Moral experience: a framework for bioethics research
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ABSTRACT

Theoretical and empirical research in bioethics frequently
focuses on ethical dilemmas or problems. This paper
draws on anthropological and phenomenological sources
to develop an alternative framework for bioethical
enquiry that allows examination of a broader range of
how the moral is experienced in the everyday lives of
individuals and groups. Our account of moral experience
is subjective and hermeneutic. We define moral
experience as “Encompassing a person’s sense that
values that he or she deem important are being realised
or thwarted in everyday life. This includes a person's
interpretations of a lived encounter, or a set of lived
encounters, that fall on spectrums of right-wrong,
good-bad or just-unjust”. In our conceptualisation, moral
experience is not limited to situations that are heavily
freighted with ethically-troubling ramifications or are
sources of debate and disagreement. Important aspects
of moral experience are played out in mundane and
everyday settings. Moral experience provides a research
framework, the scope of which extends beyond the
evaluation of ethical dilemmas, processes of moral
justification and decision-making, and moral distress.
This broad research focus is consistent with views
expressed by commentators within and beyond bioethics
who have called for deeper and more sustained attention
in bioethics scholarship to a wider set of concerns,
experiences and issues that better captures what is
ethically at stake for individuals and communities. In this
paper we present our conceptualisation of moral
experience, articulate its epistemological and ontological
foundations and discuss opportunities for empirical
bioethics research using this framework.

INTRODUCTION

Everyday life is infused with moral implications
and moral content. It is not only situations when
the moral stakes are high for those involved or at
critical decision points that are deserving of atten-
tion and ethical analysis. However, this is some-
times how ethics are discussed, particularly in the
context of health and healthcare. In 1971 Edmund
Pincoffs offered a critique of the tendency for
scholarly discourse and analysis in the field of ethics
to adopt a narrow focus on moral justification,
ethical problems and rationales for decision-
making.! Pincoffs identified a preoccupation with
‘quandary ethics’ and suggested that broader
engagement was needed with other aspects of
ethics and the moral life. The prevailing discourse
within the bioethics literature has continued to
focus on ethical dilemmas and problems, as well as
moral distress. In addition, much of the content of
ethics education for health professionals is focused
on analysing and resolving dilemmas. Clearly, these
are deeply important topics and bioethics scholars

should engage in this analysis. However, this
dominant focus may also allow less room for
considering other dimensions of how individuals
and communities understand and experience the
moral in their everyday lives. Indeed, the scope of
bioethics and the ambit of bioethics scholarship
encompasses more than the processes of evaluating
options and enacting choices in response to one’s
understanding of a contentious or vexing situation.
This reality has implications for both empirical and
theoretical approaches to bioethics. Drawing
attention to a broader array of moral experience can
lead to better understanding and richer analysis of
topics of concern in bioethics.

In addition to the primacy of ‘quandary ethics’,
other lines of critique have been expressed by
commentators within and outside the field of
bioethics. Scholars have encouraged greater recog-
nition and accounting for context and social rela-
tionships in ethical enquiry,” ® and conceptualisation
of persons as being more than isolated, rational
thinkers.* The value and the possibility of such
enquiry has been demonstrated by bioethics
researchers who have conducted theoretical and
empirical analyses that illuminate ethical dimen-
sions of heath-related experiences that go beyond
dilemmas and the dominant issues of medical ethics
(eg, confidentiality, informed consent).”

Critics from beyond bioethics have also argued
that the traditional preoccupation of bioethics with
the tools and approaches of philosophy and the
lesser role played by the contextualising disciplines
of anthropology and sociology limited the ability
of bioethics scholarship to provide a more full and
robust accounting for the moral dimensions of
everyday life.” © The increasing participation
of social scientists in bioethics has contributed to
a broadened scope of enquiry, and played a role in
moving the field even further beyond a narrow focus
on quandary ethics.” Over the past decade empirical
approaches to bioethics enquiry have occupied an
increasingly prominent place in bioethics scholar-
ship.!” ' Empirical bioethics aims to ‘produce
a contextualised ethical analysis, which is both
sensitive to the lived experiences of stakeholders and
yet still critically normative’.!! (p.1)

