'Of all mindfulness meditation, that on death is supreme':

A dialogical narrative analysis with palliative care nurses

Lacie White, RN, BScN, CHPCN (¢)

Thesis submitted to the University of Ottawa
in partial fulfillment of the requirements for the degree of

Doctorate in Philosophy in Nursing

School of Nursing
Faculty of Health Sciences

University of Ottawa

© Lacie White, Ottawa, Canada, 2020



i

Supervisory Committee

Dr. Christine McPherson, (School of Nursing, University of Ottawa)
Co-Supervisor

Dr. Anne Bruce, (School of Nursing, University of Victoria)
Co-Supervisor

Dr. Amélie Perron, (School of Nursing, University of Ottawa)
Departmental Member

Dr. André Vellino, (School of Information Studies, University of Ottawa)
Outside Member



il

Abstract

“Mindfulness gets thrown around all the time, but what does it actually mean in
practice?” 1 interpreted this question posed by a nurse in this inquiry, as a statement of curiosity
and concern. As conceptualizations, practices, and programs of mindfulness continue to
diversify, there is a call to understand mindfulness as a socially and culturally embedded
practice. Some critiques suggest mindfulness is moving too far from its ethical orientation and
becoming instrumentalized as a tool. Therefore, the pervasive presence of ‘mindfulness’ across
work and educational settings renders the question what does mindfulness actually mean in
practice? an important one for nursing as a discipline, and within palliative care nursing practice.

Mindfulness is proposed broadly here as an approach to meet therapeutic and relational
aims for nurses within palliative care practice. What it means to be mindfully present and
compassionate in the midst of suffering, strong emotion and profound uncertainty is rarely
discussed. Grounded in conversations with nine palliative care nurses (their words italicized), I
explored how mindfulness shapes relationally engaged ways of being while caring for people
with terminal disease and existential distress. Using a contemplative dialogical narrative
approach, I analyzed nurses’ stories as units of data to explore multilayered narratives with
personal, social, and cultural storylines. Using an emergent and iterative design, I dialogued
across various aspects of the research process enacting an integrative approach. Metaphorically,
this dissertation is structured as a contemplative walk within a classical seven-circuit labyrinth;
readers are invited to walk a circuitous path while following along as stories take the lead.

Seven turns in the labyrinth outline a path conveying key recursive narratives of
mindfulness. Turning in various directions three guiding story threads are woven together to
create the path: 1) palliative care nursing as mindfulness is an embodied ethic creating space(s)
for creativity and ‘connection’ through the ‘big stuff’; 2) such ‘space’ can be generated and
accessed through somatic practices of ‘self~-awareness’ and ‘self-care’; and 3) spaces of caring
are continuously transforming within the communities in which they are practiced. Nurses’
stories foreground ways organizational and educational systems support or constrain how
mindfulness as an embodied ethic of care can be enacted. This study adds to the ongoing
conversation of mindfulness and its value when practiced/understood as palliative care nursing.
As the historical Buddha was quoted to have said “of all mindfulness meditation, that on death is
supreme.”

Keywords: Mindfulness, palliative care, nursing, death and dying, relational ethics,
embodiment, suffering, dialogical narrative analysis, somatic inquiry, self-care, awareness
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Along with knowledge about the world,
we have to understand ourselves. Only then will our education be complete.

(Humanitarian and Spiritual Leader, Mata Amritanandamayi)



Turn 1—A beginning: Walking a labyrinth of stories

“Stories help is to unravel who we are, and to work out who we want to become.”
(Blackie, 2018, p. 134)

“The circle and its variations—the spiral and the labyrinth—are archetypal
symbols of the self, representing wholeness and unity.”
(Sandor, 2005, p. 480)

Paleaku Gardens Peace Sanctuary, Hawaii, 7-circuit labyrinth



Listen.

I have a story to tell you.! Or perhaps it would be more accurate to say, I have many
stories to tell. This story-telling is amassed out of listening in-to and through a contemplative
dialogical narrative inquiry with nine palliative care nurses who were willing to share how they
understand and approach mindfulness in their practice. From here, I invite you to imagine
metaphorically joining me on a walk through a classic 7-circuit labyrinth. Labyrinth walking has
gained recognition across religious and contemplative traditions with various aims, including as
a method of self-care and self-discovery, as an opportunity to turn inward in quiet reflection, and
as a way of engaging thoughtfully with-in body (Artress, 2006a; Kern, 2005; West, 2000).

This labyrinth walk takes place within a landscape where layers upon layers of stories are
revealed, and at times shown to be concealed; therefore, in this walking, we will circle around
with stories as they take the lead. It is an interesting phenomenon how stories are at play within
and around us. Blackie (2018), a psychologist and storyteller of Celtic mythology, asks a number
of compelling questions related to the presence of stories in our lives: “Do the stories live in us,
or do we live in the stories? Do we tell the stories, or do the stories tell us? And if they’re telling
us, then what are they telling us to be” (p. 154). For the purpose of this inquiry we might ask:

What are the stories we know and tell about our approach(es) to mindfulness in palliative care

! The stories, perspectives and words written in italics represent what was shared by nine nurses
who participated in this doctoral research. For instance, /istening is a word and idea used across
participants in relation to their practice of mindfulness. The italicized words are integrated with
my (non-italicized) thoughts as well as literature. To support the flow and readability of the text,
and without changing the underlying meaning conveyed in their stories, some edits are made to
direct quotations to adjust grammar, stutters, and quick turns in speech. To avoid confusion,
book titles, third-level headings and figures are not italicized as per APA conventions. To
emphasize expressions within the text, I use bold font. With direct citations that include
emphasis using italics, this emphasis is noted in the text.



nursing? Where do they come from? And how do they shape us and our practice(s) caring for
ourselves, as well as caring for others?

“I have a story to tell you,” Alex? says to me in our second meeting to discuss her practice
of caring for people in palliative care. “The story will illustrate to you why I am interested in
mindfulness. . . And what my personal questions and struggles are.” Like Alex, all of the
palliative care nurses in this study, and myself as the researcher, have origin stories related to
how we came to be interested in, and practice, mindfulness. Across our perspectives, and
embedded in the literature, a shared belief is that for health care professionals, mindfulness
makes a difference to our practice and to the care we can provide, offering ways to be
compassionately present in our caring roles (Escuriex & Labbe, 2011; Guillaumie et al., 2017;
Irving et al., 2009). However, this work, as expressed by one nurse in the study, “is complicated.
It’s hard work and it takes practice.”

Unlike Alex, who came to our second conversation together with a poignant and
transformative story to tell of a clinical experience that occurred about seven years prior, it was
not a particular situation that brought me to an interest in mindfulness but the cumulative effect
of many. My nursing education did not prepare me to navigate the existential angst I would
encounter on a daily basis. I was increasingly anxious. My back hurt and my emotions widely
fluctuated, making them difficult to 'control’ or ‘manage’. In 2005, two years into nursing work,

I thought I would either have to find a new career or a new way of being within it. The

2 At times, stories are shared in relation to a person-pseudonym. This helps to return to storied
ideas with ease, adding layers of perspective for consideration. Although there were nine
participants in this inquiry the reader will encounter more than nine pseudonyms throughout this
text. This is done to ensure the anonymity of participants, reducing the traceability of different
stories back to one nurse-participant. For a similar reason, storied particulars are at times
changed to keep the identity of participants anonymous.



predicament I encountered is similar to other accounts in the literature wherein nurses consider
leaving the profession, or actually leave, due to organizational and personal challenges that take
a toll on their well-being (Hayes et al., 2012; Kelley et al., 2015; Sasso et al., 2019). Around the
time I was questioning my professional career as a nurse, I began attending yoga classes, and
participating in a ‘Healthy Lifestyles’ course at the same yoga studio; for two hours a week for
eight weeks, and in the times in between classes, I learned about myself. Through self-
reflection, breathing, meditation and hatha yoga® practices, I found a new perspective from
which to live and work. Why, I wondered, did I not learn this from the very start of my nursing
training? The way I related to myself, colleagues, patients, and the multitude of experiences in
the clinical setting transformed. Through experience in practice, I recognized in a more nuanced
way the essential need to care for and understand myself, while concurrently caring for others. It
was a beginning. . .

Fast forwarding to my first year of doctoral studies in nursing (2012), my interest in
mindfulness continued to grow. During course work I received an assignment in which we were
to choose one reading about an aspect of the research process, and to subsequently write a short
reflection on what we had come to understand. At the time, being in touch with a sense of fear
about the writing process itself, I was drawn toward a book chapter by Richardson and St. Pierre
(2005), ‘Writing: A Method of Inquiry’. Within it the authors encourage an unflinching

willingness to write through uncertainty, a process of coming to understand, and to go where

3 Hatha yoga is one branch of yoga that focuses on physical postures to support bringing mind
and body together and fostering a sense of spiritual connectedness. Dominant Western
conceptualizations associate yoga with physical practice; however, experientially, union can be
discovered through diverse forms of practice. For example, see Swami Vivekananda’s (1976)
lectures on Karma Yoga, Raja Yoga, Jnana Yoga, and Bhakti Yoga—respectively, union
through: work or selfless service, meditation, knowledge, and devotion.



writing takes one emotionally. Taking up their challenge, I followed the flow of expression into
fear, which took me into a felt sense of my body, and from there, into stories I know and hold as
a palliative care nurse:

What am I afraid of? My first thought is feelings. They may bury me alive! I think
there are many emotions housed in this body. As I write this, I feel my throat
tightening, and vivid memories of my work as a palliative care nurse lay in the
background of my consciousness. Following these memories, I recall the many
times I have participated in the processional walk when someone dies at the
hospice. With two funeral home representatives, a few colleagues, and family of
the deceased we escort their loved one's body out of the building and into the back
of a van to be driven away. It is usually preceded by lighting a 24-hour candle in
honor of a life lived. Also, a member of the hospice team acts as a witness as the
funeral home representatives transfer this person's body from the bed to the
stretcher and into a body bag. We are there to ensure that respect is maintained all
the way through that person’s stay, even after death. When the transfer is done and
just before wheeling the stretcher into the hall to join the family, we place a blanket
over the bag. And then we walk.

Slowly and mostly quietly we walk—although at times the tears become sobs of
grief that overtake the hall. Sometimes as family members walk there is a gentle
embrace between them. Sometimes staff walk alongside family, holding them
gently so they can take the next step. It is in these moments that I too can be full of
great emotion. However, the rules are clear. As the healthcare professional, you
cannot cry more than those you are serving. So, I stop the emotion from expression.
It sits in my throat like a rubber band keeping ‘things’ from finding their way out.
I say, “I will take care of this later,” acknowledging that I have been affected. Yet,
with each covering of a body, lighting of a candle and walk through the building, I
feel that ‘things’ are accumulating in my throat. Soon the rubber band will snap
and then where will I be?

Arriving here, right in the middle of ‘things’, powerful emotions and suffering serve a number of
purposes. Although mindfulness does not appear to be a central theme in this reflection, it is in
the background as I know my commitment to it is always (t)here. This processional walk
reflection then, acts to bridge my situatedness as both a nurse in palliative care and nascent
researcher following a growing interest into the academy: How does mindfulness influence
palliative care nurses (PCN) to embody a relational ethic of caring? More specifically, how does

mindfulness influence ways of caring for people through experiences of serious illness and



dying, where relational complexity is heightened as people are individually and collectively
searching for ground on terrain that is perpetually shifting, uncertain, and fraught with suffering
and strong emotion (Breaden et al., 2012; Bruce et al., 2011; Singh et al., 2018).*

Palliative care nursing is a deeply embodied practice, a highly complex, intimate and
relational approach to care in which a central and moral focus is compassionately attending to
the suffering of others (Sinclair et al., 2016, 2018; World Health Organization, 2020; Wright et
al., 2009; Wright & Brajtman, 2011). A foundational moral and ethical imperative in nursing is
to foster a therapeutic relational practice, which includes embodying qualities of awareness (of
self/other/context), compassion, empathy and presence, to name a few. Although theorists in
nursing focus on the nurse-patient relationship (Chinn & Kramer, 2011; Newman et al., 2008;
Paterson & Zderad, 1976; Peplau, 1952; Parse, 1987; Watson, 1979, 2018), how nurses cultivate
these qualities is not as clearly defined within the discipline.

While there are many conceptualizations of mindfulness, it too has been framed as a
relationally embodied ethic with a pragmatic approach to being with suffering (Amaro 2015;
Grossman, 2015; Purser, 2015). There has been a growing interest in palliative care communities
to embed mindfulness in caring practices because of its theoretical and practical match with
palliative approaches (Bruce & Davies, 2005; Orellana-Rios et al., 2017; Rushton et al., 2009).

However, being a compassionate presence for people who are dying, and for their families, is an

4 Earlier iterations of questions drafted in the research proposal (March 15, 2015) included:

1) How does mindfulness influence the ability of PCN to be present to the complexities of
experiences and relationships inherent in providing end of life care?

2) How does mindfulness shape PCN relationships to self, other, and their stories?

3) How do PCN who practice mindfulness narrate their stories of (not) being present to the
inherent complexities and relationships at end of life, and how do these stories act once
they are told?

Throughout this dialogical narrative analysis attention to embodied experience, or the visceral
sensations in body became a significant point of focus and inquiry.



intention difficult to sustain in practice (Austin et a., 2013; Melvin, 2015; Singh et al., 2018).
Therefore, I am seeking to clarify how nurses in this inquiry approach mindfulness practice(s)
while navigating relational complexity and embodied discomforts in situations where
uncertainty, suffering and strong emotion are not easily approached.

Returning to the processional walk reflection—it is a deeply personal story, pointing to my
own challenges of being with and in body as a nurse caring for self and others. Yet, this research
interest also emerges out of a social concern to address the embodied challenges nurses
experience in their work compassionately caring for people through living-dying; this ongoing
concern has led to a moral commitment to address these challenges. Sociologist Arthur Frank
(2000), whose works largely inform this dialogical narrative analysis (DNA), suggests, “the
individual and communal aspects of a standpoint each recursively calls the other into being” (p.
356), and “experiences are very much our own, but we don’t make up these experiences by
ourselves” (Frank, 2013, p. XIV). To explain further, within the processional walk reflection
social and cultural stories are inscribed upon, and at play within, my body. For example, there
are cultural rituals that can create space(s) to honor deep existential experiences, while at the
same time also serving as social conventions, or mechanisms, to hide behind (who can weep,
when, and how much). Also, while not necessarily present to the reader, are narratives I
internalized from my upbringing and education, as well as professional expectations which

socialized me to attend (or not) to emotion in particular ways.



This idea of how dominant perspectives (also known as meta-narratives or storylines’) are
embedded and layered within society and culture, influencing us, became particularly apparent to
me when my professor, the initial reader of this evocative reflection, offered feedback that
“perhaps these experiences should remain in your private journal,” their response signifying a
pervasive cultural taboo that renders death, dying and strong emotion invisible (McConnell et al.,
2012; Rattner, 2019; Zimmermann, 2007). Subsequently, my embodied challenges were
encouraged back under a veil of silence—or, should I say, were stuffed back into body—to be
held privately.

Undeniably, there is a cultural habit within academia and nursing practice that mirrors
societal tendencies to withdraw from, obscure, or silence a common humanity that includes
discomfort and vulnerability. In consequence, nursing still grapples with our disciplinary body of
knowledge, wherein embodiment as central to nursing practice is fragmented, left out or
misrepresented (DeLuca et al., 2015; Draper, 2014; Paley, 2004). We can be found scrubbing our
texts clean of bodies, our own and those of others we encounter in our research (Holmes, Perron,
O’Byrne, 2006; McDonald & Mclntyre, 2001; Shakespeare, 2003). Still further, this cleaning up
of relationally complex knowledge, situated in locally embodied spaces, is also enacted through

methodological choices in research (Ellingson, 2006, 2017; Park & Zafran, 2017; Perron &

> Theoretical reflection: In this text, narrative and story are used interchangeably. Some
scholars believe conceptual nuances between these two terms are needed (Frank, 2010, 2012;
Paley & Eva, 2005). Narrative can be simple or complex; however, it accounts for a ‘sequence of
events’ (Paley & Eva, 2005), in which at least one thing happens in consequence of another,
whereby causal connections are made. Stories all take narrative form; yet, not all narratives are
stories (Frank, 2012; Paley & Eva, 2005). In regard to stories, Frank (2010) suggests it is less
important to seek their essence than to understand what they have the capacity to do. Researchers
are encouraged to stay with stories and to let their capacities as actors in a social world guide
their methods (Frank 2010; 2012). In this dialogical narrative analysis, I seek to balance the
capacity of stories to act (their effects), with their narrative structure (content).
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Rudge, 2016). This habituation to embodied abjection is troubling in a profession that is called to
care from bodies and for bodies, through skillful relationship—even as ‘unsavory’, ‘messy’,
‘chaotic’, and ‘profane’ aspects of humanity surface within and between our bodies. And, it is
not only within nursing where these aspects of being human are left unacknowledged; there is a
growing expression of concern within mindfulness scholarship that here too, the embodiedness
of being is forgotten (Khoury et al., 2017; Thompson, 2017).

Within professional practice disciplines, including nursing, there is a call to re-engage the
corporeal, acknowledging that the subjective experience of embodiment has value as a site of
knowing and knowledge production (Draper, 2014; Kinsella, 2015; McDonald & Mclntyre,
2001). Nursing knowledge within relational complexity is simultaneously known yet unknown.
Or, as Perron and Rudge (2016) describe, is a “dynamic politics of knowledge/ignorance that
centres nurses’ roles in body work™ which they state further is “residing in a zone of dangerous
ideas” (p. 44). For many, these ‘dangerous ideas’, they assert, “contain some threat to the social
order — they flirt with the epistemically treacherous” (p. 47). What is threatening about these
ideas? They rest not solely in thought/mind, but in body/mind, which can be remarkably
uncomfortable for the teller/listener (or writer/reader) to engage with as their own vulnerability
and humanity surfaces. Since nursing work is always mediated through body, it seems a fair
assumption that attending to how nurses can skillfully (learn to) engage with-in their bodies
through un-certain complexity and discomfort, should be of interest to a global community of
nursing educators, researchers, and practitioners.

Thus, I return to the invitation to engage in conversation amidst a storied landscape, within
which our bodies and sense of self as connected (see Wright and Brajtman, 2011) will be at risk.

Again, this invitation is to walk a classical 7-circuit labyrinth—one that rests on ground that
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shakes, where the natural elements are at times harsh, and where the views are ever-changing.
Walking through a labyrinth of stories: A seven-circuit path

Among a growing number of scholars, Sellers (2016) suggests that within educational
settings the labyrinth “offers a place of deep reflection, of calm and contemplation; a wellspring
for creativity; a place to connect with our deepest selves.” And this, she believes, “is the heart of
Higher Education: this is what teaching and learning is about” (p. 2). The path of a labyrinth is
unicursal. As one walks along the path they are seemingly moving toward the center, but then as
they continue to step forward, they find themselves turning and moving back outward again. The
experience becomes one of twisting and turning—inwardly and outwardly—over and over again.

This walking practice can evoke a sense of uncertainty; however, eventually the path does reach

The Brock University Labyrinth
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the center (the process offering people an opportunity to experience a holistic sense of
themselves). After a time of pause at the center, and when one is ready, they can turn around and
find their way back out again. Trusting this un-certain process is a profound practice. There is no
need to know the way, one only needs to take a step at a time.

As one might experience circling around in a labyrinth, we will move around with stories
in a spiral-like way—over time—with the intention of building a ‘holistic context’ (Archibald,
2008, p. 10). In her text ‘Indigenous Storywork,” Archibald (2008) quotes Chickasaw scholar
Eber Hampton to encourage a process that “progresses in a spiral that adds a little with each
thematic repetition rather than building an Aristotelian argument step-by-step” (p. 1). Therefore,
while most studies are presented in a linear fashion (i.e., literature review, methods, findings,
discussion), within this dialogical narrative analysis/approach (DNA), these elements are more
integrated within the research process itself, leading to an iterative and emergent design.

To reflect the circuitous route walked in this methodological approach, the story-telling
in this dissertation reflects the process. Therefore, throughout the text I turn in various directions
with three guiding story threads creating a recursive path: 1) palliative care nursing as
mindfulness is an embodied ethic creating space(s) for creativity and connection through the big
stuff; 2) such ‘space’ can be generated and accessed through somatic practices of self-awareness
and self-care; and 3) spaces of caring are continuously transforming within the communities in
which they are practiced (for a summary of these story threads see Appendix A).

Circling around with-in stories can evoke a sense of chaos and discomfort, particularly
when we are often conditioned within the academy to walk a linear path on which the meanings
of key terms are pre-defined. A number of scholars provide direction on how one might approach

a more uncertain path. Sandor (2005) writes that in walking the labyrinth
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there is no right or wrong way. . . . Every experience on the labyrinth can be used

as a metaphor. For example, what does it mean if you get lost, or go fast, or take

short cuts? Walkers are encouraged to look for the positive but, at the same time,

not ignore negative or confusing thoughts that emerge. (p. 481)

In a text describing her practice of undertaking a contemplative approach to research, Walsh
(2018) values a practice of “[learning] to let go of thought, of the conceptual” (p. 3), which offers
a “glimpse [into] Miller’s (2014) ‘radical openness,’ a vast spacetime beyond familiar
pathways—a spacetime requiring the trust and courage to let go of our selves, relax into
something different” (p. 3).

Knowing that mindfulness is conceptualized and enacted in a variety of ways, the
purpose in this narrative analysis is not to generate a definitive truth, but rather to bring together
perspectives and illuminate multiple interpretations through story. Therefore, I approach this
contemplative walk offering ‘glimpses’ of meaning over time, layering in perspectives in which
we may come to know and understand mindfulness and associated concepts in new ways—both
experientially and theoretically. By putting ideas and stories in relation to one another, un-known
perspectives on mindfulness and other key terms (e.g., body and self-compassion) can be
considered, helping to create a dialogue that can further our understanding of mindfulness as a
way of being within palliative care nursing practice. At the same time, nursing, as a professional
practice of caring for others, offers rich ground for the study of mindfulness; through nurses’
experiences attending to people with presence and compassion they have a contribution to make
to the field of contemplative scholarship.

To dwell in the labyrinth metaphor for just a while longer, constantly turning along the

path points to a dynamic tension that is continuously present within this inquiry; here self and

body are studied in relation to personal experience, and as “a multifaceted construction”
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(Thompson, 2018) influenced by historical, social and cultural conditions. ® We can look back to
the processional walk reflection to see seemingly separate orientations to self and body as
unquestionably connected, and wherein habituated forces influencing ‘personal’ experience are
evident. In this inquiry, I seek to explore the experience of the subjective body as well as the
socially re-constructed one, without privileging and/or silencing one over the other. The natural
turns built into a labyrinth move us at times toward the center (consider, for our purposes, the
somatic-self in body and its experience of being-ness in the world), and at other times back
toward the outside (where the social and cultural landscape of which we are a part influences our
ways of being). Attending to these inter-connected inner and outer world-views will help to take
a step in closing the gap between them, rather than recreating an unnatural divide.

My role as narrative analyst began with what Frank (2012) describes as the privilege of
hearing a diversity of stories from many tellers. Through learning to dwell within stories and
following their lead, I bring their similarities and differences into dialogue with one another. In
representing the data in this way, “it is not more than any participant could say but is more than
any participant is currently /ocated to say” (Frank, 2010, p. 102, emphasis in original). The
overall narrative told here is grounded in the stories and perspectives shared by palliative care

nurses in this study. And the narratives shared extend a great deal further. Others arise from

® Methodological reflection: Within scholarship, across different disciplines, there is a divisive
discourse that can arise as one is often encouraged to choose which perspective they will be
inquiring from; one that privileges self as being-in-experience, or self-in-relation to society and
culture. A notable discussion brings forth these tensions from a sociological and narrative
perspective. Questions and contentions rest around methodological values and approaches within
narrative inquiries. See Thomas (2010) for a summary article ‘Negotiating the contested terrain
of narrative methods in illness contexts’ wherein they summarize a critical dialogue unfolding
between narrative scholars Paul Atkinson, Arthur Bochner, Arthur Frank and Elliot Mishler. An
interested reader could follow the conversation from Thomas backward and forward, as scholars
continued discussion beyond her summarizing article.
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scholarship and practice within nursing and palliative care, as well as from contemplative,
psychology and narrative based disciplines. Also, within contemplative science approaches,
Varela, Thompson and Rosch (2016) caution, “by not including ourselves in the reflection, we
pursue only a partial reflection, and our question becomes disembodied; it attempts to express, in
the words of philosopher Thomas Nagel, a ‘view from nowhere’” (p. 27). Thus, while it has been
established that “no story is ever entirely anyone's own” (Frank, 2012, p. 35), some of the stories
encountered will be ‘mine’. And finally, in reading this text, [ am aware that, for you as the
reader, your own stories may also emerge in the reading/listening and walking we do. They too
are welcome.

I do my best to pace the narratives, for as Archibald (2008) shares, quoting another
storyteller Ellen White, “storytellers have to be responsible. They are setting the pace of
breathing. A story is, and has, breath. Storytellers learn to let that happen” (p. 112; as cited in
Frank, 2010, p. 25). However, once stories are told they are out of the teller’s control, taking on a
life of their own through the interpretive lens and vulnerabilities of the reader (Frank, 2010). I
cannot anticipate exactly how these stories will touch the reader. Entering into this storied
landscape of living-dying, I ask you to consider what you might need along the way. To pause?
To breathe? To listen to and invite your own stories to come along (as stories beget stories). The
metaphor of walking through a labyrinth, an embodied act in its own right, is meant to be
supportive in this process, helping to integrate what we individually and collectively encounter.
As briefly discussed, socially and culturally most of us have been habituated to keep at bay
embodied discomforts of caring for people through death, dying and loss. This dissertation
dialogue is calling out from the shadows (and our bodies) the intensity of palliative care nursing

work. My aim is to shine a light on ways palliative care nursing is (or can be) a practice of
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mindfulness, working with compassion and care to be with self-other through profound relational
complexity and uncertainty.

Each turn of this path we are walking is structured in a similar way. In the transition
between turns there is a ‘reflective pause’™—in which I speak most directly about the impact of
this research on my body. As an extension, I also discuss how this process of engaging in and
through body reflexively influenced what is re-created here. Grounded in contemplative
dialogical approaches (including somatically based ones), the second turn can be read, loosely,
as a section on methods. This second turn most specifically, as well as reflective pauses in
between each turn, take on an auto-ethnographic tone and approach. As a methodological
practice, autoethnography is valuable for opening up “space[s] of resistance between the
individual (auto-) and the collective (-ethno-) where the writing (-graphy) of singularity cannot
be foreclosed” (Lionnet, 1990, p.108). In this inquiry my understanding and practice of
mindfulness has continually shifted through un-learning what it means in relation to embodied
ways of being. Therefore, as a layering of subjectivities, throughout this text, I travel back and
forth in time to converging and diverging, personal, social and cultural narratives that shaped the
research process and my understandings of mindfulness.

