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The inclusion of narratives in evidence-based patient information is a heavily discussed topic in literature. Narratives elicit intense engagement and emotional insights, but may also cause unintended persuasion effects. There is mixed evidence that adding narratives to non-narrative factual patient information is valuable for patients. In addition, providing patients with narratives about the outcome of treatments has been found to bias treatment decisions, in line with the direction implied by the narratives. This may counteract informed decision making of patients. However, narratives about the process of a treatment and personal experiences with treatments may support the well-being of patients in tertiary prevention. In order to investigate patients' views on narratives and their function in patient information, we conducted 26 semi-structured qualitative interviews with pulmonary embolism patients. Answers were coded using thematic analysis. Results show that patients are especially interested in experience and process narratives when combined with evidence-based patient information. We identified four main functions of experience and process narratives that patients ascribe to these narratives: (1) motivating self-reflection and reflection on the recovery process, (2) reducing the feeling of loneliness, (3) reducing emotional distress, and (4) inspiring mindful mastery.
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Introduction

After stroke and myocardial infarction, pulmonary embolism is the third most frequent acute heart-related disease worldwide (Wendelboe and Raskob, 2016; Barco et al., 2021). About 50% of the patients surviving pulmonary embolism suffer from long-term physical limitations (6 months to 3 years), in particular from ongoing dyspnea, difficulties in physical performance and an overall reduced health status (Klok et al., 2010a, 2014; Klok and Barco, 2018). Related to these physical limitations, pulmonary embolism also affects patients' psychological well-being considerably (Noble et al., 2014; Erickson et al., 2019; Tran et al., 2021). Even if the awareness about the relevance of well-being of pulmonary embolism patients has increased in the last years (Rolving et al., 2020), knowledge on how to support patients is still underdeveloped (Tran et al., 2021).

Given that patients express high informational deficits after the acute treatment, research agrees that providing evidence-based information would be a first relevant step for improving patient care after hospital release (Kirchberger et al., 2020). In addition to providing patients with information related to the illness in general, research indicates that information that addresses patients' psychological and emotional needs has promising effects (Feehan et al., 2017; Hunter et al., 2017; Kirchberger et al., 2020). It is argued that this information helps patients reflect on their existing anxieties and worries as well as creates a sense of positive mindfulness (Feehan et al., 2017; Hunter et al., 2017; Kirchberger et al., 2020). A combination of non-narrative factual information (that is typical for patient information) and narratives seems to be a good approach to both, address the information deficit and (via the narratives) “provide important emotional or social information which is typically lacking in routine health information resources” (Bennett et al., 2015, p. 2033).

Narratives are broadly defined as “the representation of an event or series of events” (Abbott, 2001, p. 13), and includes at least one character who is involved in the events (Bilandzic and Busselle, 2013). In addition to this plot-focused perspective, an experience-oriented perspective on narratives is important (Fludernik, 1996), in which the narratives provide insight into feelings, thoughts, and goals of characters. This corresponds to the patients' need for emotional information (Bennett et al., 2015). Overall, this definition includes a great variety of narratives, ranging from short patient testimonials about treatment procedures to complex book-length stories, written by patients about their health-related experiences (Green, 2006). In this paper, we focus on patient narratives that give insight into patient experiences with treatment procedures, a specific illness or the recovery process and that are used as examples in health brochures or other similar types of health information (Shaffer and Zikmund-Fisher, 2013).

However, guidelines for the development of patient information are rather skeptical about narratives and do not recommend their inclusion in evidence-based health information (Lühnen et al., 2017; Shaffer et al., 2021). Evidence-based patient information “intends to incorporate science and rigor of evidence-based medicine with the personal values of consumers and patients” (Bunge et al., 2010, p. 316). Therefore, evidence-based patient information should be easy to read and use as well as contain relevant, comprehensive, up-to-date factual information reflecting “the highest standards of scientific accuracy” (Coulter, 1998; see also Goldsmith et al., 2007; Bunge et al., 2010). Evidence-based patient information is usually non-narrative, but has an objective and factual form of presentation. Narratives often do not reach the high-quality requirements for evidence-based patient information, and they run the risk of biasing persuasion toward a single case. In addition, there is limited evidence for beneficial effects (Shaffer et al., 2021). However, this criticism insufficiently considers the multidimensionality of narratives, “varying systematically in their purpose, content, and evaluative valence” (Shaffer and Zikmund-Fisher, 2013, p. 10). Taking into account the diversity of narratives, different sub-dimensions of patient narratives need to be discussed separately (Shaffer and Zikmund-Fisher, 2013; Shaffer et al., 2021). Based on such a differentiation of narratives, the criticism mainly applies to “outcome narratives” (stories addressing the question whether treatments were successful or not, Shaffer et al., 2013a) in decision aids and their potential to bias patients' treatment decisions (Shaffer et al., 2021). While it is plausible that narrative biases are problematic for decision behavior since they may influence a decision in a specific direction, other subjective patient-centered outcomes that are unrelated to decisional behavior, such as patients' well-being, are not at risk to be negatively affected in this regard. Similarly, while narratives focusing on treatment outcomes are prone to influence decision behavior of patients, this is not the case for narratives that neither give information about treatment decisions nor its outcomes, but give insights into the diagnosis, experiences with an illness or the recovery process. Specifically, we suggest that two types of stories may serve relevant functions above and beyond outcome narratives: Stories that inform patients about the process of diagnosis and treatment (“process narratives”) and stories that give an account of experiences of other patients, their thoughts and feelings (“experience narratives”) (Shaffer and Zikmund-Fisher, 2013; Shaffer et al., 2013a). However, these effects are rarely investigated, and specific recommendations do not exist yet. The present study addresses this research gap and investigates (1) what types of narratives patients experience as helpful in evidence-based patient information and (2) what well-being related functions patients associate with narratives.

Given that evidence-based patient information is subject to strict quality standards, qualitative research offering insights into the types and their functions of narratives is the first step to develop and finally include patient narratives in patient information on pulmonary embolism (Shaffer et al., 2021). We therefore conducted a two-stage qualitative interview study. In the first stage, we interviewed patients about their own experiences and their expectations toward patient narratives in patient information; in the second stage, patients received a prototype of an evidence-based patient information including 12 patient narratives from the first stage and evaluated the prototype in general, and patient narratives in particular.


Psychological well-being of pulmonary embolism patients

In existing medical research on pulmonary embolism, well-being is mainly addressed from a pathological perspective (Ryff, 1989a; Huppert and So, 2013), focusing on anxieties and depression of patients (Tran et al., 2021) as well as a reduced quality of life (Klok et al., 2010a; van Es et al., 2013). This focus partly corresponds to a hedonic well-being perspective (also discussed under the term “subjective well-being;” Ryan and Deci, 2001). In this line of research, well-being is considered “in terms of pleasure vs. pain” (Ryan and Deci, 2001, p. 144), focusing on the potential to increase happiness and the cognitive evaluation of life while at the same time minimizing negative affective experiences (Diener and Lucas, 1999; Diener et al., 2011). Typically, three different facets of hedonic well-being are differentiated: life-satisfaction, the absence of negative affect and the presence of positive affect (Andrews and Withey, 1976; Diener and Lucas, 1999; Ryan and Deci, 2001; Diener et al., 2011). Even if positive mood is hardly regarded in research on pulmonary embolism, the two other dimensions of hedonic well-being are addressed. While perceived quality of life closely relates to life-satisfaction (Pavot and Diener, 2008), anxiety and depression include the presence of negative mood states and are both well-established indicators for subjective well-being (Reer et al., 2019).

