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Untangling Fear and Eudaimonia in the Healthcare Provider-Patient Relationship

Abstract

Ensuring patient participation in healthcare decision making remains a difficult task. Factors such as a lack of
time in the consultation, medical objectivation, or the difficulties of translating individual patient experience into
the treatment plan have been shown to limit patient contributions. Little research attention has focused however
on how emotions experienced by both the patient and the healthcare provider may affect the ability of the patient
to participate. In this research, patient’s and healthcare provider’s emotions were identified and analysed. The
research method showed fear as a prominent emaotion experienced. This included patient’s fears both inside and
outside the consultation, as well as the healthcare provider’s fears in their professional practice. Using Martha
Nussbaum’s cognitive-evaluative theory of emotions as an additional means of analysis, the research looked at
what this emotion could show about the importance of the object of this fear to the person’s eudaimonia
(flourishing). At the end of the article, several solutions were proposed to help mitigate this fear to keep it from
becoming a destructive force in the healthcare provider - patient relationship.
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Introduction

With the call for greater patient participation in health democracies, new forms and models of patient
participation are emerging. Patient expert programmes are being promoted as a means of reversing the
asymmetrical patient-doctor relationship by having patients become teachers to future doctors (Karazivan et al.
2015). Patient associations are playing an increasingly political role in healthcare policy development and
implementation, with integration into both formal and informal cadres of patient support (Callon and
Rabeharisoa 2008). Approaches such as patient-centered care have attempted to correct tendencies for healthcare
to be either too disease-centered or too staff/system centered by seeking to put the patient at the center of the
healthcare plan (Entwistle and Watt 2013).

However, despite all of these developments, the doctor-patient relationship continues to be conflictual for
both the doctor and the patient. Much patient dissatisfaction is due to breakdowns in the doctor-patient
relationship (Ha and Longnecker 2010). Conflictual patient-doctor relationships have also been associated with
poor healthcare outcomes and medical errors (Chipidza et al. 2015). Physician burn-out is also becoming an
increasing problem, leading to inadequate patient participation, medical errors, and poor healthcare outcomes
(Dyrbye and Shanafelt 2011). As the doctor-patient relationship is a complex topic that means different things to
different people, research in the area remains fragmented (Ridd et al. 2009). Historically, most research tends to
focus on facets of the consultation such as the communication and interpersonal skills of the doctor (Stewart
1995) or the characteristics of a successful relationship, such as trust (O’Neill 2002).

The emotions patients experience in the diagnosis and treatment of various chronic diseases are fairly well
developed in empirical literature (Del Piccolo et al. 2005; Keddie et al. 2016; Gumuchian et al. 2016). These
kinds of studies have given tools for the healthcare practioner to work with patients’ emotions in clinical
practice. However the predominance of studies on patient’s emotions may unintentionally link patient emotions
with characteristics such as emotional instability, making them appear less epistemically credible (Carel and
Kidd 2014).

While some studies have focused on emotions experienced by healthcare professionals, in particular in
relation to end of life care (Redinbaugh 2003) or the shame and guilt experienced by doctors due to medical
errors (Sirriyeh et al. 2010), most research on healthcare providers’ emotions remains anecdotal. This is thought
to be in part because emotions are still considered as unprofessional or taboo among healthcare professionals
(Silva and Carvalho 2016). This study therefore sought to uncover what emotions were experienced by both
healthcare professionals and patients in order to understand how these emotions might affect the healthcare
alliance.

Theoretical Framework

The theoretical framework used in this study was American philosopher Martha Nussbaum’s cognitive-
evaluative theory of emotions. While philosophers have conceptualized emotions for thousands of years, recent
research has provoked a reconfiguration in the idea that emotions imply thinking, judgment, or evaluation.
Nussbaum has made an important contribution to this field of study, most notably with her book, Upheavals of
Thought: the Intelligence of Emotions (2003). Rather than seeing emotions as irrational or problematic, she
advances the idea that emotions are part of our system of ethical reasoning. Nussbaum (2003, p. 4) defines
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emotions as, “appraisals or value judgments, which ascribe to things and persons outside the person’s own
control great importance for that person’s own flourishing.” She argues that emotions always involve thought of
an object combined with the object’s salience; thus they always involve appraisal/evaluation. This is what she
calls her cognitive-evaluative view (2003, p. 23). For Nussbaum, it is not that emotions have a cognitive
component more than other elements, but rather that they are cognitions and that these cognitions are necessary
and sufficient (Nussbaum 2003, p. 34).

To account for these propositions, Nussbaum proposes a Neo-Stoic reformulation of emotions as
judgments. She says this judgment has two stages. In the first stage, one thinks that things are that way, or to use
her words, it “occurs” or “strikes the person” but the person has not really accepted them as they are. There
follows several possibilities, which she calls “judgments” in which one can either accept or embrace these
appearances. These judgments transform into beliefs about the way things are (Nussbaum 2003, p. 37).
Nussbaum specifies that this action (assenting/rejecting/absence of judgment) is an act of cognition. It is
therefore a form of reasoning, in which the person assesses the situation and makes a judgment about its
importance.

For Nussbaum, “emotions...insist on the real importance of their object, but they also embody the
person’s own commitment to the object as part of her scheme of ends.” (Nussbaum 2003, p. 33) Emotions are
concerned with value. They are connected with our eudaimonia (flourishing), as the object of the emotion will
show something of importance about the life of that person (Nussbaum 2003, p. 30). In addition, because this
judgment is related to one’s eudaimonia, then it is not necessarily possible to preserve emotional equanimity
when we experience emotions (Nussbaum 2003, p. 41). In making this claim, Nussbaum gives particular salience
to the intensity of the emotion. The difference of intensity of an emotion can be explained by the importance
with which the person invests in the object among their own goals and projects (Nussbaum 2003, p. 55). This
intensity may therefore give clues about objects of particular importance to the person’s flourishing.

