dit proefschrift beschrijven we placebo- 

en nocebo-effecten als de veranderingen in patiëntuitkomsten die kunnen worden 

verklaard door de verwachtingen die iemand heeft over de behandeling. In hoofdstuk 

2 beschreven we hoe het geven van verwachtingen en het tonen van empathie 

momenteel wordt gedaan in communicatie met patiënten met gevorderde kanker. In 

hoofdstuk 3 werd de impact van empathie van artsen op het herinneren van informatie 

door patiënten met gevorderde kanker beschreven, waarbij de mediërende rol van 

angst werd meegenomen. De daaropvolgende twee hoofdstukken richtten zich op het 

begrijpen van de visie van de patiënt (hoofdstuk 4) en eerdere studies (hoofdstuk 5) op 

mogelijk schadelijke communicatie in de zorg voor patiënten met kanker. In hoofdstuk 6 

werd de ontwikkeling en evaluatie van een communicatietraining (e-learning en virtual 

reality training) voor zorgverleners beschreven. Het proefschrift werd afgesloten met 

een kritische reflectie op de resultaten en de mogelijke impact voor de klinische praktijk. 

HOOFDSTUK 2

In hoofdstuk 2 onderzochten we hoe het tonen van empathie en het geven van 

verwachtingen momenteel wordt gedaan in de klinische setting van gevorderde 

borstkanker. We verzamelden audio-opnames van 45 gesprekken tussen oncologen 

en patiënten met gevorderde borstkanker. De aard van het gesprek (goed nieuws, 

onzeker nieuws of slecht nieuws), en de verwachtings- en empathie-uitingen door de 

oncologen werden gecodeerd. De meerderheid van de gesprekken (58%) bevatte ‘goed 

nieuws’ (bijvoorbeeld goede scanresultaten). We ontdekten dat bij het bespreken 

van positieve of onzekere medische uitkomsten, oncologen voornamelijk gebruik 

maakten van onzekere verwachtingsuitingen. Bij het uiten van positieve verwachtingen 

benadrukten oncologen het belang van de arts-patiënt relatie, terwijl negatieve 

verwachtingen gericht waren op de ernst van de ziekte. In situaties van onzekerheid 
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werd een benadering van ‘hoop op het beste, bereid je voor op het ergste’ gebruikt. 

Empathie-uitingen varieerden van algemene tot specifieke uitdrukkingen, waarbij 

oncologen voornamelijk begrip toonden voor de emoties van patiënten. Gevallen van 

een gebrek aan empathie waren zeldzaam en betroffen voornamelijk gevallen waarin 

oncologen de emotionele signalen van patiënten niet opmerkten. Dit hoofdstuk liet 

zien dat empathie-uitingen al regelmatig werden toegepast, vooral door begrip te tonen 

voor de emoties van patiënten en patiënten te complimenteren met hoe ze omgaan 

met hun ziekte. Verwachtingsuitingen waren voornamelijk onzeker, wat suggereert dat 

er mogelijk een onderbenut potentieel is om potentiële positieve verwachtingen te 

benadrukken bij communicatie met patiënten met gevorderde kanker.

HOOFDSTUK 3

In hoofdstuk 3 hebben we de relatie onderzocht tussen de mate van empathie van artsen 

tijdens een gesprek en wat patiënten onthouden, en of een afname van angst bij patiënten 

hierbij een rol speelt. We hebben hiervoor dezelfde audio-opnames van 45 gesprekken 

tussen oncologen en patiënten met gevorderde borstkanker gebruikt als in hoofdstuk 

2. We vonden dat patiënten over het algemeen 61% van de besproken informatie 

onthielden en dat de herinnering het beste was voor informatie over behandelopties 

(77%), gevolgd door informatie over behandelingsdoelen/positieve effecten (63%) en 

het minst voor informatie over bijwerkingen (40%). Onze resultaten toonden aan dat 

in gesprekken waarin de arts meer empathie toonde, patiënten zich beter herinnerden 

wat er besproken was. Vooral de behandeldoelen en positieve effecten werden beter 

onthouden. Deze relatie kon echter niet worden verklaard door de gemiddelde afname 

in het angstniveau van patiënten. Hoewel het onderliggende mechanismen dus nog 

onduidelijk blijft, benadrukken onze resultaten het belang van empathie in gesprekken 

met ernstig zieke patiënten. Deze studie laat zien dat empathie kan helpen om patiënten 

medische informatie tijdens een consult beter te laten onthouden.