Apart from this strong focus on negative aspects of hedonic well-being, qualitative studies on psychological consequences of pulmonary embolism (e.g., Noble et al., 2014; Kirchberger et al., 2020) also implicitly address aspects of eudaimonic well-being (also discussed as psychological well-being; Ryan and Deci, 2001). In contrast to hedonic well-being, eudaimonic well-being refers to well-being not as the presence of happiness (Ryan and Deci, 2001) but as the “realization of human potential” (Ryff, 2018, p. 375). Eudaimonic well-being often is divided into six different facets: self-acceptance, personal growth, autonomy, purpose in life, environmental mastery, and positive relatedness to others (Ryff, 1989a,b). Of these six, self-acceptance is conceptualized as one of the key facets of eudaimonic well-being, reflecting a persons' positive attitude toward the self, awareness about personal strength but also acceptance of existing weaknesses (Ryff, 1989a,b, 2018). This is also related to personal growth, the feeling that the self continues to grow and develop further (Ryff, 1989b, 2018). Autonomy covers to what extent people have an internal focus of self-evaluation and act in a self-determined way (Ryff, 2018). In contrast, environmental mastery focuses on processes outside of the self and asks how well people are able to adapt to changes in the surroundings (Ryff, 2018). Related to this, purpose in life refers to the feeling that life is relevant and appreciated (Ryff, 1989b). Finally, positive relationships to others refer to the ability to have warm relationships, including friendships as well as love (Ryff and Keyes, 1995; Ryff, 2018). While self-acceptance and environmental mastery have been shown to empirically correlate with indicators for hedonic well-being (for example depression and life satisfaction), the four other dimensions are only weakly related or not at all (Ryff and Keyes, 1995). Thus, literature calls for a distinct consideration of hedonic and eudaimonic aspects of well-being (Ryan and Deci, 2001; Reinecke and Oliver, 2016).


Hedonic well-being of pulmonary embolism patients

In qualitative studies about psychological effects of pulmonary embolism, patients frequently report anxiety and depression, which are markers of a reduced well-being of patients (Feehan et al., 2017; Hunter et al., 2017; Rolving et al., 2019; Kirchberger et al., 2020). Compared to population-based controls, pulmonary embolism patients show significantly higher levels of depression and anxiety (Liu et al., 2011; Chuang et al., 2019; Erickson et al., 2019). Studies also show that several mental health related dimensions of quality of life (for example emotional health limitations, mental health, social functioning) are substantially weaker for pulmonary embolism patients than for the overall population, especially immediately after diagnosis (Klok et al., 2010a; van Es et al., 2013; Kahn et al., 2017; Erickson et al., 2019). Some patients even develop posttraumatic stress disorder following the life-threatening experience (Noble et al., 2014; Hunter et al., 2017).

The diagnosis itself, the life-threatening experience, as well as limiting physical consequences are known to evoke negative mood responses and depression (Liu et al., 2011; Hunter et al., 2017; Tran et al., 2021). In addition, the ongoing symptoms and physical limitations cause fatigue in patients, which is related to depression (Rolving et al., 2019). As emergent stressors, patients report fears about recurring events, potential bleeding risks due to anticoagulant treatment, uncertainties about the cause of the pulmonary embolism as well as insecurities about the long-term health consequences (Noble et al., 2014; Feehan et al., 2017; Hunter et al., 2017; Kirchberger et al., 2020).



Eudaimonic well-being of pulmonary embolism patients

Eudaimonic well-being is not directly addressed in literature about psychological effects of pulmonary embolism, but various results of qualitative studies with patients relate to its sub-dimensions.

Pulmonary embolism patients describe the need to accept physical weaknesses and perceived vulnerability as an obstacle (Rolving et al., 2019). Patients also struggle with their identity after experiencing pulmonary embolism (Noble et al., 2014; Hunter et al., 2017).

Related to life purpose, patients experience pulmonary embolism as a fundamentally life-changing event. Patients also tend to compare their current situation to their life before the pulmonary embolism as well as to other people in their age group, giving them the feeling that they are not able keep up with them (Noble et al., 2014). This upwards social comparison is related to a reduced autonomy (Ryff, 2018).

To some extent, patients also emphasize a decrease of positive relationships with others. In qualitative studies, they report feelings of social isolation (Hunter et al., 2017, 2019; Kirchberger et al., 2020) and identify the lack of emotional support. Other patients, however, also complained about feeling overprotected by their social environment (Rolving et al., 2019; Kirchberger et al., 2020).

Environmental mastery encompasses whether people are able to use their environment well and adapt it to their personal needs (Ryff, 1989b, 2018). Especially in the time following the acute pulmonary embolism event, this adaptation process is a barrier for patients (Noble et al., 2014). Instead of adapting and reorienting, highly anxious patients report avoiding adaptation efforts (Hunter et al., 2017).

Apart from these negative facets of eudaimonic well-being, most qualitative studies also describe that patients experience a positive re-evaluation of life (Hunter et al., 2017, 2019; Rolving et al., 2019). Specifically, the possibility of changing their life and setting new preferences are emphasized as positive consequences of the pulmonary embolism event (Noble et al., 2014; Feehan et al., 2017). This appreciation of a new orientation in life has parallels to personal growth as sixth subdimension of eudaimonic well-being (Ryff, 1989a).



Information deficit and patients' well-being

After the acute pulmonary embolism event, patients experience a general lack of information about various aspects of their illness, the treatment, the recovery process, as well as how the illness is going to impact their life, which decreases patients' well-being (Bennett et al., 2016; Kirchberger et al., 2020). Typically, patients are treated in hospital for the acute event and clinical guidelines recommend a follow-up check-up after 3–6 months (Konstantinides et al., 2020). This fits well to the medical-physiological needs. However, results from empirical studies show that patients perceive a lack of care precisely because they lack information after leaving the hospital (Hunter et al., 2017; Kirchberger et al., 2020). While results about patients' satisfaction with general information about symptoms, medication or risk factors are mixed (Bennett et al., 2016; Hunter et al., 2017; Kirchberger et al., 2020), empirical studies in particular show that patients lack information on emotional and psychological consequences as well as their long-term health prognosis (Bennett et al., 2016; Feehan et al., 2017).

Given that patients with a decreased well-being complain about a lack of information about psychological long-term consequences (Kirchberger et al., 2020), it is likely that reduced well-being and information deficits are related. Researchers recommend that patient information help patients accept their situation, deal with the ongoing risks, reflect on their situation and develop a sense of positive mindfulness (Bennett et al., 2016; Feehan et al., 2017). In other words, they seek to improve their well-being. At the same time, patient information should be high in quality and easily accessible (Erickson et al., 2019). While adding narratives to factual evidence-based patient information seems to be a promising strategy to satisfy these informational needs (Bennett et al., 2015) and to support patients' well-being, guidelines do not recommend narratives in patient information (Elwyn et al., 2006; Shaffer et al., 2021). In order to address this conflict, we consider the criticism of narratives in detail.