Nussbaum also shows that emotions are “cognitively laden” in that they have a connection to
imagination that differentiates them from more abstract judgements (Nussbaum 2003, p. 40). This helps explain
how our emotions can change: an object of fear, for instance, in one situation can become magnified or distorted
into a new fear when we “imagine” a past event: imagination therefore helps us take on significance not
immediately apparent in that situation. We will see how imagination can affect emotions in the consultation
when we examine the patient’s fears.

Nussbaum completes her cognitive-evaluative view by looking into the origins of our emotions in
infancy and why we feel intense emotions in certain situations. She says that infants experience their first
emotions when they develop an awareness of their need for external objects (persons or things) in order to
survive. This realization creates feelings of ambivalence, as we need these things in order to survive, but do not
wish to have this need. This can lead to intense emotions such as fear as the provision of these external goods is
uncertain. For the infant there is, “one overwhelming emotion (which has) a formative influence on daily
life...fear.” (Nussbaum 2018, p. 23). These strong emotions stemming from our vulnerabilities and need for
others are not only limited to these periods in our lives. The experience of illness is one situation when our need
for external objects comes to a forefront and is thus therefore often a time when we experience fear.

Nussbaum has characterized fear as an intense emotion that we feel in the presence of some danger or
harm. Sometimes this object has a clear relationship to one’s survival (such as being afraid of being bitten by a
snake), but fears can also take a vague form, such as one’s place in society. However, fear is usually directed at
some kind of object and usually involves some action to “release the fear” or “get out of danger.” Fear is
different from anxiety, which refers to knowledge of a poorly defined threat and does not necessarily implicate
an action (Corbeil 2001, p. 29). In this article, we will focus specifically on the emotion of fear over anxiety as it
is the emotion that patients themselves have identified as important. We will also pay attention to any actions
which may result from this emotion.

In summary, our emotions enable us evaluate objects and their importance to us, but they also highlight
our vulnerabilities and need for others. Even emotions that are seen as negative, such as fear, help us evaluate
what is of concern to our lives, by showing what is at threat but also of particular importance. As often the object
of our emotions is people and our relationships with them, our emotions are often related to whether we can
flourish with the help of these relationships. Nussbaum’s theory will help to unravel emotions experienced in the
therapeutic alliance and what they will show about the values of the healthcare provider and the patient.

However, one limitation of Nussbaum’s cognitive-evaluative view will need to be highlighted before
continuing. Although Nussbaum agrees that although emotions are also bodily, she objects to their claim to be a
necessary condition for that emotion. She argues, “emotions cause physiological effects: so it is extremely
difficult to say which effects are consequences and which are even plausible candidates for being parts of the
experience itself (Nussbaum 2003, p. 58).” The debate on the necessarily phenomenological component of
emotions is ongoing. However, because of her emphasis on emotions as cognitive evaluations, she has not
adequately taken into account how the phenomenological character of emotion can also influence our
judgements. In the past few years, theorists have attempted to balance the bodily and cognitive viewpoints into



different hybrid theories (see Maiese 2014, Gunther 2004). Scientific studies have also led weight to these hybrid
theories, showing us how emotions prepare us to meet the challenges in our environment through adjustments in
skeletomuscular, neuroendocrine, and the autonomic nervous systems (Nummenmaa 2014). What emerges from
these studies is that bodily expressions of emotions are interlinked to cognitive evaluations and help the person
to make judgments about objects. As the bodily experience is connected with the evaluation of eudaimonia and
gives us clues of its importance for the person concerned, it will also be a part of our analysis when we examine
the patient’s fear.

Methodology

The target group for this study was refractory epilepsy patients in France and the healthcare providers
treating them. Epilepsy is a chronic, neurological disease that even today remains largely misunderstood. It
presents in the form of seizures, but the diversity of causes, syndromes, and types of seizures are extensive,
making it difficult to diagnose and treat. While around 70% of patients are able to stabilize their seizures, about
one-third cannot fully eliminate seizures from their lives due to currently available treatments. These refractory
epilepsy patients live with considerable uncertainty as they do not know when seizures will happen or how they
will evolve in time. In addition, despite growing awareness of epilepsy as a neurological disorder, epilepsy also
remains stigmatized due to ongoing misrepresentations of the disease as contagion or a psychiatric illness (de
Boer 2010). Because it is a particularly difficult chronic disease to treat, but also to live with, identifying the key
emotions that may affect patient care may be able to help these patients to live better with their disease, as well
as improve treatment plans.

A researcher with a dual background in philosophy and sociology designed and led the research project.
The researcher is a member of the University of Lyon Il Research Chair in the Values of Patient Centred Care
and a lecturer at the University of Lyon 1 medical school. It was conducted as a research project from 2016-2019
to better understand patient care for epilepsy patients in France. The necessary declarations to the National
Commission for Informatics and Liberty (Commission Nationale de I’'Informatique et des Libertés or CNIL)
were made and consent was obtained from participants prior to the start of the research.

Using a pragmatic approach, the research methods were developed specifically for the research project
and for the group of patients based upon their desires and capacities to participate. The research took place in
three sites of informal and formal healthcare delivery, consisting of two patient associations in France in two
different cities and one hospital specialized in refractory epilepsy patient care. In the first stage of the research, a
focused ethnography approach (as informed by Bikker et al. 2017 and Rashid et al. 2019) was used in order to
better understand the healthcare environment for epilepsy patient care. The aim of the focused ethnography stage
was to witness how actors (healthcare providers and patients) discussed their relationships with either their
healthcare provider or their patients, as well as to witness interactions in the hospital service and in the
consultation room. The focused ethnography stage consisted of short term punctual data collection via
participant observation in two patient association meetings in two different cities in France for a period of one
year. It also took place through several full days at a hospital specialized in epilepsy care, shadowing healthcare
workers, observing informal conversations between them and other workers and in their interactions with their
patients. This also included attending informal and formal multidisciplinary staff meetings and consultations
with patients in order to understand how they spoke of and interacted with patients. A field notebook was kept in
order to witness surprises, remarks, or key words that were used during the conversations among
patients/families and their healthcare providers.