In the third turn, the nurses who participated in this study and what mindfulness means to
them (individually and across collective spaces) are introduced. Also in the third turn, meta-
narratives of mindfulness are discussed to help uncover socio-cultural perspectives and practices
influencing palliative care nursing work. Attention to discomfort in body as a significant aspect
of practice for nurses within this inquiry is named as an important orientation for ongoing
exploration of mindfulness. It is toward this aim that the rest of the turns are focused. In Turn

Four, I suggest that mindfulness is a practice of embodied vulnerability where nurses seem to be
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guided into action through connection with a felt sense of clarity and grounding with-in their
bodies; alternatively, there are times when nurse participants experience being off center,
particularly in relation to experiences that touch their own humanity. Somatic methods of self-
awareness and self-care are presented in Turn Five, to show ways nurses work with experiences
of vulnerability and dis-comfort, opening spaces to compassionately care for self and others
through uncertain, complex moments inherent in death and dying.

In Turn Six, I introduce dynamic tensions at the crossroads of narrative, mindfulness and
nursing practice. Adding to the long-standing discussion within nursing framing narrative
awareness and practices as significant to enacting a relational ethic, I offer a call to move toward
a more embodied or somatically based ethic of care. Finally, I call into question privileged meta-
narratives pervasively embedded across nursing practice and education, namely, discourses
advocating ‘managing’ and ‘controlling” emotion can be at odds with approaches to mindfulness
as an embodied experience. In this sixth turn, I explore how re-storying normative language
around these topics can open up new possibilities for how nurses can approach, with
mindfulness, strong emotion and suffering in body, to provide compassionate whole-person care.

To conclude, in the seventh and final turn, one last story from a nurse participant is told,
because, despite their limitations (discussed most explicitly in Turn Six), stories have the power
to evoke incredible conversation—a dialogical engagement within body, with others, and within

palliative care nursing work.
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Reflective pause: Bntering the labyrinth with intention

New to this research (er) world, | stand at the Labgr’mth's edge—wondering—how to
walk, well in this inguiry. west (2000) suggests that many benefits experienced from
walking the path of a labyrinth begin with ‘a clear intention’. n this pause considering
my purpose, | enter a realm of ‘memory and dreams’ (Artress, 20064, p. F7).

Adfter nearly three years of caring for people who were dying and their families, |
move back to Hatda qwatll, a remote tsland L northern British Columbia. ( was born tin
this place and wmost of my memories from there are as a young girl. Arriving, all the
contemplative practices adopted to engage as a hospice nurse seem to slip away. lnstead, a
knowing of self and body is found through deep rest and many walking weditations.
Sacred Land and time hold and care for me. And in the dark of night with eyes closed, |
watch as people | once cared for through their dying gather around, laughing and crying,
and tensing in tervor of the unknown. Dream after dream, people no longer Living, yet
still so present, make their significant bmpressions on mee clearer. tn the experience |
ponder—how to return to work caring for people through dying while nurturing clarity?

Curiosities lead to graduate school. tronically though, experiences of being all
muddled up take the place of clarity once known. [ long to feel my toes as | inguire and
write; to know a soft belly; a slow and steady breath; and a stillness... even as thoughts
and sensations of discomfort arise. A ‘dialogue’ where evocative stories take the Lead
becomes my aim, thus inviting (my) body to come along into an exploration of
practicing minodfulness through the deeply relational work of palliative care nursing.

with these tntentions set, [ take a breath, and step onto the path.
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Turn 2—Storying mindfulness in palliative care nursing

[Stepping onto the path]
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I explore possibilities for inquiry that reverberate with&through&beyond what is
“thinkable” (and otherwise know-able, sense-able, feel-able, etc.), and venture into
spaces that sometimes feel groundless, unstable, insecure. Spaces not (always)
bounded by thought and language. I engage with contemplative . . . practices as

portals to nonconceptual ways of being and knowing. (Walsh, 2018, p. 9)

The analysis process for this contemplative dialogical approach to inquiry included
walking and listening, over and over again, to audio recordings of interview-conversations with
nurses from this study. Most often these walks took place along the British Columbia coastline—
the ocean and mountains offering perspective and grounding while listening into the emotional
tenor unfolding within and between us. As Fitzpatrick and Olson (2015) say about their
experience of interviewing people with cystic fibrosis and spouses of people living with cancer,
“sometimes a catch in their voice was all that revealed their otherwise hidden emotions” (p. 51).
Re-listening to interview-conversations was also an opportunity to hear and explore silences that
were filled with their own telling.

A dialogical approach helped to foreground body in a way that is often lost or misplaced
when text becomes ‘the way’ to work with qualitative data. Also, to extend conversations with
nurses after our time together concluded, I did, on a few occasions, write letters or notes to them
(a relational and analytic method learned through the work of Frank, 2010 and Wilson, 2008; I
did not send these notes). For example, one day I was walking ‘with Heather.” Pausing from
listening and walking—I sat down to write to her:

I am overwhelmed by your offering of stories. SO many. How to make sense of

them? Or to integrate them in a way that supports reflection? Integrating them in

writing—for this dissertation; And also, within my body as some of your stories
touch me in ways that seem, at times, to ‘unground’ me... evoking... creating this
habituated response of wanting to move away—avoid.

It is not the magnitude of a story that catches me in the moment, it is the multitude of stories. In

inquiries of this nature, how can and do researchers walk in ways that honor these expressions
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and storied experiences, which are multilayered and unfolding over great distances in time, place
and space: in body and a body in context?

In this second turn, I discuss practicing a dialogical ethic (Frank, 2002, 2005, 2010, 2012;
Lipari, 2014) and attending to relational complexity through a ‘full-bodied’ (Sandelowski, 2002)
contemplative research approach. In this inquiry, the research aim, to understand how
mindfulness influences a relationally embodied ethic of care, provides an intention for this
‘walk’. However, just as one is encouraged to do when beginning to walk a labyrinth, I move
“with a clear intention while at the same time keeping an open mind and soft heart for whatever
unfolds” (West, 2000, p. 139). Contemplative practices guide an ‘inner approach’ (Ricard, 2003,
p. 271) and support ways of working with self-in-experience, shaping new ways of being and
coming to know in the research process. In the first of two sections in this turn, ways of enacting
dialogical methods and following along with stories throughout this inquiry are discussed. In the
second section, further reflection on approaches to working with suffering and strong emotion
inherent in some of these stories are presented; this process requires ‘thinking’ and ‘feeling” with
stories, alongside a continuous practice of self-reflexivity.
Practicing a contemplative dialogical narrative approach: Inquiring with stories

To engage with stories offered from nurses in this inquiry, I draw on the work of Arthur
Frank (2010, 2012, 2015). In his 2010 text using the apt metaphor ‘Letting Stories Breathe’, a
loosely framed methodological guide is proposed to help researchers reflect on the relational
capacities of stories which are alive—acting in a variety of ways—both within us and all around
us. Frank (2010) encourages researchers to approach stories not solely as objects on a dissection

table, but as moving entities with agency and power; to reveal and conceal; to unite and divide.
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The analyst’s role is to dwell in story, many — many stories, and to move with them for the
purpose of exploring relational dis-connections.

In figure 5 I offer a visual representation of how I approached this dialogical narrative
approach. Following along with stories while not knowing where their effects might lead made
for an uncertain, emergent and iterative inquiry process. Similar to how someone may experience
walking the labyrinth, I spiraled in and out of several spaces: the literature in (palliative care)
nursing, narrative theory, and mindfulness and contemplative practice; interview conversations
with nurse participants and their written reflections; a deep engagement with story—dwelling in
them as a way to further understand their movements and effects; and ongoing analysis through
mapping and re-writing with stories. Traveling in and out of these spaces led to an integrative
view of mindfulness in palliative care nursing; the writing brings forth layers of understanding

into a ‘whole’ for ongoing reflection and consideration.

Data collection: Listening & reading Iterative design
Interviews & written with & for stories;

reflections Following their lead. Emergent & uncertain process

Unit of analysis — story
Mapping stories & Asking critical
storylines questions & Dwelling —listening & waiting
within data & exploring theoretical
literature; perspectives Being patient & going slow
Re-writing with embedded with-in
stories stories Practicing self-reflexivity

Figure 1. Contemplative Dialogical Narrative Approach
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As previously established, embedded within the voice of any one storyteller are multiple
other voices; a story intersects with social and cultural communities drawing multiple voices into
dialogue and compelling characters within the story to act in various ways (Frank, 2010, 2012).
Therefore, stories were analyzed as units to explore multilayered, dynamic, and interwoven
storylines of personal, social, and cultural narratives. Mapping stories and their embedded
storylines, as well as theoretical perspectives arising within conversation with nurses in this
study, and within the literature, was integral to this analysis process. In this way, relational dis-
connections could be viewed in a more holistic context.

Three images below show this mapping process. In the winter of 2018, I gathered and
culled all the bits and pieces of ideas and stories that had accumulated throughout the research

process, re-organizing and integrating them. Alongside this process storylines were

Figure 2 (left) and Figure 3 (right). Examples of story/conceptual mapping.
Figure 2 was completed in the fall of 2018; Figure 3 was completed in the winter of 2019.
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mapped (Figure 2). I then cut up all the turns in phrases, stories and quotes from nurses who
participated in this study, along with quotes from the literature, and my own musings and turned
my living space into walls and walls of text (Figure 4). This was another way to move around
with stories, to see and work toward integration. Inwardly and outwardly this process was, at
times, messy and chaotic. Figure 3 (above) shows additional mapping done to help with the re-
organization stories, wherein inter-connected elements were re-developed into central story

threads, leading to a more coherent dialogue for this dissertation.

The story threads may appear thematic in nature (see Appendix A, table 1, for a summary
of these story threads interwoven and re-turned to at various points throughout this text).
However, this process of coming to particular story threads was suspended for an extended
period of time. “One of the most challenging, but vital skills for a narrative researcher/midwife”
Gunaratnam (2009) offers, “is to ‘go with the flow’; to allow the gestalt to emerge in its own
way—and without interruptions—no matter how incoherent or ‘off the point’ certain accounts
can feel” (p. 50). Her expression here is in relation to narrative interviewing. Yet, Gunaratnam’s

direction not only informed my interview approach, but also extended into the analysis process
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itself. Dwelling in stories that unsettled and that seemed at first not to have an apparent
connection to the inquiry focus made for rich and complex mapping as I moved across a
diversity of storylines. Being within a sense of chaos was a part of the process, and patience an
essential practice.

This approach also required “[sustaining] a tension between dialogue and analysis”
(Frank, 2012, p. 34), which was enacted, in part, through a commitment “not to summarize
findings—an undialogical word” (p. 37, emphasis in original). Therefore, I engaged in analysis
and writing with my attention toward not foreclosing the possibility of understanding anew.
Rather, methods were used to create space(s) for stories and concepts to transform
‘with&through&beyond’ (Walsh, 2018) themselves. This process invites multiple interpretations
and encourages the reader to enter into the conversation from their unique vantage point,
furthering what can then become an ongoing dialogue. Also, to attend to and understand the
relationally embodied aspects of palliative care nursing, a dialogue in which body is
foregrounded was central to this inquiry. Stories provided a way to ‘dialogue’ with felt sense of
body that extends beyond the limits of language. In the next section, ways I attended to
embodied experience within and through the telling/listening to evocative experiences are
discussed further.

Researching suffering and strong emotion: Feeling and thinking with stories
A more embodied field of research would maintain more permeable boundaries,
be more difficult to categorize, and offer less certainty and more vulnerability.
Researchers would have to address our fears of illness, death, and bodies out of
control instead of staying detached and ignoring our bodies (and others’ bodies).
(Ellingson, 2006, p. 308)

Studies in relation to death and dying are rich with opportunity to explore tensions and

discomforts that can arise in the research process. Researchers in this field are all ‘insiders’, as
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no one escapes death. Encountering this existential reality can evoke vulnerability requiring
researchers to address their own mortality and fears as they lean into empathetic understanding
with those who share with them in the research process. Researchers are part of ‘feeling cultures’
(Fitzpatrick & Olson, 2015), or as Ellingson (2017) refers to it, the same ‘sticky web of culture’
(p. 162). Unavoidably, they will get entangled by “discourses that overlap and, twisting and
turning, constrain and induce bodily movements and shapes” (Ellingson, 2017, p. 19). Do
researchers take time to look inside? To think and feel these tensions and crossroads in body—
the twisting and turning of corporeal sensations? How is this reflexive process engaged? While
reflexivity is positioned as a cornerstone of qualitative research (Doane, 2003; Tracy, 2010),
rarely do researchers show in reports how their own vulnerability influences knowledge
production (Ellingson, 2006, 2017).

Researchers in nursing, Sandelowski (2002) writes, are “rarely depicted as embodied
selves” (p. 108). Further, how stories come together in the research process, and the ways in
which they connect to ‘form a body - of sorts’ (not the body, or my body), are frequently left
unacknowledged in research accounts. Bishop and Shephard (2011) encourage researchers to
move beyond an initial representation (of an often-fixed position) of one’s perspective based on
past experiences, and to begin offering accounts of their changing and evolving view (of stories)
alongside the research process. This is critical, as the researcher’s shifting perspectives shape
what becomes the story told in re-presenting research.

Walking through this inquiry by way of the labyrinth provides a container to ‘hold’ the
chaos that includes working with strong emotion and uncertainty. Studying mindfulness and
embodied ways of being present through inter-action in palliative care nursing required an

approach that could attend to movement and fluidity, as well as emotional and relational
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uncertainty. ‘Emotion’ comes from the Latin word and verb ‘emovere’, to move out (Griffin et
al., 2013). However, as Boler (1997) describes, within Western culture, “emotion has more often
than not been seen as a force, energy, or expression that needs to be contained or channeled in
some way”’ (p. 205). This is interesting to consider here, as the affective aspects of experience
will continue to be overlooked and understudied in research inquiries that try to contain or
'capture’ in theory and themes, rather than learning to go with the unfolding of e-motion as a
process (Griffin et al., 2013).

Studies that analyze content into themes across cases, and represent it in this way, make
absent “the sequential and structural features that are hallmarks of narrative” (Riessman, 2008, p.
12). While methods that move toward thematic approaches serve their purposes, with their use
we need to acknowledge that relational particulars are obscured (Riessman, 2008), and thus
relationally embodied and evocative aspects of experiences become invisible, silenced, or lost.
Nursing scholars Perron and Rudge (2016) advocate for a postnormal science which “makes
room for local, uncoded ways of knowing that reflect temporal and spatial contingencies and that
are responsive to day-to-day life and practices” (p. 86). A dialogical narrative approach was one
way to meet these aims, through which attending to movement with stories supported
understanding mind-body in experience.

Frank (2010, 2013), along with other narrative inquirers, speaks to the importance of
‘thinking with stories.” Clandinin and colleagues (2015) describe their process this way:

As we look backwards and call forth the multiple ways we practice being narrative

inquirers, we think again about what it means to practice; to continue to stay at it

with others; to think with stories; to not just tell, but retell; to bump up against the

landscape and within ourselves. (p. 37)

Implied here in this approach to ‘thinking with stories’ is feeling. Clandinin et al. also describe

their experience as one of entering into “complex, uncertain, often tension-filled midsts” (p. 29).
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It is here where I met a significant tension as a nascent narrative researcher. Academia privileges
a coming to know through language and a techno-rational focus, often devoid of emotion (bias)
(Boler, 1997, 1999; Draper, 2014; Jaggar, 1989; Perron & Rudge, 2016). Thinking, which has an
associated narrative form through which we make meaning and come to an understanding,
prevails over a knowing in ‘bodyfulness’ (Blackie, 2018). We know from feminist scholars that
emotions are sites of social control, constructed through entrenched and often-invisible forces
that impose the way emotions should, or should not be shared or enacted (Boler, 1999; Jaggar,
1989).

In her text ‘Feeling power: Emotions in education,” Boler (1999) writes, “HISTORIES
OF EDUCATION have largely neglected a vast and untold story: the subterranean disciplining
of emotions” (p. 31, capitals in original). Emotions are deliberately obscured through ‘feeling
rules’ in which they are characterized as private, personal, and something we must learn to
control or manage (Boler, 1999). This socialization process reinforces ‘inscribed habits of
inattention’ (p. 16) in which feelings are systematically marginalized. Through this lens, in
qualitative research ‘disembodied performances’, to use Benoot and Bilsen’s (2016) term, are not
the result of individual actors struggling with personal problems located in their bodies, but
rather disembodiment evolves from a cast of performers walking across social, cultural and
historical landscapes where the disciplining of emotion is maintained through “individualizing

techniques” (Boler, 1999, p. 22).7

7 We can relate the discussion here to some discourses of mindfulness that are creating habit
patterns in much the same way (see Turn Three). In addition, some education and practice
discourses within nursing continue to reinforce ‘habits of inattention’ through ongoing emphasis
on control and management of emotion (see Turn Six).
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“Binaries are not neutral, equivalent pairs,” Boler (1997) reflects, rather, they “represent
hierarchical relations in which one term is valued more than another. The dualism of
reason/emotion is no exception” (p. 203). The danger with this tendency toward rationality, and
with language that points favorably in this direction, is that “the affective elements are pushed to
the periphery and become shadowy conceptual danglers whose relevance to emotion is obscured
or even negligible” (Jaggar, 1989, p. 156). Dialogical narrative analysis methods help me to
dwell in spaces between binaries where reason, emotion, and corporeal sensations can be
explored.

Through a dialogical approach, I was able to attend to affective elements un-spoken
within and through the stories nurses told, as well as to suffering and existential dis-ease that
mark experiences around death and dying. Suffering, as conceptualized by Cassell (1991), occurs
“because our intactness as persons, our coherence and integrity, come not only from intactness of
the body but also from the wholeness of the web of relationships with self and others™ (p. 40).
Thus, research methods that attend to the relational body and its particulars can address suffering
and strong emotion in ways that our conventional methodological approaches that move toward
generalizations cannot. Feeling-thinking-being with story was one such way to stay within and
explore relational contingencies. Stories can do particularly important work of evoking for the
purpose of exploring emotion, witnessing the immediacy of suffering, and living with-in the
complex and mysterious nature of our bodies (Frank, 2009, 2013). I turn to a story from one of
the nurses in this inquiry to show some of the ways in which I practiced dialogical narrative
inquiry, and to demonstrate why dwelling in story was a valuable approach.

In this story, Candice sees herself getting frustrated, caring for a woman who is suffering,

vomiting large amounts of fecal matter, and struggling to breathe while her longtime partner sits
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at the bedside and is adamant that she wasn't dying. On behalf of the dying woman, the partner is
declining any medication that can relieve her symptoms. Candice is getting increasingly
frustrated and describes what happens next:

And I said ‘no—she's dying—and she's dying very uncomfortably because you're

not allowing me to give her medication.’ And he was like, ‘well that is a terrible

thing to say.’ And I said, ‘it's true.” And he was a bit stunned. And I said, ‘I'm going

to get her some medications now so she can die comfortably.” And he was like,

‘oh—okay ...
Sitting there in the library re-listening to the audio recording of this conversation with Candice,
something catches me; there is a growing sense of feeling agitated. Pausing, I choose to focus on
the experience of resistance in body and begin writing, like Richardson and St. Pierre (2005)
encourage, into a place not yet known. A reflexive note written in that moment reflects this:

My body is hot. I feel on fire... It is quiet here in the library—maybe some music

would help—but no—this feels like a distraction. I want to go home. Or to sit by

the ocean and forget about this work! Can I go and care for someone in body?

Forget about all this theory! Will it really be helpful to anyone?

(Researcher’s reflexive journal, Aug 2017)

Encountering this story, I am unable to fully enter into what Candice is sharing. There seems
little space to move within the story, or with her in the telling. Judgment predominates. In
retrospect, slowing this reflexive process down, I am aware of meeting tension—an
uncomfortable feeling. Throughout the research process I have become increasingly aware of
how often I met moments like these. This time I catch the desire to flee (or move toward

something more pleasurable). Taking this time to honor the tension opens possibilities to engage

with what, in body, is seeking expression. What surfaces is a memory from my work as a
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community palliative care nurse. The reflexive note continues into another story?®:

I digress and skirt my own memory arising in the moment. Of a man and a woman,
married, in their 40s. She is dying in a hospital bed in their living room. She is on
her side facing me—tears slowly streaming down her face. He is behind her, a glove
on his hand—hesitant. I say, ‘we can try and find another way... are you sure?’ He
nods his head saying he wanted to do this, to know how to support his wife to
comfort and limit the need for nurses in their home during this time. We had
discussed other options, a transfer to a palliative care unit for symptom
management, or a medication pump in the home—but they want to be home and
minimize technology. Crouching down behind his wife I see his face grimace, tears
now flowing from his eyes too. They cannot see one another. They cry quietly as if
not wanting the other to know just how hard this is. Passing him the suppository I
put a bit of lubricant on it and give a few instructions. Stepping back, I continue to
breathe. Crying with them, only a few tears of mine are visible. Inside, I am welling

up.
The story that surfaces while focusing on body becomes a resource leading back to important,
relational perspectives central to this inquiry of mindfulness in palliative care nursing; in order to
understand and act compassionately to support others who are suffering, one first must be able to
connect. However, empathetic connection—that is, being present with our own responses, as
well as the experience of other(s)—is very difficult to do in practice, particularly when there are
competing needs and values at stake (Abma, 2005; Wright & Brajtman, 2011). Also, we (nurses,
patients and family) often suffer in silence. We are together—connected, yet apart—
disconnected and unseen. We look away or hide from one another. Perhaps we cannot bear the

experience that awakens in us through witnessing. Or, we turn away, knowing that the magnitude

§ Methodological reflection: To help think about what is happening in the context of one story,
Frank (2009, 2010) encourages introducing at least one other story, which can then add to what
becomes a dialogue. Using this approach, on a few occasions I shared anonymized stories
received from one nurse with another, helping to understand varying storylines shared within and
between them. For instance, in one interview a nurse inquired with me “when is it that we should
be attached to the outcome or process? Or should we never?” Candice’s story came to mind for
me in that moment and I told a version of it to her. In response to hearing this story, the nurse
then elaborated on seeing stories of a similar nature unfolding in her work setting: “Well there
are many stories like that here...”
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of our suffering can impact the other. Or, fearing judgment from the other, we hold back from
being fully seen.

Judgment is my initial and unabating response to Candice’s story-telling. For some time, I
wonder if it is a story I can treat as an ‘outlier’ in this study; however, it seems significant in how
it unsettles, provokes, and evokes reactions.” In thinking, feeling and writing with stories, I begin
listening to body, and through feeling into the visceral sensations, a knowing in body, in the form
of another story surfaces. Pausing to focus first into body is uncertain work, where “a felt sense
is something you do not at first recognize—it is vague and murky” (Gendlin, 1978, p. 11).
However, knowing can reveal itself in this process as understanding that “float[s] up from the
feeling itself, not from the confused clutter of material [in one's own] mind” (p. 54).

Through sitting within the memory of being with this couple, and then, with more
compassion and understanding, returning to Candice’s story which leads to it, the emotional
intensity of what often unfolds in situations within palliative care nursing practice is reinforced.
For people who are dying, for family, for care providers, and (specifically in this case) for
nurses, the relational complexity is significant. This unfolding brought to the fore new layers that
surrounded Candice’s story; I see anew: her courage to share the challenge of navigating a
difficult situation; her reflections on having to re-live the experience while charting what

happened and being curious about a process in which she may do this mindfully; and her ability

? Perhaps it’s also because I had another story in my mind. One shared from a good friend and
mentor. In caring for her husband at the end of his life, she wanted to honor his wish not to
receive medication through his transition between life and death. He had been a scholar of
Advaita Vedanta and Eastern philosophies and he wanted a clear mind at the end of life. When
her husband, in his dying hours, was appearing uncomfortable, the nurse encouraged my friend
toward a decision to medicate. In the end, she acquiesced at the constant insistence of the nurse
who said that the amount of medication was very small, and her husband received medication.
This decision stays with her to this day; it is one she still questions.
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to discuss and explore how the experience unfolded with a colleague afterwards. Self-
compassion and a willingness to care for self in the process of caring for people who are dying
and their families is also an important aspect of mindfulness in this setting (Orellana-Rios et al.,
2017; Mills et al., 2017), which dwelling with Candice and her story helps emphasize.

To further open up a dialogical analysis process, and to work with the stories Candice and
the other nurse participants offer, I ask critical questions of the stories to help explore what may
be happening within them. This approach is encouraged in dialogical narrative analysis (Frank,
2010, 2012),'° helping to see and understand layered particulars at play. For instance, one
question Frank (2010) suggests asking is: “What is the effect of people being caught up in their
own stories while living with people caught up in other stories” (p. 78)? This is a particularly
interesting question to reflect on with Candice’s story above and my parallel process of being
caught up within it.

Other questions that were helpful to consider in these stories included: What is the force
of fear and desire and the interplay between them (Frank, 2010)? This is a salient question in a
culture that experiences great fear and anxiety in relation to dying, as well as strong ideas and
values about what a desirable and good death is. In relation to mindfulness, in Turn Three I
discuss it as a socially embedded practice; therefore, the question of how a story engages people
both at individual and collective levels in remembering and (re)creating who they are (Frank,
2010, p. 82) is also valuable.

An additional question that I contemplated throughout this dissertation walk was: how is

the body represented and evoked in and through (telling and listening to) stories nurses share?

19 Frank (2010) draws on perspectives from Rabinow and Rose in their primer text introducing
the work of Michel Foucault, encouraging an ‘antimethodology’. In this approach critical
questions stimulate “movement and thought” (p. 73) with stories.
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This question helped me to understand the ways nurses engaged (or didn’t engage) their bodies
as part of the intensely relational work that is palliative care nursing. Thus, in some instances
within an interview, I pause to ask a participant what is happening in their body through the
telling of a story. In one such instance, Heather describes her embodied experience while sharing
a story of sitting with a young mother who is dying (see Turn Four for elaboration, p. 78):

You feel your heart, it’s not heavy necessarily, but it’s tighter. You feel in here

[gesturing to chest], it’s tighter. I almost get a little shaky . . . . Sometimes the words

will get a little shaky—maybe because your breath gets a little bit too shallow.

Still further, questions came through the conversations with nurse participants, which turned me
back in-to the stories for ongoing reflection. In particular, Alice’s critical mind and questions
continue to shape my curiosities: ‘Mindfulness gets thrown around all the time, but what does it
actually mean in practice?’ ‘Am I being mindful? Where is the mind?’ ‘What does that mean—
self-care?’ These questions are explored most directly in Turn Three.