In this article we present a conception of ‘moral
experience’ for bioethics research. Our aim is to
articulate a theoretical frame for bioethics scholars
seeking to access and better understand how indi-
viduals live out the moral dimensions of their lives.
In doing so, we draw on a range of anthropological
and phenomenological sources. The term ‘moral
experience’ has a multiplicity of meanings; at
present there is no shared definition of this term.
Marcel Mandelbaum, in his book The Phenomenology
of Moral Experience, focuses on moral judgements
and obligations.’? Arthur Kleinman and colleagues
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have articulated a concept of moral experience that more closely
approximates our analysis. In an article examining moral expe-
rience, culture and stigma, they define moral experience as ‘...
what is most at stake for actors in a local social world’."?
(p. 1525) Elsewhere Kleinman states that ‘...moral experience is
about the local processes (collective, interpersonal, subjective)
that realize (enact) values in ordinary living’.” (p. 71) In using
moral experience in these ways, these scholars articulate an
understanding of the moral life of individuals as being shaped
and influenced by the moral experience of local networks,
neighbourhoods and communities. Of key importance is the
assertion that the moral experience of individuals—what
matters most to them—cannot be understood without consid-
ering the local social worlds that they inhabit. Moral experience
is centred on what matters most to individuals and is shaped by
the interaction of three phenomena: ‘cultural meanings, social
experience and subjectivity (inner emotions and sense of self)’.**
We agree with the necessity of examining the situated,
embedded nature of individuals within groups and communities,
and the diverse sources that influence individual moral experi-
ence. In this article we present an account of moral experience
that draws inspiration from Kleinman’s framework and is
hermeneutical. We develop a conception of moral experience for
the purpose of offering conceptual resources for empirical and
theoretical enquiry in bioethics; our use of moral experience
aims to provide a vocabulary and framework for considering
a wider compass of understandings and experiences in the moral
lives of individuals and groups.

PHILOSOPHICAL FRAMEWORK

To develop our conceptualisation of moral experience, we draw
on the conception of the human sciences articulated by Taylor.*
Building on the work of Heidegger'® and Gadamer,"” Taylor has
argued for an ontological shift in our understanding of human
phenomena. In contrast to physical, chemical or biological
phenomena that arguably exist in a relatively fixed manner
regardless of how we conceive them, understanding human
agency involves the discernment of phenomena in terms of their
broader meaningfulness.”” This process involves seeking to
understand how they matter to the agent, which is in part
shaped by the systems of meaning the agent is socially
embedded within. Thus we regard moral experience as
a contextualised experiential phenomenon that is best under-
stood from the subjective perspective of the person living the
phenomenon within his or her local social context. In contrast,
a positivist framework would construe a phenomenon in
mechanistic objective terms.

Within this contextualised subjectivist consideration of the
human sciences, Taylor has elaborated a moral framework which
is particularly helpful in developing the conception of moral
experience we are advancing here. Moral matters are rooted in
a person’s moral ontology—that is, the underlying commonly
implicit beliefs held by a person or a group of persons. In this
way the person as a moral agent stands against a background
‘horizon of significance’ constituted by the context that the
agent resides within and the sociohistorically-based moral order
within which meaning is rooted for her or him.'® Subjective
experience is rooted in horizons of significance that shape how
things matter to individual persons and individual experience is
enacted within a particular context of meanings—what Geertz
has described as ‘webs of significance’.'” Historical, cultural and
social processes continually affect the value assigned to various
aspects of everyday life. Highly-held ‘goods’ within social
communities—expressed in terms of beliefs and values—are
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derived from their shared background horizon of significance.
Each person is ‘thrown’ within particular horizons of meanings
against which he or she continually assesses how things
matter.'®

Although moral experience involves a sense of how things
matter in relation to a person’s value reference systems, this
framework strives to understand the perspective of individual
experience within that local social world. How a person thinks
and feels about particular phenomena are shaped in relation to
surrounding conceptions of the good. Taylor argues that the
human agent enacts ‘personal’ choices and actions in light of
the meaningful context within which the agent resides.® The
surrounding community or society elaborates its own relative
order of various ‘goods’ by discerning which actions or modes of
life are morally higher through processes of ‘distinctions of
worth’?® Agents cannot stand outside their respective horizon
of significance and their corresponding moral framework.!