The second stage of the research consisted of in-depth interviews. The aim was to obtain a richer
understanding of topics discussed during the focused ethnography stage. As the methodology of in-depth
interviews solicits the participant’s experience, feeling, or behavior and combines structure with flexibility
(Ritchie and Lewis 2014), it allowed the researcher to focus the interview on the subject of interest, but also to
allow the participant to lead the topics discussed. The in-depth interviews, conducted with 19 refractory epilepsy
patients focused on a descriptive research question: please tell me about your epilepsy? Follow-up probes were
asked depending on the responses by the patients, including asking about their opinions and feelings about their
medical care, their family environment, and what patients wanted to achieve in their lives despite their epilepsy,
to better understand the patient’s responses. Although emotions were not specifically solicited by the researcher
in order to avoid bias, when emotions were described, the researcher asked follow-up questions to better
understand the meaning of the emotion with the person interviewed.

Given the diversity of complex social and psychological needs of epilepsy patients, the healthcare
provided for refractory epilepsy patients in France sometimes includes consultations with a neurologist, but also
increasingly specialized epilepsy nursing care combined with psychological and social support. Therefore in the
second stage of the research project, ten healthcare providers representing these diverse healthcare professions
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(psychiatry, nursing, social work) were interviewed in order to solicit their perspectives on epilepsy patient care.
The research question to healthcare providers was similar to those with patients: please tell me about your work
with epilepsy patients? As with patient-led interviews, healthcare provider’s own emotions were not specifically
solicited by the researcher; however, when this topic was brought up, the researcher asked follow-up questions to
better understand the context and meaning of the emotion expressed. As these interviews were conducted at the
same time as the patient interviews, the interviewer also asked healthcare providers to comment on the emotions
expressed by patients toward them.

In the analysis stage, both the notes taken during the ethnography and interview stages as well as the
transcriptions of the interviews were analyzed by means of qualitative tools. An intuitive process described by
Taylor and Bogdan (1998, p. 130-136) helped inform the analysis. It included looking for themes by examining
the data in as many ways as possible, including by reading and rereading the interviews/field notes, listening to
the interview transcriptions, keeping track of ideas/themes/surprises, looking for emerging themes, reading
international literature on the topic to spot correlations/variations, etc. The healthcare and patient’s interviews
were also analyzed separately to avoid bias. The results were also discussed with study participants (including
healthcare providers) and in university research seminars to help refine the analysis.

The analysis allowed identification of emaotions, and in particular of fear, as an important theme both for
healthcare providers and for patients. Therefore, an additional analysis was conducted to better understand how
patients and healthcare providers described this emotion, why and in what context, or if it involved certain
persons. After having identified this emotion, the data was contextualized in order to have a better understanding
of the emotions expressed and if it led to any particular actions, as well as the different interpretations of these
emotions among actors. As a final part of the analysis, the researcher sought to further understand the emotion
with the input of Martha Nussbaum’s theory of emotions.

Results

The research gathering and analysis stage showed the predominance of the emotion of fear across all sites
in both the focused ethnography and in-depth interview stages of the research. Patients specifically used the
word fear over other possible evaluations such as anxiety or apprehension to describe living with epilepsy.
Patients often used the word “fear” to describe situations they dealt with in daily life with their disease, such as
the fear of having a seizure in public. Fear was also described by patients in their interactions with others,
including with their family, society, and their healthcare providers. Patients specifically used the word fear to
describe certain encounters with healthcare providers, both in reference to themselves (they were scared of
giving certain details to the healthcare provider), or witnessed in their healthcare provider.

While emotions expressed in the consultation were described more ambivalently by healthcare providers,
fear and/or apprehension was cited to describe the difficulty of communicating the uncertainty, bad news, and/or
the failure of a treatment plan to patients and their families. While most described these emotions when speaking
about their colleagues (rather than themselves), they openly admitted that such emotions were prevalent in
healthcare. Even more, they said that such kind of emotions led to concrete actions affecting their relationships
with patients, in particular “hiding” behaviors such as not giving full information on the treatment plan. One
healthcare provider used the word “apprehension” rather than fear, thus expressing a more vague fear, poorly
defined, rather than one punctuated by a period of crisis. The implications of such an assessment in light of
Nussbaum’s theory will be elaborated in the discussion section.

1. The Patient’s Fear

For patients participating in this research project, fear was a prominent emotion experienced in their overall
lives. They specifically focused on the psychosocial impact of living with seizures when discussing their
epilepsy. This result concurs with empirical research that shows a link between fear and anxiety for persons with
epilepsy due to neurological, pharmaceutical, and psychosocial factors of living with the condition (Vazquez and
Devinksky 2003). The word “fear” was openly used among patients and families in patient associations meetings
in reference to their disease and society’s treatment of them.

The emotion of fear was also openly discussed during in-depth interviews in response to the question,
“please tell me about your epilepsy.” Patients often describe living with epilepsy as “living with a sword of
Damocles” above their heads. Their lives consist of considerable uncertainty: when will a seizure occur? Who
will they be with? How will others react to their seizures? What will others do to them while they are seizing?
What might their body do that could hurt others and themselves? This knowledge of moments of a lack of
control of the body causes fear for many persons with epilepsy. Their life with epilepsy is an ongoing negotiation
with fear, including fear of seizures past but also of those to come.

For patients, this emotion was principally expressed in reference to fear of their bodies. As the body loses
control during seizures, the body becomes a risk. The body can both be harmed and/or cause harm during a
seizure, and the person with epilepsy sometimes loses consciousness and “wakes up” to discover what their



bodies did during the seizure. During the period of the seizure, patients described themselves as “helpless” and
were fearful of what would happen to them. Some patients described their bodies as “other” during a seizure, as
an object of fear both for themselves and for witnesses. For patients who did not lose consciousness during their
seizure, but who were witness to their body derailment and unable to intervene, they described this body
disconnect as “horrific” or even “painful” due to this loss of control.

Another fear consistently voiced by patients was fear of how others would react during the seizure. Given
the low societal awareness of how to help the person with epilepsy into safety, patients related stories of
strangers reacting in a way that put the person having the seizure at risk, such as putting an object in their mouth,
or not moving them into a secure position. This made them fearful of having a seizure in public, as it could put
them at risk due to the intervention of others.