In the analysis and writing process (as the writing itself is part of analysis), there is a
continuous commitment and curiosity about how to honor stories. To this end, I explored ways to
allow stories, more often than not, to have the first word; to let them lead in the inquiry itself,
and in the representation of this text. Analysis through writing drew me into a feeling body—at
the level of felt sense, helping me to learn how to integrate feeling and thinking so they
simultaneously inform this work. Such a process also informed what I saw and heard in the
conversation with nurses from this inquiry. Ongoing reflections on this analysis process and
intention toward being with-in body throughout this inquiry continue in the reflective pauses

between turns.



35

Reflective pause: Exploring inner-and-outer worloviews

Stepping into and through the turns of the labyrinth, perspectives continuously
change. Sometimes | sense belng outward, Looking Ln; at other times, | seem to be
approaching the center while my gaze turns toward the periphery. walking in this way
brings forth a ‘dynamic tension’ between inner and outer world-views (Artress, 2006a).
How this unfolding path of shifting views between self and culture is experienced comes
through in a story.

Deviating from my routine, the morning of my scheduled conversation with
Edith, { had not made my bed. | was feeling heavy in body that day, finding it difficult
to spendl even a few minutes in meditation, something | sought to do prior to each
conversation | had with nurses in this study. Upon arrival, Edith Lnvites me to sit across
from her on the couch in the living room. Sitting there ( can see, just beyond the crack in
her bedroom door, an wnmade bed. ‘How mindful can she be?’ t heard a voice within wme
say. [ grew up being taught the importance of starting my day with this task. Then, (
encountered different spiritual communities where there was also an emphasis on being
clean and orderly - this WAS mindfulness. The judgwment t had that day was wot about
Edith, but a self-defined and Learned framework about what it means to be mindful (or
not). This experience made me curious: Who sa ys this ts THE truth about mindfulness?

n the Labgriw’ch many questions for e)q:Lomtiow surface . . .
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Turn 3—" Mindfulness gets thrown around all the

time but what does that actually mean in practice?”

[Walking the labyrinth with-in community]
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For Heather, mindfulness was something she learned about through good mentors, even
while not really naming it:

1 think the acknowledgment from management or the head nurse — that you have to

take time for yourself, and some of these situations are hard and it’s okay. And

watching some of the other nurses, my peers, my mentors, they’d come outside of a

room and just stand there against the wall for a minute. And you knew, ‘well that

was a tough one in there’. Then, they’d gather themselves and go on.

Mindfulness is positioned by some as “a deep, penetrative non-conceptual seeing into the nature
of mind and world” (Kabat-Zinn, 2003, p. 146). From this perspective, mindfulness is ‘pre-
reflective’, understood experientially, and thus difficult to illuminate through language (Bruce &
Davies, 2005; Grossman & Van Dam, 2011; Shapiro & Carlson, 2009); as such, Heather seems
to learn about mindfulness without conceptually naming it, and from working with others who
share implicitly held values that support mindful ways of being at work. Nonetheless, during an
intake phone call to express interest in participating in this inquiry, Alice suggests by way of a
question, that mindfulness is also commonly discussed within clinical practice: ‘mindfulness gets
thrown around all the time, but what does it actually mean in practice?’

Alice’s question could be interpreted as a statement of curiosity and concern.
Mindfulness has become common vernacular across North America and internationally. Strong
critiques are now surfacing that there is a kind of ‘mania’ (Bushwell & Lopez, 2014 as cited in
Thompson, 2017) at work as mindfulness is suggested, or believed to be, a panacea for a variety
of physical and psychological concerns impacting health, and as an overarching framework to
approach day-to-day moments and various life roles within society; For example: eating (MB-
EAT,; Kristeller & Hallett 1999; Kristeller et al., 2014); gardening (Smart, 2016); parenting

(Burgdorf et al., 2019; Duncan et al., 2009); and learning and teaching (Beddoe & Murphy,

2004; Bruce & Poag, 2016; Schonert-Reichl & Roeser, 2016; Schwind et al., 2017), to name a
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few. So too the literature grows within health care wherein mindfulness is being reinforced as a
valuable approach to caring practices across professional disciplines. Empirical evidence is
accumulating that the incorporation of mindfulness into the health care professional’s life can
improve their overall sense of well-being, self-care strategies, and skill in relating to others (see
systematic and qualitative reviews: DeMauro et al., 2019, Escuriex & Labbe, 2011; Ghawadra et
al., 2019; Guillaumie et al., 2017; Irving et al., 2009; Lomas et al., 2019; Morgan et al., 2015).

As conceptualizations, practices, and programs of mindfulness vary and continue to
diversify, contemplative researchers and scholars are calling us to consider mindfulness as a
practice inherently embedded within society and culture. Regardless of its application within
society, mindfulness as it is understood and enacted is both shaped by and shaping individuals
and communities within the spaces and places from which they are living, learning and working
(Crane, 2017; Thompson, 2017; Purser & Loy, 2013). Thus, the question what does mindfulness
actually mean in practice? is an important one to explore further within the discipline of nursing,
and more specifically for this study within palliative care nursing practice.

In this third turn, I discuss what mindfulness means for nurse participants in this inquiry,
in the context of palliative care nursing work, from both inward (experiential) and outward
(society and cultural) perspectives, as well as their intersection. A central thread that has been
woven throughout the upcoming two sections is that palliative care nursing as mindfulness is (or
can be) a creative act that arises from a relationally and holistically embodied knowing of self.
Guided by ethical and moral impulses nurses in this inquiry sought to create space(s) to care
compassionately for people through intimate and poignant situations of living-dying. Yet, it is
important to acknowledge how life worlds, educational spaces, and institutional settings either

support or limit their ability to realize this ideal.
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Metaphorically, the labyrinth is a way to organize this turn. Artress believes (2006a) that
“watching other people walk can be a powerful meditation in its own right” (p. 20). Heather’s
reflections on learning about mindfulness shows that engaging in contemplative practices, like
walking the labyrinth, can be enhanced when community is added (Artress, 2006a). Traced back
over 4000 years the labyrinth and its pattern(ing) has been creatively co-created within cultural
communities (Kern, 2000); As ‘an ancient symbol’ it is

a collectively and anonymously fashioned design, shaped and given fuller meaning

over time by hundreds of generations. This fails to comply with the modern notion

of the individual genius of an artist being unique and free, coming from within, and

being beholden only to oneself. Indeed, collective, anonymous experience and

individual probings clash with one another. (Kern, 2000, p. 305)

Similarly, to explore mindfulness as an aesthetic (artistic) practice filled with individual and
collective tensions, in the first of two sections within this turn, I introduce the nurses who
participated in this study and move toward personal experiences and understandings of what they
express mindfulness means to them. Then, in the second section, I foreground cultural and social
spaces within which participants live and work to consider what, contextually, is influencing the
way mindfulness is known and enacted by them; most specifically, the perspectives and
storylines from nurses are placed alongside wider meta-narratives, further adding to the dialogue
about what mindfulness means in the practice of palliative care nursing. Tensions that arise when
mindfulness is practiced within neoliberal and individualistic oriented health systems, including
palliative care settings that have similar values operating within them are discussed. In walking a
recursive path, the aim of this dialogical approach is to “[invite] relationship and a whole way of
seeing” (Artress, 2006a, p. 14). Indeed, relational understanding are foundational to palliative

care nursing work; trying to be mindful—it's very complicated when it's all about interaction.

We’re a relational society and we do relational work.
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What does mindfulness mean to you? Intending toward a holistic and caring practice

To explore further ways mindfulness is being taken up in palliative care nursing practice,
over a year’s time, I met with nine nurses across two geographical health communities in
Western Canada.!! Their professional designations included: registered nurse (n=>5), licensed
practical nurse (n=2), nurse practitioner (n=1), and master’s prepared clinical nurse leader (n=1).
All participants self-identified as having a mindfulness practice that they engaged alongside their
work, and were willing to share, in English, their experiences and stories of palliative care
nursing. Participants worked across a variety of settings, including hospices, palliative care units,
and home and community care. Two nurses worked full-time, and the other seven, part-time.
One nurse worked within a pediatric setting, while eight nurses worked mainly with adult
populations. Depending on availability and interest, each nurse participated in one or two
interview-conversations (total of 13 interviews). Three nurses offered written reflections of
clinical encounters (see Appendix E for written reflection guide given to participants). A small
expression of gratitude in the form of a journal was gifted to each participant. A demographic
form was completed with each nurse during the interview (Appendix F). Nurses were asked
about their nursing education, years of work experience and work settings, as well as their
spiritual, religious and cultural backgrounds. Within the conversations, I heeded Gunaratnam’s

(2009) advice for narrative interviewing which included moving with each participant through

' Methodological note: Ethical approval for this study was obtained from the University of
Ottawa (see Appendix B) and for the geographical review boards where the research took place.
Adapted snowball sampling was used for recruitment (Sadler et al., 2010). This method included
identifying affinity organizations, social groups, and formal and informal community leaders
willing to distribute a recruitment flyer (see Appendix C). Consent was reviewed during intake
and again at second interviews (see Appendix D for consent form).
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their storied accounts’. This took us beyond the narrative interview guide (see Appendix G'?)
illuminating perceptions and experiences of mindfulness in practice.

Mindfulness ‘really has been on the horizon as part of our work,” Alex says. ‘The
practice of mindfulness, as well as the teaching of mindfulness creeps into our daily work.” With
this expression Alex seems to situate mindfulness practice within nursing as a process of praxis
(Chinn & Kramer, 2011; Holmes & Warelow, 2000). Theoretical understandings of mindfulness
are reflected upon, which influence how mindfulness is enacted in practice. Conversely,
practicing mindfulness continually re-shapes conceptual understandings. Generally, within
palliative care, mindfulness has been encouraged for its ability to support the professionals’ self-
reflective practice (Johns & Freshwater, 2005; O’Rourke, 2012), for its utility in guiding
communication and bereavement practices (Cacciatore & Flint, 2012; Omilion-Hodges &
Swords, 2016; Wittenberg-Lyles et al., 2010), and as a “core” attitude to embody as a
practitioner (Simon et al., 2009). Acknowledgements of mindfulness as a supportive approach to
therapeutic relational practices in palliative care are also increasing in number (Bruce & Davies,
2005; Rushton et al., 2009; Orellana-Rios et al., 2017).

“What does mindfulness mean to you?”” This was the first question I asked each nurse as
we began our conversations together. Every nurse’s way of understanding mindfulness was
imbued with moral intent. For example, “setting intentions for the things that you are doing...
bringing things into more focus, taking time to think things through... just little extra special
attention to things” were the first thoughts in response to the question from one nurse in this

study. Perspectives around intention repeat at various points throughout this dissertation,

12 Questions from the interview guide were used as prompts and a jumping off place for
discussion. One additional question was added after debriefing the initial conversations with my
supervisors: How did you come to know about and practice mindfulness?
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showing its significance for palliative care nurses in this study; indeed, contemplative teachers
reinforce that the practice of mindfulness ‘rests on the tip of intention’ (Feldman & Kuyken,
2019, p. 244; see also a teaching/podcast with Brach, 2018). Generally, their expressions heavily
mirrored-conceptualizations of mindfulness within the literature: Being present—being with
oneself and other(s) in particular ways; With awareness, attention (focus), love and
compassion—moment-to-moment, as nursing practice is in context flux based on the particulars
unfolding within and between people, and the environments from which nurses work (for a
summary of those initial responses see table 2, Appendix I).

Asking the question ‘what does mindfulness mean to you?” was a helpful starting place.
However, it was nurses’ lived (and living) experience of moving into and through situations, told
in story form, that I sought to foreground in our conversations. Within a narrative interviewing
approach Gunaratnam (2009) encourages minimizing questions that quicken opinion or
evaluation, which can be largely influenced and constrained by social narratives, subsequently
“remaining distant from experience” (p. 50). In the initial response to the question ‘what does
mindfulness mean to you’ this became apparent in first reflections and defining characteristics
that were offered in return; what nurses in this inquiry shared with me strongly echoed narratives
most common in the literature and throughout social discourse. Again, I was reminded that my
purpose was to understand how mindfulness might be unfolding beyond the common storylines
found in society and research reports. Inviting and listening in-to the stories help to infuse
understandings as provided in theory, with the relational particulars participants are encountering
in their work, as well as their approach to navigating them (as perceived by the nurses). Also,

their ethical inclinations continued to be visible within the stories they shared.
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Like all nurses who participated in this study, Gloria draws on a ‘library of stories’ or
‘narrative habitus’!® (Frank, 2010) which influence her understanding(s) of mindfulness and
approach to caring. For instance, reflecting on a seminar class in nursing school Gloria retells a
story she remembers hearing from Stacey, a guest speaker and nurse working in the community
who was invited to share her experience and knowledge of clinical practice:

Stacey told a story of being in one woman’s home—offering her support with her
care needs. The woman had not been able to have a good bath in some time. She
did not have access to a shower. Feeling tired and weak, and embarrassed at her
physical state, she accepted Stacey’s offer for help. However, it quickly became
clear that all Stacey’s ways to help her, from outside the confines of the tub, were
not working. ‘What would really help’, Stacey thought to herself, would be if I could
get in there with her, and then we could do this together. So, she asked the woman
‘would it be alright with you if I took my pants off, and my shoes and socks, and 1
stood in the water while we work and get you cleaned up?’ It was the only way they
could do it because of her challenges with mobility. Stacey then mentioned, “this
isn’t what you would usually do, but for this patient, that is what I had to do.” And
1 thought, wow! So, all those things that you think you have to do certain ways, you
don’t have to. You can be more creative. You do what works.

This story has always kind of stuck with Gloria and she tells it to me because she relates it to
being mindful of situations and herself. You could say that this story is a resource guiding

Gloria’s way of being in practice, where mindfulness is understood as a creative act of caring.

13 Theoretical reflection: Each person’s life is influenced by “the organization of [a] narrative
habitus”—lived, living, and imagined (Frank, 2010, p. 54). Adapting the concept of habitus from
Bourdieu’s work, Frank (2010) writes that
core elements of narrative habitus are knowing a corpus of stories; feeling
comfortable telling and hearing certain stories (and not others); and sharing with
others a sense of where events in a story are likely to lead. The issue is not only
expectations for how plots develop in stories, but also expectations for how people
ought to emplot their lives. (p. 195)
This ‘library of stories’ or ‘inner library’ (a concept developed from Pierre Bayard’s work;
Frank, 2010, p. 54) can be challenged, expanded, and/or altered through sharing stories. This
library helps to make sense of oneself and navigate the world. As “reflection on what sort of
stories we want our lives to be, and what other stories we want to avoid living, seems to be the
core of any personal ethic” (Frank, 1998, p. 330), narrative habitus is conceptually helpful.
Stories in this inquiry can shape ways nursing (with mindfulness) is considered and acted upon.
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I will return to this story from Gloria in the sixth turn to discuss how the story itself
stands outside the bounds of what is considered ‘proper’ professional conduct in nursing; for
now, it helps to show how stories have an inherent morality that cannot only show moral
impulses of certain characters within them, they can (re)shape identity, stimulate imagination and
propel future actions (Frank, 2010, 2012). As participants in this inquiry know them and act upon
(or avoid) them, narratives of mindfulness shape what becomes their living experience.
Envisioning how fairy tales engage the moral imagination of a child who hears them, and the
way they influence their perspectives on ‘right’ and wrong’, is another helpful way of seeing
how stories have values-based agency. Similarly, nurse participants, as Gloria’s story shows,
engage with stories of what mindfulness means to them, and this informs how they want to be in
their practice, thus influencing the way in which they relate to themselves, patients and families,
colleagues and the work environments in which they practice.

A dialogical approach to analysis with story also helps to reflect more deeply on
mindfulness in and for palliative care nursing practice, as participants’ stories enliven and
contextualize understanding and ways of enacting mindfulness while caring for people living and
dying in the midst of profound complexity (and paradox). For example, in conversation with
Erika she discusses how she attends to self-other in practice; that is, doing what is needed and
going in one direction at the moment, for one purpose (to do her job, knowing the situation is not
about her, but the people she is caring for). Her expression seems to be mirroring altruistic ideals
seemingly at odds with the value of self-care within nursing (Perron, 2013); I disclose to Erika a
challenge arising within me to explore this tension as we talk:

Lacie: I’ve been trying to think of how to ask this question that won’t be so

theoretical, but it’s not working.
Erika: just go ahead and ask, I'll turn it around (laughing)
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Lacie: (laughing) you mentioned about checking yourself, or it’s not about you, it’s
their journey. And then also in some of the discussion you’ve said it’s hard and you
can be touched, so I’'m wondering about that, it’s not about self and self-care.

How Erika turns it around, is with a story. She describes caring for a person who is dying as
family members sit vigil through their letting go in-to death:

... it would have touched your soul. Her brother and son stayed at her bedside for
48 hours. An extremely strong woman, not wanting to let go but having to let go.
She was moaning and almost sighing, crying as she was taking her last breaths.
And this took a couple of hours of having her doing this and having her brother and
son crying over her and holding her hand. It was heart wrenching. And so, trying
to breathe as I'm standing at the door. And yea, I did shed a tear. It was so heavy
of grief and love, all at the same time in that room, It’s just--you’ve got to keep
breathing to get through because it is touching. And if you didn’t feel anything, I'd
be worried as a caregiver because it was, it was horribly sad, and there was so
much love in that room at the same time. So, it’s just keep breathing, just keep
swimming, just keep breathing. Over and over. . . . having myself ready and in
check, asking the family ‘ok, would you like this for her?’ ‘Do you feel she’s in
pain?’ ‘Do you feel that she’s uncomfortable?” ‘Would you like this?’ And doing
those checks, those very sterile nurses checks in your head to keep you going and
flowing through what you 're needed to be.

Etymologically, the word courage is rooted in the Latin word ‘cor’, a term for heart. “Pema
Chédron talks about being a warrior, which isn't a metaphor that I love” says one nurse. '# “But
it's that bravery around letting down the shields. Having an open heart. And you have to be
brave to have an open heart.” In Erika’s reflection on experience I see a great expanse of water
flowing into an underworld. The currents are multiple. Suffering. Loving. Grieving. Erika
practices embracing vulnerability that includes personal risk, which Boston, Towers and Benard
(2001) describe “may mean moving into uncharted waters of experience” (p. 252). She works to
keep herself above the currents threatening to pull her under. ‘Just keep breathing. Just keep

swimming. Just keep breathing. Over and over.” An incredible commitment to stay with

14 Theoretical reflection: see Chédron (1997, 2003; a Buddhist teacher) for discussion of
mindfulness and the warrior metaphor. Notably, Beuthin (2015) extends a call within nursing to
let go of this war metaphor—a storying that may be shaping nursing work in unhelpful ways.
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experience, breathing (with) awareness even as her heart is wrenching. This practice requires
courage.

Erika also uses nursing practice knowledge to assess and support the woman who is
dying and her family. The tasks she engages in are only an aspect of the care she provides—
doing is embedded in her way of being. She seeks to practice from a place of centered-ness.
Within Erika’s story there seems to be a coming together, an integration, of emotional and
rational aspects of her being, as well as a connection to a sense of spirituality (touched at a soul
level). Her breath is an anchor to stay with the moments unfolding, attuned within her own body
and with those she is caring for. She is guided toward being what she needs to be — choosing how
to move based on the needs of the woman and her family — creatively acting. Although moral
intentions held by nurses in this study appear altruistic in expression (facing outward), Erika’s
story is an example of how they are also working with their own humanity. In order for
mindfulness practices of this nature to be realized, a dialectic relationship with self-in-body is
necessary.

Erika also believes that palliative care, mindfulness and holistic practices are all
interrelated. In describing what drew her to participate in this study she shares that it was

the opportunity to share knowledge, to be a part of something that really needs to

be recognized—acknowledged as a huge part in palliative or end of life care: being

present, being mindful. And you very much have to include that in your care or it’s

not holistic care.

Within a concept analysis of mindfulness in nursing (White, 2014; see Appendix H for abstract),
I too suggested that based on applications of mindfulness within the discipline there was a
theoretical match between nursing and mindfulness, particularly as holistic orientations are

espoused to be embedded within each, supporting relational ways of being that are a cornerstone

of clinical practice. Another nurse in this study also shares that mindfulness and a palliative care
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approach are kind of the same, further articulating the link between them wherein it is really
good care, it is quality holistic care. However, the word holism, like the word mindfulness, is
often ‘thrown around’ within nursing scholarship and practice. While we use the word assuming
an implicit and shared understanding, it is important to unpack what we mean by holism, and as
an extension how mindfulness in perspective and practice supports (or not) a relationally
engaged ethic of care.

Further, in the same conceptual analysis of mindfulness in nursing, ‘informal practices’
of engaging mindfulness in everyday life situations included being present while ‘washing the
dishes’ or ‘sitting with a patient’ (White, 2014). This does not begin to capture mindfulness
practice within palliative care nursing work, or even more generally what nurses, through their
professional practice mandate, and of their own volition, are being present and mindful towards.
Therefore, there is a great need to move beyond these meta-narratives of holism and mindfulness
to understand in more nuanced ways what it is we mean by them in relation to one another.
Practice, in the way Alice uses the word, references caring for people in those spaces that are
really hard. Although nurse participants express experiencing love, privilege and gratitude that
compel and propel them in-to the work they do, the objective of this inquiry is to explore how
nurses can, and are, bearing witness and acting with-in and through the relationally embodied
complexity that is central to their work.

It’s a whole experience, says Jen, as a way to describe her work. Nurses in this study
reflect experiences of attending to people through fotal pain, shocking and sudden deaths, and
strong emotion—anger, fear, sadness and grief. Their practice includes caring for people whose
diseased bodies are leaking and emanating foul odors— hemorrhaging, vomiting, and fungating

tumors literally falling off people. And then, there are times of watching people struggling to
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breathe, even as nurses are seeking to connect to their own breath. The experiences that
participants encounter thus evoke their senses in ways that can disquiet. Still, there are tensions
that arise for nurses in body while navigating complex relational dynamics within and between
patients and families, as well as between themselves and other care providers they work with.
Palliative care nursing work is significantly challenging, where caring takes place in the midst of
profoundly intimate moments, through illness in-to death and dying, and after. For the people
nurses in this inquiry are caring for, as well as for themselves, sometimes it can be so traumatic.
Quite traumatic. How mindfulness supports (or not) navigating these more complex spaces
requires further understanding.

Palliative care is often discussed as a holistic approach oriented toward meeting the
unique needs of people who are dying and their families (Mok & Chiu, 2004; Ohlén et al., 2017;
Sekse et al., 2017; Selman et al., 2014; Wright et al., 2009). Participants share that part of the
values underlying mindfulness in their practice include connection, being non-judgmental,
bringing love, and working without an agenda, and through this meeting people where they are.
This requires knowing that with each person you need to be a bit different. For patients and
families, when nurses enter into relational space(s) with them, bringing authenticity and
compassionate presence, this plays a significant role in alleviating distress and suffering (Botti et
al., 2006; Martins & Basto, 2011; Mok & Chiu, 2004; Sinclair et al., 2016). In a grounded theory
study with 53 palliative care patients Sinclair and colleagues (2016) conceptualized compassion
as “a virtuous response that seeks to address the suffering and needs of a person through
relational understanding and action” (p. 195). As Jen reflects, ‘it is all interconnected and if

you're able to form a connection or relationship with somebody ... I think that stems out of being
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mindful.’ Within this relational connection needs can be assessed and supported; or said another
way, this connection can help in getting to the bottom of one’s needs.

What did the two nurses who brought forth these connections between mindfulness and
holistic practice mean when they used the word holistic? This was a question I asked in follow-
up to each of them; their respective answers were:

1 guess, it just means treating everything of equal importance; Mind, body, spirit.

Now there are some patients that- they might not — spirit might not be a part of it

for them. Under their definition it's mind — body . . . It's really just considering all

the factors, and then, the importance is determined by the patient and the family

members . . . I don't know if I really explain that well for myself even — about holism

— it's just, what's important is what they say is important. And then, if it's important

to you, it's important to me.

Holistic care is ultimate care. It’s the combination of your psychosocial, spiritual,

medical, your environment, your taste, your smells, your whole environment

around you, to make sure that those needs are met.
The focus of holistic care is often oriented toward attending to bio-psycho-social needs of the
other, in body, mind and spirit. In hospice and palliative care there is often much more emphasis
about the whole person. However, this frame of reference toward care of the other can become
problematic in that nurses themselves can lose sight of their own sense of wholeness in body;
that is a body in relationship to self-other-environment (Buckley, 2002; Draper, 2014; Perron,
2013). If we are going to provide whole person care, we also have to pay attention to our own
whole person, all the damaged bits, the growing bits, all of it. Yet still, Allen (2014) calls for a
‘re-conceptualization of holism’ that shifts it from an individualistic lens to an organizational
one. Historically (Boschma, 1994), and within contemporary nursing we can see variation in
perspectives on holism, whereby one orientation is favored over another; thus, a question

remains, is it possible to embody a holistic practice that considers multiple views, an inward and

outward orientation to self-other-environment?
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Although we are moving further into a discussion of a somatically based practice, where
self-awareness and self-care are central to the relationally embodied nature of nursing work, this
inquiry is also situated within life worlds of nurse participants. Frameworks of holism (and
mindfulness) that are bio-psycho-social, or individualistically focused can leave organizational
and cultural factors that affect ways nurses are caring in their practice unacknowledged.
Therefore, in the next section I further discuss contextual influences that were heard within
stories from nurses this inquiry. This discussion shows mindfulness as co-created in community,

rather than a holistic practice that is known from inside of ONEself.

Where is the mind? Mindfulness as transforming in communities of practice
1 grew up in a small town. To me this way of practicing is an ultimate reflection on
where I was raised. There's a huge reliance on each other — and the actual word
community. . . . [ remember we picked up hitchhikers all the time, and this one guy
wearing an actual tinfoil hat was headed to the marina because he needed to catch
his UFO. And I remember being a kid and we weren't afraid of picking him up. We
had a chat with the guy and left him on his way, and carried on. So, I was raised to
meet people and to just know people and, I think, not having a preconceived idea.
Where is the mind? Thompson (2017), in dialogue with neuroscience research
communities, which have been largely focused on mapping brain functions, asks them to
acknowledge, along with others in the mindfulness community, that “mindfulness in not in the
head. It is an embodied and embedded cognitive skill and social practice, not a private mental
state or a pattern of brain activity” (p. 50).!> Individual and collective habits, which shape moral
character and ways of practicing in nursing, arise out of a life-time of being within family,

education and clinical work, or more generally within society and culture. Consequently, to

understand nurses’ perspectives and approaches to mindfulness, we must consider a bigger (more

15 See also Thompson’s (2016) persuasive keynote at the closing of the International Symposium
for Contemplative Research.
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holistic) picture of where their impressions of mindfulness stem from and how they liberate or
constrain approaches to mindfulness. Such an endeavor could take us far and wide. To focus the
discussion, the related elements important to this study are situated in: 1) ethically and morally
grounded life worlds and clinical practice; 2) being with discomfort—in body—rather than
seeking ways to alleviate all unease that might arise within it; and 3) organizational systems
where neoliberal and individualistic ideologies risk constraining approaches to mindfulness.