Human experience entails a continual appraisal of how indi-
vidual concerns stand in relation to the local moral context. The
conception of moral experience we develop below is rooted in
this philosophical framework. Moreover, understanding
phenomena within this framework entails hermeneutical inter-
pretation.'® 17 2° 22 Hermeneutics refers to the ‘science or art’ of
interpretation.'” % Hermeneutic ‘interpretation is an attempt to
make clear, to make sense of an object of study... The inter-
pretation aims to bring to light an underlying coherence or
sense’.?? (p. 16) Hermeneutical interpretation seeks clarity by
identifying the object in which clarity is sought, distinguishing
this underlying clarity from its presenting expression and spec-
ifying the subject for whom the underlying clarity is meaning-
ful. Interpretation entails a ‘hermeneutical circle’, examining
‘part-whole’ relations, seeking the sense of the whole through an
examination of its parts that is continually related back to the
whole. For moral matters this involves seeking the underlying
sense—that is, the agent’s moral ontological horizon of signifi-
cance corresponding with the moral matter in question. Hori-
zons shape human agency. A person’s identity and sense of
worth is rooted in the background horizon of significance.'®
Examining one’s respective horizon of significance through
hermeneutical interpretation helps to clarify where an agent
stands in relation to the good.

The development of a conceptualisation of moral experience
and the discussion of subjective experience presented here
intersect with ideas in the philosophy of emotions.?*~%%
A detailed analysis of these intersections, however, is beyond the
scope of this paper.

ELABORATING A CONCEPTION OF MORAL EXPERIENCE

We propose the following conceptualisation of moral experience:

Moral experience encompasses a person’s sense that values that he
or she deems important are being realised or thwarted in everyday
life. This includes a person’s interpretations of a lived encounter, or
a set of lived encounters, that fall on spectrums of right-wrong,
good-bad or just-unjust.

Sense and interpretation

Our conceptualisation draws upon Kleinman’s use of ‘moral
experience’, which highlights the subjective experience of indi-
viduals within local social worlds as well as a hermeneutic
understanding of lived experience within particular horizons of
significance,'® with the goal of articulating a framework for
conducting bioethics enquiry. In line with this hermeneutical
understanding, the conceptualisation that we develop specifies
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that moral experience encompasses the ‘sense’ and ‘interpreta-
tion’ of particular encounters by individuals, and the meanings
they ascribe to particular experiences.

Person

We focus on a person’s experiences and the interpretations he or
she makes of what matters for him or her in particular
circumstances. However, subjective experience cannot be evac-
uated from relationships, collective histories or context that
constrain or shape it. Attention is given to the complex matrix
of social, cultural and historical influences—that is, horizons of
significance. Thus, while our conceptualisation of moral expe-
rience is hermeneutical and therefore focuses on individual
persons, we do not intend to deny or disregard the critical role of
collective experience.

In some settings we believe that it is possible to identify the
moral experience of a group. An obvious example is the moral
experience of a family; other examples include a treatment team
or patients on a long-term care ward. A family’s moral experi-
ence would be more than (and different from) the sum of the
moral experiences of individual family members. The family
group can be thought of as a social microsystem where
a collective moral experience is shared and can be examined.
Investigation into the moral experience of a family would
examine the moral experience of individual members. Consid-
eration would be given to how these experiences and interpre-
tations are shared or diverge, and how family members
contribute to the collective social experience, shared meanings
and identity of being part of the family.™*

Values thwarted and realised in everyday life

Moral experience encompasses an individual’s sense that
meaningful values are being enacted or impeded. It is not only
when particular values are in jeopardy or tension that is of
interest within a moral experience framework; situations when
values are actualised are also considered to be aspects of moral
experience worthy of attention. In this way, it is not just an
experience of injustice that counts as moral experience; a sense
of a situation being fair or equitable would also be understood as
a moral experience. We also view a diffuse feeling of unfairness
as a moral experience that needs to be accounted for, in addition
to a sharply focused—and acutely felt—sense of manifest
injustice. Even a sense of ambivalence or uncertainty about
a lived encounter might be included here, particularly when the
person identifies the experience as having significance in relation
to values that matter for him or her.