There was also the fear of disclosing their epilepsy in a wider social context. Patients in both the in-depth
interviews and patient association meetings frequently discussed the “fear” of disclosing their epilepsy to others,
should it be friends, potential partners, or future employers. Patients expressed fear that disclosure would lead to
stigmatization or discrimination against them. Fear of disclosing their epilepsy to their future employers was
among the most popular themes of patient association meetings and was subject to contentious debate of how to
address it, in particular in the workplace. This fear is not without foundation. Fear of disclosing epilepsy concurs
with empirical research which shows links between epilepsy and higher rates of unemployment and
underemployment, as well as greater difficulties in job retention due to stigma and discrimination (Smeets et al.
2007, p. 354). Because of these factors, until recently, healthcare providers have encouraged patients to hide
their epilepsy from potential employers. Now however, more and more healthcare providers, as well as patient
associations are encouraging patients to “tell” their epilepsy so that society can become more aware of the
condition. Still, patients expressed fears to openly disclose their condition, in particular in the workplace, due to
potential stigma and/or discrimination.

The patient with epilepsy has to mitigate considerable fear on a daily basis given the unpredictability of
their disease, the uncertainty of the assistance of others, and perceived and felt social stigma. Given the
considerable fear lived by the patient, the relationship between patient and doctor can be a privileged
relationship. The doctor can be one of the few who “knows” and “understands” the disease. As Irving Goffman
said, the doctor is that “sympathetic other” that sees the disease as ordinary (1968, p. 31). Therefore the patient
should not be scared to interact with the doctor about their disease. However, this encounter is also problematic
for the patient because it is often a relationship of fear for both the patient and their doctor.

2. Fear in the Doctor-Patient Relationship

In patient association meetings, a common topic of discussion in the two groups was relationship
difficulties with healthcare providers, in particular with their neurologists. Patients complained about their lack
of participation in the treatment plan or neurologists not listening to them or taking concerns about the side
effects of their treatment lightly. In the in-depth interviews, a few patients also discussed their fears of medical
authority and a reticence to reveal details of their disorder and treatment. Some did not feel comfortable because
it meant revealing embarrassing side effects of their illness or treatment, such as psychological problems,
behavioral problems, or social problems. These difficulties were seen as “embarrassing” and patients said they
did not want to share this information with their doctor. Other patients were scared of giving potentially useless
information to their neurologist and making them lose their time. Patients who sought out complementary
activities, such as sports or hobbies to reduce stress, even when encouraged by their healthcare provider, often
did not share this information with their neurologist for fear of the information being seen as “silly” or
“irrelevant” from a medical perspective. Patients in both the in-depth interviews and patient meetings openly
voiced fears of communicating these kinds of details to their doctors, although for diverse reasons.

Some patients however also described fears witnessed in their healthcare provider. They said in
particular that their doctors were scared of openly discussing with them the treatment plan. According to these
patients, this was because the treatment was uncertain and/or the healthcare provider could not provide an
adequate solution to completely stop their seizures. According to patients, this uncertainty or failure put the
epistemic authority of the doctor into question. One patient expressed this as, “it’s the capacity to put oneself
under scrutiny, that is not easy...this is about ego, somewhat. But it’s also fear to put oneself under scrutiny.
Fear.” According to these patients, these expressions of fear coming from doctors were problematic: they led to
concrete actions, including hiding information on the treatment plan or on side effects from patients. Concretely,
for patients this meant that they were not adequately informed or did not participate as much as they could have
otherwise in deciding the treatment plan.

These descriptions of the fear manifested by the doctor and witnessed by the patients were often
described in a visual way. When patients spoke in either patient groups or in the interviews of this fear, they
often described non-verbal behavior as evidence of their fear, such as “he stared at his computer, rather than at
me,” Or “he did not look me in the eyes.” As humans, our visual contact remains an important means to connect
to others. In contrast to other species, our social interactions depend on these visual contacts and our mutual



visual contacts create and show attention and interest. Patients evaluated this lack of visual contact and
recognized it as fear.

According to these patients, this fear stemming from the doctor led to inadequate treatment plans and a
reduced possibility for them to participate in healthcare decision making. This was because the doctor did not
share information or did not solicit their patient’s perspective on the treatment. In contrast, patients who spoke
positively about their relationship with their healthcare providers did not describe fears either lived by
themselves or witnessed in the healthcare professional. These patients said that they were able to participate in
deciding the treatment plan and did not hesitate to share information with their healthcare provider. They also
said that this was made possible because the doctor was open about the uncertainty or failure of the treatment
plan. By such an admission, these patients said that they felt less scared of medical authority and were also able
to communicate more openly with their doctor, giving them more say into treatment decisions.

Another fear discussed by patients in the evaluation of their doctor’s fears was in relation to risk.
Patients said that some doctors were “fearful” of making the wrong treatment decision, especially a treatment
which is experimental or which can put the patient at risk due to unknown side effects. According to these
patients, this fear made doctors “play it safe” by proposing a less risky treatment. For these patients, this action
was unacceptable, as it prevented them from trying out experimental treatments which might be the “magic
solution” to stabilize their seizures. From the patient’s perspective, the problem with this expression of fear was
the action resulting from the expression of the emotion. They interpreted the action of “playing it safe” as an
action resulting from fear, rather than caution or non-maleficence. This emotion was a problem to be resolved
from the patient’s perspective as it could lead to unsatisfactory treatment plans.

3. Healthcare Providers’ Emotions

In contrast to patients, who frequently used the word “fear” to discuss diverse aspects of their lives,
including in the healthcare consultation, healthcare professionals’ emotions were less openly expressed in the
interviews. While most healthcare providers in the in-depth interview part of the research project did discuss
emotions, this was often in reference to their patients or the emotions they witnessed in other healthcare
providers, rather than themselves. While one professional said, “we do not escape emotions in human
professional fields,” these responses suggest the ambivalent relationship that healthcare providers had to the role
of emotions in their professional practice. Emotions experienced by healthcare professionals were mostly
described as negative, leading professionals away from achieving high levels of performance in their
professions, as well as causing ineffective professional relationships with their colleagues and patients. One
healthcare provider stated that he encouraged his patients and other healthcare providers to take “reasoned
choices” not “emotional ones”; and he saw his role partly as helping his patients and other healthcare providers
control their emotions to enable them to work together. Another stated that he tried to help his co-workers
toward a “professional” attitude in order not to be “led by emotions.”