Mindfulness as morally grounded within life worlds and clinical practice

Palliative care clinicians, very intentionally, as nurses in this inquiry articulate, not only
face situations related to death and dying, but seek to cultivate capacities to be open, present and
compassionate within them (Rushton et al., 2009; Sinclair, 2011; Sinclair et al., 2018).
Stretching one’s capacity to be able to stay through these situations is something that participants
express as a desire— to be more open to hearing and empathizing. Although within nursing there
is a focus on being compassionately present and mindful through situations of caring, nurses in
this inquiry express challenges they inevitably encounter within their practice to embody this
ideal. Yet, many of the participants also express gratitude, in various ways, to learn and
transform through the privilege of working in a palliative care nursing role:

Do you get to experience more because of being mindful? I think there's potential

forthat. You get to see the love, and interconnectedness of people, and they're going

to share more. I don't know — it's not a selfish thing, but it's definitely a gift.
Working with people through significant moments inherent at end of life helps nurses in this
inquiry to put life in perspective. “When I am not working my little problems become quite big.”

At the same time, nurses’ experiences and beliefs, fears and desires about the dying

process, consciously or unconsciously held, effect ways of being present with people through
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death and dying (Halifax, 2008b).!® The diversity of perspectives that arise, while seemingly
individual, are learned and habituated by social and cultural conditioning. Death is so scary for
so many, so much fear around that, of what the future holds.
Our society tries to sterilize things a bit, I think—and that falls into protecting
people from death. So many people who come into our palliative care unit have
never seen somebody die. People say, ‘oh should we let the children come in?’
‘Should we let the grandkids visit?’
Others however are mentored into ways of being with dying. For example, Zoe told a story of
her grandmother who had an acute health event, leading to a chronic life-limiting condition,
requiring significant care in the last year of her life. Zoe’s family provided her care and support,
and her mother modeled how to be with her grandmother through that time:
Sometimes that included singing to her. And sometimes it included holding her
hand. My mother taught me how to talk to her even as a young girl. And guided us
through her dying. And then her death. And, so—I have never been afraid of that
room. To go into the room.
For Zoe, she grew up learning to move toward an aspect of our humanity that we are culturally
conditioned to shield people from. If we have not learned how to be with suffering and strong
emotion that often accompanies dying, where and how do we do so? To this end, mindfulness is

one such approach that is gaining momentum both within the field of contemplative end of life

care, and within health care in general.

16 See Halifax (2008a, 2008b) for contemplative practice through which people are guided into
considering their worst imagined fears of death, as well as desires for a good death. In this
meditation people are encouraged to write first thoughts for the respective writing prompts, and
then to turn reflection to the awareness of their bodies as they were in contemplation, and to
write into and through the sensations in body. This practice can help surface social and cultural
notions that we hold and explore these ideas in relation to experience in body, at the level of felt
sense. If completing this practice in a group, the range in responses can be particularly telling
about the uniqueness of individual fears and desires related to a ‘good death’.
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Mindfulness is often situated in 2,600-year-old Eastern Buddhist philosophy and has been
taught as a means to alleviate human suffering and cultivate compassion (Ludwig & Kabat-Zinn,
2008). As the historical Buddha was nearing end of his life it is reported that he shared “Of all
the footprints, that of the elephant is supreme. Similarly, of all mindfulness meditation, that on
death is supreme” (Roth, 2007). So too, at the beginning of his search for truth he found that
rather than being shielded from the reality of sickness, old age and death, acknowledging them as
part of our living could be profoundly transformative. In this way palliative care nursing is an
incredible crucible for transformation as nurses are continuously in touch with, and by the nature
of their work contemplating, a universal truth that death finds its way to all of us. ‘Sometimes
things sort of hit home’, expresses one nurse. ‘I’'m getting older and aging . . . And I think more
than most people would about their dying. And ... I didn’t as much in the beginning, but a little
bit more now. In a study of palliative care leaders and clinicians, Sinclair (2011) found those who
worked in the field experienced transformations which included, among other themes: ‘living in
the present,” ‘wholeness: spiritual integration,” and ‘moving from head to heart.” (p. 182).

Over the last 30 years Western medicine and psychology have adopted mindfulness as a
secular framework with mainstream applications. Since its introduction mindfulness-based
interventions are proliferating wherein people can learn about and cultivate this way of being

through various programs and trainings.!” There are a number of studies that have explored

17 There are a limited number of professional palliative care programs in which mindfulness is
centrally embedded in the content (for a few examples see: Institute of Traditional Medicine,
2019; and Upaya, 2019). Moreover, these programs are significantly restricted in their ability to
provide widespread trainings due to their cost and locations. Although mindfulness is taught in
other programs and forms throughout North America and abroad, namely, Mindfulness-Based
Stress Reduction (MBSR; Kabat-Zinn, 1990/2013), Mindfulness-Based Cognitive Therapy
(MBCT; Segal, Williams, & Teasdale, 2002), and Mindfulness-Based Medical Practice (MBMP;
Irving et al., 2014) these are not specific to palliative care practice and therefore may not impart
guidance toward the application of mindfulness within that context.
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formalized programs of mindfulness within nursing (Beddoe & Murphy, 2004; Linden et al.,
2001; McConville et al., 2017; Niessen & Jacobs, 2014). Nurses in this inquiry did not disclose
participating in such trainings and they remain largely underdeveloped within the discipline. One
nurse shared that mindfulness was one of the many things learned in nursing school. Amidst a
sea of content in nursing curriculum (about) the practice and approach to mindfulness, it can be
lost to other aspects of nursing work (e.g., techno-rational focus and concept-based learning) that
are foregrounded, and in some ways at odds with the practice of mindfulness itself:

I don't know if we arrived there at the tasks versus the person in a scholarly sort of

setting. And I don't know when you're first a nurse if you're really capable of that,

because in the beginning you're just kind of trying to keep afloat and manage your

tasks.

For Candice she found it wasn't really until she graduated and started practicing and had more
experience to see the benefit of it, and even just probably how it benefits her in practice. One
nurse discussed regularly attending yearly retreats to formally reinforce and understand her
approach to mindfulness in practice. With the exception of this nurse, none of the other nurses
disclosed having attended formalized programs as they are currently tested and researched across
North America. A few nurses named mindfulness as a component in a spiritual training that was
offered to clinicians within the palliative care organizations where they worked.

Based on an often-secularized positioning of mindfulness within society, another
significant and growing concern for Buddhist and contemplative scholars is that historical roots
grounded within an ethically informed practice have been uprooted. Many express that
mindfulness cannot and should not be taught and practiced from a value-free perspective. As a
Buddhist scholar, Grossman (2015) reinforces the “cultivation of mindfulness is inherently

oriented toward the development of an ethical stance toward self, others and all animate and

inanimate objects in the world” (p. 17). What mindfulness means to the nurses in this study, and
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that came through in the stories they shared, mirror altruistic ones espoused within the discipline
of nursing, and more specifically within palliative care nursing; a relational ethic of care guides
nursing practice. Thus, palliative care nursing, in and of itself, could be considered a mindfulness
practice that is grounded within a virtue-based ethic.

Still further, some of the participants, of their own volition and by way of a question
about their spiritual and religious perspectives, positioned their intentional mindfulness practices
alongside religious and spiritually based ones. A number of nurses identified themselves as
Christian and shared that prayer was important to their daily practice. Prayer before entering into
caring moments was for one nurse a good habit because it put her in the right frame of mind,
wherein she felt open. One nurse identified herself as “privately Catholic” while being secular in
her approach to mindfulness, drawing on Buddhist teachings saying, “they're wise.” For another
nurse, palliative care nursing was a spiritual practice. And returning to the nurse whose story
begins this third turn into the contextual elements shaping mindfulness practice, she does not
necessarily believe in organized religion, and finds herself more and more, based on her
upbringing and experiences in hospice, being focused on interconnectedness and love as a basis
of sort of what guides her.

My positioning in regard to spirituality also affects this research. Since 2005, I have been
drawn into the study of Eastern thought and practice, most specifically Advaita Vedanta (non-
dual perspectives on experience). I have also spent time with, and studied the spiritual teachings
of, Mata Amritanandamayi (affectionately known as ‘Amma’) who teaches that her religion is
one of “love and compassion.” Therefore, while I do not identify as Buddhist, it is important to
explain why I frequently draw on Buddhist teachings within this text. In part, I do this because

many discussions related to mindfulness in the literature are brought forward by researchers,
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scholars and practitioners who do identify as Buddhist. Even then, the perspectives are widely
diverse. For our purposes within this inquiry, conceptualizations of Buddhism that have religious
connotations (e.g., theistic orientations and concepts of death and rebirth) are not discussed.
Some speculate that, in Western society, Buddhism has been well received because of its
nontheistic approach (Bruce & Davies, 2005), and has been described as a Buddhist psychology,
a philosophy, or a science of the mind. Regardless of one’s spiritual and religious orientation,
individuals can, through direct experience, come to understand knowledge espoused within
Buddhist teachings (Analayo, 2003).

There is an experiential base to mindfulness and palliative care nursing work.
Consequently, as much as I draw on and dialogue with-in Buddhist conceptualizations and texts,
nurses in this inquiry are enacting knowledge only partially informed, if at all, from those spaces.
As part of their professional practice roles, they express their impressions of mindfulness in
relation to compassionately attending to others in their caring roles (as well as to themselves—as
is central to this discussion). In this way participants, through their experience, have something
to add to the wider field of contemplative scholarship, as they practice palliative care nursing as
mindfulness. This practice is uneasy; expressed by one nurse as a long hard journey, and by
another as very, very hard. The situations encountered are phenomenally challenging. Attending
with compassion and presence through these experiences seems to require from nurses in this
inquiry a capacity to approach not only the suffering of others, but their own embodied
discomforts in the process. Similarly, widely documented in the literature is a perspective that as
nurses’ care for others they meet their own humanity (Boston et al., 2001; East et al., 2019;

Ferrell & Coyle, 2008).
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Transforming through discomfort — in body

In this inquiry nurses show, as is discussed by contemplative practitioners and teachers,
that mindfulness can surface and challenge internal states and past histories that may otherwise
remain underneath conscious awareness (Halifax, 2008b; Kabat-Zinn, 1990/2013). In particular,
palliative care nursing as mindfulness is a rich context from which to practice learning to be with
embodied vulnerabilities. As humans, being what we are, we seem to want to know what it’s
gonna be like when we get there [to dying] . . . that is an unknown and we don’’t like not
knowing. Navigating uncertainties and the existential dis-ease that arises within palliative care
situations is, as has been established, a relational and embodied practice. In conversation with
Erika, she circles back into a theoretical discussion of that line between caring for self and caring
for others:

that line? (big exhale out) [ think it becomes fuzzy once in a while . . . like when

things become too hard, too heavy on the heart or a situation. I come home, and [

do talk it out with my family. Or I say, ‘you know what, I've had a rough night’ or

‘it’s been one of those nights,” and my kids know automatically — ‘oh I'm sorry’.

And they do, they give me that hug, they give me the space I need just to breathe. 1

talk it out with my friends, my nurse friends if it’s that heavy, just to talk the

situation out, to get it out and off. And I relive the situation in my head until I can

get it out, breathe it out, meditate on it, or cry on it. And not let it go back into the

next person. So, I say there’s that line, but there’s different steps to that line.
This dynamic and shifting /ine shapes what seems to be an ethical comportment through an
embodied sense of oneself. Working with this line during, as well as before and after clinical
practice, supports Erika’s intention toward caring from a place of being ‘centered’. Other nurse
participants used different words, pointing to what may be a similar experience within; that is a
sense of “balance”, “grounding”, or “clarity”, even as suffering and strong emotion surface.

However, for nurses in this inquiry, embodied practices are also shaped by larger social

narratives about mindfulness. Language embedded in the first ‘mindfulness-based stress
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reduction program’ (Kabat-Zinn, 1990/2013) reinforces a prevalent narrative in health care.
Under the guise of stress reduction, the assumption often made is that mindfulness can smooth
out difficult experience, or rather that it can be a magic bullet. The expectation being that like
other treatments within a bio-medical model it can ‘fix suffering’—both our own and others’,
bringing ultimate symptom relief. However, from a Buddhist theoretical framework mindfulness
is taught as a method in which one learns to be with and open to suffering. The ability to
acknowledge suffering or discomfort as it is present in one’s experience is essential to its relief
(Bruce, 2012; Halifax, 2008b). When mindfulness is practiced solely as a tool for symptom relief
or self-help, it can lead to experiential avoidance (Amaro, 2015; Monteiro et al., 2015); from a
decontextualized frame of reference it can “circumvent many of its potential benefits” (Bruce &
Davies, 2005, p. 1341). Thus, discourses of mindfulness that speak solely toward ‘stress-
reduction’” may be limiting its application within in the context of palliative care nursing practice.
Attention to discomfort and embodied vulnerabilities that can arise in the midst of
mindfulness practice are only mentioned in passing, or not at all, within many research reports,
calling some scholars to study the less-represented challenges that people experience with
mindfulness and meditation (Britton 2019; Lindahl et al. 2017; Treleaven, 2018). For one
example of a study that touches on this phenomenon within health care, Irving et al. (2014)
report in a grounded theory study of a mindfulness-based medical practice program that some
health professionals who participated in the course experienced ‘distress’. While mindfulness
was not the cause of the stress, the practices put participants in closer contact with their internal
experiences ranging from “discomfort to more intense anxiety.” One person in this same study
described what they experienced as ‘tension’, ‘jitteriness’ and ‘nerves.” Brown, Ryan and

Creswell (2007) caution “that there may be circumstances in which too much reality contact may
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be detrimental to well-being. For example, attention to physical or emotional pain may initially
worsen the subjective experience of it” (pp. 229-230). Nevertheless, mindfulness can also be a
source of strength and insight to (learn to) be with dis-ease and suffering (Analayo, 2019;
Halifax, 2008b; Treleaven, 2018), and can thus be an antidote to the destabilizing effects of these
states (Amaro, 2015). Analayo (2019) offers direction to find a middle ground between what
some suggest are adverse effects of mindfulness meditation and its value, citing another
contemplative scholar in the field to make his point:

Adopting such a middle path position can help avoid that the important concern to

raise awareness of potential drawbacks does not go overboard and result in what

Voros (2016, p. 78) has described as a possible: “shift from the mythization phase,

in which mindfulness is presented as panacea for all the ills and evils of

contemporary society, to the demonization phase, in which it will be stigmatized as

something too unpredictable and hazardous for clinical purposes.” (p. 2183)

As palliative care nurses practice mindfulness alongside caring for people through intense
experiences, which can evoke internal states of discomfort as well as existential questions about
life and death, is there a middle path they can walk?

Nurses in this study sought to be ‘grounded’ in body (named earlier as ‘centered’ or
‘open’) where their way of caring for others, and ‘right’ and ‘wrong’ movements within those
situations, came from being connected experientially to their body as a frame of reference; one
nurse expresses that really knowing your signals in body is an important part of navigating
moment-to-moment practice in palliative care:

And recognizing that, oh my heart’s starting to beat really fast or I'm starting to

breathe a little bit quicker. It’s like, ok, you're getting pulled into this. Don’t. So

being able to take a couple of deep breaths and put yourself back into where you

need to be to help. To not ... get drawn into the drama or the sorrow. Whichever

end of the spectrum that you 're at.

This practice requires not a way of being that transcends or relieves one’s connection to

discomfort, but a way that learns to be with and care from within it. Whether or not we name
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these experiences that nurses encounter, and what arises within them, as trauma, tensions, or
signals, the significant unease that can inevitably arise in palliative care work needs to be
acknowledged. Further, it seems important not to bypass embodied discomforts that are part of
practice, but rather to understand how nurses are working directly with them, both individually
and collectively. How do we navigate these internal states that arise to expand our individual and
collective capacity to be grounded, clear, and responsive to the dynamic and changing needs of
individuals and families we serve?

Mindfulness has been named by many in the field as a transformative process in motion
(e.g., Amaro, 2015; Purser, 2015; White, 2014). Grossman (2015) suggests, “although many
interwoven skeins are involved in its definition, mindfulness, within the broader, contextualized
Buddhist framework, also constitutes an embodied ethical act, process, and practice” (p. 17,
emphasis in original). One perspective on mindfulness is that it is a ‘liberative and
transformative process’ (Purser & Loy, 2013). However, none of the nurses I spoke with directly
named a motivation to practice to experience freedom in an ultimate sense. There was, however,
a desire to learn and expand their ways of being (free) within their bodies; in this way space was
open to, or made, for the purpose of caring well for others, and to support their own well-being
in the process. As a result of a horrible and demoralizing situation—all the way around that one
nurse experienced, it put her on guard about being present, and being mindful, and being a
witness. Her interest led her to consider “how can I be helpful from that which comes from within
and from what’s been learned.” And, over the years, she has been able to clarify it and learn
more; yet this inquiry continues to be at the center of what she is interested in:

How to be more present with the people I am with, and more quiet, allowing their

space and their emotions and their work to happen without interruption. And yet
be of use to them because they are calling us for a reason.
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A found poem!8 created from a conversation with Alice also exemplifies a process that is drawn
upon to find space in body:
Without Making Space

We can't actually do our work well
It's hard work and it takes practice.
A lot of different stimulus arise.
Life - it's full of human emotions,
It's full of attachments,

Full of judgments,

Full of how we think things ‘should’ be.

And then - it's like
- ‘'OH’ -

Catching yourself.

If I can listen well,

I can make space.

I can do something that can help.
Knowing,
It's going to be hard,
It's going to be difficult,
And being prepared for that.

While this reflection on mindfulness practice points to an individualized practice, nurses
in this inquiry expressed how particular settings could support or constrain their approach to
practicing with-in body. In response to the systemic challenges participants encountered, a micro
politic of being aware of and acting to resist institutional norms that limit approaches to care
were heard in some of the stories nurses told. Such acts of resistance also require a capacity to be

with discomfort. For example, Tina works within and challenges systemic forces in her setting

by letting people know they have choices in how their care is going to look; making it about

1% At times, as another form of dialogical engagement with participants and their perspectives
and stories, I rendered their words into poetic form. In qualitative research creating found poetry
is a common method used to dwell with-in and explore diverse perspectives in the data,
including aesthetic qualities, and subsequently to convey this in representation of the research
(e.g., Butler-Kisber, 2002; Prendergast et al., 2008; Walsh, 2018).
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them, recognizing that it is not about the institution or the structure that we are forced to work
in. The structure that I believe was largely conveyed by participants was related to working
within organizations where neoliberal norms and ideals and individualistic frames of reference
were predominant. These environments are posing a risk and co-opting intentional ways that
nurses were seeking to embody and transform their practice of palliative care nursing as

mindfulness.

Neoliberal & individualistic ideologies at work

Our work is highly politicized at the moment and the working of the institutions are

a huge part of what happens when I am in the office . . . when you work that much

inside an institution — you can’t help be drawn into the politics. . . . As the money

becomes tighter, more and more our direction is to go fix a symptom, and run, and

go and fix another symptom.

In addition to the quote above, a nurse from this inquiry expresses concern about the
palliative care environment she works within, as well as the leadership who are “not very
supportive of our desire to practice not just ‘needle medicine’, but wholesome support for
people.” She reflects further, that mindfulness, mindful practice, spiritual care, spiritual support,
and other forms of adjuvant treatment have not been well integrated where she works, or are not
in the western medical model. Hospice at one point was quite open to all of it. But layer, by
layer, by layer, she sees them closing the doors due to financial constraints.

“It matters much that we give ourselves with our pills” (p. 106), says Worcester in 1935,
as cited by Dame Cicely Saunders (2006), a physician, social worker and nurse. Saunders (2016)
also cites two patients in her writings: One who says to her, “I only want what is in your mind

and in your heart”; And another who expresses gratitude for her approach to caring, saying,

“Thank you. And not just for your pills but for your heart” (p. 22). While compassionate ideals
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have been carried forward historically in palliative care approaches, as emphasized in the nurse’s
concerns above, they are not institutionally always supported in-to action.

As palliative care philosophy integrates more and more into a Western medical paradigm
it is experiencing “diverse forces of technological, pharmaceutical innovations and expectations
of families and patients” (Bruce & Boston, 2008, p. 55); As a result, “technology, efficiency, and
medical intervention” (Boston & Bruce, 2014, p. 291) are influencing the way palliative care
nurses are caring. In addition, the active treatment model emphasizes control and a ‘fix it’
approach to care, often reinforcing these innovations. So too within nursing education and
practice, similar forces are at play. Austin, Brintnell, and Goble (2013) caution, “as scientific and
technological knowledge increasingly dominates curricula, less attention is paid to the
development of the professional self and to the embodied knowledge that enlightens
compassionate action” (p. 185). In these educational and practice settings questions arise as to
whether or not enacting mindfulness as a holistic and relationally embodied ethic of care is
possible. Not only this, an important question to reflect upon is how structural forces within
palliative care settings are habituating nurses (and their bodies) in their practices of caring.

Building on an argument by Purser and Loy in 2013 wherein they expressed that
consumerist ideals were shaping a movement toward ‘McMindfulness’, Walsh (2016b) extends a
‘meta-critique’ questioning insidious narratives of, and approaches to, mindfulness that are now
prevalent within society. Within Walsh’s reflections he calls for ‘critical mindfulness,” in the
understanding that “modern mindfulness practices that present themselves as universal practices
for individual stress reduction and self-improvement are popular among people and institutions
in large part because they internalize neoliberalism and offer practices for discipline and control”

(p. 156). Neoliberal agendas that underlie much of health care (Browne, 2001; Bruce et al., 2014;
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Duncan et al., 2015; Perron & Rudge, 2016) can reinforce ‘doing more with less’, lead to an over
reliance on technology over human caring, and perpetuate individualist notions where people
internalize their situation as something that arises out of personal problems. As a result,
recognition of how cultural and social practices are influencing people, and how important
community and social supports are toward overall well-being, get overlooked. Robin’s reflection
conveys this predicament well:

We have a part-time social worker and a part-time minister. We have no

psychosocial support at all. So, occasionally after a really difficult situation we will

have a get together and try and talk about things. But generally speaking, we are

left to move on from one patient to the next, pretty much on our own.
Similar arguments are made within nursing, where the holistic practices we espouse to enact
have been diluted by placing the onus of health and well-being on people as a self-responsibility
(Boschma, 1994). Some participants express value in practicing mindfulness within a
community; for example, one nurse feels supported through:

a lot of different people and resources we can reach out to if we feel something’s

up in us—to re-center ourselves, to let something loose, to grieve ourselves, or to

do that extra self-care. We do have that backup, always, which is nice, and I know

a lot of people don’t have that.
Purser (2015) makes an appeal to those engaged in the ‘contemporary mindfulness movement,’
suggesting that “the heart of mindfulness is a collective practice” and this practice will be
“unlikely to take root if mindfulness is reduced to a form of ‘mental fitness’ conducted in
isolation” (p. 43).

Structural and systemic forces can habituate nurses toward an imbalanced way of being,
which influences caring practices; these challenges need to be concurrently addressed within

organizational cultures that are seeking to orient care in ways that respect relational qualities of

caring, such as mindfulness and compassion. In order to systemize their ability to respond to
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growing demands, institutional settings within palliative care, to again use words from Walsh
(2016Db), “discipline and control’ caring practices. For example, one nurse conveys how the
organizational directions where she works influence her practice:

We don’t have nearly as much time and it really bothers me to hear people say,

“well we only see them (patients and family) twice a week” and “we re not doing

a lot in there”. Well, maybe just being with them is doing something!? But you can’t

quantify that, and the workload is so heavy—how do you argue who needs you

more? It’s changed a lot. I think the moral distress people feel is huge. You know,

we just aren’t able to do what we would like to do. ... The climate has definitely

changed.
In palliative care “the benefits and contributions of psychosocial care, including listening,
spending time in silence, and simply being available and present, are not easily measured as
essential aspects of care and therefore, may be a lesser priority” (Syme & Bruce, 2009, p. 23).
Our time is being scuttered and scuttled. Such organizational constraints can lead to moral
distress as there is a mismatch between what nurses believe ought to be a part of palliative care
practice—compassionately caring for patients and families through uniquely unfolding
situations—and the contextual demands that can impinge on these values (Maffoni et al., 2019;
Rodney, 2017).

One nurse shared that they take time to formally write and submit concerns that they feel
need to be addressed at an organizational level, because caring in these conditions can come at a
great cost not only to patients/families, but to nurses themselves. In environments such as these
the body is all but lost in the landscape it is meant to walk and work within. Lundberg (2015)
argues “one of the most salient risks associated with the neoliberal discourse, aside from the

growing inability to justify group-based activities, is that we lose track of those things that fall

between the cracks” (p. 137). These cracks, she writes, are ‘multiple’. However, in short, they
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are messy and volatile bodies that are “calling for attention” (p.134). Yet, how to answer the call
when “we can no longer find words for them” (p. 137)?

Perhaps it is not solely that we can no longer find words for these experiences in body,
but rather that there are no words that can ‘capture’ its truth that is relationally complex and
continuously in flux. Mindfulness, palliative care nursing and suffering (and their intersection)
are grounded in body and experience, where the experience itself exceeds what can be conveyed
in language (Batchelor, 1997; Gergen & Hosking, 2006). Mindfulness becomes such a part of
your normal that... sometimes it’s just hard to put it into words. As Batchelor (1997) writes:
“experience cannot be accounted for by simply confining it to a conceptual category. Its ultimate
ambiguity is that it is simultaneously knowable and unknowable” (p. 97). One nurse reflects back
on her life and believes mindfulness is a way of being known to her long before she was
introduced to the word; she shares that it has “been around for probably a good part of my life
but it never had a name. It was just... and then people got talking about it. Well we talk about it
at hospice, and then it’s like oh, that’s what it is, it’s mindfulness.” Still, Shapiro and Carlson
(2009) make an appeal for the need to find a way to translate the nonconceptual, paradoxical
nature of mindfulness as an experiential process into language. Socially, as mindfulness is
encouraged within our day-to-day and work settings, we need to grow in our way of
communicating about it. However, it is essential that we also critically reflect on our narrative(s)
about mindfulness and address how the cultural settings from which it is practiced may be
unwittingly adding to the erasure of knowing (in) body.