Critical arguments against using narratives in patient information

Guidelines and recommendations for the development of patient information are skeptical about including narratives (Elwyn et al., 2006; Lühnen et al., 2017; Shaffer et al., 2021). They either do not recommend narratives at all (Lühnen et al., 2017), question their usefulness (Elwyn et al., 2006) or do not consider them as a required element (Bekker et al., 2013; Shaffer et al., 2021). The reasons for this skepticism can be seen in (1) the risk of persuasion biases and potential harmful effects, (2) limited evidence for beneficial effects of adding narratives to health information, and (3) the strict quality requirements for narratives in patient information. We will discuss these points in the following sections.


Persuasion biases of narratives in patient information

The first critical point of using narratives in patient information relates to its persuasive potential and the risk to cause biases in decision making and behavior (Winterbottom et al., 2008; Betsch et al., 2015; Haase et al., 2015; Drewniak et al., 2020). While a neutral comparison of two treatment options based on medical facts may help patients to weigh pros and cons, an emotional and engaging patient story about a decision for a specific treatment and against the other treatment options may persuade patients and prevent a rational weighing up of the two treatment options. Such a bias is contrary to guidelines for the development of patient information, and their standard to provide neutral evidence-based information without decisional biases (Bekker et al., 2013; Lühnen et al., 2017; Shaffer et al., 2021). Patients should be supported in informed decision making by high quality evidence-based health information and protected from harmful effects due to negative persuasion effects (Shaffer et al., 2021).

Theoretically, the high persuasive power of narratives is explained with the potential of narratives to intensely engage readers or viewers with the story and to reduce defensive processes (for an overview see Bilandzic and Busselle, 2013) as well as to facilitate affective modes of information processing and risk decisions (for an overview see Shaffer et al., 2014). There is indeed a great amount of research showing the persuasive potential of health messages empirically, particularly in the context of primary health prevention and detection behavior on different outcome variables. For example, a systematic review by de Graaf et al. (2016) shows that narrative health messages are more influential for health-related behavioral intentions (for example intentions for physical activity) than control conditions (either statistical messages, or other non-narrative conditions) when a healthy behavior is depicted in the narratives. Similarly, a meta-analysis by Shen et al. (2015), two systematic reviews (Perrier and Martin Ginis, 2017, 2018) and a meta-analysis focusing only on Afro-American women (Ballard et al., 2021) found small but robust persuasion effects of narratives on health behavior and intentions for different types of detection and prevention measures.

The persuasive power of narratives is seen as particularly problematic when treatment decisions are biased, especially when this bias contradicts medical treatment recommendations (Haase et al., 2020), or when decisional conflicts are present (Syrowatka et al., 2016). A systematic review on computer-based decision aids shows that decisional conflict increases and knowledge decreases when decision aids include patient narratives (Syrowatka et al., 2016).

Even if such a bias does not automatically occur (Shaffer et al., 2014), there is ample empirical evidence that narratives may have unwanted negative persuasive effects (Winterbottom et al., 2008; Ziebland and Wyke, 2012). Several studies show that narratives about adverse effects may override statistical information on vaccination risks and thus negatively affect vaccination intentions (Betsch et al., 2011, 2013, 2015; Haase et al., 2020). Similar biasing effects of narratives overriding statistical information were also shown in the context of hypothetical treatment choices against angina (Ubel et al., 2001). Apart from this narrative bias in comparison to statistical data, single narratives have also been shown to unintentionally influence patients' decisions. In this vein, a newspaper story about rare side-effects of over-the-counter medication (Shaffer et al., 2018b), decreased readers' medication use. Relating to the source of the narrative, patient stories about dialysis modalities also have been shown to influence other patients' decisions more than treatment information provided by a doctor (Winterbottom et al., 2012).

Given the interplay of beneficial as well as unwanted persuasion effects, narratives are perceived as a double-edged sword: “while a compelling, persuasive narrative can save lives (for example by increasing uptake of cancer screening), an equally compelling, but misinformed, narrative can cost lives (for example decrease vaccinations)” (Shaffer et al., 2018a, p. 438).



Limited evidence for beneficial effects of adding narrative information

The second criticism of including narratives in patient information concerns the limited evidence of beneficial effects of adding narratives to patient information (Bekker et al., 2013; Lühnen et al., 2017; Shaffer et al., 2021). In this line of reasoning, narratives are typically compared to statistical evidence. Indeed, empirical evidence about the comparison of narratives and statistical information is mixed and effects vary for example depending on the dependent variables in question (Zebregs et al., 2015). For example, a meta-analysis by Zebregs et al. (2015) shows that narratives have a stronger effect on intentions compared to statistical evidence (Zebregs et al., 2015), which again is in line with the persuasive potential and the risk for decision biases. However, the effect is reversed for attitudes and beliefs (Zebregs et al., 2015). In contrast to this, a systematic review by Perrier and Martin Ginis (2017) does not find evidence for a greater efficacy of narrative health messages over statistical messages on intentions for detection behavior. The studies included in the systematic review only show an effect of narratives over no message conditions (Perrier and Martin Ginis, 2017). Similarly, a second systematic review focusing on health promotion behavior (Perrier and Martin Ginis, 2018) did not find evidence for differential effects of narratives and statistical information on health related attitudes as well as knowledge and only mixed evidence for effects on intentions (Perrier and Martin Ginis, 2018).

Given this limited evidence for a potential advantage of narrative over statistical information, and the risk for decision biases or unwanted persuasion effects, guidelines do not issue a recommendation for using narratives as an integral part of patient information (Lühnen et al., 2017; Shaffer et al., 2021).



High quality requirements

Developing evidence-based patient information is a complex process that involves meeting high quality standards overall (Lühnen et al., 2017; Shaffer et al., 2021). Consequently, compiling and editing patient stories for information materials requires a process that corresponds with these high quality standards and considers ethical guidelines in particular (Shaffer et al., 2021). Otherwise, patient stories run the risk of causing a distorted and unbalanced impression and may lead to negative psychological outcomes like confusion and anxiety, and ultimately to worse decision making (Ziebland and Wyke, 2012). Patients themselves emphasize the need of narratives to correspond with high quality standards and report on the danger of unreliable or misinformation through patient stories (Osaka and Nakayama, 2017). In this vein, patients emphasize the relevance that patient experiences be precise, reliable, and balanced (Newman et al., 2009). In order to reflect these quality requirements, the checklist to assess the quality of patient information from the international decision aids standard collaboration (IPDAS), lists three additional criteria for information material including patient stories (O'Connor et al., 2005). Following these requirements, patient information using stories should include a declaration of potential financial benefits patients received for sharing their stories, provide evidence that patients agreed to use their stories and use a range of positive as well as negative patient stories (O'Connor et al., 2005). Regarding the content of the stories used, Shaffer et al. (2021) also recommend clarifying which elements of the IPDAS checklist the patient story supports as well as how narrative dimensions (for example narrators point of view, resolution) are presented (see also Thompson and Kreuter, 2014). In order to develop patient information including narratives it is therefore recommended to base the development on qualitative research, that enables detailed insights into patients' experiences, their needs and expectations (Lühnen et al., 2017; Shaffer et al., 2021).

In sum, the practical implementation process may be challenging and the effort should be in a reasonable relation to the expected benefit (Shaffer et al., 2021). Given that the expected added value is questioned by guidelines and recommendations, it follows that the costs for the implementation and development process are also questioned. This is in particular the case, when narratives need to be extensively recorded and edited; statistical data, on the other hand, is more easily available. However, this comparison of narratives and statistical information implies that both types of evidence have the same function and therefore can be used interchangeably. While this may be the case for narratives focusing on treatment outcomes and statistics (Shaffer and Zikmund-Fisher, 2013), stories giving insight into the inner world of patients, their feelings, thoughts and experiences of the illness may not be adequately be replaced by statistical information, for example frequencies of depression and anxieties.