However, there were two temporalities in which healthcare provider did openly use the word “fear” or
at least “apprehension” in terms of their relationships with their patients. The first was when it came to the
difficulties of describing bad news in the consultation, such as admitting failures in the treatment plan or having
to give other types of bad news to their patients. One professional expressed this as, “we are scared that
(negative) information will destabilize them. We are scared that it will cause other pathologies or anxieties.”
This fear cited by the healthcare provider was related to the nocebo effect that certain information could have on
their patients and the difficulties for the healthcare provider to deal with patients’ emotions in these situations.

Another difficult temporality for the healthcare provider was the decision on the treatment plan.
Epilepsy is a complicated chronic disease which challenges the doctor’s expertise and authority. Most epilepsy
treatments are trial and error, and patients in the interviews described themselves either as a “mystery” to their
doctor or as a “guinea pig” because of this trial and error process to find the right treatment for their individual
epilepsy. Doctors stated that it was difficult to admit this uncertainty and/or failure to patients, their families, and
other healthcare providers, and could be a source of fear or apprehension toward their patient and/or other
healthcare professionals. Doctors are seen as epistemic authorities in disease treatment by patients, healthcare
organizations, and society; however, this puts pressure on doctors in particular to be able to “stop” or even
“cure” the disease. When they were unable to do so, it can cause emotions such as fear, as it puts into difficulty
their identities as experts.

According to healthcare providers, these fears and/or apprehensions about communicating uncertainty
or the failure of the treatment plan sometimes made it difficult to communicate freely with their patients. We can
therefore see a concurrence in the patient’s and healthcare providers’ evaluation about the reasons for these fears
in the consultation and resulting actions. While some healthcare providers expressed this as “apprehension”
rather than “fear,” suggesting that the feeling expressed was less intense than the evaluation of fear given by
patients, both healthcare providers and patients agreed that emotions were experienced by healthcare providers
due to these uncertainties. They also agreed that the emotion could lead to actions of hiding or avoidance on the
part of the healthcare provider and that this was unacceptable for the patient. These results concur with recent



empirical research into healthcare provider’s emotions. In a study by Silva and Carvalho (2016), fear was among
the most frequent emotions cited by healthcare professionals, along with sadness, anger, and frustration. The
study also showed that the majority of healthcare professionals interviewed tried to control their emotions in
their professional practices, and that negative emotions like fear often led to actions such as withdrawal and
avoidance.

Discussion

These results show the largely negative role that an emotion like fear can have in the healthcare provider-
patient relationship. However this emotion can also be a valuable lens to explore possible solutions. Nussbaum’s
cognitive-evaluative theory has shown that the object of fear has a relation to flourishing of the person concerned
and thus shows something valuable to the persons experiencing these emotions.

1. The patient’s fears and loss of control

In the case of the patient’s fear of their epilepsy, this emotion can be understood as a reasonable fear on the
part of the patient. Their loss of control during a seizure represents a risk — to oneself, to others - due to lack of
control of the body in its environment. However, given the limited capacity for action when the body is in not in
control, these situations can take on a particular intensity and urgency. This is because when a seizure happens —
whether or not the person loses consciousness, the relationship between the things and persons in one’s
environment becomes an alien relationship, one in which the person can longer mitigate her movement and
agency in that environment. The loss of control of the body is directly tied to an inability of the person to
flourish in their environment.

This periodic loss of control experienced during a seizure places considerable responsibility on others. The
seizure is the point that the persons in the environment effectively become responsible for that body, as the
person is absent or at least “not in control.” However, as Nussbaum reminds us, our connection to external goods
from infancy is one of ambivalence. Our ambivalence comes from the fact that their provision is uncertain,
leading to fear, anger, and frustration when they are not provided, as these goods are largely outside our control.
These fears will be augmented when there is an uncertainty of assistance, or if the person witnessing the seizure
misunderstands how to help them. Therefore if the person with epilepsy cannot reasonably predict what others
will do, they will reasonably fear the coming of seizures as the “sword of Damocles”: the need for others is
great, but the uncertainty of their assistance even greater. The sword represents the imagery of the seizure, the
unpredictability of its impact on the person who is afflicted, but the sword is also the environment, and the
dangers lurking in that environment. Persons with epilepsy that cannot trust in those around them live in
considerable fear of what will happen when they lose control of their bodies. Thus this fear of the body is not
only about the borders surrounding oneself. The emotion is also inextricably tied to our vulnerability and need
for others.

For Nussbaum, the problem with fear it is that it is a type of augmented consciousness, highly
narrowing. Fear means that the self becomes larger, omnipresent, driving out others. It is thus a shortened vision
of our bodies and the things connected to this body. Therefore while fear shows objects important for our
flourishing, it can also become a destructive force. Nussbaum tells us the dangers, but also the potentialities of
fear. She says, “fear has a strong tendency to get ahead of us, propelling us into selfish, heedless, and antisocial
actions...more than other emotions, fear needs careful scrutiny and containment if it is not to turn poisonous.”
(Nussbaum 2018, p. 5) As fear is a blocking emotion, one that is highly narrowing, it encourages hiding or
avoidance. It can therefore lead to other actions not at all representative of the risk at hand, to complicated and
new representations of fear, inaccurate or accurate, that can stop the patient from leading an active life. As
Nussbaum has shown, previous manifestations of fear can then become the lens through which the person sees
and experiences the world. Hybrid theories on emotion have shown how complicated this can become for the
person, as making a cognitive judgment on the ridiculousness of fear will not necessarily change the body’s
reactions toward it (Maiese 2014, p. 49). Thus even if the person evaluates that their fear is out of proportion to
the situation, these fears can still lead them to actions to get them out of the fear. This shows the perniciousness
of habituated experiences of fear.