In summary of this third turn, in the context of health care, and palliative care more
specifically, there is a growing narrative that mindfulness is at risk of instrumentalization, being

co-opted as a tool of efficiency. This instrumentalization reinforces a mindset that if a person can
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individually do their practice, stress will be reduced, well-being will be improved, and health
care practices will be fostered, and perhaps better outcomes achieved. Through their stories and
expressions, participants show that while deeply embodied, mindfulness is not entirely private,
personal or individual in nature. They are also learning about and approaching mindfulness from
different perspectives that are socially and culturally grounded. Their perspectives of
mindfulness shift over time and within community. As discussed in this turn, due to the systemic
forces at play within and around them, nurses at times struggle to practice in ways that honor
their bodies, with caring for others.

In turns four and five I will continue discussion toward palliative care nursing as a
mindfulness practice that is an ethically and relationally embodied practice. In Turn Four, where

we walk next, I continue with a focus on mindfulness as a practice of being with vulnerability.
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Reflective pause: Centering in an un-knowing body
Today ( wmet with [a mentor/counsellor]. integrating fear-body. The panic. Seeing it
through. Breathing... as it shakes and moves. And stories arise. We don't stay with them
so much, but they are there... and occasionally | speak them, and she listens, as a way
Lnto the energy of what is longing to be hear (t)d.
(Reflexive jowrnal, after counselling session, Dec, 2017)
Soften tnto me
The body is most intelligent
(Reflexive jowrnal, after a meditation practice, Sept, 2012)

After walking a cireuitous path, [ arrive at the center and sit down. Pausing, |
soften into experience . . . and Listew. There is a sense of spaciousness here. With a
receptivity that includes body, inter-connections in experience become clearer.

The heart makes regular appearances in personal writings alongside other
embodied expressions. Related to a story that accompanies me in analysis,  write: “Iit
seems emotions cateh in my throat regardless of how many times { return to this story.
Noticing the need to breathe into my heart, which has a visible ache. And soften my jaw,
which clenches...” inquiring from with-in body takes practice. Sometimes, a mentor
offers a supportive presence to stay with what is arising; particularly experiences of deep
grief and tremors that shake the body's foundation with fear of the unknown (anol
intensity of sensations themselves). Yet, this process is valuable. walking through the
research in this way, there is a learning to inquire from body’s (heart) center—a
nurturing of tnner kinowing—that creatively guides further into uncertainty.

n meditation at the center, Listening, a volce from within comes through offering

direction: “The process itself teaches Your heart to lead . . . and that is enough in the end.”
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Turn 4—*“You still want to have a tender heart”: Embodied vulnerability

19

Transformation

Nature is such that we’re born, we live, we die.

19 Guided by artist and educator Linda Weech, I created this piece at a day long workshop she
facilitated: ‘Sowing Seeds of Creativity and Well-being’ (Saturday, Feb. 23", 2019). Alongside
images that I cut out of National Geographic magazines, I also clipped out the words: ‘Nature
changes everything’, ‘seen’, and ‘unseen’.
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One night, there was a fellow in his fifties, and he was dying. We had a pretty good,

friendly relationship. I was helping him with the medications and waiting for the
medications to take effect. And he said, ‘am I dying?’ And all I said was ‘yes.’” And

he was like, ‘thank you. ... Thank you for telling me.’

‘What does that mean to you - dying?’ Candice ponders out loud while telling me about this
intimate and poignant exchange. She reflects further, “some people are like, ‘just tell me.” And
then I can give the most direct, clear honest answer, and we can have a talk about it, if that is
appropriate, or feels right.” This situation made a big impact on Candice — thinking about how
to respond to these questions. How to respond? As another nurse reflects: “We only have the
moment, so how do you make the moments really matter?”

For Jen, in her practice, it is a sense of interconnectedness that guides action. A nurse in a
caring practice such as this might experience, like one who reaches the center of the labyrinth, a
world where “splits and divisions disappears for a few contented minutes. The seeker enters a
nondualistic world, where clear thinking through the channel of intuition has a chance to emerge
from deep within” (Artress, 2006a, p. 65). Palliative care nursing as mindfulness, within this
frame of reference, is sacred work. While there are many ways that sacredness can be defined,
one perspective is that it is “where the invisible world touches the visible” (Artress, 2006b, p.
37). From this ‘space’, self-other, mind-body (heart-and-mind), and socio-cultural considerations
can be relationally known and support navigating an uncertain practice.

In this fourth turn, and the next one, I dwell in, and circle around, the ‘center’ of the
labyrinth, what might be considered here the ‘heart’ of palliative care nursing as mindfulness.
“Reaching the center of the labyrinth represents reaching the center, not only of our own hearts
and spirits but of the goal we seek” (West, 2000, p. 6); an aim for nurses in this inquiry (and

more broadly in the literature), as discussed in previous turns, is to compassionately care for

people through shifting moment-to-moment experiences of living-dying; a continuous practice of
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being with uncertainty. For participants, meeting this moral intention is rooted in a self-
awareness practice. As a clinical leader, one nurse encourages those she works with to consider
“What is it that you bring to the table as a healthcare provider in your interactions?” Based on
the stories and perspectives nurses share, mindfulness in palliative care nursing seems grounded
within an un-knowing body. However, there are also ongoing situations that touch their
humanity, thus affecting relational ways of being and a sense of clarity they seek to embody to
guide compassionate and caring actions.

Within palliative care nursing practice, one nurse says, ‘we are very body aware. Always
self-aware.?° This attention toward self-awareness within nursing practice is not new, and has
been recognized as essential for nurses in their professional practice roles within health care in
general, and within palliative care specifically (Chinn & Kramer, 2011; Doane & Varoe, 2015;
Kirkpatrick et al., 2017; Paterson & Zderad, 1976; Wright & Brajtman, 2009). Also, nursing
scholars have long discussed the value of aesthetic knowing by which nurses move into action
through wisdom guided by relationship to self in body (Bergum, 2003; Carper, 1978; Chinn &
Kramer, 2011; Gadow, 2013).

Attention to self-awareness and embodiment in nursing predates explicit discussions of
mindfulness within the discipline; thus, engaging with-in an embodied sense of self is central to
our moral ethos and caring practices in nursing (Carper, 1978; Draper, 2014; Benner, 2000;
McDonald & Mclntyre, 2001). Despite this emphasis within nursing, embodiment and

approaches to being with suffering and uncertainty with-in-body remain largely undeveloped

20 The nurse who offers this turn of phrase discusses embodied self-awareness at subtle to gross
levels. For example, how she chooses to sit and place her body on the furniture while with
patients, to more subtle practices related to if and how she touches a patient, as well as to her
experience of breath and heart rate before/during/after clinical situations.
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(Gadow, 2013). Draper (2014) writes that within nursing, we need to re-turn to the corporeal and
recover “the ‘heart’ of nursing”. She argues, “for nurses to execute meaningful, person-centred
care, an integrated view of the body and embodiment is required” (p. 2239). Exploring
mindfulness as an “embodied reflexivity” (Pagis, 2009, p. 269) grounded in sensations of the
body, or a “somatic language” (p. 278),?! can help in bridging this gap. This exploration of how
mindfulness supports embodied knowing in palliative care nursing can thus add to a growing call
within the discipline to epistemologically and pedagogically engage in an ethic of discomfort.
This engagement can help address ways of being through the highly relational work that nurses
do across complex health and social settings (Hudson & Wright, 2019; Perron et al., 2014).

A dialectical relationship of self-in-body, I suggest in the first section of this turn, is
conveyed by palliative care nurses, showing that the heart of their mindfulness practice appears
to be somatically based—a holistically embodied practice of vulnerability, where nurses move
with open receptivity into complex situations. In the second section, I reflect on challenges—or
entanglements—that surface for participants in their practice which influence their relational
practice and embodied sensibilities. This fourth turn is preparing the way to the fifth one,
wherein I discuss somatic methods of self-awareness and care that nurses draw on to cultivate
capacities to be with strong emotion and suffering, and to nuance relational understandings.
These methods create relational spaces to compassionately care for self and others through death

and dying.

2l Somatic orientations are concerned with the corporeal body and its sense perceptions. Western
conceptualizations of the senses include five: tasting, touching, smelling, hearing, and seeing.
Within a Buddhist psychological framework thinking is included as a sixth one (Ekman et al.,
2005; Varela et al., 1991/2016). I use the latter framework of six senses when considering
somatic experiences in body; this can help to close the perpetual divide that is re-created between
thinking and feeling within nursing discourses.
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Holistically embodied mindfulness

Like all nurses who participated in this study, Heather’s stories bring forth a sense of her
own vulnerability. In one such story, she describes working with a fellow, this big burly guy; a
kind person she got a real kick out of getting to know. Seeing herself becoming attached, she
reflected on the need fo be mindful, acknowledging it was going to be a tough one when he gets
really sick and dies. Understanding and being aware of how she is with patients and family is an
important aspect of her mindfulness practice. For instance, the close connection Heather has to
this particular person is evident as she tells the story of being with him, and his wife, as his
illness progresses:

He’d just had surgery. He had some problems with it, and he had this really sore

spot. He could hardly move, and the doctor was looking at him. His wife was sitting

there as he was calling out because it hurt so badly to move. [ was almost in tears

because I felt so bad for him. I thought, oh this... it hurt! And then I realized I've

known him for a few months, his wife’s sitting here, how hard is it for her? So, 1

just reached over, and I held her hand while he was bouncing and groaning... And

she started to cry. She probably wouldn’t have cried if I hadn’t held her hand. But

1 thought, she needs to know that I recognize that ‘this is hard for you to sit here’.

1 think she needed that too, just that recognition. Because that was really hard. But

again, [ was caught up in the moment thinking how hard it was to watch him. And

then I realized, wow, put it into perspective. I've only known him for a little while

and this is his wife. So yeah, she knew I cared that way, you know? I didn’t have to

say anything more, she knew.
In this story of being ‘caught up’ or entangled, Heather—suddenly, like a flash of insight—steps
back from the intensity of feeling into clear seeing of a bigger picture—how hard it must be for
this woman—the patient’s wife. This realization leads to a spontaneous reaching out, without
words, to compassionately hold her hand. This flash of insight could also be seen as Heather
acknowledging her own suffering, and through that recognition, in body, her perspective shifts.

Expanding in awareness she is able to gather together “scattered particulars into an experienced

whole for the purpose of seeing what is there” (to use Carper’s words from 1978, p. 17), which
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then informs her choice regarding how to move and act within the situation. Analayo (2003)
suggests that with mindfulness one is able to “carefully gather information” in a non-reactive
way and “thereby [prepare] the ground for subsequent action” (p. 53).

To counter well grooved ideas of mindfulness reinforced within the literature, Ajahn
Amaro (2015) offers a conceptualization of ‘holistic mindfulness’ which is ethically embodied
through “unentangled participation in the field of all experience” (p. 70). This practice and
process can be seen in Heather’s story, whereby a sense of holism is engaged through her way of
being in body; noticing herself within a narrow view of the field (specifically, her own feeling of
discomfort while witnessing her patient in pain), she is able to re-orient into a wider perspective.
Mindfulness as a process arises, in part, through the ways nurses in this inquiry recognize their
own discomfort and suffering—places of entanglement and disconnection with-in self and with
other. “The first great discovery of mindfulness meditation,” Varela and colleagues (2016)
propose, “tends to be not some encompassing insight into the nature of mind but the piercing
realization of just how disconnected humans normally are from their very experience” (p. 25). In
connecting with experience as it is, mindfulness also nurtures an opening, like it did for Heather
to see the situation from a wider lens.

In this section, I discuss mindfulness as a practice of embodied vulnerability, through
which nurses are opening up ‘space[s]’ to navigate relational particulars from an awareness
practice rooted in their bodies. Tina expresses the value of honoring a knowing-in-body as she
shares an experience of encountering complex and strong emotions with a person who had
arrived to see a family member who was dying:

I can put myself back in that room and feel the tension... the whole room just got

almost prickly when he walked in. It wasn’t just me. You could see the whole—'oh,

there’s something going on here.” Those unspoken words that you just sort of get
that inner sense of ... yeah, they call it nurse’s intuition, but I think everyone has it.
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It depends on how much you pay attention to it, to how much it can impact your

actions. And it was one of those, yeah, I need to be a little bit guarded here, there’s

a shift in the dynamic. And just sort of paying attention to that and not squashing it

down.
In conversation with Jen, she too reflects on the need to be in tune with body as part of her
practice, and recalls caring for a man imminently dying and hemorrhaging from his mouth, as his
wife sits present at the bedside:

To be open to a situation like that, and be there, and stay there, and as much as it

is obviously distressing for the wife, it’s distressing for anyone. So, to just, be there,

and have those feelings arise too, but be able to carry on with your work.
Asking Jen further about the feelings she had in those moments, she shares:

Well, there’s always going to be like ‘oh my!’ this person is bleeding to death!’

Kind of like — ‘hello!” ‘Aaahh!’ Like—blood equals a reaction, right? But like

anything, being aware of that, but choosing — being able to say, ‘no, we’re going

to do this.” And in that situation being a bit direct — you know, clear, concise and

being able to think quickly.
Aspects of embodied experience—felt sense, emotion, and thought or cognitive capacities—
come together to inform Jen’s practice that is relationally and ethically grounded in body. She
finds herself able to move with a sense of clarity into action based on the needs of the situation.
Like Jen, Alice describes the quality of the space when practicing mindfulness as clear. She also
contrasts mindfulness—where heart and mind come together—with a habit pattern in body to be
led by her thinking mind: “/ think I hold so much in my brain. So, [mindfulness], it's almost like
my mind and my heart ... are together. And actually, my brain moves to my heart more.”

This way of embodied observation includes, as Jen’s story above shows (as well as
Erika’s from Turn Three), an undivided mind and body, which can inform ways of caring in
practice. Wright and Brajtman (2011), drawing on the work of Schultz and Carnavale, speak to

the significance of embodiment in palliative care, suggesting that “as nurses, our moral

understanding of health experience derives not only from rational thought but also from the
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bodily cringes we feel within ourselves when we touch another in pain” (p. 26). Varela et al.
(2016) propose that embodied (mind-body) reflection ““is not just on experience, but reflection is
a form of experience itself — and that reflective form of experience can be performed with
mindfulness/awareness” (p. 27, emphasis in original). To use Tina’s turn of phrase again, an
‘inner sense’ can impact your actions. However, it depends on how much you pay attention to it.
Yet, cultivating the ability to stay in mind and body while outwardly responding to the needs of
others is a complex practice. There are times nurses in this inquiry find themselves, for various
reasons, drifting away from the immediacy of the present moment.

As one nurse describes, “the situations that we walk into are intense, and they need to be
with the patient and with their family. And when I get distracted and come back to myself, there
is a very positive feeling to that, because I function better then too.” Bruce and colleagues (2011)
describe similar palliative care experiences for clinicians that require engaging in
‘groundlessness’. That is, “a time and place of raw experience and frayed emotions” (p. 3),
which “requires effort and moment by moment decisions about whether, how, and how much to
engage at any given point in time” (p. 4). Nurses in this inquiry are seeking to practice from a
space and place in body that was ‘open hearted’, ‘centered’, ‘clear’ and ‘grounded’. Their
bodies seem to offer ground(ing), in the midst of caring through moments fraught with relational
complexity and uncertainty. The intention, as Erika describes it, is to be “centered enough not
Just to listen but to hear—whether it is silent in the room or not—hear what those needs may be.
And if you have clouding from something else, you might miss something subtle that is actually
very important to that person.”

In Buddhist philosophy and practice, the body is a foundational point of reference for the

study and practice of mindfulness. In Amaro’s (2015) conceptualization of holistic mindfulness
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the body is central to this way of being and guides moral action. He draws on Sumedho’s (2014)
work describing a framework where ‘right” and ‘wrong’ mindfulness is not oriented from outside
of oneself, but rather is known through an experience of one’s sense of being “upright,”
“attuned” or “balanced” (cited in Amaro, 2015, p. 64). Language that participants use to describe
being present is different, yet it seems to echo a similar internal experience that they are seeking
to practice from within. Moving from a sense of balance, as Amaro (2015) writes, “it is the
disposition of the practitioner to act in ways that bring themselves and others the greatest ease
and that cause minimum distress” (p. 66). For participants, their inner knowing of being in (or
out of) balance appears as a significant way they are morally guided in the work they do.
Nonetheless, there are times participants notice, like Heather, being ‘caught up’. Offering
a range of diverse expressions and stories, they seem to be drawn into (or away from)
experiences in a myriad of ways, and part of their mindfulness practice is being able to notice
when this happens. “Moments when I am not present are numerous,” says one nurse with a
smile, while also hoping that “they are of shorter duration.” In the next section of this fourth
turn, I discuss where and how nurses are meeting their own humanity. Participants, at times,
catch themselves within entanglements that affect embodied clarity, and thus ways of seeing and
relating in their caring practice. These ‘snags’ in experience are unique and individual. However,
the privileging of one side of dualistic notions: self-other, being-doing, mind-body, and personal-
professional are particularly predominant in the stories and expressions of nurses in this inquiry.
Moving into the next section, another story from Heather offers one example of how binary

tensions can arise in nursing practice.
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Navigating relational entanglements

Listening as Heather speaks through another poignant story, I take out a box of Kleenex from my
bag and place it on the table. The experience she is sharing is about caring for a young woman, a
wife and mother of two small children, who is dying after a long and protracted illness. Heather
finds herself fouched as she connects with the woman on many different levels.

‘Yeah, maybe that’ she says, pausing to pull a tissue from the box. Meanwhile, in the
pause, I linger on Heather’s last words: “it feels wrong to hold myself back just because it might
hurt.”” With the emotional undertones thick within the room and within our bodies I ask
permission to continue inquiry from this place: “Could we stay here a little more?”?2

“Sure” she says. I sense no hesitation in her voice.

Building on what Heather has already shared, I reflect with her, “I think it’s
significant, the intention, allowing yourself to hurt, to feel hurt. And I don’t know if you
want to stay with that particular situation, but I’'m wondering if you’ll speak a little bit
about what that means to move within those things that come up?”

Heather continues into her memories of caring for this young woman. What she finds
hard is not doing more. One evening after her nursing shift in the community is over, she decides
to go and sit with the woman who is, by this time, being cared for in the hospital. During the

visit, the woman mostly sleeps but wakes for a short time, looks directly at Heather and, breaking

22 Methodological reflection: In Turn Five I discuss how nurses in this inquiry value of being
aware of, and respecting, embodied boundaries and changing capacities to work with strong
emotion, and to pause and adjust when they are meeting those edges. Similarly, in the interview
process I sought to respect both moving with participants, while being aware of times where I
perceived we may be moving toward an ‘edge’ of discomfort. When I perceived moments to be
unfolding like this in the interview process, I sought permission to proceed forward, as is
demonstrated in this conversation with Heather.
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the shared silence between them, asks: ‘Heather... Am I a bad mom?’ Heather recounts what
unfolds next between them:

I asked in return, “why do you think you're a bad mom?”” And she said, “because

I can’t do this with my kids right now? Am I bad for not wanting them to be here

with me?” And I said to her, “you are dealing with this cancer that’s all over your

body, you're dealing with your arm not working now, your legs not working now,

you're dealing with nausea, you're dealing with this tube that’s going into your

nose that’s trying to empty your stomach for you. You have little ones that like to

pull the tape and pull the tubes. They don’t understand that your stomach’s sore.”

And I said to her, “if you can’t do the mom thing right now, that does not make you

a bad mom. That makes you human.” I said “it’s ok. I think you're a wonderful

mom. You've got great kids.” And then she went back to sleep. The fact that I was

there, maybe she couldn’t ask that to someone else. But she was able to ask me. 1

was sitting there because I needed to be there, but then when she asked me, 1

thought, well, maybe she needs me too a little bit. You know, maybe I was just the

right person to ask that question to.

As Heather draws toward the end of the story, she reflects back to the idea of feeling hurt and her
choice to share this experience with me: “I’'m just human and that’s part of being human—it’s
alright to go to those places. So yeah, I think that’s probably mindfulness as well.” In this story
Heather also draws parallels with her own life; the woman is around the same age as her
daughter, and the woman’s children are similar in age to Heather’s grandchildren. The way
Heather works within experiences such as these is to bring it back, once again, to self-awareness.
“I knew that self was getting too involved, it was touching too much . . . So those are times that
I’'m very aware of myself.”

Foregrounded in the expressions and stories of nurse participants is the centrality of self-
awareness in their mindfulness practice. Mindfulness at work includes ‘being aware of who I am
there’. Drawing on the work of ethicist Carol Gilligan, nursing scholar Ferrell (2005) writes,
“those in caring relationships struggle to balance professional detachment versus intimate

attachment and recognition of the self in that relationship” (p. 86). To navigate the relational

aspect of their work, one nurse reflects, “Before you step into a room, or speak with a patient or
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family, you need to be very mindful of where they 're at, and where you re at.” Thus, participants
seem committed to cultivating, and engaging from, this sense of self-awareness (somatically),
while also acknowledging ongoing challenges to traversing boundary lines between self and
other. Participants’ struggles mirror those documented in the literature (Austin et al., 2006;
Hayward & Tuckey, 2011).

When situations become difficult and one’s own vulnerability is evoked, the tendency
can be, at times, to move away from the experience. For instance, one nurse shares, “/ have to
admit that sometimes I'm not—it’s too hard to listen to a lot of terrible, experiences . . .
someone else can hear that sad story.” Or as another nurse says, in some moments it is hard, and
you want to run away, you want to abandon people. In the literature there are many reports
documenting how nurses navigate relational aspects of their work through hypo-engagement
strategies (Blomberg & Sahlberg-Blom, 2007; Chang et al., 2006; Desbiens & Fillion, 2007;
Timmermann et al., 2009) wherein nurses avoid or distance themselves from situations and/or
person(s) within it. At times, there can be little capacity for nurses to feel with and for the other.
Indeed, there is a common line of concern we hear within nursing circles when nurses are not
able to feel anything at all; if you didn’t feel anything, I'd be worried as a caregiver.

At other times a hypervigilant or doing mode may become the modus operandi when
relating to others in clinical practice. Hyper-engagement strategies are another approach adopted
to navigate difficult experiences nurses encounter in their work (Back et al., 2015; Breaden et al.,
2012). As a nurse you want to be more active somehow. That can be the downfall of nursing, you
want to be doing things, not just being with someone, but you have to be able to do both. This is

also the challenge for Heather in the situation above. What she finds hard is not doing more.
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Heather knows she is the nurse, and for that situation she has to also step back and let them be a
family on their own.

For some nurse participants, seeking a balance between doing and being is ongoing. As
one nurse says, “I can step away from wanting to fix everything. And I would not offer
medication unless I am asked, but that is the work I do. I can consciously step away from it. But
in the background, that is what I do. I fix complaints.” As Delgado et al. (2017) report in an
integrative review of nurse resilience in relation to the emotional labor of nursing, several papers
show a pattern of relating wherein nurses focus on the “physical/technical aspects of nursing care
... as an emotion-distancing tactic to manage feelings of fear, distress and worry or feelings of
failure and loss of control in relation to patient/family interactions and/or care outcomes” (p. 84).
At times this tension can be heard in the expressions of nurses in this study, where focus is on
pharmaceutical interventions to alleviate another’s discomfort. “As a hospice nurse,” Jen
reflects, “you can get into the idea that you want everyone to be perfectly comfortable all the
time. And a lot of people don't want to be!” In Jen’s practice, one of the ways she navigates this
tension around caring for others through suffering in ways they guide is “being aware as a nurse,
am I doing this for me, or am I doing it for them?” 1 wonder, reflecting on Jen’s statement, if
what may be conveyed here is an idea that when a nurse can successfully act to relieve the
discomfort or experience of suffering in another, they no longer—in their own empathetic
connection with them—have to feel it within themselves. Or, perhaps the social pressures to ‘fix’
suffering are so ingrained in nurses’ professional identity, particularly as can be reinforced in

palliative care initiatives, that there is a habituated desire to alleviate ALL suffering.
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Encountering suffering, other participants also share tensions between self/other and
personal/professional boundary lines, where presence and space (or distance) in the relationship
are paradoxically needed:

We’re there on the sidelines to help, if needed. Right? If somebody doesn’t want us

anywhere around, they just want to be peaceful, or suffer, that’s their own journey.

It’s not ours. So that separation is huge.

Watching people in grief — it's not your person, the person that’s dying isn't your

person. One of your main people. So, you can be sad that they are dying, but it's

not your grief. It's sort of similar with symptoms, it's difficult to watch, but it's not

your pain, it's not your suffering. And just trying to be aware of that.

I’'m not the one who's losing someone I love. The big hurt is their hurt. But in

witnessing their hurt I feel a part of that. But it’s not about me. It’s about them. So,

1 feel I have to keep my hurt aside. So, I don’t know what I do with that.

A relational ethic within nursing includes “a fine balance to allow sensitivity to another’s pain
(the embodied reality of the other person) while being true to the reality of one’s own
embodiment as separate and distinct” (Bergum, 2004, p. 494).

For mindfulness to be “genuinely holistic,” Amaro (2015) discusses, “there will
necessarily be a skillful connecting and working with experience, rather than avoidance of it or a
reckless absorption into it” (p.66). However, within nursing we see narratives of mindfulness in
which conceptualizations presented as valuable in our approach to caring are about being a
‘detached witness’ (O’Haver Day & Horton-Deutsch, 2004; as cited in White, 2014). This
expression, denoting separation, can limit understanding of an active component of
mindfulness—engaged participation. In further consideration of holistic mindfulness, Amaro
(2015) writes:

In the process of developing this quality of insight, schools of Buddhist meditation

frequently use such terms as witnessing experience, being the detached observer of

the mind or being the one who knows. Although such terms are by no means

incorrect, they can easily incline the attitude of the practitioner toward experiential
avoidance, spiritual bypassing, and passivity. (p. 66)
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Mindfulness as practiced by palliative care nurses both in this study and more broadly is not, by
the nature of their role, solely as witness to experience. They are also working to skillfully care
within that which they are witness to, where engagement with themselves, others and the
environment in which they are practicing is essential. As has been discussed here, nurses are
aware of ongoing challenges to enact relationally engaged ways of being within and between
themselves and others.

One nurse in this inquiry shares, “the space is difficult to navigate or be in when all our
attempts of openness, nonjudgment and support, are either not helpful or rejected. . . . it is really

iR}

hard to be open when you just feel like—'this isn't right’”. And then there are times, as another
nurse expresses, “you don’t really know what some of your triggers are until you go through the
situations, or you don’t really understand some of the things that are going to be hard or how
you 're going to react until you have some of those experiences.” In space(s) of caught-up-ness,
the view of a situation can become restricted, and the ability to be present from moment-to-
moment with consideration of holistic context can be(come) compromised. Yet, attention to body
can support noticing these tangles and taking steps to unravel from them. Embodied signals and
tensions seem to help nurses in this study consider ways they might be getting drawn into
entanglements; for example, as Tina says, when something unfolding within a situation requires
attention, “I’'m trying to pay a little bit more attention . . . it’s like- okay my breathing’s changed,
my heart rate’s changed, I'm fidgeting with my necklace more, like ‘is this making me
uncomfortable?’ ... so, a little bit more focus on that.”