Beyond persuasion effects of outcome narratives in patient information

Most ongoing discussions about using narratives in patient information are limited to specific health decision situations. The focus is on situations where treatment decisions are made and on narratives that provide information about treatment outcomes. However, various different purposes and types of narrative effects in health communication have been identified beyond persuasion, including for example patient engagement, provision of information, modeling behavior or providing comfort (for an overview see Green, 2006; Shaffer et al., 2018a; Drewniak et al., 2020). In this vein, research suggests that pulmonary embolism patients do not primarily lack information about specific treatments or patient experiences with these treatments but search for information that helps to improve their well-being (Bennett et al., 2016; Feehan et al., 2017). In order to address such needs, it is necessary to have (1) a multi-faceted view on narrative content beyond outcome-related narratives as well as (2) a differentiated concept of narrative outcomes.


Differentiating types of patient narratives and their specific effects

Shaffer and Zikmund-Fisher (2013) provided a taxonomy of narratives, differentiating outcome narratives, experience narratives and process narratives to reflect the various effects of narratives, their content and purpose. While outcome narratives directly address physical and psychological consequences of treatment decisions, and run the risk of causing unwanted persuasion biases, this is not the case for experience and process narratives (Shaffer and Zikmund-Fisher, 2013; Shaffer et al., 2013a). On the one hand, process narratives offer insights into processes and strategies patients use during their illness and in particular give information about decisional steps as well as cognitive decision dimensions. They are described as means to model patient behavior as well as to inform and engage patients (Shaffer and Zikmund-Fisher, 2013; Shaffer et al., 2018a). On the other hand, experience narratives focus on patients' experiences with a disease and emphasize feelings and thoughts related to how patients deal with their illness. As such, they are perceived as useful to engage and inform patients as well as to satisfy patients' emotional needs (Shaffer et al., 2013a, 2018a). However, empirical evidence about this assumed effect is rather scarce. So far, only one experimental study by Shaffer et al. (2013a) empirically tested the effects of these different narratives by contrasting process and experience narratives about breast cancer treatments. While process narratives motivated a more intense information search behavior, experience narratives enabled healthy women to imagine how the treatment can be experienced. These women also evaluated their hypothetical treatment decision more positively (Shaffer et al., 2013a).

Although studies comparing effects of different narrative types are missing, there are some empirical results supporting the assumptions by Shaffer and Zikmund-Fisher (2013) that specific types of narratives are useful to increase specific patient outcomes. Regarding the effect of process narratives, a study on narrative effects in web-decision aids about breast cancer showed that video narratives including process descriptions increased information search times (Shaffer et al., 2013b).

In terms of experience narratives, studies show that insights into patients' feelings and experiences of medical procedures can reduce affective forecasting errors as well as negative emotions related to these procedures and their consequences (Angott et al., 2013; Shaffer et al., 2016). This is also true for studies using a combination of process and experiential narratives (Woudstra and Suurmond, 2019). Similarly, beneficial effects of narratives providing emotional insights have also been shown for restorative narratives (Fitzgerald et al., 2019). In contrast to a narrative that includes negative experiences, a recovery narrative about a cancer patient focusing on hope and strength decreases negative emotions and increases positive emotional responses of unaffected readers as well as their willingness to help patients with rare diseases (Fitzgerald et al., 2019).

Similarly, related to the concept of experience narratives, Kalch (2019) compared the effect of narratives that give intense insights into emotions and cognitions of patients (narratives high in experientiality) to narratives where these insights were reduced (narratives low in experientiality). For different types of prevention behavior (for example physical activity), narratives high in experientiality increase perceived emotions, identification as well as narrative engagement with the narratives and as a consequence also positively influence readers' self-efficacy about performing the preventive behaviors and intentions. In addition, various results on emotional narratives (narratives including emotional arguments or making emotions explicit) support the assumption that emotions in narratives increase their effectiveness (de Graaf et al., 2016; Shaffer et al., 2021). In this regard, emotional narratives are for example shown to decrease negative affect about colorectal cancer screening and to increase screening intentions (Gavaruzzi et al., 2018) or to reduce binge drinking intentions (Keer et al., 2013). While the results of these studies referring to experientiality or emotional narratives also point in the same direction as studies using experience narratives, there is one important difference: In these narratives, an outcome of specific procedures is included (for example screening decision and the relief afterwards) and they have a persuasive intent, thus they are not singular experience narratives but a mixture of outcome narratives and experience narratives. Similar to outcome narratives, they may again be at risk to cause biases in decision making. As shown in a study by Betsch et al. (2011), narratives high in emotionality that address side-effects of vaccinations increase risk perceptions more than narratives low in emotionality.

Summing up, using process and experience narratives seems promising to support patients' well-being. However, we do not know at this stage whether these are also the kinds of narratives that pulmonary embolism patients would like to read in information materials. We therefore ask the following research question:

RQ1: What type of narratives are patients interested to read in evidence-based information materials?



Well-being related effects of narratives in patient information

Most systematic reviews and meta-analyses focusing on effects of narratives in health communication typically classify effects along decision-related dimensions (for example knowledge), behavior-related dimensions (for example attitudes) and behavior (Winterbottom et al., 2008; Zebregs et al., 2015; de Graaf et al., 2016; Perrier and Martin Ginis, 2017). Effects of narratives in patient information related to the psychological well-being of patients, in contrast, are hardly considered.

Only two systematic reviews have included aspects of hedonic well-being (Rennick-Egglestone et al., 2019b; Drewniak et al., 2020). Focusing on health recovery narratives, a systematic review by Rennick-Egglestone et al. (2019a) identified two qualitative studies showing that recovery narratives about eating disorder (Thomas et al., 2006) as well about psychosis (Williams et al., 2018) have the potential to increase hope and decrease psychological distress. Similar effects of patient narratives on optimistic feelings were also reported by another qualitative study on health recovery narratives for a broad variety of psychological disorders (Rennick-Egglestone et al., 2019b) as well as a qualitative study on the role of patient experiences in health-decision making (Entwistle et al., 2011). However, Osaka and Nakayama (2017) did not find differences between an information booklet including patient narratives and a booklet without patient experiences on early-breast cancer patients' anxieties. Also, a systematic review by Drewniak et al. (2020) shows more heterogeneous results for the effect of narratives to reduce psychological distress and anxiety.

Even if research on specific effects of patient narratives on hedonic well-being is relatively scarce and heterogeneous, it is overall well-documented in literature that narratives have a great potential to evoke emotions consistent with the story (Green et al., 2004; Green, 2006; Dunlop et al., 2010; Volkman and Parrott, 2012). For example, narratives aimed at breast cancer awareness and screening behavior are shown to increase breast cancer-related fears, risk perceptions and mammography intentions (Kreuter et al., 2010; McQueen et al., 2011). Similarly, a study by Volkman and Parrott (2012) on osteoporosis narratives shows that expressed emotions (either positive or negative) in narratives result in an even more intense perception of the same expressed emotions by recipients. In addition, the potential of narratives for emotional coping was investigated in the context of self-effects, using narratives in different medical contexts, such as cancer care therapy (Carlick and Biley, 2004) or trauma therapy (Kaminer, 2006). Writing about one's own experiences has been shown to decrease patients' fears and anxieties and to increase positive emotions (Carlick and Biley, 2004).