HOOFDSTUK 4

In hoofdstuk 4 hebben we onderzocht wat patiënten met gevorderde kanker als mogelijk 

schadelijke communicatie ervaren door hun oncologen, en wat mogelijke behulpzame 

alternatieven kunnen zijn. We hebben een online vragenlijst ontwikkeld met vragen over 

negentien situaties die mogelijk schadelijke communicatie zouden kunnen inhouden. 

Deze situaties werden geschetst met daarbij een concreet voorbeeld van mogelijk 

schadelijke communicatie en een alternatief van mogelijk behulpzame communicatie. 

We hebben 71 patiënten geïncludeerd die de vragenlijst hebben ingevuld. De resultaten 

toonden aan dat communicatie over de volgende thema’s mogelijk schadelijk kan 

zijn: informatieverstrekking, prognosebespreking, besluitvorming en empathie. 

Specifieke voorbeelden waren onder andere het bespreken van het stoppen van anti-
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kankertherapie zonder te vermelden wat nog wel mogelijk is, het niet luisteren naar 

de patiënt, en het doen van vage beloften. Patiënten waren verdeeld over de mogelijke 

schadelijkheid van zowel de hoeveelheid algemene informatie (60% vond te veel 

schadelijk; 65% vond te weinig schadelijk) als prognostische informatie (68% vond 

het krijgen van prognostische informatie schadelijk; 50% vond geen prognostische 

informatie krijgen schadelijk) die werd verstrekt. Met betrekking tot prognostische 

informatie toonden kwalitatieve resultaten aan dat sommige patiënten het schadelijk 

vonden als hele concrete prognostische informatie werd verstrekt, omdat dergelijke 

informatie inherent onzeker is. Anderen vonden het schadelijk als er geen of vage 

prognostische informatie werd verstrekt. Gezien de grote heterogeniteit in welke en 

hoeveel informatie patiënten als schadelijk ervaren, zou het nuttig kunnen zijn om 

patiënten te vragen naar hun voorkeuren. De bevindingen van dit hoofdstuk laten zien 

dat er specifieke communicatieonderwerpen zijn die de meeste patiënten als schadelijk 

ervaren, maar ook onderwerpen waarbij de meningen van patiënten verschillen over 

de schadelijkheid ervan. In dit hoofdstuk bieden we inzichten in zowel eenvoudig te 

vermijden valkuilen als delicate uitdagingen die vragen om een individuele benadering, 

waarbij exploratie door de zorgverlener over de informatiebehoefte van de patiënt 

mogelijk nuttig is.

HOOFDSTUK 5

In hoofdstuk 5 hebben we het onderzoek naar schadelijke communicatie in de 

oncologie verder uitgebreid door middel van een systematische analyse van de 

bestaande literatuur op dit gebied. In de systematische review hebben we onderzocht 

wat volwassen patiënten met kanker en/of hun familieleden als schadelijke 

communicatiegedragingen van artsen ervaren. Voor het verkrijgen van de juiste studies 

hebben we diverse databases doorzocht en aanvullend ook experts geraadpleegd. We 

hebben 47 studies geïncludeerd in deze systematische review. Zeventien thema’s van 

schadelijke communicatie zijn geïdentificeerd en gegroepeerd onder vier hoofdthema’s: 

1) Gebrek aan persoonsgerichte informatie (bijvoorbeeld: te weinig of te veel/specifieke 

informatie geven) 2) Gebrek aan persoonsgerichte besluitvorming (variërend van: 

uitsluiting van de patiënt, tot de verantwoordelijkheid geheel bij de patiënten leggen 

en/of haast) 3) Gebrek aan zich gezien en gehoord voelen (gezien worden als een ziekte, 

niet als een mens; niet luisteren naar zorgen en emoties) 4) Gebrek aan zich geborgen en 

herinnerd voelen (vergeten afspraken; gebrek aan continuïteit van zorg). De resultaten 

van dit hoofdstuk lieten zien dat onbedoelde schade kan worden voorkomen wanneer 

informatie en besluitvorming worden gepersonaliseerd en wanneer wordt voldaan aan 

de behoeften van patiënten en familieleden om zich gezien, gehoord, en geborgen en 

herinnerd te voelen.
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HOOFDSTUK 6