The fear of one’s disease therefore has considerable consequences in terms of one’s life projects and
relationships with others. One of these consequences for the person with epilepsy is hiding from any
environment in which the person may have a seizure. However, as all environments are ones in which a seizure
can occur, this fear can be disastrous for the person with the disease, leading to isolation. This fear can also
mutate into new forms. For instance, this fear of the body may lead to new fears, such as a fear of “telling”
details of their disease to their doctor, leading to medical errors or inadequate treatment plans. With Nussbaum’s
theory of emotions, we can understand just how disabling this can be for patients in terms of living well with
their illness. We can also understand how it can lead to fears that might negatively affect their treatment plans as
well as their relationships with healthcare providers.



2. Healthcare provider’s fears

As elaborated in the results section, healthcare providers often had an ambivalent view of their own emotions
experienced in their professional practice. Several explicitly discussed strategies to help their colleagues to
overcome their “emotions” in order to be more “professional.” Why could there be such a reticence to value
emotions in healthcare practices? Nussbaum provides illumination with her link between vulnerability and
shame:

“Human beings appear to be the only moral finite beings who wish to transcend their finite. Thus they
are the only emotional beings who wish not be emotional, who wish to withhold these acknowledgement
of neediness and to design for themselves a life in which these acknowledgements have no place. This
means that they frequently learn to reject their own vulnerability and to suppress awareness of the
attachments that entail it. We might also say...that they are the only animals for whom neediness is a
source of shame, and who take pride in themselves to the extent to which they have allegedly gotten
clear of vulnerability.” (Nussbaum 2003, p. 137)

From Nussbaum’s quotation, one way to understand this reticence in healthcare providers to show their
emotions is because it represents an exposure of their own vulnerabilities. Performing with emotions was
interpreted as non-performance as it exposed them as an emotional rather than a professional worker. As
emotions are related to our need for external objects, it also puts into question our autonomy in these
professional roles. One healthcare professional even stated explicitly, “we are not professional when our
emotions are influencing our decisions.” It is expected for healthcare professionals to put aside their emotions in
order to attend to the needs of their patients. Finding strategies to limit emotions is taught early on in medical
trainings and emotions are viewed as an obstacle for healthcare workers to do their jobs well both at a personal
and organizational level. Future healthcare professionals learn strategies to avoid “emotional contagion” from
patients and other colleagues in order to be more “efficient” in their healthcare roles. One of the ways suggested
by several healthcare providers (notably doctors and nurses) in this research project involved limiting their felt
and shown emotions from colleagues, patients, and their families. They said that this allowed them to clearly
define their roles and to establish clear rules of conduct to guide their decision-making with other professionals
and with their patients. However, despite these strategies, fear and other emotions remain a pervasive part of
healthcare work. As Danielle Ofri expresses it in What Doctors Feel,

“Fear is a primal emotion in medicine. Every doctor can tell you of times when she or he was terrified;
most can list more episodes than you might wish to hear. This fear of making a mistake and causing
harm never goes away, even with decades of experience. It may be most palpable and expressible in
neophyte students and interns, but that is merely the first link in a chain that wends its way throughout
the life of a doctor. It may be sublimated at times, it may wax and wane, but the fear of harming your
patients never departs; it is inextricably linked to the practice of medicine. ”(Ofri 2013, p.68)

If fear is to a certain extent unavoidable in the practice of medicine, it is worthwhile analyzing this
emotion in order to understand what it might show about the healthcare provider’s eudaimonia. From our
research results, we can see how the object of the fear is related to healthcare providers’ ideas of flourishing in
their professional roles, in particular their mission to provide the best care for their patient. It is therefore
understandable that the moment when the doctor prescribes a “trial and error” healthcare plan or gives bad news
to their patient may cause fear. Fear is a signal to healthcare providers to be attentive to uncertainties and risks in
the healthcare plan and how it may harm their patients. We can see that fear is not necessarily a negative emotion
to be avoided: it shows something of particular importance for healthcare professionals. The very intensity of the
experience shows how important this mission is for the healthcare provider.

However fear is also an alarm bell for healthcare providers to the limits of their abilities to provide
assistance to their patients. This is due to their own incomplete knowledge but also the limits of modern
medicine to treat difficult chronic diseases such as epilepsy. These limitations translate into treatments that are
not only “trial and error” but which can also cause considerable side effects in patients without a guarantee of
efficacy. Dealing with these uncertainties in the workplace is by no means limited to healthcare workers, but it
takes on a particular intensity in healthcare because these decisions can cause harm: in some situations, in can
even mean life or death for their patient. These uncertainties are also problematic for healthcare providers
because it exposes these limits to others (patients, families, other healthcare providers, and wider society). This
puts into difficulty their social standing as experts in the diagnosis and treatment of disease.

With Nussbaum’s theory we can now better understand the ambivalence that healthcare providers must
feel in these situations, leading to emotions such as fear. The difficulties of providing the best care for their
patients due to the limitations of our knowledge of disease and treatment; having to navigate considerable
uncertainty due to the need to care for each individual patient; and having to live up to societal expectations of



healthcare providers. Trying to limit or avoid revealing these emotions was a way to “hide” these uncertainties
from others and even from themselves. However, the risk of not recognizing this emaotion is ignoring its object
and its importance to the healthcare provider’s flourishing. In addition, emotions can lead to concrete actions to
get away from the fear, such hiding information from the patient in the consultation. Not dealing with these
emotions can therefore have repercussions in the healthcare alliance and lead to problems in caring for their
patients.