Moral experience can help to understand the myriad ways
that different experiences and normative evaluations may
interrelate, since aspects of moral experience are rarely fully
separate or dissociable. For example, a parent’s guilt associated
with their child’s suffering is entwined with their conception of
what it means to be a good parent. Our understanding is
enriched when we can grasp these interrelations.

Lived encounter or set of lived encounters

Interpretations are made of lived encounters or a set of lived
encounters. In our conceptualisation of moral experience, the
sense that values are realised or thwarted may or may not be
linked to an identifiable object. For example, a person may feel
that a specific institutional arrangement is unjust. Another
person may have a generalised feeling that life is unfair. Both of
these feelings can appropriately be called a moral experience. In
addition, overarching themes or orientations in a person’s
outlook also influence how an individual experiences particular
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phenomena or circumstances (eg, an individual’s experiences
may be influenced by a belief that ‘every cloud has a silver lining’
or ‘suffering is redemptive’). Such background orientations are
closely entwined with moral experience.

Spectrums of right-wrong, good-bad, just-unjust

The three spectrums of right-wrong, good-bad and just-unjust
are intended to capture a wide array of experiences to which an
individual ascribes moral significance. In describing spectrums
rather than categories (good or bad, right or wrong, just or
unjust), the variations and degrees of moral experiences are
made visible. This approach also draws attention to aspects of
moral experience that are played out in seemingly mundane and
everyday settings. Other terms could also be associated with
aspects of moral experience—or emotional responses to moral
experience—such as distressed or fulfilled conscience, remorse,
regret, obligation, satisfaction, guilt, ambivalence, compromise
and responsibility. While these terms may alert us to the pres-
ence of moral experiences, they do not represent the core aspect
of this concept.

MORAL EXPERIENCE AS A FRAMEWORK FOR ENQUIRY IN
EMPIRICAL BIOETHICS

Moral experience can be used in empirical bioethics enquiry to
provide an angle of vision to explore how individuals or groups
live out the moral dimensions of a particular set of encounters.
Given that this is a hermeneutical conception of moral experi-
ence, empirical research based on moral experience should be
qualitative and interpretive. As such, not all methodological
frameworks will be compatible with the conception of moral
experience outlined here. For example, moral experience is
inconsistent with a positivist research design. To achieve epis-
temological coherence within the project, and to match meth-
odology and research question, the chosen approach should be
oriented by a constructivist paradigm. Constructivism holds
that knowledge is socially constructed, that researcher and
researched-into co-create the study findings, and that a natural-
istic and dialectic approach is necessary as no a priori theory will
adequately capture the subjective phenomenon of interest.?” In
addition, methodologies that are consistent with a hermeneutic
approach will provide a close fit for enquiry into moral experi-
ence as we have conceptualised it here. A hermeneutic
phenomenology such as interpretive phenomenology?® would be
an obvious choice, but other options such as interpretive
description® and naturalistic enquiry® could be considered. In
addition, ethnographic approaches may also be consistent with
an enquiry into moral experience as articulated here. Ultimately,
the researcher should ensure that all aspects of the enquiry—
including research objective and questions, theoretical under-
pinnings, methodology and methods of data collection and
analysis—are compatible with each other.®!

We describe two qualitative research projects that we have
conducted to illustrate how we have used moral experience to
orientate empirical enquiry.

Carnevale and colleagues conducted a study of the moral
experience of families with a child living at home whose
breathing was ventilator-assisted.?® Interviews were conducted
with the children and family members as well as clinicians who
provided care for these children. Observations were also done in
the home setting. Data analysis revealed a range of themes that
included confronting parental responsibility, seeking normality,
conflicting social values, living in isolation, the voice of children
and questioning the moral order. The overarching phenomenon
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that was identified through this analysis was that these families
experienced both distress and enrichment on a daily basis. It
became apparent that the moral lives of these families cannot be
apprehended without acknowledging both the distress and
enrichment that are key and intertwined facets of their moral
experience. Challenging common conceptions of living at home
with assisted ventilation that construe such lives as extraordi-
narily burdensome for both patients and their families, the study
demonstrated that the difficulties they confronted were inter-
twined with under-recognised sources of fulfilment such as the
enjoyment of everyday pleasures for the patient, caring for one’s
child as a parent and reciprocal exchanges of affection among
siblings. For example, a major challenge for parents was the
possibility of not providing the ventilated child the care and
attention that he or she required—striving to be a good parent.
Our hermeneutical analysis of families’ difficulties sought to
better understand how these mattered to each family, revealing
that these difficulties were embedded in families’ fundamental
values and commitments.