Apart from such effects of narratives on hedonic aspects of well-being, a few studies also describe narrative effects on dimensions of eudaimonic well-being, especially regarding positive relationships with others. Different studies on mental health recovery narratives show that stories how other patients managed their illness creates a positive feeling of connectedness to other people and decrease feelings of loneliness in patients (Rennick-Egglestone et al., 2019a,b). Similar results were also obtained using qualitative focus groups on treatment decisions for different focal health issues (Entwistle et al., 2011). These results parallel research on online-support groups for patients that also emphasizes the role of other users' experiences to feel connected and supported (Ziebland and Wyke, 2012). However, at the same time, patients that are still experiencing mental problems may be disconnected from patients that already recovered (Rennick-Egglestone et al., 2019b).

Summing up, research on well-being related effects of adding narratives to health information material is relatively scarce and results are mixed. This may be traced back to the great variation of health domains and research designs. In particular, narratives are presented in very different settings and formats, but hardly any study exists that uses narratives as additional content to evidence-based patient information and investigates how these are related to the well-being of patients. We therefore ask the following research question:

RQ2: What functions related to well-being do pulmonary embolism patients expect from narratives in evidence-based patient information?





Methods


Design and participants

In this research, we collected data in a two-stage process conducting 26 semi-structured interviews with 20 different people (6 people participated in both rounds of interviews1). Participants were recruited via a PE-patient database (PE = pulmonary embolism) at a university hospital (n = 16) and social media (n = 4). We used reflexive thematic analysis (Braun and Clarke, 2006, 2022) to analyze all data. In stage one, we conducted 15 interviews from September to December 2020. We interviewed six female and nine male patients, 19–79 years of age. Participants had several different educational qualifications, ranging from “Hauptschulabschluss” (completion of junior high school) to baccalaureate (or similar). Patients suffered from PE between June 2012 and September 2020, three patients had two PEs, one patient had three PEs, 12 are still on anticoagulation drugs, and 11 have comorbidities, such as hypertension, coagulation disorder, psychological disease, diabetes mellitus or cancer. In stage two, we were able to interview 11 PE patients (of which six participants already participated in stage one) from June 2021 to August 2021. We interviewed six female and five male patients, 20–71 years of age where nine have a baccalaureate (or similar). Patients suffered from PE between July 2013 and September 2020, two patients had two PEs, eight are still on anticoagulation drugs, four have comorbidities, such as hypertension, coagulation disorder, psychological disease, or cancer. The first part of the interview dealt with general views of the patients on health literacy regarding PE, and the second part dealt with expectation toward information materials. For this paper, the second portion of the interview was used. Twenty-four interviews were conducted by teams of two–one researcher from the communication group and one from the epidemiology group (two interviews were only carried out by one interviewer). In all, four researchers were involved in conducting the interviews.



Procedure

The data were collected using an existing database of PE patients at a large hospital in Germany2. Patients in this sample had consented to be contacted for study purposes. For the first stage of interviews, we contacted the 100 most recently added patients in the database by mail. The PE patient database was only accessible through authorized personnel to ensure a confidential handling of all personal data. After agreeing to participate, a researcher contacted them to arrange the interview. We aimed for a sample of participants with diverse backgrounds and socio-demographic data. The theoretical sampling included variation in age groups, gender, formal education, presence of comorbidities, passage of time since their last PE as well as number of PEs suffered. Since PE patients are older on average, our sample was not as diverse as intended after the database recruiting process. Consequently, we recruited younger people through other channels. We posted a call for study participation on the Instagram page of the chair of epidemiology. We further contacted the administrators of a Facebook group and asked them to post our call for study participants. Additionally, a German influencer sharing her life with thrombosis posted our call on Instagram without any financial compensation.

If patients were not chosen for the first stage of interviews, we informed them that they were added to a waiting list for the next stage. Patients were offered the choice to carry out the interview in person (n = 9), via Zoom (n = 4), or via telephone (n = 2). If interviews were carried out in person, they were done at an office at the university hospital while complying to COVID-19 contact restrictions. After agreeing on a date and time, patients received information on the study and its goal as well as data privacy documents via mail. For stage two, we were able to contact patients of our waiting list who could not participate in stage one. Due to COVID-19 regulations we carried out n = 7 interviews via Zoom and n = 4 in person. All interviewees received 20 Euros compensation for participating in the interviews.


Interview material and data analysis

In our study, we asked PE-patients about their own experiences and the helpfulness of narratives to overcome psychological or physical barriers after leaving the hospital. In the first stage, patients were encouraged to express their own experiences and needs. They were asked whether patient narratives are interesting or considered helpful, and which of their own experiences they would share with future patients when dealing with post-illness life changes. We also asked patients about their ideas for a brochure and their informational needs that should be covered in a potential brochure. In the second stage, we provided patients with a prototype of a brochure (24 pages) that we developed in between the two rounds of interviews (example page see Supplementary Figure 1). The brochure summarized information on topics that patients have to deal with throughout their illness journey, for example diagnosis, emotional and psychological challenges, CTEPH and recidivism risk. Every chapter provided factual, evidence-based information as well as one (n = 4 chapters) or two (n = 4 chapters) patient narratives matching the topic of the chapter. All in all, n = 12 patient narratives were extracted from the first round of interviews, according to their fit to the respective chapter topic. All patient narratives used in the brochure are a mixture of experience and process narratives but not outcome narratives. While all experiences used are real-life experiences, we sometimes combined patient narratives from different patients into one (if they had similar experiences) to enrich the narratives. This is also declared in the brochure. Patients received the brochure before attending the interview and were asked to read the brochure carefully before the interview appointment. During the interview, we then asked again about the implemented patient narratives' helpfulness to deal with patients' challenges after suffering from PE. Interviews were transcribed by a professional transcription agency or student research assistants. Interview duration ranged between 20 and 75 min in stage one, and 40 and 100 min in stage two.

Data analysis was carried out by three researchers in collaboration following reflexive thematic analysis (Braun and Clarke, 2006, 2022) using MaxQDA software. Two researchers began with data familiarization. Since both authors attended the interviews themselves, inductive codes as well as notes were already assigned while re-familiarizing with the data. After discussing their impressions of the data and codes, the two researchers engaged in inductive and deductive coding of a set of interviews each. They discussed codes and problems throughout the process. Three authors then collaboratively generated initial themes by clustering codes after the first round of coding. The second round of coding was carried out a few months later by the same researchers who coded the first round. Again, they engaged in inductive coding, re-analyzing the existing codes, developing the existing themes, and adding new ones. Three authors then discussed the revised themes. Coding was done iteratively and repeatedly. Throughout the whole process, we revised the coding scheme, respectively. We worked with all interviews from stages one and two and analyzed them simultaneously. While in the first round we spoke hypothetically about a brochure for PE patients leaving the hospital which included patient narratives, participants in the second round worked with such a brochure, we developed in between the two rounds of interviews. During data analysis, we found that the themes were congruent between the first and the second round of interviews; they even complemented each other3.