In hoofdstuk 6 beschreven we de ontwikkeling en evaluatie van een innovatieve 

communicatietraining, bestaande uit een e-learning en virtual reality (VR) training, voor 

zorgverleners in alle disciplines. Het doel van deze training was om placebo-effecten 

te optimaliseren en nocebo-effecten te minimaliseren door middel van communicatie 

tussen zorgverlener en patiënt. De communicatietraining had drie hoofddoelen: 1) 

zorgverleners vertrouwd maken met actuele kennis over placebo- en nocebo-effecten, 

2) bewustwording creëren over de rol van placebo- en nocebo-effecten in de dagelijkse 

klinische praktijk, en 3) communicatietechnieken aanleren die placebo-effecten 

kunnen optimaliseren en nocebo-effecten kunnen minimaliseren in de klinische 

praktijk. De inhoud van de communicatietraining was gebaseerd op de meest recente 

wetenschappelijke inzichten en gepubliceerde expertconsensus over placebo- en 

nocebo-effecten. De e-learning bood theoretische kennis en praktische handvatten 

verdeeld over vijf modules: 1) Optimaliseren van de zorgverlener-patiënt relatie, 2) 

Vragen naar de verwachtingen van patiënten, 3) Bespreken van de behandelrationale, 4) 

Bespreken van risico’s en bijwerkingen, 5) Uitleggen van placebo- en nocebo-effecten aan 

de patiënt. In de VR-training konden zorgverleners een gesprek voeren met gesimuleerde 

patiënten in twee verschillende scenario’s (Casus 1: voorschrijven van medicatie; Casus 

2: toedienen van een plaatselijke verdoving) met behulp van VR-brillen. Resultaten van 

de evaluatiestudies toonden aan dat zowel zorgverleners als communicatie-/placebo-

onderzoekers overwegend positief waren over de communicatietraining. De e-learning 

werd ervaren als gebruiksvriendelijk en de inhoud werd beschouwd als toegankelijk, 

interessant en makkelijk toepasbaar in de klinische praktijk. De VR-training werd ook als 

gebruiksvriendelijk ervaren en bood een veilige leeromgeving. Het ontwikkelen van een 

volledig werkzaam AI-model waarbij de VR-avatar de deelnemer in elke situatie begrijpt 

en adequaat reageert, blijft een aandachtspunt voor verbetering in de toekomst.

CONCLUSIE

Samengevat benadrukt dit proefschrift de cruciale rol van communicatie door 

zorgverleners bij het verstrekken van informatie, het tonen van empathie en het 

managen van verwachtingen. We hebben onderzocht hoe communicatie zowel kan 

helpen als schaden. Onze resultaten laten zien dat empathie vanuit een zorgverlener 

niet alleen bijdraagt aan het adresseren van de emotionele behoeften van patiënten, 

maar ook een rol speelt bij het voldoen aan hun cognitieve behoeften, met name bij 

het onthouden van medische informatie. We hebben ook een nieuw, meer existentieel 

aspect geïntroduceerd: de behoefte om geborgen en herinnerd te worden. Onze 

resultaten hebben nieuwe inzichten gegenereerd van communicatie die schadelijk kan 

zijn voor patiënten en hebben handvatten geboden om dergelijke schade te voorkomen. 

Daarnaast hebben we een bijdrage aan de klinische praktijk geleverd door een placebo/
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nocebo communicatietraining te ontwikkelen en vervolgens uit te testen bij professionals 

die de training positief hebben geëvalueerd. Hoewel het communiceren met patiënten 

en het inspelen op hun specifieke behoeften een complexe verantwoordelijkheid blijft 

voor zorgverleners, beoogt dit proefschrift duidelijkheid te bieden over welke vormen 

van communicatie positieve effecten kunnen hebben en welke mogelijk schadelijk 

zijn voor individuele patiënten. Met dit proefschrift willen we zorgverleners meer 

bewust maken van de essentiële rol van goede communicatie. We hopen hiermee bij te 

dragen aan verbeterde zorgverlener-patiënt communicatie, verhoogde effectiviteit van 

behandelingen, en betere uitkomsten voor patiënten in de toekomst.
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