In a second study Hunt examined the moral experience of
Canadian healthcare professionals who participated in humani-
tarian work.*® Data included in-depth interviews, blogs and
published narrative accounts. Analysis of the collected data
illuminated key aspects of the moral experience of the partici-
pants including clarifying and examining motivations and
expectations, the relationality of humanitarian work, addressing
steep imbalances of power, acknowledging and confronting the
limited horizon of what can be accomplished and recognising
the ways that organisational structures shape the everyday
moral experience of practitioners. The focus on moral experience
allowed access to a wide range of experiences by the participants
in which values that they deemed important were realised or
thwarted. Participants discussed concerns ranging from the
effect of security protocols on patient care, to the impact of
a history of colonialism on modern humanitarian aid initiatives,
to the crucial role of project teams as key reference points and
sources of psychological support. The study provided insight
into important features of the moral dimension of this field of
healthcare practice, and the moral and social world of medical
relief work.

Moral experience provides a valuable framework for empirical
research in bioethics. An important question that arises for
enquiries into moral experience and, indeed, for much empirical
research in bioethics is the so-called is/ought problem®* 3°—that
is, research that identifies how individuals act in particular
circumstances, what they believe about a particular moral issue
or how they experience an ethically significant situation does
not necessarily provide an epistemological footing to critique or
support social practices or beliefs. Researchers who conduct
studies of moral experience must confront the issue of what to
do regarding the normative implications of what is learnt. We
acknowledge this challenge, but will not try to answer these
questions here.

The inherently personal and subjective nature of moral
experience leads to an inherent limitation for empirical enquiry
that has examination of moral experience as its focus: what is
accessible through an interpretive enquiry is always partial. The
qualitative researcher who sets out to study the moral experi-
ence of individuals who share a common association to
a phenomenon of interest (eg, all having the same diagnosis and
facing similar treatment choices) should acknowledge that their
ability as a researcher to access the moral experience of these
persons will always be fragmentary and incomplete. Even
a thoughtful nuanced enquiry into the moral experience of
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another will only allow the enquirer to access traces of that
experience.

CONCLUSION

The conception of moral experience that we have developed in
this paper is intended to provide an angle of vision in bioethics
enquiry to examine a broader spectrum of how the moral is
experienced in the everyday lives of individuals and groups. Our
account of moral experience draws on anthropological sources
and is subjective and hermeneutic: ‘Moral experience encom-
passes a person’s sense that values that he or she deems
important are being realised or thwarted in everyday life. This
includes a person’s interpretations of a lived encounter, or a set
of lived encounters, that fall on spectrums of right-wrong, good-
bad or just-unjust’. Moral experience, in this conceptualisation,
arises in many aspects of daily life and not only in moments of
choice or in challenging or distressing circumstances.

Moral experience can be used to orientate empirical enquiry in
bioethics. Empirical bioethics studies that explore the moral
experience of individuals who share a common link to
a phenomenon of interest will provide a distinctive perspective
to examine how individuals and groups experience the moral
aspects of their lives. Such a study would be conducted
according to an accepted qualitative research methodology and
orientated by a research question that expressly identifies
accessing moral experience as the study’s objective.

Moral experience also provides a framework for a broad
bioethics research agenda that goes beyond the evaluation of
ethical dilemmas and processes of moral justification and deci-
sion-making. This is consistent with views expressed by
commentators within and beyond bioethics who have called for
deeper and more sustained attention within bioethics to a set of
concerns, experiences and issues that better captures what is
ethically at stake for individuals and communities.

We propose moral experience as a framework for guiding
theoretical analysis and empirical enquiry in bioethics. We
believe that expressly focusing on moral experience will bring
into view issues that are of concern to bioethics and bioethicists,
but that receive less attention owing to a dominant focus on
dilemmas, problems and distress.
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