Results


Types of patient narratives

Throughout the interviews, we found that it is important to patients that a variety of patient narratives is presented: “Simply everything, positive, negative, neutral, simply everything. Because it is always so different. While I was in a hell of a lot of pain, my dad didn't feel anything. … There are different variations on how it can happen and if you only read about one variation, but you don't have it yourself, then you can't imagine how it is. So actually the more the better. That is definitely very helpful.” (R1-P13). One patient described the diversity of patient narratives as a form of introduction round where the whole range of symptoms is presented showing the extent of an illness: “You are sitting in such a round, if I remember, at the round of introductions, you always have this comparison with your illness. So, with your disease, with one gentleman it was so similar, so he described how it developed, with the others it was completely different. But you can get a different picture, you can just skim this whole range of symptoms. Or you also store it [note: the information].” (R1-P2). This is extremely valuable to patients, because of the general lack of information they face after leaving the hospital.

Patients find it helpful to be provided with socio-demographic information of other patients, for example age, gender and how much time has passed since the PE, because it helps to compare themselves to them (see next section).

Regarding the content of patient narratives, patients are, on the one hand, interested in other patients' feelings after the PE: “How it happened and how you felt about it. Or above all, how you felt after the pulmonary embolism. I think that is perhaps always one of those things where many people who are discharged from the hospital are initially uncertain: What will happen next? And how will I feel, I don't know, 5, 6, 7, 8 months after the embolism?” (R1-P15).

On the other hand, they are also interested in the different milestones a patient reaches during recovery, especially when they struggle with certain things: “How the patient fared after all that stuff, after treatment or after rehab and so on. How he continued or how things improved.” (R1-P5). Or, “Yes, my God, how does it go on now for the time being? And can I go back to work normally at all? And also go to work at all with the anticoagulation and so on and immediately. No? Those were the first points where it was a bit difficult for me. Where I thought: Yes, and who will answer all this for me now?” (R1-P15).

Patients find narratives that give insight into other patients' emotions and treatment experiences as helpful to get a sense of manifold illness experiences: “I don't know anyone who has more severe limitations due to a pulmonary embolism. It would be very interesting to find out how it is with people who were saved just before they died and what limitations they have. Be it physical, mental, psychological or whatever, how they are treated with medication. So, I have to say, I would be interested if you could read about that somewhere.” (R1-P2).

While most patients would agree that it is important to represent several courses of illness in patient narratives and that successes as well as setbacks should be reported, it is important that the general message of patient narratives is positive and shows that setbacks or problems can be addressed: “The setbacks are very important. Because, as I said, not every day is like the other. And if I only read reports where it goes, oh great, after 3 weeks this worked, after five this and today everything is like before, that's not helpful. So, a healthy mixture would be good. … I mean, a brochure like this shouldn't just talk things up. It should really inform and also show what can still happen.” (R1-P10).

This interest in process and experience narratives is also reflected in the narratives patients like to share. When searching for narratives to include in the brochure for the prototype that should be used, no outcome narratives were shared by patients but instead a great amount was a combination of process and experience narratives. Referring to a variety of topics (including diagnosis, symptoms, treatment procedures, rehabilitation, physical and psychological limitations, daily living), most patients consequently tended to describe how they experienced and managed existing challenges, made progress and give insights into their feelings during that process: “For me, this sounds a bit strange, but for me it was actually a relatively pleasant disease. Because once you have it, once it has occurred, then the therapy is actually relatively clear…. it doesn't need any intervention, so you don't need a surgery or anything like that. That was my first concern, because that was my first hospital stay at that time. I thought, oh God, if I go to the hospital now, will they open my lungs or what are they going to do? So, there is, I have to say, no panic at first. If the diagnosis is there and if you have survived the first moment, then it is actually a disease that is relatively easy to live with, compared to many others. And yes, otherwise the only tip is really not to go crazy, so don't think about it any further.” (R1-P3) Or: “And I think that's also very important, that even if you don't feel like doing something, you say to yourself: ‘I just want to put my feet up and do nothing'…. Be lazy. So, after this was actually a near-death experience / I take a lot of things no longer so important. I think to myself: ‘In the past I would have been upset about it. No. I don't get upset about it at all now.' …Be a little more calm. Appreciate life a bit more.” (R1-P7).

This mixture of experience and process narratives often refers to the time after hospital release: “I was discharged immediately after the diagnosis, heparin injection in, catheter out, intravenous line out and then sent home. And the next day then to the general practitioner, so from there it was already very strange to be sent home again with this diagnosis and it occupied my head quite a bit. Not that evening, but afterwards, because you become so aware that you have just jumped from the brink of death, because pulmonary embolism is also a fairly common cause of death. So for me it was in any case psychologically difficult. I struggled with it quite a long time or even still struggle with it now.” (R1-P1).

In addition, a few narratives had a clear focus on the process only. In particular, some male patients had a stronger focus on different steps in the treatment process and their recovery without giving much insights into their feelings: “I would just say that you go to a lung specialist once a year or once every 2 years. So you go to a specialist and just have it checked again. And what would be important is that you pay attention to any symptoms. The simplest example is, you can't get up a flight of stairs anymore. That stays in everybody's mind when you walk up one floor and stand at the top and pump for 2 min. So these have to be warning signals that everyone should have in mind. That's what I would pass on.” (R1-P2) Some patients just list steps to follow: “Stay positive, stay active, get out, get in nature, get general information, like I said, check blood levels, watch your diet more, maybe reduce weight a little bit and that's it.” (R1-P6).

Only when directly asked about psychological consequences, some of the patient stories have a clear focus on emotional insights, for example “Before I suffered from PE, I was 20 years old, I was athletic, I was fit, and now I felt like an 80-year-old woman and that's because you can't get up and you have to take breaks every few steps… you just don't feel like yourself anymore.” (R2-P4).



Functions of patient narratives

Based on thematic analysis, we identified four functions related to well-being that patients ascribe to narratives in evidence-based patient information: (1) motivating self-reflection and reflection on the recovery process, (2) reducing the feeling of loneliness, (3) reducing emotional distress, and (4) inspiring mindful mastery (see Table 1, see Supplementary Table 1 for codes and themes).


TABLE 1 Themes and definitions.

[image: Table 1]


Motivating self-reflection and reflection on the recovery process

A truly recurrent theme within the interviews is that patient narratives provide references so that patients can compare others' situations to their own: “I can imagine that when I read such a report [note: patient narrative] from someone else, I could imagine, oh yes, that sounds almost like me. I can imagine that it is helpful for a patient. If it says, oh, I dealt with it this way, and the other person describes how he or she dealt with it that way, then I, as the person affected, can somehow say, yes, that's how it was for me too. … Yes, I can imagine that some people can get help from that, yes.” (R1-P8). As consequence of these comparisons, a reflection on personal well-being becomes possible: “And then you can also assess your own, your own well-being. Because that is exactly the problem. You can't always assess it. And then I see ‘ah yes, that's quite normal,' ‘ah yes, that's actually quite normal for this phase”' (R2-P8).