Practicing self-compassion became crucial and interconnected with mindfulness, because

what arises within, participants’ own vulnerabilities, as has been shown in this turn, is a

significant aspect of this process. Even still, having a sense of being off center is not necessarily
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seen by nurses as failure but more often as an opportunity to learn and expand into self-
awareness, which could inform and transform their way of caring for themselves and others in
practice. The intention becomes, for some nurses in this study, 7o catch oneself sooner so that
they are able to be compassionately present with themselves and those in their care.

In summary of this fourth turn, participants seem to aspire toward a way of being in
practice that draws out an inner knowing of clarity that guides caring practices with people who
are dying and their families. This inner resource offers a sense of being grounded even as they
encounter strong emotion and uncertainty. Palliative care nurses in this inquiry share experiences
of self-entanglements, wherein perspectives on what was unfolding within experience become
narrow (or tight with fension— to use their language that points toward the body). In this way,
holistic spaces of caring include ways participants are working within their own sense of being-
with-suffering. These embodied experiences nurses are aware of become signals to honor,
expanding possibilities regarding how to skillfully engage relationally with self and other.

In Turn Five, I will further explore how mindfulness is embodied by nurses to expand
ways of being with-in discomfort. I will introduce somatic methods of self-awareness and care
that nurses engage in to catch moments when the inevitable tangles within arise, and to nurture
capacities to ‘let go’, ‘be open’, and ‘be present’ to provide compassionate whole-person care.
These somatic methods also support nourishing relational connections within and outside of the
nurses themselves, transforming perceived and enacted binaries between mind-body, being-
doing and self-other that have been discussed here. As contemplative end-of-life care teacher
Halifax (2012) advocates, to support compassionate care, alongside a clinician’s commitment

toward attending to their own suffering, there is a need for engagement in ‘non-dual’ practices.
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Reflective pause: Remembering a dialogical ethic grounded in body
How can t write from the heart
whewn | cannot feel Lt?
Flesh clenching tightly to frame
Gripping — Grasping
-Tenston-
Staving off anguish—Heart aching anguish.
-Feeling-
Takes too much effort
-Not feeling-
Depletes reserves even more.
(Words from reflexive journal)

How do | engage in research that is heart-felt? This contemplation stays with me,
and echoes Jaggar’s call from 1989 to “draw on heart as well as hand and brain” (p. 162)
within inguiries. Yet, there remain moments of being ungrounded in body—-feeling too
much or nothing at all. However, the labyrinth provides a safe space, holding wee, as |
practice letting go and integrate feelings un-veiled.

Again, and again, throughout analysis, moments when body seems to be
forgotten (or overwhelmed) arise. The Labgriwth helps normalize this process. While not
always physically resting in the ‘center’ (of body), ( can turn my gaze toward it.
Similarly, facing in various directions while walking along the path, the center is also
always visible. And then, reaching the center, sitting with open receptivity, | remember—

'Oh, there Ls body, feeling’ . . . I stay as long as needed in these pauses, connecting with

center-ing.



Turn 5—*‘Making Space’ through somatic practices of self-awareness and care

[Grounding in the labyrinth]
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Momentarily, I watch Jen touch her hand to heart as she recounts the time of caring for a man

imminently dying, hemorrhaging from the mouth, while his wife is present at the bedside (as

discussed in Turn Four). Many months later with Jen’s story and way of telling it still with me, I

watch Alice also bring her hand to chest as she speaks through an experience of caring wherein

the space feels very big.

One Child.
A big tumor
on her neck
occluding her airway.
She couldn't sit back anymore
and her mom
wanted to be home.
I knew This Kid was going to suffocate,

I went to visit...
1t felt very big

in the space...

‘This is big!’

‘This is really BIG!”
But people didn’t want to see.
Then,

Jjust noticing...
noticing the house
the air — the smells.
Watching her breathe,
Just watching her breathe... ...

Mirroring Alice, I place my hand to heart and ask: “When you first talked about that space, you

were gesturing here, and I was wondering if there's anything about here that you were gesturing

to?” In response, she shares:

I have some chronic pain - for the longest time I don't think I was breathing into
my chest. I think we should be teaching this in nursing school. Because, when we're
with people in pain, and with big emotions and things like that, I think we naturally

hold it up here.

Alice is not alone in the embodied plight that is a part of her nursing work and experience.
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It is not long into our first conversation when Robin begins to cry; strong emotion
surfaces as she shares experiences from her practice. The flood of emotional expression is a
surprise to her. After we move into other lines of inquiry and discussion, I return to this idea of
working with emotion as part of palliative care work and ask, “What do you do with strong
emotion in practice?” In response she shares that she “rationalizes it away.” Later on, in the
telling of other stories, tears come through again, causing Robin to reflect that in relation to the
emotional experience of her work, maybe she is stuffing too much. In our second conversation
together, Robin discusses ongoing challenges she is experiencing in regard to the emotional
elements of her work, and considers how mindfulness practice might support both herself and
her colleagues: “How to be able to let that go, or to carry it with less weight would be really
good. And I think for my coworkers too, if I could share that with them, that would be really
good.” Ferrell (2005) reflects upon this pattern of with-holding, personally and professionally, as
a significant phenomenon to be aware of in nursing work:

Nurses bring to the bedside personal histories as humans, as professional

caregivers, and often as individuals with years of relationships with countless

people who are in pain. How we integrate these cumulative experiences determines

our presence in each subsequent relationship. (p. 86)

The weight of it is piling up, Laura writes in follow-up via email after our one and only meeting
together. This weight is both her own and collective as her colleagues are also affected by the
experiences most recently encountered in their work and community. “Somehow you have to get
that energy out or I don’t think you 're efficient,” reflects Erika; she is particularly drawn to
mindfulness practices so as not let it go back into the next person.

In this turn, I discuss the various ways nurse participants draw on somatic methods of self-

awareness and care to ‘let go’ and integrate experiences they encounter, which subsequently

helps to ‘make space’ within their embodied experience to outwardly inform compassionate
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spaces of caring for self and others. The literature is also replete with reports of burnout,
vicarious trauma, and compassion fatigue (Iglesias et al., 2010; Maytum et al., 2004; Melvin,
2012, 2015; O’Mahony et al., 2015; Pereira et al., 2011; Rourke, 2007). This discussion can
support addressing concerns related to the detrimental impacts caring can have on nurses’ bodies.
For participants, the somatic methods suggested here, seem to support their capacities to be in
the midst of intensely embodied labor by opening up reflexive spaces that are grounded in body.
These practices are valuable in helping nurses in this inquiry to tune into their bodies; as
discussed in the fourth turn, this guides their ways of caring through complex human experiences
within which uncertainty and strong emotion are inherent.

The experience of walking the labyrinth from beginning to end helps to frame this fifth
turn. Artress (2006a) suggests that some people experience three phases in walking the labyrinth.
First, stepping onto the path brings forth a releasing or letting go. Second, reaching the center
and pausing, one is encouraged to engage in a posture of receptivity, or a ‘soft-eye state’ that
draws one inward to see thoughts and feelings. “This is where we meet ourselves” (p. 99). Third,
stepping back through the labyrinth and out into the world, one may sense “a grounded
empowered feeling” (p. 3). Taking this sense of being into day-to-day life, Artress believes, is
what many people are seeking—"a path that guides them to serve the world in an active, self-
aware, compassionate way” (p. 31). Similarly, in this inquiry nurses draw on practices that
illuminate an inner knowing of self, helping to release any holdings-within that obscure or limit
their way of being open hearted with others. In particular, their approach to pausing or slowing
down to center or ground themselves seems to facilitate an ability to attune and skillfully

respond to what is unfolding within and outside of themselves.
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These practices, in their various forms, are drawn upon by participants for the purpose of
providing compassionate and supportive care, while simultaneously seeking to honor their own
humanity in the face of the intensely relational work that they do. However, it is also important
to emphasize that the somatic practices discussed here (including the practice of labyrinth
walking) are not prescriptive but rather are quite diverse and unique from nurse to nurse. The
practices nurses draw on are different depending on the situation and how they feel. This means,
even for each individual nurse, their practices vary. Mindfulness practice, Analyo (2003)
emphasizes, is most supportive when it is tailored to personal needs and ‘one’s momentary
disposition’ (p. 25). Adaptions are thus possible and encouraged to suit the unique, personal
needs of individuals.

Like other turns, this one is divided into two sections. In the first section, I focus on
somatic methods that help meet the moral impulse toward compassion and caring. In the second
section, I continue to discuss various somatic methods nurses in this inquiry practice; the focus
of this section is related to when/where/how nurses pause, listening in-to body, not solely for
words, but for the visceral sensations present. These pauses then creatively inform what methods
nurses engage in to care for self and others through ‘the big stuff’. The ideas and stories
presented in both sections of this turn are deeply integrated; therefore, there is notable overlap
(perhaps all moments can be imbued with a ‘moments pause’?). Three interwoven story threads
are also continuously returned to within both sections, where I discuss the cultivation of somatic
methods through practices of self-care, self-awareness, and caring (with-in) community (again,

see Appendix A, table one, for a summary of these threads).
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The ‘heart’ of practice: ‘Caring mindfulness’ through somatically based methods
Personally, I tend to keep my emotions in check—mostly—which helps me cope, 1
suppose. But you don’t want to be too — yeah — you still want to have a tender heart.

You don’t want to get too hardened or tough.

The moral impulse in palliative care nursing practice as mindfulness might be expressed
this way: You still want to have a tender heart . . . you don’t want to get too hardened or tough.
Chodron (1997) advises that “when we protect ourselves so we won't feel pain that protection
becomes like armor, like armor that imprisons the softness of the heart” (p. 110). The language
of ‘heartfulness’ is being used to acknowledge caring and warmth as important qualities that
accompany mindfulness (Kabat-Zinn, 2013; Voci et al., 2019). Contemplative scholar and
Buddhist monk Ricard (2015) believes that to realize the full value of mindfulness it would be

helpful to bring the word ‘caring’ beside it.?*

This emphasis on caring is clearly present in the
way palliative care nurses in this inquiry practice, and more broadly in the literature. In this turn,
some of the somatic methods I present may appear to be oriented toward care of others.
However, upon closer reflection each approach participants draw on is preceded by
acknowledgement of, and a working with, experience within oneself.

Somatic practices and self-awareness and care can be cultivated and strengthened over
time, offering approaches that lead back to ways of attending to an embodied sense of oneself,
over and over again. [ use the word ‘attending’ here intentionally. ‘Attend’ is derived from a

Latin word meaning ‘to stretch.’ Participants seem to practice mindfulness as a means of

stretching their capacity to stay through the situations they have encountered to be caring in their

231 first heard Matthieu Ricard’s perspectives and call toward ‘caring mindfulness’ at the 2016
International Symposium of Contemplative Sciences. For further discussion see a dialogue
between Ricard and contemplative scholar Richard Davidson (Davidson & Ricard, 2016).
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practice. Also, nurses in this inquiry have varying perspectives on mindfulness as innately part of
who they are, a wisdom central to their being. They are also curious about ways to cultivate their
capacity to compassionately care through whatever arises in experience, which takes practice.

I know that I am really, really good in crisis. The more that stuff goes on around

me, I am really calm and really focused. And so that is myself in those moments.

Right? It is my strength, but it is also who [ am as a person. I worked on it. [ partially

was born with it, it is who I have always been, but I also flesh it out as much as [

can through all my years, and all my works.

You need to practice it to be good at it in the moments that are difficult, and our

work is difficult. Some people have it naturally. I don't. I am ‘passionate’ in

quotations, reactive, think on my feet, like action—and yet, I want to be

compassionate, and I want to have good communication practices, and I want to

make space for the big stuff. So, for me having a practice is really important so that

I can actually bring that to the interactions I have.
The embodied experience of mindfulness can establish a commitment to practice, even while the
practices themselves are challenging. One nurse reflects that mindfulness is 4ard fo describe and
that experiences of mindfulness draw them into thinking, “/ want is a little more of that.”

Another nurse, Cindy, finds so much meaning in her work, and so many balancing
factors. After an injury, where she didn’t work for many months, she notices being discontent
and that /ittle things irk her to no end. However, Cindy expresses, “the minute I got back to work,
the minute [ spent time with people who had real worries, I was okay. [ was my usual happy,
calm, reasonable content person.” Cindy’s account shows that palliative care nursing as
mindfulness can also help to foster a knowing of clarity and perspective. Thus, nurse participants
reflect on how formal practices (e.g., a sitting practice or yoga practice, to name two), and
palliative care nursing itself, create opportunities to strengthen a sense of knowing and being in
body with mindfulness. Therefore, in this discussion ‘formal’ and ‘informal’ practices overlap,

closing another often re-created and illusory divide that some conceptualizations of mindfulness

perpetuate. In a study with twenty-two experienced mindfulness practitioners, Machado and
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Costa (2015) reflect that “duality between formal practice of mindfulness and life disappear, and
a process of mutual influence was perceived” (p. 1443). “So, it would go really back and forth
between being prepared for work and being aware of the impacts of work,” reflects Jen. Thus,
while palliative care nursing is for some a mindfulness practice, the importance of caring for self
before, during, and after work is valued as a way to create spaces of caring in moments at work.

Cindy learns so much from her work—how to accept, how to make room, how to extend
compassion and love. Similarly, returning to Alice’s story of caring for the young girl who was
struggling to breathe, she recalls her experience as a strong memory. First, she describes making
space through noticing her initial reaction prior to visiting the girl, where she knew ‘This Kid was
going to suffocate’; catching herself, she engages in a process to support letting go of
preconceived notions:

... I don't know what's going to happen. I can't predict. I can't decide. I have some

ideas in my mind. But don't get too attached to them. Because when you get attached

to a disease, a symptom, or that someone’s going to suffocate or bleed out... We get

attached to what we think is going to happen, and it doesn't help when you're there.

So, noticing your attachment to things and then moving back, and then being with.

And then you watch, you watch attachments.....
Letting go to embrace uncertainty, Alice shares how the situation unfolds and extends beyond
where she originally imagines it will go. The ‘space’ transforms as Alice, the young girl and her
mother move within it:

She had her big eyes. We talk. I did some assessment. I said, ‘do you want to go to

sleep.’ And she said ‘ves.’ And I said, ‘I'm going to try and help you go to sleep.’

And I was giving her medications as her mom was sitting there, and the little girl

was getting quite anxious. And we would give her medication and she would relax

a little bit. Ten minutes later, she’d be anxious again. And it was this labour ... And

her mom sat there and opened up all these messages people were writing to her

daughter. And she began to read these messages. And — I think ‘why’? — and I can

remember it, because it was such an intense time. But it's also because of that space
we made.....
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The felt-sense transformation comes through in the interview in a profoundly embodied way.
While not named as such, the space Alice alludes to, and which I could feel in her telling of the
story, is infused in those little messages: a sense of community, love and gratitude surrounding
this little girl. This story shows that through practicing from a place of curiosity and
compassionate observation one “can cut the chain of habitual thought patterns and
preconceptions such that it can be an open-ended reflection, open to possibilities other than those
contained in one’s current representations of the life space” (Varela et al, 2013, p. 27). Curiosity
as a habit of practice can help nurses to “work between knowing and not knowing” (Doane &
Varcoe, 2015, p. 118).

Opening to unknown experience includes bringing qualities of kindness and (self)
compassion to the process. “It’s an open heartedness. You're not judging yourself. You're not
judging your circumstance. You're not judging others.” (Self)compassion practices are of
growing interest within nursing, and empirical evidence is showing the value these practices
have on ways of caring for self and other (Baer et al., 2012; Voci et al., 2019; Sinclair et al.
2017). A practice Jen shares mirrors a number of elements embedded in compassion practices
that are more formalized in the literature. Jen does not share how she came to adopt this practice,
and it seems completely her own, developed out of her nursing practice experience. She
expresses how, in her early nursing work (within acute care), she was really carrying people and
their suffering with her all the time, requiring Jen to make a change in her approach:

Now, like any emotion—well a person might pop up in my mind on my days off, and
again I’ll think positive thoughts for that person, or hopefulness or whatever it was
that was going on, and then carry on. And it won't—it doesn't feel as stuck.
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In a different but connected way, nurses in this study describe times they have strongly judged
their actions and ways of being in practice. In times of self-struggle, some participants identify
the need to practice recognizing and accepting their own humanity and personal challenges.**
“Being able to forgive yourself, and forgiving other people . . . I like the concept” says Robin, “I
like that it’s a very gentle way of being and accepting.” Also, the act of bringing one’s hand to
heart is embedded in some guided meditations as a practice of ‘supportive touch’ (Neff, 2020a)
and an opportunity to activate the heart center, as well as mind/body connection (Brach, 2019).
This particular act seems to be a natural approach to self-care that both Jen and Alice use while
sharing experiences from their practice.

In addition to (self)compassion, another “heart-related” quality associated with
mindfulness is gratitude (Kabat-Zinn, 2013; Voci et al., 2019). Participants in this study are not
without this expression in relation to their work in palliative care:

1t is so intimate the work we do. We go right beside people at their most dire hour.

We are allowed to see them in that situation which is the worst catastrophe that has

ever befallen their family at that moment. And we are there allowed to witness it.

Not only for their sake, and interact with them for their sake, but we are also

allowed to take with us what we have seen and what we have learned from it. And
therein lies the grace, what we can take to our own personal life.

24 Germer and Neff (2013), in a mindful self-compassion program, suggest that self-compassion
is cultivated through three elements:

1) Self-kindness (vs. self judgment);

2) Common humanity of suffering (vs. isolation); &

3) Mindfulness (vs over identification).
For publications related to self-compassion see Neff’s (2020b) research publication list, which
can be sorted into area of study (e.g., mindfulness, health, and caregiving, to name a few).
Also, see Sinclair and colleagues (2017) who undertook a systematic narrative review of 69
studies of self-compassion with health care providers. Within this review the authors suggest the
underlying constructs used in the study self-compassion with health care providers have
limitations, proposing that they can “[diminish] the inherently relational, prosocial, action-
orientated, and selfless nature of compassion” (p. 198) in clinical practice work.
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These expressions of gratitude open up relational spaces; as a quality, gratitude brings forth the
nature of interdependence between self and other (Voci et al., 2019). And in this study, some of
the nurses express being thankful for what death and dying has to teach them. Gratitude can also
be evoked by connection to nature, wherein there are reminders of life and death. It is this point
that I will discuss next.

Connecting with nature and the cycle of life and death. Robin takes meditative walks
after work. If not for a steady downpour of rain, she would have taken me along her path
between forest and ocean views; instead she describes these walks:

When you walk in the woods the peace—the air feels different. When I breathe it in

it feels cleansing. It calms and grounds me . . . the feel of the air, more than anything

else, it's intangible but it’s very real.
Nature is healing, and there is a growing body of literature showing both how mindfulness helps
to foster well-being and relational connections with nature, and how being within nature can
enhance mindfulness (Choe et al., 2020; Van Gordon et al., 2018; Wolsko & Lindberg, 2013).
For Robin, nature offers her a place to connect with and gain perspective on an awareness of
self-in-body and of its connection to the greater natural world:

Often there will be eagles and sea lions and seals and otters and occasionally orcas

going through there. Just the other day I was there, and four eagles were fishing. And

you just stand and watch in wonder. How beautiful it is and the strength and beauty of
nature. And it’s very, for me, just nature is in charge. We should let nature be in
charge.

These walks also lead Robin to reflect on the cycle of life and death.

When you see an eagle feeding on a dead seal on the beach—in the summer we see the
eagles catching salmon and stuff, they need their... someone has to die.

Buddhist philosophical wisdom and teachings, Purser (2015) writes, include maintaining an
awareness of the finite nature of our bodies: “The contemplative practice of a decaying body is

meant to make vivid the inevitably of death and impermanence of all beings” (p. 32). It is our
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nature to live and die, marking our lives as inescapably impermanent. In reflection on these
walks, I wonder if they help Robin integrate this knowing, casting this reality into a wider net of
inter-connection with nature.

Purser (2015) specifically acknowledges that mindfulness practices that include reflection
on the impermanent nature of reality are not offered in many standardized mindfulness programs
today. Instead, body contemplations stay at the level of guiding people to awareness of
sensations in body as they are (e.g., through body scan meditations). This is a valuable
distinction as contemplations on existential realities of death and dying can evoke somatically
destabilizing experiences in body. At the same time, this insight into the ground of
impermanence can inform mindfulness. To discuss this further, I draw on a story from Melanie:

I went to this home, I was on my own, it was in the evening. And this woman died very

quickly. She had ALS and she died very quickly. ... She was having trouble breathing

and I remember—I was very, very, still fresh in [my role] and I can remember being a

little bewildered . . . I guess she was—everything was shutting down, but I tried to get

her temperature. And I thought, what’s going on... but anyway, I needed to focus on

the fact that she was imminently dying. ... It was distressing for her sister. And her

daughter couldn’t come . . . And she did die when [her sister] was there. And

afterwards, I kind of thought, I should have spent a little time and offered to help wash

her, because she had been diaphoretic. And just, you know, spent a little more time

with her sister.

Palliative care nursing work includes intimately caring through the dying process, and after,
touching death while upholding an ongoing ethic of care and compassion for the person who has
died and their family. This particular experience leads Melanie to a little regret, yet her story
seems fluid and moving in her telling, still working as a living memory left to shape ways of
caring through subsequent experiences she may encounter. Investigating these ‘little regrets’
with curiosity, Melanie says that “maybe” she is “just a little bit more aware” in subsequent

practice situations. The commitment to engage with living-dying and all that comes with it is a

mindfulness practice, requiring a willingness to change and transform in the process. Somatic
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practices that nourish mind-body connections further support transformative processes for
participants.

Re-establishing connections in mind/body and breath. Alice reflects on working with
children in a pediatric palliative care setting:

Kids know how they feel ...a lot of kids who are sad put blue on their feet ... they'll

say ‘you know when you're sad you can't really pick up your feet’. But we lose that

as we get older. Kids often put worry across their throat and down there [gesturing

to stomach]. Isn 't that where we all feel worry? But we divorce it from ourselves.
Through her work, Alice observes that not only are kids very good at attuning to their bodies,
through play and exploration they also seem to have an innate inner wisdom to know what
causes as well as what helps relieve discomfort, when they feel, for example, worried or sad.
The question that is being contemplated here is: in what ways within nursing do we, and can we,
work to re-establish and nourish those connections? Attention to practices that bring together
mind, body and breath, are particularly valuable to the nurses in this inquiry; because, in some
situations, something kind of catches your heart or takes your breath away.

When I hear Tina speak about ‘taking space’ in her work, I ask her to explain what she
means, to which she responds: “realizing that I need to sort of refocus and get my breath so that
I can be there to give them more.” The breath is a guide to inform in-action in her practice. Other
nurses also discuss the value of practicing with attention toward the breath: “/ use breathing
again to center myself—sometimes I should do that earlier!” “Sometimes if I find I'm getting
tense or anxious, or sort of feeling rushed, I'll just try to take a few deep breaths and that helps
me.” “I’ve been taught different techniques of breathing for relaxation and such. But I usually

find just a nice deep breath . . . and then out for twice as long.” Alex also describes intentional

breathing that she does in-between visits alongside a colleague she works with:
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Unless we are parked in viewing of the car—then we will move the car first and then

stop and just sit for a few minutes and breathe. I have one colleague who is a

meditation teacher and her normal breathing is five—five a minute and she will help

me to just breathe and slow myself down. Yeah — come to 12 (laughs), that for me is

slow breaths. ... which is, when you have had an intense visit, more helpful and it slows

your breathing automatically. That is what I learned. Very effective and simple.
Breath, intrinsically connecting body and mind, is well-known in mindfulness approaches as a
valuable way to stay grounded in body (Kabat-Zinn, 2013; Treleaven, 2018). Halifax (2008b)
believes “following the breath” is a “crucial practice of being with dying” (p. 14). While using
the breath as an anchor for experience, to ground and guide moment-to-moment movements into
action, it is also important to note that the breath is not always a neutral anchor for all people
(Treleaven, 2018).2° Also, when we reflect on the context of nursing practice, where one’s sense
of smell can be evoked in particularly intense ways, using another point of attention besides the
breath may be useful. Jen’s expression of being able to smell it, as she talks about caring for
someone with a fungating breast wound, makes me consider this need for other anchoring
practices.

We can return to Tina, who shares a number of other ways she works to stay present in
body that can include the breath, but also extends to other points of attention. Sometimes she
goes out into the garden at work:

...just breathing the fresh air in and hearing the birds and grounding myself, I guess
is another way of thinking about it. And, if [ can’t go out to do that, whether it’s in the

med room or something, I'’ll just sort of close my eyes and think about putting my feet
in the sand at the beach, because it’s nice and cool. I love the water. Or our favorite

25 Trauma-informed mindfulness educator and psychotherapist Treleaven (2018), building on
Ogden’s work as a somatic psychotherapist, offers an important ‘caveat’ to working with breath,
expressing caution that it not be used as a ‘blanket prescription.” Altering the breath too much
can lead people into states of distress (Ogden & Mintor, 2006; Treleaven, 2018). Ogden and
Minton (2006) caution that “breathing practices are potent and can rapidly destabilize” (p. 226)
people who are in the midst of a traumatic memory or experience. In such cases, attention to the
associated sensations in body are also important to attend to, and attention to other anchors
within body may be helpful.
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camping spot. I'll just think of something to sort of bring me back. Like—I can wander

a little bit and then I come back to the here and now, so I can go in again and try

again.

Depending on the situation, using other sensations in body as an anchor can be helpful
(Treleaven, 2018). For instance, being in contact with the felt sense of one’s limbs; smelling the
fragrances wafting up from a garden bed and seeing beautiful flowers within it bloom; hearing
sounds of birds chirping; and, as per Tina’s previous quote, reciting a phrase or mantra can also
be beneficial. Grounded in practice, nurse participants are able to re-expand their awareness in a
holistically embodied way to attend to relational complexity.

Kate draws on guidance from a colleague who teaches ways to adopt mindfulness practices
in their palliative care work, and who uses the word ‘soften’, indicating a gentle movement into
(observing) body as well as her overall experience. “They talked about softening your looking
around, softening and looking at your environment.” Softening into body and experience can
support a widening of perspective on what is unfolding within it, which includes the ability to
listen inwardly to embodied experience(s) of discomfort. When observing sensations that evoke
discomfort, Grossman (2015), who discusses mindfulness as an embodied ethic, suggests, “the
benevolent orientation toward [discomfort] often also transforms our experience of it in a more
eudemonic, soothing, and curious, investigative direction” (p. 20). This is a valuable approach to
engaging experience, as he suggests further:

We may also find that, as we can stay in closer contact with the tightness of the chest,

we, perhaps, begin to notice how this sense of constriction changes from phase to phase

of breathing; we may also develop insights—without analysis—of the emotional state

connected to the current state of discomfort. (p.20)

For an example of this practice of opening, observing and listening into the relational spaces of

discomfort, we can reflect again on Alice’s story of caring for the young girl with a tumor on her
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neck. Alice works within the experience by making contact with the environment, and the young
girl who is struggling to breathe. She enters the family home grounding through her senses.