The solution suggested by healthcare providers to “hide” or “limit” this emotion from their patients has
also not solved the problem from the patient’s perspective, as patients testified that they still witnessed “fear” in
their healthcare providers despite attempts to limit it. Patients talked about relationship difficulties because of
these witnessed fears. Therefore it will be worthwhile exploring a case study that shows how emotions
experienced in the consultation by both the healthcare provider and the patient may affect shared decision
making. For illustration, we will take a common situation, namely when the doctor has to give a patient bad
news. In the results section, we highlighted a quotation from a healthcare provider who stated that healthcare
providers feel fear when confronted with the need to relate bad news to the patient. She said healthcare providers
fear these types of situations because of the possible emotional reaction by the patient, which could cause other
anxieties or pathologies for them.

In this situation, the emotion testified to by the healthcare provider had a clear object (possible harm to
the patient). This was important to her in her mission to provide the best care for her patient, as she had to take
into consideration how to balance information sharing with non-maleficence. Therefore one possible solution to
this dilemma would be to hide information for the “good” of the patient. However, if this is the choice by the
healthcare provider, it will be one in which the healthcare provider decides for the patient, not with the patient.
Therefore this decision remains problematic, as the decision to limit information due to the patient’s (possible)
emotional reaction can also be viewed as a form of paternalism, even if from the healthcare provider’s
perspective, it meant caring for their patient. Therefore it is worth reconsidering this dilemma in light of
Nussbaum’s theory.

Nussbaum distinguishes emotions that arise in particular situations (situational emotions) or those that
persist in time, which she calls background emotions (Nussbaum 2003, p. 69). Nussbaum says that emotions can
be situational yet relatively enduring, and background emotions often become situational owing to different
situations. What we can understand from this is that the moment the patient is informed of bad news, such as a
diagnosis or the failure of the treatment plan, is the moment in which the object of the fear comes into focus.
During this time, the emotion may be expressed into its most intense form and could cause other pathologies or
anxieties. However if we take seriously the idea that emotions are cognitive evaluations coming from the patient,
then we can accept that it will be reasonable for a patient to have an intense emotional reaction to bad news.
Indeed, the very intensity of the emotion will show something of importance to them that could be taken into
account during the consultation, such as how this news will affect their life projects or their relationships with
loved ones. The emotion experienced in the consultation in its intense form therefore already gives some clues
for the healthcare provider of how to care for their patient. Nussbaum also shows that the intensity of an emotion
like fear is unlikely to persist in time. These intense emotions will eventually move into the background into
some vague, less intense form. From this perspective, there is no reason not to tell the patient given their right to
information about their disease. As one healthcare provider expressed it in the interview, “we ask patients to
trust us, but if we are not honest, we cannot create a relationship with them. ”

As we understand that the healthcare provider’s fear is related to a dilemma of how to provide the best
care for their patient, we can in turn reflect on how the healthcare provider may be able to help the patient
mitigate these fears. For instance, as the announcement of bad news may “lead to other pathologies and
anxieties,” healthcare providers can take seriously this intense emotion lived in its temporality in the consultation
in order to help mitigate it once outside of the doctor’s office. Understanding that the announcement of bad news
might make it difficult for patients to remember or process this information, the healthcare provider may
implement strategies to work with this emotion during the consultation, such as asking them why they are scared.
This may help open a discussion with them to better understand these fears. It could also help the healthcare
provider plan mitigation strategies so that the patient will be less scared in these temporalities, such as planning
follow-up appointments to help them better understand the information or developing ways to transmit the
information in way that will be less stressful for the patient. These strategies may help the healthcare provider to
care for their patient. Another way will be to openly admit treatment failures to their patients. According to one
healthcare provider, “to admit that we have failed is important...it’s our role to say that I have tried all the
different dosages and that we’re not sure that a new treatment will help you.” Healthcare providers stated that
admitting uncertainty also helped patients and their families accept the disease, and enabled a more collaborative
relationship, as the patient was better informed about the realistic possibilities of available treatment plans.

From this case study, we can see that recognizing these emotions as cognitive evaluations helps
healthcare workers pay attention to what is of particular importance to them and their patients, helping them to
flourish in their professional roles by providing their best care for their patient. It may even affect healthcare



outcomes. According to one neurologist interviewed, “when we help patients (with this fear), they feel better,
and they often have less seizures.” The way forward for healthcare providers to care for their patients is both to
take seriously these emotions in their patients, but also to deal with these fears and apprehension in themselves.
However, in order for healthcare providers to be able to recognize and validate these emotions in their
professional practices, they will need the support of their institutions. We will explore some possibilities to do so
in the discussion section.

3. Patient assessments of the healthcare provider’s fear

Before closing this discussion, it will be important to distinguish if fear is an accurate evaluation of the
healthcare provider and whether or not the emotion expressed could be a less intense feeling such as
apprehension. Unlike fear, apprehension is a more vague fear, poorly defined. It is less intense than anxiety or
fear which can be punctuated by periods of crisis. When told that patients sometimes think that healthcare
providers are “scared” of their patients, one healthcare provider interviewed did not agree with this assessment.
According to him, the correct vocabulary to describe what healthcare providers feel during these types of
situations was apprehension, rather than fear. The interviewee stated that healthcare providers sometimes
“apprehend” something that is going to happen during the consultation in which they did not know how to react,
or sometimes that healthcare providers have apprehensions toward certain patients due to their relative status (for
instance if the healthcare provider was younger than their patient). If it is more correctly apprehension, it does
not necessarily lose its pertinence as it still may lead to actions on the part of the healthcare provider, such as
avoiding sharing pertinent information with their patients. Thus it should still be given attention as it affects
healthcare decision making.

However there is a (possible) mistranslation in the patient identifying the healthcare provider’s emotion
as fear. The patient has witnessed nonverbal communication in their healthcare provider which has given them
clues to evaluate the unease felt by the healthcare provider toward them. It is possible that this evaluation by the
patient could be erroneous (or at least magnified), in particular due to the predominance of the patient’s own
fears in their overall lives. However, this (possible) mistranslation can also help to better understand the patient
experience and how habits of fear can affect the healthcare alliance.