Comparisons with other patients through patient narratives are perceived as helpful to reflect their own recovery progress: “So I had a very severe embolism, I could no longer do anything, neither walk and talk, have had to learn everything again, but then you see already, it's okay. Some [people] need longer, with others it goes faster. They [the narratives] already describe how it is at the beginning, how you feel.” (R2-P3). In this vein, patient narratives give a feeling of development and self-assurance of what is possible: “They are highly interesting. So, I found personal examples highly interesting that show how to deal with it, what you can achieve and how far you can get as well.” (R2-P6). In this vein, patients emphasize the motivational potential: “And as I said, hearing how others cope sometimes gives a bit of a push.” (R1-P10) or “Hey look, they did this; look, they are doing this; look, there is a field report, they did this. Well, some of them have died, which is not so nice, of course. But you can also see that the brochure motivates. Because you have these reports from people who have managed to get back on their feet to some extent.” (R2-P3).

These insights into other patients achievements and their development are in particular perceived as helpful for the time following hospitalization: “who is just now being discharged from the hospital with a pulmonary embolism” I think it's more important for him to rather see 2, 3 years [from now], …, because if he has achieved that, then the other things are also, is nice to have, …, but for him it's more important to know, it takes time, but I can, …, in a year's time, if everything goes well, also climb the stairs normally again to the fourth floor or so.” (R1-P1). But long-term experiences too are perceived as useful in this regard: “What I also found interesting was to see how long ago these people had the pulmonary embolism. And to see once again how long-term consequences can actually play out, so, yes, I think it's a very good thing in itself.” (R2-P10).

However, for references to be helpful they must include socio-demographic as well as meta-data (for example severity of PE, time of PE). This helps patients to categorize the impressions and predict how long it might take to be able to get back to their everyday life, for example hobbies: “It has to be backed up a little bit with data, especially if it's such a severe course and it's, let's say, after half a year he was able to climb stairs again wonderfully, for example. After 2 years he is doing five-kilometer runs, for example.” (R1-P1).



Reducing the feeling of loneliness

A second recurrent function of patient narratives is their potential to reduce the feeling of loneliness: “What I found totally great … is that you included the experiences of pulmonary embolism patients. That still gives you the feeling that you are not the only one who has been around with this disease at some point, so I found that very appealing. I enjoyed reading these. I then took the brochure again at some point and went through all the green boxes again [authors' note: patient narratives were presented in green boxes in the brochure].” (R2-P2). In order to reduce the feeling of loneliness, it does not matter, whether the other patients have the same type of PE: “I think that it conveys that there are other people who have had the same symptoms, but with different manifestations or a different degree of severity.” (R2-P5). This is supported by another patients' statement: “Yes, I would definitely like that, especially because it means that you don't feel alone. You see, it hits different people, especially when people of different genders, different ages are presented. Then you see: ‘I'm just one of many and there are many others who struggle with this.”' (R1-P12).

The potential of patient narratives to provide references to other patients and thus reduce the feeling of loneliness is experienced as support by patients: “Exactly, so I also think it's important because when you read a brochure like this, you immediately think to yourself ‘okay, there's also someone else who had to go through something like this and … I'm not the only person in the world who now has to take medication for life'. It's nice when you get a bit of support like this” (R2-P9). In this vein, patients indicate that the patient stories provide a psychological benefit: “For me, the personal burden was simply because I couldn't categorize this illness at all. And because there was nothing, I think a brochure like that, you really shouldn't underestimate it, is something that gives you a certain support. And if I get that kind of support, then it doesn't become as much of a burden psychologically as if I feel left alone.” (R1-P14). One patient even went so far as to say that he considered patient narratives in patient information material as a substitute for a support group: “I don't go to a support group. I don't need to. I've been alone all my life, in charge of a huge engine room, with no one to ask, …. That's what I have your brochure for.” (R2-P11).



Reducing emotional distress

The third theme is the potential of narratives to reduce emotional distress. Patients expect that the brochure with patient narratives reduces fear and anxiety by providing a first-hand account of living a life with PE: “Because you often have no idea what's going on. And if you can read a little bit about it, it often takes the fear out of it. Because often people are afraid: ‘What now? What happens next?' If you can already read something, then it simplifies the whole thing a bit.” (R1-P13).

This aspect of reducing fear was also emphasized when patients were asked what experiences they would like to share with other patients: “that they should not worry so much in this respect.” (R1-P15) or “But do not ascribe too much [authors' note: attention or meaning] to the experience of a pulmonary embolism, otherwise you will of course also go crazy in everyday life. Because, then you pay attention yes at every step, if you cough or take a deep breath once and that does not work out so properly, then you can panic.” (R1-P9).

Patient narratives giving insight into other patients' emotions are also described as source of positive feelings in readers: “If someone else says, I feel the same way, then that gives me a good feeling and then I don't need to spend my energy on something like that, because it's quite normal that I have this emotion.” (R1-P14).

In addition, patient narratives are also described as source for self-confidence that enables patients to regain trust in the self and the body: “That gives you security again, because I just lack a bit of security. You've lost trust in your body at the moment and now you have to get security again and create trust again. And that's where I think this brochure absolutely contributes.” (R2-P8).



Inspiring mindful mastery

We identified the fourth theme, inspiring mindful mastery, when patients were asked about their most relevant patient experience they would like to share. Several patients emphasized the need to communicate in patient stories that life goes on and the disease should not take over: “And that giving up is simply not a solution, yes, definitely. That's the worst thing you can do, to give up, yes, that would actually be the most important thing I would say to him (laughs).” (R1-P13) or “Yes. Go on living your life as it was before. Get through the disease … and then continue to live your life simply. Don't let it get the upper hand. It must never get the upper hand, it must simply run with you. And you can't lose yourself, you have to look in any case that you continue.” (R1-P7) or “Maybe that you should already notice the signals of your body, but that you should nevertheless quickly try to resume your old active life.” (R1-P15).

In this vein, it is also perceived as important to communicate a positive mindset about life in patient stories: “So when I'm in a good mood, I try to pull the positive out of the whole thing in terms of the psyche. Then I say to myself: ‘Okay, I'm going to live with this or I'm going to have to live with this and I'm going to make the best of it.”' (R1-P2).

Others emphasize the relevance of mindfulness and relaxation: “Be a little more relaxed. Appreciate life a little more.” (R1-P7) or “Above all, that this was good, that you have discovered this [the PE] now and that you could help and that this is now again a beginning to look back at yourself and practically, life goes on, but with a little more attentiveness to yourself.” (R1-P11).





Discussion

This study is the first to investigate patients' perceptions of narratives in evidence-based patient information material for tertiary prevention of pulmonary embolism patients.

Promoting the well-being of pulmonary embolism patients is important after hospital release. Therefore, providing evidence-based patient information that include patient stories may be a first step in order to support post-hospital care. However, given the risk to bias patients' decisions as well as limited evidence for beneficial effects, their inclusion is contested (Shaffer et al., 2021). Two shortcomings of this critical view are identified: (1) the focus on persuasive effects of outcome narratives in decision situations as well as (2) the dominance of classical persuasive outcomes, such as intentions, attitudes and knowledge. Adding on this ongoing discussion, this paper argues that process and experience narratives (Shaffer and Zikmund-Fisher, 2013; Shaffer et al., 2013a) may be in particular influential to support patients' well-being. In order to explore this assumption, our aim was to identify what types of narratives patients find helpful in patient information and what well-being-related functions these narratives fullfill from patients' point of view. We therefore interviewed 20 patients who informed us about their own struggles with pulmonary embolism and the role of narratives in patient information.