‘just noticing...’

‘noticing the house’
‘the air — the smells’
‘Watching the child breathe,’ [and she repeats this line]
Just watching her breathe...’

Again, ‘making space’ in this situation is cultivated through Alice’s way of being in body.

Yoga, as a more ‘formal’ practice, can also help nourish awareness of mind, body and
breath, and of their inter-connection. The value of yoga is discussed in a number of ways by
nurses in this study:

Going to a class and setting an intention, and being good to your body, you know

and taking that time out for your mind . . . something like yoga is a good

combination of exercise and mental sort of focus. And rest almost.

Yoga for me is when I slow down, because you have to—in the yoga I go to any

way. It’s slow, slow yoga. So, that’s really good because I'm usually rushing

around trying to fit things in.
Hatha yoga can support unifying actions between breath, body and mind (Desikachar, 1999;
Kabat-Zinn, 1990/2013). In yoga practice one moves in and out of postures while engaging with
the edge(s) of discomfort within one’s bodily frame. This requires learning to notice when the
body is gripping or tensing, or when the breath is restricted or not flowing at all. One is
encouraged to work within one’s ability, respecting and exploring embodied limitations, and,
from those spaces/places in body, to breathe. Also, postures are performed to establish a sense of
space and calm in the body. People are encouraged to work with their experience and, over time

and with practice, spaces to move in body expand, and clarity and flexibility in body-mind is

fostered.
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These same ways that one might engage their body in a yoga practice can be seen more
‘informally’ in how nurses discuss per-forming body postures in their practice of caring for
others. One nurse discusses how she introduces herself to a new person (and often their family
who are with them) who is being admitted to the hospice. This is a profound time for patients
and families, often filled with great emotion and dis-ease as they come to an unknown place,
with unknown people—to meet death. The nurse describes her approach at times like these,
which includes:

...physically taking in a huge deep breath and letting it all out through my body

and kind of relaxing all my muscles. Letting my shoulders drop and just—maybe

it’s a couple of deep breaths, closing my eyes for a moment. And literally,

physically, putting a smile on my face when I walk through the door.

There are a number of contemplative and mindfulness teachers who speak to the value of
smiling, which can have an impact on mind/body connection. Brach (2003) summarizes:

The power of a smile to open and relax us is confirmed by modern science. The

muscles used to make a smile actually sends a biochemical message to our nervous

system that it is safe to relax the flight, fight or freeze response. (p. 84)

While nurses need to be thoughtful and appropriate in their expressions based on the affective
and collective tone in a situation, “a tiny bud of a smile on your lips,” Thich Nhat Hanh teaches,
“nourishes awareness and calms you miraculously” (p. 19).

For another example of embodied practices we can look to Kate, who draws on
meditation and prayer before, during and after work. She describes her approach as being more
in relationship to God. Kate recites a prayer from Mother Teresa as one example she
incorporates into her work; it is one that every missionary of charity says before leaving for his
or her apostolate:

Dear Lord, the Great Healer, I kneel before you,

since every perfect gift must come from You.
1 pray, give skill to my hands,
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clear vision to my mind,

kindness and meekness to my heart.

Give me singleness of purpose,

strength to lift up a part of the burden of my suffering fellow men,*°

and a true realization of the privilege that is mine.

Take from my heart all the guile and worldliness

that with the simple faith of a child,

I may rely on You.
Here we can see that, for Kate, care of self and other(s) takes on a transcendent quality that goes
beyond herself. At the same time, there remains direction toward a knowing in body: clarity in
mind, kindness in heart, focus, and a capacity to attend to the suffering of others. When asking
Kate what various aspects of the prayer mean to her, in relation to meekness, she says that maybe
it means humbleness:

Maybe not rushing in thinking I know what’s best . . . It’s the family, they re the

caregiver so they may make suggestions. . . . Although part of the training [1

received] says, you give the direction, you are assertive. Not aggressive, but

assertive. So—yeah, that’s what I think of meekness. Realizing maybe they have the

answers, they know what they want and what’s best for [their family member who

is dying], more than I do.
Also, there are moments in Kate’s practice when she feels peace within body; she exemplifies
this sense of peace in a poignant story, including within it a moment shared with a family
member who was experiencing deep grief while caring for his wife at home through her final
days of life: “as we stepped out onto the porch, we paused and looked out onto the ocean. And
the full moon was so beautiful. . . and so peaceful. . . and so silent.”

The cultivation of mindfulness, Grossman (2015) believes, “may be more about

repeatedly coming into contact with those, perhaps merely brief, moments when our awareness is

inhabited by peace, calm, and acceptance, than it is about learning merely to be more atfentive to

26 In the reciting of this prayer to me in our conversation together Kate interjects briefly to say,
“could be men and women.”
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moment-to-moment experience” (p. 21, emphasis in original). As has been discussed here, even
while uncomfortable sensations may be present in experience, mindfulness seems to
simultaneously support nurses in this inquiry to be in touch with prosocial qualities, such as a
sense of peace, gratitude, and caring. Participants also show how storytelling as a communal and
social way of caring for oneself and others is another somatic method that can support enacting
mindfulness in palliative care practice.

Story-telling as a somatic practice of care. One nurse identifies a need for space to
speak through her own vulnerabilities, and to have people who can hold and listen to her through
the telling:

somebody that is empathetic to the situation—that may not know anything about it

medically, but they re not going to judge you. They re not going to disregard what

you're feeling, or they just sit and say nothing at all. You know, nothing, no

Jjudgment, nothing back. . . . So, anybody that is there and can do that for you, yeah

would be in my safety net of people [with whom] to debrief-

Part of nursing practice work includes time for ‘debriefing’ and a safe space to share experiences
without the fear of judgment; such a practice is also considered by some nurses in this inquiry to
be one of storytelling that can support healing and self-care. “Insofar as care aspires to make life
whole, enhancing people's capacity to tell stories is a foundational act of caring” (Frank, 2009, p.
161). We can turn to a story to see the invaluable process that storytelling can offer, and some of
the ways nurses feel (un)able to tell their stories.

Returning to the office after responding to a family in crisis—a crisis which culminates in a
‘really awful death’—Christy searches for a colleague to share with. Though she needs somebody
to listen to her trauma, she finds no one who is available. Knowing what she needs but not being

able to find it is hard for Christy. Christy elaborates on what she went through on that day; her

story is uniquely her own and has tones echoed elsewhere in this text. In the situation, the
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patient’s wife does not recognize her spouse is actively dying, bleeding out, vomiting blood and
barfing. Christy invites the wife to sit in the living room while she quickly assesses the man
who’s dying. She then returns to the wife and in response to the immediacy of the situation,
speaks with her frankly: “I think he is dying right now.” The wife fell apart and wanted to be
with him. Christy recommends that because he is vomiting, that his wife might want to cuddle
him from the back. And so, the wife curled up behind him and put her arm over his waist. And
she was there.

Listening to Christy tell this story, I find myself tearful and reflect out loud with her, “it
requires a lot of space for someone to hear these stories. Where can you tell these stories?” In
response, she says:

For the most part, a lot of the nurses [ work with are great and you can share things.

... But they have their stories too, and if it’s a bad day for them and we both have

stories for the day, it can be a lot!

Christy also sees how her experience has touched me and reflects back, “thank you for your tears
because that was a tough one for me.” These stories can take up residence within the body of the
nurse; With this holding in or holding back of elements of these stories/situations, the emotional
tenor and the unprocessed felt experience can remain. If, as Christy reflects, there are many
stories like this that happen over a day, or months, or years, empathetic distress and burnout can
be the result. Thus, storytelling, as a practice, can be an important process to support self-care in
palliative care work (Austin et al., 2013; Bruce et al., 2018; Campion-Smith et al., 2011; Stanley
& Hurst, 2011).

In Turn Six, I discuss tensions that sit at the crossroads between mindfulness and
narrative practices. Briefly, one such tension lies in a mindfulness teaching that encourages

letting go of story and staying with the felt sense experience (Chodron, 2003; Liben, 2011).
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However, stories themselves can act as a tool to get in touch with and work to integrate (and/or
let go of) experiences that one is holding on to.

1t’s that urge, that sense of I need to tell this. You know, people need to realize —this
is hard, you know? So that urge to—it’s almost a gut thing. You just need to get it out ...
You get that overwhelming sense inside that youve got to tell it because physically it’s
right there and once you get it out and you tell it, then it helps. It helps to relax.

When I debrief—it’s just because I can’t keep this to myself, someone else needs to
hear this.

Ogden and Minton (2006) discuss that story can be “a way to activate the nonverbal implicitly
held memories and action tendencies” (p. 252) within them. Brach (2003) sees how stories need
to be understood alongside emotion and felt sense:

Emotions, a combination of physical sensations and the stories we tell ourselves,

continue to cause suffering until we experience them where they live in our body.

If we bring a steady attention to the immediate physical experience of an emotion,

past sensations and stories linked to it that have been locked in our body and mind
are “de-repressed.” (p. 117)

To this end, the value of listening to others and the experiences they have had in practice is a
notable storyline heard in conversations with the nurses in this study:
The doctor told the story about three times over the next 24 hours, just to get it out
of his system. Just for him to be able to vent. So, I think that’s how we support each
other the most. Just letting each other. Trying to recognize—there was nothing there
to fix. He needed to tell his story and be heard so he could let it go. . . . I think like
a lot of people, I have a tough time with anger. It’s a very difficult emotion, and then

I guess within the safety of our little back room, like this doctor did, being able to
tell the story. Not because there’s anything to be fixed but just to be able to tell the

story.

Creating spaces for reflection and story-telling can transform experiences in body and provide
spaces to care for one another.

Story-telling or debriefing practices are often situated within more formalized
processes. However, as another nurse discusses, the vulnerabilities that can surface in the

telling of a story sometimes require a smaller and more personal audience:
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1 used to have a private office and a box of Kleenex in there. I had one colleague

who’d say, ‘how come every time I come in your office I cry?’ . .. But they felt safe

to come in there and they could just let go. We don’t have that anymore. I think

those spaces are important. And you know, it’s great to be [in] teams and to work

together as teams, but we 're missing out. There are also times when you just need

that quiet space to maybe debrief one-on-one. Or to say, I don’t know if I did the

right thing and be vulnerable. And it’s hard to do that with a whole team . . . a

group isn’t the best place for that. And we don’t provide space for that sort of thing

very well, or extra time to say, ‘you know what, I think it’s time for a debriefing.’

We have to go through a rigmarole to be able to create time for that.

Acknowledgement at systematic and structural levels is needed to support space for clinicians,
including nurses, in caring roles; there is also a need for additional physical space within work
environments which can facilitate caring for one another through relationally intense situations
as they arise. As discussed in Turn Three, an idea that returns here is that, within neoliberal and
individualistic environments, not all health care organizations and leaders are in tune with the
needs of nurses.

Within neoliberal societies, where time, efficiency, and individualist perspectives are
valued, Lundberg (2015) asserts that “we need to, collectively, establish reasonable conditions
for life and work in order to attend to the cracks and the wounds and the many other lost
dimensions of life” (p. 138). To address this concern, contemplative and mindfulness approaches
need to be understood as not solely resting on (or in) the individual; rather, they can flourish
when there is a community from which to practice (Purser, 2015). Normalizing communications
that allow nurses to safely speak their needs in practice can support mindful spaces at collective
levels. “All too often, however, health professionals are reluctant to reveal themselves because of
the potential for vulnerability, created largely by an orientation toward perfection and flawless
performance” (Conti-O’Hare, 2002, p. 2). Also, in these palliative care settings, the fast pace and

demands on their time make some participants feel they do not have the ability to pause:

“sometimes you don’t get your breaks, or your breaks are few and far between, but that’s sort of
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the nature of it. I guess you have to be accepting.” Yet, as I discuss further in the next section,
pausing to unravel from embodied tensions—Ilistening inwardly—informs outward practices of
care and compassion; in some cases, these pauses to support re-centering are short in duration,

and sometimes there is need for a longer stretch of time.

Pausing to creatively engage relational spaces of caring through a knowing of self-in-body

The focus of this section is more directly on how nurses enact a moment’s pause, and
how the subtle cues of self-in-body help to inform when a pause might be needed. Again, there is
notable overlap between this section and the previous one, where a variety of practices (such as
yoga, self-compassion, nature, breathing and sitting meditation) bring nurses in this inquiry back
to awareness of embodied connections in mind/body, as well as to self/other. These practices
encourage a moment to stop and to nourish relational ways of knowing self and other.

In response to a question about practices she engages in to support her work, Alex starts
by offering a description of a walking meditation that she does, which is then adapted throughout
her experience of caring for others in her palliative care work:

I walk to work. On my way to work I reflect on the goal of my day. The goal of my

work. I reflect on leaving my troubles, which I don't have many—Ileaving them at

home to be the best nurse I can be that day, for compassion, presence and love, and

support for the patients. I try to cleanse myself through meditation, through

repetitive [phrases] .... And so that's what I do on my way to work. And often 1

repeat a short form of that before I enter the [patient/family] house. And if I find

that my thoughts or my attention strays while I'm there, I'll have a 30-second break

inside myself and bring myself back into the moment and with that person.

The repetitive phrases Alex recites reinforce her commitment to being compassionately present
through suffering: “Let me be helpful... Let me ease pain... Let me do good... Let me be
helpful... Let me be there... Let me be present... Let me be helpful.” Explaining further, Alex

says, “I don’t have my earbuds in. . . . I just focus on—I’m going to work, let me be helpful. Let

me be helpful.” When one loses sight of their intention in action, they can remember and return
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to it, as Alex shows through her practice of taking a 30-second brake (break). When Alex notices
she is not present in a situation, she visualizes a six-sided stop sign, red with white writing on it;
meanwhile, an internal voice within her says, “stop what you are thinking about. Stop it right
now. Come back to where you are.” Speaking through this practice, I hear her express both
resolve—using a firm voice as she says ‘Stop!’, and then a softness with the direction ‘come
back to where you are.” Alex’s practice shows a steadfastness working together with flexibility
and gentleness—a compassionate voice, not harsh or self-berating.

Mindfulness is often associated with the noun ‘sati’ (Pali), which in Buddhist texts is
related to the verb ‘sarati’, which means ‘to remember’ (Analayo, 2003; Grossman & Van Dam,
2011). As a result, mindfulness has been defined both as a state of mind and as a gradual process
or practice of remembering now(ness) (Analayo, 2003; Grossman & Van Dam, 2011). The nurse
participants in this study draw on somatic methods that help them to be aware of and remember
their own sense of being-in-body. Awareness, as Batchelor (1997) articulates, “begins with
remembering what we tend to forget” (p. 58), which includes forgetting “that we live in a body
with senses and feelings and thoughts and emotions and ideas” (pp. 58-59). When one feels “cut
off or adrift” in their embodied experience, to “stop and pay attention to what is happening in the
moment is one way of snapping out of such fixations. It is also a reasonable definition of
meditation” (p. 59).

Alex’s example above, with the visualization of a stop sign, provides a good example of
how the meditation practice Batchelor describes can look when mindfulness is practiced as
palliative care nursing. Alex’s practice supports her to remember, over and over again (within the
pauses), her intention—to be grounded within herself and to care for others with presence and

compassion. In this way, participants show how there is an aesthetic quality to their mindfulness
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practice. Chinn and Kramer (2011) define the aesthetic of nursing as a ‘transformative art/act’ (p.
133) in which moral values guiding practice are alive and moving with synchronicity into caring
actions. Similarly, with mindfulness, “the connection between intention and act becomes closer,
until eventually the feeling of difference between them is almost entirely gone” (Varela et al.,
2016, p. 29). Pausing to foster reflection and re-turn intentionally to one’s focus (and embodied
state of balance) is a valuable aspect of practice that reinforces itself through a continuous
commitment to remembering.

Interestingly, seven out of nine nurses in this study work part-time, and a number of them
reflect on the value of time and space between shifts as important to working with experiences
they encounter:

Time is a healer. Time allows me to let things go. And if you're coming up against

the next situation, and the next situation, and the next situation, before your brain’s

worked it through, I don’t know what you do with it then.

Likewise, another nurse questions if her experience of balance, through which she can be quite
connected to people, and still come home and be happy, and sleep, is related to working part
time. However, as shown in Alex’s example of stopping, there are also times when nurses pause
in the micro-moments of their clinical practice. A few more examples of these moment-to-
moment reflective pauses in action are provided here. Jen describes her approach to being with
people who may decline symptom management, wherein she practices ‘“‘just stopping, sitting
down, or just staying with them instead. And then just being hopeful that it will unfold as they
need it to, instead of ultimate symptom control.” Similarly, when someone is in a true pain
crisis, or even their own perceived pain crisis, her practice is:

not just giving their breakthrough dose and walking away, you know—staying with

them—even if it is just me being there sitting with them, either touching them or
not. But being comfortable in my own body, or you know lightly breathing myself.
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This practice of slowing down and staying with experience invites and opens space for additional
aspects of the situation to reveal themselves as Tina’s reflection on an experience suggests:

Then, the woman who was dying and her partner got very tearful—I paused and took

a breath, seeing the tone of our discussion was going to change. I asked to sit, which

they nodded. . . . I could feel—and it was just, whether it was reading their body

language or ... it was just a sense that I had that there was something more to this. And

to really take the time. And make the time, to sort of unwrap that onion layer, and find

out what’s going on—so that I can help if I can.
Stopping, as these examples show, serves to cultivate a stable and grounded place within body to
listen and hear ‘what those needs may be’ for the people nurses are caring for; this way of caring
appears to be a connected and relational space between self and other. Not rushing through
things can help break habitual tendencies and patterns that take one away from the present
moment and a holistic orientation to experience (inwardly in body, and outwardly in caring for
others): “Even if I only deal with it for five minutes, at least I've given myself some time and
some space for that. And then move on.” Slowing down also allows time to let go of experiences
that would otherwise be held onto somatically. “Every time we pause and stay present with the
underlying energy, we stop reinforcing these propensities and begin to open ourselves to
refreshingly new possibilities” (Chodron, 2012, p. 16). The practice of pausing is engaged for the
purpose of strengthening one’s ability to stay within and expand one’s affective tolerance to be
present and compassionate through whatever arises, and with less reactivity.

For nurses in this study, recognizing times of being distracted or triggered and being

aware of mindfulness in body is seen as a practice that can be fostered. As is shown through

participants stories, their awareness further shapes what caring practices are drawn on to address

the moment-to-moment unfolding within situations. For example, Emma uses a stop process,
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remembered through a mnemonic device?’, to work within and respond to situations in her
practice, particularly those moments that she is, or anticipates herself becoming, caught up in an
attachment to whatever outcome she thinks there should be. Briefly, Emma summarizes this
process:

S—stop

T—take a breath.

O—observe what is happening. And usually I go back up to the T and take a breath.

And then, Plan.
This STOP tool is widely taught in mindfulness-based stress reduction programs (Stahl &
Goldstein, 2010), and has been adapted in mindfulness programs for health care providers (Kar
et al., 2014). In Emma’s articulation of the method, she shows her own adaptations of ‘P’, which
in mindfulness teachings usually denotes the word ‘proceed’. The use of the word plan seems to
draw her further into palliative care nursing work, where a nursing approach includes responding
to the needs of people in practice through the use of ‘care plans’. Emma explains that, for her,
“Plan might be—do nothing. Plan might be—sit down. Plan might be—I need some help. Plan
might be—do an intervention.” And then, “sometimes, it is just being—an act of being.” This
way of practicing, on one level is a performance, as Jen’s reflection conveys:
So, part of my mindfulness, when I would be really open would be that I know that

walking from one room to the next I had to be a bit different. But sometimes those
transitions, or following the rules that people need, you have to act a little.

27 There are a variety of tools to support contemplative practices in palliative care and to work
with somatic experience more directly. In table 3 (Appendix J), a summary is provided of some
mnemonic methods. This is not an exhaustive list; it reflects a number of acronyms I have
encountered throughout this research. A process from Back et al. (2015) is included wherein they
introduce the acronym R.E.N.E.W. as a way for clinicians in palliative care to work with states
of helplessness in their work. A (self)compassion practice, R.A.LLN. (Brach, 2017, 2019) is also
embedded in this table. As a graduate student learning to work with a strong inner critic, I
adopted this R.A.L.N. practice. However, R.A.LLN. may also be a valuable tool for nurses in
situations where they are judging themselves (e.g., when nurses express things like feeling like a
‘failure’, ‘beating myself up’, and ‘chastising myself’).
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Thus, mindfulness in caring practice seems to include, at times, a pre-forming of actions based
on addressing the unique needs of the situation.

Finally, one last example is provided to show how somatic well-being and awareness is
also supported (or not) within participants’ work environments. Some nurses identify the need, at
times, for help from colleagues. Particularly when finding themselves moving out of balance
and/or needing additional guidance to navigate a situation. One nurse tells a story about knowing
she can count on her team:

[The brother] came in so angry, like ‘why aren’t you doing more?’ ‘Why can’t you

stop this?’ ‘Why can’t you change this?’ Very belligerent, very rude—not just to
me, but to his own family and it got to a point where I had to leave the room because
just the way he was talking to the people, his own family, and to his brother who
was minutes away from dying. And I said to the nursing team, ‘could someone else
just go in there right now? The way he’s spoken to myself and the family—I’'m going

to blow up and tell him to quit being the way he’s being.’ But I know this is his way

of grieving, he doesn’t know what to do because this is his brother.’

Another nurse also seeks support when space to respond (rather than react) is compromised:

When that space becomes closed for me—I think I tend to back off somewhat from

the family. Because what I can do for them is not necessarily helpful. I don't

necessarily abandon them, but I step back. And I really then need to go back to my
team to get that support to create that bigger space again.
Being able to ask for help in these situations and being received with respect and care in return
can help to build moments of pause into one’s workflow, opening possibilities for relational
spaces to navigate the situation in other ways. Conversely, nurses in this inquiry also practice
being in tune with their colleagues in moments they may need support, fo help it all flow as one
unit. One nurse shares the significance of being in tune not only with oneself, but with others to
create collectively caring spaces:

It might not be in your room, but you know a nurse is having a challenging time

with a patient or something; and making time to check in with that nurse. Even if
it’s just a, ‘hey, things are a little rough’? . .. Just that checking in and being there.
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And if they 're the one that needs that five minutes to pause, and you 're there to give
them that—knowing ‘oh--they re having a really rough time down in that room.’

With the emotional and relational complexity that palliative care nurses encounter, a supportive
team to care for one other another as they care for people who are dying and their families is also
needed (Bruce & Boston, 2008; Melvin, 2015).

To conclude this fifth turn that has been focused on a diversity of somatic methods
participants engage in to support their ways of being in practice, a question arises: How can one
make mindfulness meditation their own? Or, how might one shape their practice in a way that is
relevant to their work, embodied needs, and purposes and can be remembered when it is needed.
Here, I have discussed somatic methods of self-awareness and care that help nurses in this
inquiry cultivate and nourish a sense of presence, calm, peace, and grounding unto oneself,
which then influence ways of caring for others. Caring communities of practice also help to
honour relational and embodied ways of knowing in palliative care nursing work. Centrally
embedded within somatic methods is the practice of pausing (for varying lengths of time); in
such pauses is an opportunity to listen deeply to an inner knowing/experience in body. From this
inner knowing, awareness can be fostered, and informs possibilities in ways nurses can move
into practical action with care and compassion. Self-care practices, then, become not a
prescriptive list one learns about, and chooses from, simply for ‘stress-reduction’ and to get
away from discomfort; instead, they are diverse approaches that allow for an intentional working
with experience based on the needs of the nurse in body/mind and context. This way of being
with dis-comfort can open up compassionate, calm and peaceful qualities in heart in the face of

uncertainty and suffering to provide relationally attuned, dynamic care.
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Reflective pause: Engaging a non-linear path (way of being)

“There is no road map for the dying or bereaved. No Linear path,” Joseph (2014, p.
40) reflects in her book, into the Slender Margins. Reading her stories and metaphorical
contemplations, | wonder if the path | am walking, similar to Joseph’s decision to work in
hospice, is a way to “sight the grief of my past experience” (p. 7). When [ was young our
family experienced three significant deaths over two years. For my mowm these losses were
profound. First, her mother died. Thew, in a tragic car accident, her niece (Like a sister to
her) died. And thew, a wmost vivid memory is of waiting in a hospital parking lot with
my sister and our father as Mom went in to say goodbye to her brother who was dying
from AIDS. (n this walking weditation with death and grief, stories bubble up, revealing
new layers within them—a re-storying that includes being with great feeling.

This process surfaces another question: how do narrative and time (and their
intersection) relate to mindfulness (or not)? As t work with stories, they work on me;
some are also in relation to the 55 narrative interviews | completed as a doctoral fellow on
a study exploring the experience of uncertainty for people living with Life-threatening
ilness and their family and friends. Others, more visible in this text, are from the nurses
who shared their approach to mindfulness in their palliative care practice. Attending to
stories that are seeking attention is a slow and messy process (t Lose track, of time; hence, it
is not always accounted for in reflexive notes). Like the labyrinth can induce when it doubles
back ow itself, there is a sense of ‘temporal ambiguity’ (Harvis, 2014, p. 126). Tuning
into body and re-discovering a pace for walking, ‘now’ moments twist linear perspectives,

offering clarity that rest within and beyond time and the stories themselves.
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Turn 6—Re-storying mindfulness in palliative care nursing

[Creative Pilgrimage]
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In caring for a man from a war-torn country, who seemed psychologically tortured, Gloria
remembers him continuously repeating, “I did horrible things in the world—God will never
forgive me.” That was his subject with each visit. He just couldn’t get past that. Recounting her
internal experience while caring for the man, Gloria shares:

1 didn’t really want to know. And he never told me. But I never told him not to. But |

thought, ‘I don’t really want to know, because I want to be able to care for you without

having that conflict in my head. Because maybe you weren’t a nice person. Maybe you

were a really bad guy in the war.’ He felt he really was. And the stories we hear over

there and we hear in the news and everything, he very well could have been. But 1

didn’t need to know that, because I needed to be able to care for him.

Finding herself in the midst of untold and/or unspeakable stories, Gloria fears they will influence
her approach to care. Given the kind of care she is seeking to uphold, Gloria expresses wanting
to be non-judgmental. However, she is afraid that if she knew some of the things that he might
have done, that maybe, she would think differently. Indeed, “stories work with people, for people,
and always stories work on people, affecting what people are able to see as real, as possible, and
as worth doing or best avoided” (Frank, 2010, p. 3; emphasis in original). “The world is made of
stories”, as Buddhist scholar Loy (2010) reinforces by way of his text with the same title, leading
to a question that focuses this sixth turn: how might palliative care nurses intending toward
caring with mindfulness live and work well within story-ing as a significant aspect of their
clinical practice?