As Nussbaum has argued, following LeDoux (1996), our judgements about the object of our emotions
are not always fully within our control. Fear can become the lens through which the person sees the world due to
habituated experiences of fear. Persons with epilepsy live with many fearful situations due to their seizures but
also because of perceived and felt stigma. The consultation can become another place where fear is felt due to
these chronic experiences. Feeling fearful in the consultation, either because of their own fear or because of what
they witness in the healthcare providers, remains troubling for the patient. It affects the healthcare alliance,
because the patient may not feel comfortable and may avoid or limit communication with their healthcare
provider. It can also have an effect on healthcare outcomes, as patients may not share with their healthcare
provider important information on the treatment and its side effects due to their fear. For a person living with a
stigmatized illness such as epilepsy, a supportive relationship with their healthcare providers is also important
because doctors who among the few who were not scared of their condition.

From the research results, we can see that fear and/or apprehension exists in both actors and has
repercussions for the healthcare alliance. As Nussbaum has shown, emotions help us evaluate the importance of
the object to the person’s life projects: thus we can see that the healthcare-provider relationship remains
important to both actors’ flourishing. Healthcare providers who expressed fears (or apprehensions) were worried
about their relationship with their patients and their inabilities to perform well as professionals. They were also
fearful of making mistakes or giving information that would harm their patients. In turn this relationship was
also important to patient’s flourishing, both because the treatment plan would affect their life projects, but also
because it could be one in which the healthcare provider was a “sympathetic other.” We can see that the intensity
of fear shows us how important the healthcare provider-patient relationship remains to both actors, and that
taking it seriously in the consultation can help both the patient and the healthcare provider.

Potential solutions

The discussion has shown the importance of the healthcare alliance to both actors. If the healthcare
provider and the patient can enter into a relationship of mutual respect — one in which they do not have to be
afraid — it could be that this relationship can become one of trust, rather than one of “hiding.” Therefore it is
worth considering what potential solutions might help to mitigate this fear for the patient or for the healthcare
provider.

Training for healthcare providers on emotions and how to work with emotions in their healthcare
practice could release reticence to work with and validate emotions in healthcare practices and among fellow
colleagues. One way to do this emotional work is through methodologies like Balint groups, in particular groups
organized among equals (such as student-to-student led groups, or colleague-to-colleague led groups in hospital
services). Although qualitative studies on the outcomes of such groups remain scarce, Torppa et al. (2008, p. 5)
have showed that Balint group methodologies open up the space for future medical students to discuss the
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emotions experienced in relationships with patients and with doctors. As such kinds of groups give a supportive
environment to expose and discuss emotions, future and current healthcare professionals cannot only express
these emotions with their equals, but also critically analyze their own practices through the input of others in a
safe environment.

Another potential solution that could be extended to healthcare providers is the cognitive behavioral
therapy currently used in epilepsy treatment to help patients avoid “hiding” behaviors (Leeman-Markowski and
Steven C. Schachter 2017). While these and other techniques are valuable to patients, to help them release or at
least mitigate their fears, healthcare professionals themselves can equally benefit from this and similar types of
support to work with their emotions.

Such emotional work can also take place in the classroom, to help future medical students work through
emotions with the support of their fellow students. This kind of work is currently done in some French medical
schools through classroom activities such as critical group reflection on their experiences of announcing a
diagnosis, in particular in the early years of their medical education when they are still an “intruder” in hospital
services. These type of classroom activities gives the means to express, validate and openly discuss emotions felt
among peers, to understand that they are not alone and that these emotions can be valued and help them reflect
on how to become better professionals. A greater challenge will be to allow such spaces for collective reflection
in healthcare institutions.

Limitations and Further Work

This study sought to identify the emotions present for refractory epilepsy patients and the healthcare
providers treating them. Due to the specific nature of epilepsy, its uncontrollable nature, and the intense need of
others during seizures, a life with epilepsy is often a life with fear. As fear can in turn become a lens through
which patients see the world, fear dominates both emotions lived and seen in others. Thus fear was a particularly
intense emotion for this specific group of patients and their healthcare providers.

However, the reflections developed through this specific group of patients may be expanded to further
research to other chronic conditions. Due to the unpredictable nature of their conditions, as well as the
uncertainty of the treatment plan provided for them, many chronic conditions cause intense emotions in patients
and their healthcare providers. Conditions punctuated by unpredictable periods of crisis such as asthma provoke
anxiety and fear (Cooper et al., 2007); the anxieties and fears which patients feel due to flares, such as in Crohn’s
disease (Bannaga and Selinger, 2015) or due to relapses, in diseases such as cancer (Sun et al., 2019) show
similarities with the fears felt by patients with epilepsy. Thus it will be worthwhile exploring how the emotions
lived in both the management and treatment of these conditions may affect the therapeutic alliance as well as
influence healthcare outcomes.

In addition, while the emotion of fear is a strong emotion in this research, identifying other emotions
such as shame, anger, happiness or surprise may give new reflections on the doctor-patient relationship, as well
as help improve the healthcare relationship for patients and their healthcare providers. It will also be pertinent to
limit studies on healthcare provider’s emotions to certain temporalities, such as emotions experienced during
difficult situations, including telling the diagnosis. In general, should we wish to address healthcare provider
emotions, it will be necessary to implement further studies on the temporalities and circumstances which tax the
emotional labor of healthcare professionals, as well as address why emotions largely remain an unspoken topic
in the practice of medicine.

Conclusion

This article aimed to identify and unblock certain expressions of fear for patients and their healthcare
providers. In understanding that fear remains a highly narrowing emotion and one that can lead to suffering, it
gave several possible solutions to mitigate these fears in order to improve the therapeutic alliance. As maintained
throughout this article, fear is an important expression of value for healthcare professionals; it shows that they
too are vulnerable. It is time to recognize that healthcare providers also have these emotions, and that these
emotions are no bad thing, but rather show something of importance to them. Given that these expressions of
fear can not only lead to inadequate treatment plans, but also medical errors, finding ways to work with these
fears should be a priority for healthcare institutions today. As Martha Nussbaum has shown, emotions form
important parts of our judgments about our world and are related to our values and visions of the world. By
ignoring emotions in their healthcare practices, are healthcare professionals ignoring their own vulnerabilities,
leading to burn-out, brown-out, and situations of conflict with their patients?
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