Overall, patients were grateful for the narratives provided within the prototype of patient information material. A broad integration of very different narratives that reflect the heterogenous sociodemographical background of patients but also their various disease processes was perceived as important. In this vein, patients were not so much looking for one exemplar that best represented their own experiences, but appreciated the full bandwith of possible illness phases and progresses. Given that former research on the role of similarity and character-related engagement processes (for example self-referencing, identification) in patient information (de Graaf, 2014; Ooms et al., 2019) typically focuses on only one character or exemplar, research is needed that investigates such processes when multiple characters are present.

Regarding the type of narratives, we find evidence that patients appreciate insights into the recovery process, which steps other patients had to take and whether they succeded or not, as well as their feelings and emotions. This corresponds well with the understanding of process and experience narratives (Shaffer and Zikmund-Fisher, 2013). These narrative types also mirror the stories patients would like to pass on to other patients. However, both types of narratives are usually mixed in our patients' stories. This raises the question if sole descriptions of a treatment process without a description of experiences during that process or descriptions of experiential insights without any process elements are typical for real patient stories.

For some specific types of content, it seems plausible that patients have a more profound focus on one of the two types (for example when decribing their treatment procedure, a focus on process was recognizable). However, for most topcis patients addressed themselves, these facets were intertwined. Thus, research is needed investigating the relationship of those narrative types in more detail and disentangling their combined effects from their distinct effects.

While we are not able to answer the question of negative or positive effects of such narratives on patients' well-being directly, we are able to illustrate different functions that patients expect from narratives in patient information. By using thematic analysis, we identified four main functions of patient narratives patients emphasized: (1) motivating self-reflection and reflection on the recovery process, (2) reducing the feeling of loneliness, (3) reducing emotional distress, and (4) inspiring mindful mastery.

Comparing the four functions to aspects of hedonic and eudaimonic well-being, we detect parallels. Motivating self-reflection and reflection on the recovery process was the most overarching topic patients associate with narratives. In particular, insights into the progress of other patients were perceived as important for patients, as these were evaluated as motivational cues and supported a positive evaluation of future developments. The focus on the developmental perspective has parallels with personal growth as sub-dimension of eudaimonic well-being and its emphasis on openness, new experiences and continuous growing in contrast to stagnation (Ryff and Keyes, 1995). Given that medical research so far has predominantly focused on negative aspects of hedonic well-being of pulmonary embolism patients (Klok et al., 2010b; van Es et al., 2013; Tran et al., 2021), it is remarkable that the most relevant aspect detected in the interviews relates to dimensions of eudaimonic well-being.

Reduction of loneliness, the second function identified, covers patients' perceptions that narratives from other patients help to feel less alone with the illness but as part of a community. In some cases, this need was so strong that patients stated that they read the stories several times for this reason. The relevance of narratives for connectedness and feeling less lonely is in line with prior research on mental health (Rennick-Egglestone et al., 2019a,b) as well as treatment decisions (Entwistle et al., 2011). However, less is known about how connectedness is established. Further research therefore should investigate whether the connectedness patients experience is based on processes of parasocial interaction (Horton and Wohl, 1956) that are hardly investigated for health contexts. In addition, it is a worthwhile goal to seek for connections between parasocial interaction and eudaimonic well-being. While the patients in our study could not feel a real sense of connectedness, because there is hardly any PE-community they could feel connected to, our results stress the potential of narratives as a substitute for in-person interaction. Even if such parasocial interaction processes are different to intense social interactions, they may help patients with their loneliness.

The theme reducing emotional distress has a clear reference to hedonic well-being. It includes the potential of narratives to reduce negative affective states, such as anxiety and illness-related fears, but also to induce more positive feelings about the illness and the recovery process, in particular hope. This finding is in line with existing research in other health domains showing that narratives may decrease negative illness-related emotions and increase hope (Entwistle et al., 2011; Rennick-Egglestone et al., 2019a,b). Related to these positive feelings, patients also referred to the potential of narratives to regain trust and increase self-confidence in their own body. This may add on patients self-acceptance as aspect of eudaimonic well-being (Ryff and Keyes, 1995; Ryff, 2018).

Giving the high levels of depression and anxiety in pulmonary embolism patients (Liu et al., 2011; Chuang et al., 2019; Erickson et al., 2019), this reduction of emotional distress function seems promising to help patients suffering from a reduced mental health related quality of life (Klok et al., 2010b; van Es et al., 2013; Kahn et al., 2017; Erickson et al., 2019). Further research should also elaborate on the potential of patient stories for patients still suffering from post-traumatic stress-disorder due to pulmonary embolism. Interestingly, assumed relationships with hedonic and eudaimonic aspects of well-being are strongly intertwined in patients' descriptions, which questions a strict dichotomy of hedonic and eudaimonic well-being (Disabato et al., 2016). This relationship of both aspects is also in line with empirical results showing that eudaimonic and hedonic well-being are highly correlated and do not have a high discriminant validity but rather relate to well-being as a single overarching construct (Disabato et al., 2016).

Inspiring mindful mastery, the fourth function, includes the assumption that narratives can transport a positive message and support the appreciation of life even in the face of illness-related barriers. This may be related to purpose in life as part of eudaimonic well-being (Ryff and Keyes, 1995; Ryff, 2018). Given that research about well-being related aspects of pulmonary embolism patients already shows that patients tend to positively re-evaluate life as the recovery process is progressing (Hunter et al., 2017, 2019; Rolving et al., 2019), it is interesting for further research whether patient narratives have the potential to speed up this process. Particularly patients having difficulties to keep up with their daily lives and to accept their situation (Noble et al., 2014) are assumed to benefit from this function of patient narratives.

Even if we focused our research on pulmonary embolism, it seems plausible to assume that similar results are observable for other life-threatening diseases, where first-hand experiences are scarce. In particular directly after hospital release patient narratives may benefit from first-hand insights into a patient community to which patients may connect to and the potential to provide emotional release. Furthermore, we assume that they play a key-role in starting the self-management process of various diseases by motivating reflection and by providing inspiration about how barriers could be mastered.

In sum, all four identified topics show references to well-being related dimensions and thus may be helpful as elements in patient information. However, patient interviews cannot provide evidence for causal effects of patient narratives on well-being related dimensions, and this is the most relevant limitation of our research. In order to explore effects of narratives, future research should use experimental designs and test the effects of narratives for the four functions we identified. A second limitation refers to the cross-sectional character of both interview waves.

Overall, patients appreciate process and experience narratives. Using such narratives in evidence based-patient information that do not refer to treatment decisions but tertiary prevention and illness self-management, seems to provide an additional benefit for patients that is not covered by traditional persuasive outcomes.
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Footnotes

1 The study was part of a larger research project in which communication scientists and epidemiologists collaborated. Within this project we accompanied the process of creating and evaluating a patient information brochure. This process involved several stages of interviews. We collaborated with a large university hospital in Germany that maintains a database of PE-patients. Registered patients agreed to be invited to participate in different studies and self-select in case they want to participate. If participants met our inclusion criteria, we decided to allow multi-participation. In stage one of the interviews patients expressed their informational needs and wishes for the brochure. In stage two patients were exposed to a prototype of the brochure and their evaluation was captured.

2 Interviews were conducted in German. All citations from the interviews were translated with deepl.com and revised by the authors. For better readability, we mended linguistic irregularities.

3 In the results section, we mark all quotes with R# - P#, which is a shortcut we use to anonymize our interviewees. At the same time these abbreviations help us to identify the person who stated the quote. R# marks the round of interviews, P# is the number we assigned to the respective participant.
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