In a generous response Arthur Frank offered when I wrote to him during the development
of the proposal for this inquiry, he reflected:

The question I'd imagine adding is how to identify the rhetorical features that

constitute a dialogical story, and beyond that, a "mindful" story. How do you locate

the quality of mindfulness in the text of a story? Presumably you have to be able,

eventually, to make some judgment about which storytelling is "mindful" and

which isn't—don't you? I think one can suggest criteria, albeit flexible ones.
(Personal communication, May 6, 2015)
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Embedded in Frank’s questions lie perspectives at the intersection of: (palliative care) nursing,
mindfulness and dialogical inquiry from a socio-narratology perspective (Frank, 2010). Narrative
theory and practices embedded at this crossroads give rise to a number of tensions. There is a
general appeal within nursing toward storytelling and narrative practices, considered by many
nursing scholars as valuable approaches to learning, professional moral identity, and a relational
ethic of caring (Benner, 1991; Boykin & Schoenhofer, 1991; Brown et al., 2008; Gadow, 1996,
1999; Parker, 1990; Sandelowski, 1994; Varcoe et al., 2004; Wright & Brajtman, 2011).
Although stories can have a valuable influence on clinical practice, at times, they can be(come)
‘dangerous’ (Frank, 2009, 2010). Similarly, within Buddhist conceptualizations there is both an
appreciation for and a cautioning related to the use of story as a support for mindfulness. A
contemplative teacher, Salzberg (2019) writes, “mindfulness helps us get better at seeing the
difference between what’s happening and the stories we tell ourselves and about what’s
happening, stories that get in the way of direct experience” (p. 13). Yet stories can also act as
epistemological guides to understanding and practicing mindfulness (Analayo, 2003).

With stories continuing to shape the narrative told, the first section of this turn
foregrounds dialogical approaches that nurses in this inquiry seem to draw on to both learn about
relational practices and to subsequently provide compassionate and whole-person care. While
narrative is a significant focus in this first section, storytelling is also understood as a whole-
body process, where a ‘corpus of stories’ (Frank, 2010) influences ways of engaging
dialogically. In the second section, based on understandings of mindfulness as an embodied
ethic, I call for a re-storying of conceptual meta-narratives within nursing education to further
position mindfulness in palliative care nursing as somatically grounded. In this way, there can be

continued acknowledgement of the power of narrative to guide moral agency within nursing,



119

while explicitly inviting nurses to directly work with felt sensations in body that concurrently
influence a relational ethic of care—and ways of being with strong emotion and suffering. 2
Concepts, as ‘parts of stories’ (Loy, 2010), are discussed within this second section for the
profound effect they have on opening or limiting possibilities in moving with-in nursing practice
experience where strong emotion is central. In particular, notions related to time and to
‘management’ and ‘control’ of emotion are discussed alongside tensions participants seem to
experience in relation to their mindfulness practice.

As a methodological commitment, dialogue is taken seriously in narrative analysis
(Frank, 2010, 2012), and therefore the purpose along this dissertation walk continues to be
toward opening up variations in perspectives for reflection. In dialogical narrative analysis
(DNA) the aim is toward expanding “people’s sense of responsibility . . . in how they might
respond to what is heard. DNA rarely, if ever, prescribes responses” (Frank, 2012, p. 37;
emphasis in original). Midgley and Trimmer (2013) draw on the labyrinth as a valuable
metaphor within education research because it invites ‘embracing unfinalisability’,?° where

“rather than lamenting the lack of definitive conclusions, this attitude to reflection and indeed to

research more broadly, allows for the opportunity of continuing to develop and learn” (p. 4).

28 As discussed previously, the term somatic refers to narrative and other visceral sensations of
body. From a Buddhist psychological framework “even thoughts are related to as somatic — as
bursts of energy experienced in the body” (Ray, 2008, p. 45). Affect and cognition are
intertwined (Ekman et al., 2005; Varela et al, 2016).

29 Midgley and Tremmer cite Bakhtin’s writing (1981) to discuss unfinalisability; Similarly,
Frank (2005, 2010 2012) draws on Bahktin’s work to encourage dialogical approaches within
narrative analysis, where stories are not positioned (or approached) as complete, total or finished.
Note: the way in which these respective authors spell unfinalizability differ.
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Knowing a ‘corpus of stories’—shifting narratively to embody whole-person care

It's being a beginner learner all the time, and even if you get a little bit of confidence
because you've read this or done that, you've done this retreat and all of that, none of that
matters! It’s always a learning experience. Kabat-Zinn (2013) writes: “to see the richness of the
present moment we need to cultivate what has been called ‘beginner’s mind,” a mind willing to
see everything as if for the first time” (p. 24). From the perspective of the watcher, or self-in-
awareness, participants in this inquiry seem to recognize and work with (and towards)
dynamically moving stories as part of their palliative care practice; this requires being open to
evolving storylines. Therefore, despite tensions that exist between mindfulness and narrative, a
common thread of similarity between a ‘dialogical” and a ‘mindful’ story (and experience)
appears to be related to the ‘non-unfinalizability’ of them (Frank, 2010; 2012; Epstein, 1999;
Kabat-Zinn, 2013).

In this section, dialogical perspectives on story and storytelling are discussed in relation
to their capacities to continually unfold, and to open up multiple perspectives through their
interpretive openness (Frank, 2010). Alternatively, a ‘dangerous’ story might be related to spaces
and places where one gets ‘caught-up’ within their story-telling. Exploring places of caught-up-
ness requires very little discussion at this point, as reflections about mindfulness in turns four and
five address understanding processes of un-entanglement, which then create spaces within body
to provide compassionate whole-person care. Yet, here the exploration goes further: I inquire
how stories are told and engaged in ways that either allow or constrain experience. “Living
well,” Frank (2010) suggests, “is as much about avoiding stories’ dangers as about learning from
their wisdom” (p. 146). Nurses in this inquiry acknowledge times in which approaches to story-

ing shapes future (im)possibilities in unfolding experience. To further explore dialogical and
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transforming narratives (as well as those narratives that constrain movement and transformation),
this section is organized into two sub-sections. First, I discuss how nurse participants work with
stories to inform their learning and approach to clinical practice. Then, in the second sub-section,
I illustrate the ways in which narrative awareness is enacted by nurses to re-story with people
who are dying and their families.

Dialogical narrative in learning and refining nursing practice approaches

Depending on how stories are approached, they can be resources that inform experience
or they can limit perceptual awareness; either way, the way one relates to stories shapes in-
actions in clinical practice. A reflection from Kate’s palliative care practice provides the first
example to helps us think through this idea. In this story, Kate and her colleague are caring for a
woman in the hospice, and were really convinced—thinking that she was at end-of-life:

Whereas the son was thinking it is the meds. He didn’t seem to be getting it, that

she was changing. But he was right. So that was really a bit of a wake-up. Because

the next day when I came back, she was still alive. So, you know, sometimes I think

because I work in hospice, maybe I'm too quick to think ... When really, she had

congestive heart failure, something that goes up and down—right? In that case, 1

think we maybe weren’t that present, because we had our own idea about what was

going on and it wasn’t right.
Single stories that believe and know only of themselves are dangerous (Adichie, 2009; Frank,
2010). Grasping at stories, with understanding always coming through the meaning they provide,
can impede direct experience of mindfulness. The ‘hallmark’ of mindfulness may be one’s
increasing capacity to maintain internal and external objectivity in experience (Shapiro et al.,
2005). Also, cognitive reappraisal, which is a shift in one’s perspective or an ability to be aware
of and reorient one’s discursive thoughts (stories), is considered one of the effects of mindfulness

(Garland et al., 2015). Through mindfulness, one can be present “without the overlay of

discriminative, categorical, and habitual thought” (Brown et al., 2007, p. 212).
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In a different way, Alex shows how she catches herself being carried away by thoughts
(or self-stories):

Family members will often take me on a trip somewhere. When they talk about

experiences that they had, or things that they shared, and they parallel with

something that happened to me, my mind goes to my own story. And I have to bring

it back. I hope that I am cognizant of when that happens.

Such a practice of letting go of story-ing (Chodron, 2003, 2009) is a way to ground oneself in the
moment and is a salient direction when thinking-mind, with its stories and conceptual
perspectives, is taking one away from present ‘now’ moments in clinical encounters (Liben,
2011). Yet, should nurses always seek to drop the story in order to practice being present and
mindful? ‘Always’ may be heard as antithetical to dialogue, as it expresses a finitude.

Nurse participants draw on previous experiences in practice (stories past) to inform
subsequent moments of caring. This could be both helpful and, at times, problematic, depending
on how story is approached. When storied experiences from the past, like the one Kate shares
above (being convinced that she knew what was happening), become the one and only frame of
reference from which to know the situation in the ‘now’, this perspective can limit ways of
seeing and proceeding through uniquely unfolding situations. However, stories can also become
resources, or moving entities within one’s somatic being. Thinking back to a story from Gloria
(introduced in Turn Three) provides another example here. Recapping this story, Stacey, a
community health nurse, was a guest speaker in one of Gloria’s nursing school courses. Stacey
shared her experience of trying to bathe a patient from outside the confines of the tub; however,
after several unsuccessful attempts, Stacey made a decision to ask her patient if it would be

alright if she took off her pants and shoes to get into the tub to help them. For Gloria, she learned

through this story that “all those things that you think you have to do certain ways, you don’t
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have to, ” further understanding mindfulness as a creative practice—an emergent design,
practiced in the context of relational particulars; ‘you do what works.’

Stories can “teach on an affective and even corporeal level,” Frank claims (2009; emphasis
in the original), what “principles, rules, and guidelines cannot. But then the dangerous side of
story reappears: people become committed to one story as the privileged understanding and
guide to what is happening” (p. 172). Perhaps this particular concern is at play when Gloria
imagines her instructors reacting to Stacey’s approach to caring, in which her story stood outside
the bounds of what is conventionally known as proper professional conduct in nursing work.
How might students take up this story in their own nursing practice? Would it lead to
inappropriate actions in their professional roles? The guest speaker, maybe anticipating this
unease and line of inquiry, reflects back to the students: “this isn’t what you would usually do,
but for this patient, that is what I had to do.” Stories, as this one shows, have agency and power,
moving as both valuable and dangerous resources within individual and collective spaces (Frank,
2009, 2010, 2015).

Becoming ‘caught’ (up) in policies and procedures or evidence-based practices as
(undialogical) 'true stories’ meant to be re-enacted without regard for context in practice, is a
tension within nursing work; these narrative directions impose ethical and relational ways of
being from outside of nurses themselves, restricting ways of moving into caring action based on
the relational contingencies encountered within a given situation.*® However, as discussed
throughout many of the turns, nurses in this inquiry demonstrate ways their practice of caring

with mindfulness is grounded in their bodies, which then guides them into ethical actions

30 See Holmes and colleagues (2006, 2007, 2009) who provide a strong critique of evidence-
based practice often unquestionably guiding nursing practice, where hierarchal value is placed on
generalized knowledge over situated and contextual knowledge.
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understood and flowing from the particulars of practice, not solely from procedures and
protocols imposed and generalized as ‘the way’. Batchelor (1997) reinforces this: “a priori
certainty about right and wrong is at odds with a changing and unreliable world, where the future
lies open, waiting to be born from choices and acts” (p. 47). “Such certainty,” he writes further,
“may be consoling and strengthening, but it can blunt awareness of the uniqueness of each
ethical moment” (p. 47). While processes and protocols can offer guidance in ways to approach
care, they are not the only way that caring practices should be informed. Although using
evocative stories as a pedagogical tool sounds risky as an approach, as the story offered by
Stacey to Gloria’s nursing class is, stories can encourage a flexibility in mind-body that can
move beyond the rigid confines of guidelines and protocols, while also drawing on them as
appropriate.

In the next sub-section, I bring forward examples from nurses in this study through which
dynamic and transformational storylines unfold within their relational practices of caring for
others. Narrative practices that favor relational and dialogical perspectives are particularly valued
within nursing (Benner, 2000; Gadow, 1996, 1999, 2013; Varcoe et al., 2004; Wright &
Brajtman, 2011). Sandelowski (1994) suggests that within nursing “the overall objective of
narrative intervention is to transform disabling or incomplete, incoherent, or overly restrictive
narratives to enabling narratives that permit movement toward an integrated sense of self with
future possibilities” (p. 29). Nurses in this inquiry seem to engage narrative toward such
transformational aims.

Moving with mindfulness through dialogical narrative practices

But how does one know what works? In this inquiry nurses appear to be morally guided

through an embodied sense of being ‘centered’ and ‘balanced’ within body-mind, which then
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informs navigating relational complexity with others. Nonetheless, how these situations are
experienced by people who are dying and their families remains an unknown (story). I make an
assumption that nurses express a knowing-in-body in regard to situations they feel were
supportive, and conversely those they have a sense were not; and yet, how patients and families
experience these situations would require further exploration:
It's always a curious thought, you know! What did his wife say the next day? Like,
‘some nurse told me to get into bed with my husband who was bleeding to death!’
(Laughing wholeheartedly) But at the time it worked out well.
Moral and ethical ways of being can be reflected upon through revisiting Amaro’s (2015)
perspectives on holistic mindfulness; did this situation bring ease to the people being cared for,
as well as to the nurse? Or, did the exchange and inter-actions cause additional dis-stress? These
seem like important questions that nurses in this inquiry ask in their own ways, because they
have awareness that relational exchanges in clinical practice can carry forward, not only in their
own bodies but also with the patients and families they support.
I always like to remember that—however I act—or whatever I do or say, the
families are going to remember me. They are going to remember that ‘good’ or
‘bad’ interaction forever. They may be like ‘when mom died there was that one
horrible nurse, or great nurse.” So, I try to remember that you're becoming a
permanent part of their story. That seems like a bit of a privilege in itself — not that
it puts pressure, but it makes you more aware and helps you get out of that
automatic nurse task mode.
While it’s comfort care and it’s quality of care—it’s more about including the whole
family unit, if they’re there and if they chose to be a part of it. And making them
feel supported. Because many people that we come across, this will be their first
experience with death. And making that as positive a memory as possible, because
they will remember what you did, right?
How can nurses skillfully co-create with people they are caring for, while responding to their

unique needs and desires regarding how they would like their living and dying to unfold?

Staying open to walking with mindfulness along an uncertain path, as nurses in this study
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intend to do, is enacted through supporting people’s agency and choice in how they want to story
their lives along the way. The value of listening to patients and families—their life histories,
desires and needs—is expressed by nurses in this study, and is widely acknowledged in the
literature (Abma, 2005; Browning & Waite, 2010). However, this particular aspect of storying is
not discussed here. Rather, the focus of this section is related to the way nurse participants bring
narrative awareness into interactions to co-create possibilities that are supportive as people are
facing living-dying.

Tina remembers an experience interacting with a wife who is visiting with her husband at
the hospice. He is no longer responsive or taking food and is getting close to the end of his life:

And his wife came in and was all bubbly and happy. And ‘how are you doing!’ [she

says to her husband] ‘Let’s sit you up.’ [And then turning to me to say,] 7 want to

feed him.’ And I asked her after she sat there, ‘do you have time to talk together?

Would you be open to that?’ And she said, ‘sure I'd love to talk to you.’ So, we went

and found a quiet place and I sat down and I said to her, ‘I don’t know if you realize

how close your husband is to passing? I would not expect to see him when I come

into work tomorrow.’ And she was like, ‘oh, really?!’ So, it was a time to have that

discussion and I said to her, ‘would you like me to explain what I'm seeing so that

you know, or would you rather not know?’ And she said,” no I don’t want to know.’

I said ‘ok . . . well, can you tell me about your husband.’ And so, she took me on

this amazing journey . . . Like to me, that was such an amazing gift that she shared

that with me, and I went home, and my cup was full.
In this story, Tina supports an opening up of possibility and choice for the wife to act in ways
that she directs. Tina, to use the words from another nurse in this study, seems to value not
having an agenda. Instead of focusing on the wife’s actions to try and feed her husband who is
imminently dying (and to get her to stop because of the risk it poses), or on providing education
so that she will be ‘prepared’ for his dying, Tina offers to go with the wife—on this amazing
Jjourney.

Similarly, some nurses in this inquiry, with their intentions toward a mindfulness

practice, express a desire to care for people through uncertain situations—in ways that the stories



127

of patients and families could not be foreclosed. For example, Clara shares an experience caring
for a person in extreme agony. During the previous shifts she tries to connect with them and finds
it quite difficult to do; this causes some frustration within her. As Clara is telling this story she
catches herself saying “They re someone you can't”—and then, mid-sentence, she reframes her
expression of the ‘truth™—"not can't, I don't know. I haven't found any way to form a connection
with them.” In this example, Clara shows her commitment to re-stor(y)ing possibility through
telling a story that allows space for its ongoing transformation, one that does not finalize what is
possible for the person she is caring for, or how they may relate in future interactions with Clara.
Stories, Frank (2010) suggests, “are less dangerous when they contain an opening to their own
unraveling” (p. 160).3!

For another example of opening spaces for the lives of patients and families to unfold
through dialogical re-storying, Alex recounts an experience of going to the home of a couple in
their nineties. The husband is caring for his wife and is in a state of overwhelm:

He had to learn how to give complex medication, and he completely and utterly fell

apart. He was devastated, not only by the loss, the impending loss of her. As her life

expectancy would be in days, and that’s what we talked about, and he knew that—

but the fact that he now needed to be strong and capable, and do things that he never

ever thought he would have to do, in order to fulfill her wish to stay at home was
devastating to him, ... because of his perceived sense of helplessness.

31 Clara might relate to this turn of phrase ‘unraveling’, as she also shares being aware that in
cases (stories told after the experience itself) where a death is painful or undignified, there is
greater difficulty sort of unraveling them. This expression of undignified deaths was used by
Clara in relation to her first years of nursing practice within an acute care setting, which led to
moral distress. Clara shared how moving into palliative care work shifted her experience,
wherein people are held and supported in their dying in more intentional ways. However, there
remains in stories other nurses shared, a sense of ‘horrific’ or ‘traumatic deaths’ that also occur
within palliative care and hospice settings; therefore, Clara’s phrase of working to ‘unravel’ from
the tangles remains relevant to the discussion.
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The word perceived in Alex’s telling of this story appears to open other perspectives on the ways
the husband in this story might relate to and move through his experience. While this is the
man’s current state, and Alex seems to acknowledge and respect his experience, she supports
him to see himself and his abilities in other ways—co-creating a narrative to meet the immediacy
of this time for the man and his wife. He just needed good teaching and good support and
learning and the confidence that he can do it.%’

To engage dialogically with story-ing, Frank (2010) also draws attention toward the
sensorial experience of body, where a ‘corpus of stories’ (see p. 43 for discussion of this term as
linked to ‘narrative habitus’) unfolds within a layering of other stories. For instance, the
question: “what is the force of fear in the story, and what animates desire?” (p. 81) reflects
underlying stories at play within the story told. Returning to Gloria’s story of caring for the man
from a war-torn country that begins this sixth turn, we can see how her interpretations of what
secret (stories) this man is holding elicit a fear response, and her intention (desire) toward
mindfulness also impacts re-actions (or in-actions) and relational approaches to care. As Gloria’s
story shows, along with other stories from nurses in this inquiry, these experiences of caring for
people through living-dying include narrative, and are also greatly informed by other aspects of

somatic experience. Therefore, asking questions related to the interplay of fear and desire

embedded within a story (or unfolding experience) can be helpful; however, if this reflection is

32 There is a dominant meta-narrative within palliative care and society that reinforces ‘home is
best’ for people with life-threatening palliative conditions. Often people dying, as well as their
family/friend caregivers do not know of other options and/or what a decision to stay at home
might entail—the role of caregiving can take a significant toll on people (Stajduhar & Dionne-
Odom, 2019). This alternative perspective is foregrounded to further consider ways to support
people within palliative care to be at home with confidence and good teaching, while also
creating space(s) for alternative options (or storied possibilities to unfold). See also a three-
minute video ‘Dying at home: When the promise can’t be kept’ (Stajduhar, n.d.).
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done solely as a cognitive exercise, it may limit ways in which nurses engage their bodies in
practice. Instead, being in direct contact with felt sensation, as discussed in turns four and five,
can guide nurses into an un-knowing in body, supporting the ability to navigate strong emotion
and uncertainty inherent in their caring roles.

Summarizing this section, nurses in this study appear to show commitment to
maintaining a dynamic and changing practice with(out) narrative; they also seem aware of how
stories are moving (dialogically), or not, within their nursing practice, thus shaping ways care is
provided moment-to-moment. However, ‘now’ moments require attention to other sensorial
realms of experience where ‘clarity’ and ‘balance’ are informed by narrative while extending
beyond it. Although palliative care nursing practice as mindfulness is grounded in a ‘whole
experience’, embodied ways of being can get lost in translation, or may remain only partially
known within an understory, when narrative is more visible and privileged as the conceptual
orientation to guide a relational ethic of care. Thus, to more intentionally integrate body as a
foundational aspect of mindfulness in palliative care nursing, in the next section I encourage re-
storying a relational ethic of care from a predominantly narrative orientation toward one that is
somatically based. As nurses in this inquiry show, and the next section further develops,
perceptual awareness that includes a knowing of visceral experience in body can support
cultivating capacities to be with strong emotion and suffering in palliative care practice.
Enacting a relational ethic of care through attending to somatically based signals

Laura watches a teenage boy grab a box of Kleenex and sit with his back against the wall
of the room where his mother has just died. As his siblings are calling out, hysterical, ‘my
mommy, my mommy’ and his father tends to them, Laura’s attention stays with the young man:

He wasn’t crying. He was just sitting there. I sat down next to him wondering—
there should be some wonderful thing I can say, but there’s nothing I can say that
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will make this moment better. So, I just said, ‘this is really hard’. And, ‘yeah, it is’
[was his response]. And we just sat there in the quiet and it felt so long! (laughs) [
probably stayed with him, maybe 10 minutes at the most, but we just sat there and
didn’t say anything. But I thought, he can’t just sit there alone. So, I forced myself
to be quiet and just be there. I don’t know if that helped or if he really wanted me
there. I didn’t say any great words. I was just there. That was really tough. Those
were the longest minutes.
In this story Laura chooses to limit what she says with words. Words, she seems to suggest,
cannot quell the intensity of the moments unfolding. Searching for something wonderful to say,
Laura’s choice is instead to stay with experience as it is and to let the wonderings within her pass
by. Within contemplative and mindfulness teachings, a direction that one might hear to support
one’s practice is to “drop the storyline and stay with the energy” (Chddron, 2003) or felt sense
experience underlying the stories (or thoughts) themselves; perhaps this is what Laura shows as
an approach to care while sitting in silence with the teenager whose mother has just died.
Feelings are often hard to put into words. Narrative approaches to understanding and
enacting a relational ethic of care, while often able to point to emotional undertones within
experience, can also move toward silencing them. Loy (2010) suggests conceptual orientations
can ‘distort’ perceptions:
Those who meditate are familiar with the warnings: ‘Don’t cling to concepts!” We
should let them go because they distort our perceptions. Yet concepts themselves are
fragments, meaningful as parts of stories. The problem is not stories themselves but
how we relate to them. We do not see our stories as stories because we see through
them: the world we experience as reality is constructed with them.
(Loy, 2010, vii; emphasis in original)
In this section, prominent conceptualizations, or ‘parts of stories’ (Loy, 2010), impacting
relational ways nurses are present to themselves and the people they care for through strong
emotion and suffering are discussed. I offer a call to re-story prominent perspectives within

nursing that are shaping experience for nurses in a way that may foreclose being

compassionately present with-in situations they are navigating. In particular, participants show
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how some of their approaches to experience run counter to prominent perspectives within
nursing related to 1) time and narrative, and 2) management of emotion. Mindfulness, and
participants’ embodied approaches to it in palliative care nursing work, offers alternative ways to
navigate profoundly intimate experiences.

Re-storying ways of ‘being present’ with(out) time and narrative:

Stories often convey a linear perspective on time, where experiences are structured
temporally with a ‘beginning’, ‘a middle’ and ‘an end’. However, from a dialogical perspective,
stories do not have an ending—they remain ‘non-finalizable’—open to ongoing shifts and
changes over time. Also, within mindfulness teachings being present in the ‘here and now’ is
often associated with a practice of letting go of past and future (Garland et al., 2009; Shonin &
Van Gordon, 2014). Here, I explore how temporal orientations to time and narrative may be
influencing the way mindfulness is enacted in practice. Some nurse participants show through
their stories how this linear conceptualization of time and narrative is not so ‘straight-forward’.
Rather, as one may experience walking the labyrinth, the line that creates the path “evokes a
hiatus in linear time, an aporia or pause in which the directional distinction between past and
future is lost” (Harris, 2014, p. 135).

For nurses in this inquiry, approaches to being present and mindful with people in
practice seem to be fluid, changing, and based in their memory and imagination existing
backward and forward in time. For example, in Turn Four, Candice recollects a time when a man
asks her if he is dying; this experience influences her way of thinking as she considers sow to
respond to people through existential uncertainty. And, in Turn Five, Melanie recounts a time of
regret wherein she does not offer to provide care after death; “I should have spent a little time

and offered to help wash her, because she had been diaphoretic.” Yet, Melanie uses this
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experience to be a little bit more aware in subsequent practice moments. In these examples, it
appears that a “narrative sense of self is ever evolving, internalizing individuals’ perceived past,
present, and imagined future” (Stella, 2018, p. 56). Similarly, from a Buddhist perspective, Bruce
(2007) discusses how one’s sense of time can shift—'being-time’—as “the totality of past and
future, all that has gone before, is fully present in this moment” (p. 153).

In Turn Three various life-world perspectives and their impact on participants’
approaches to mindfulness are discussed; in one such perspective a nurse expresses appreciating
mindfulness from a secular point of view. However, when mindfulness teachings are adopted
within Western secularized settings that impose linear perspectives on time, perceptual
understandings of ‘now’ may become narrow. In a theoretical discussion related to ideas of
linear and cyclical time (drawing on secular and Buddhist conceptualizations, respectively),
Bruce (2007) explores ‘time(lessness)’ and invites nurses in palliative and hospice care to draw
on ‘diverse’ views of time to inform their practice. In doing so, perceptions can open up at the
level of felt sense where time may expand (Bruce, 2007); this opening may account for a sense
of time shapeshifting in Laura’s story of sitting with the teenager in the moments following his
mother’s death. The minutes felt like they went so slow. Thus, dialogical approaches to
mindfulness may disrupt secular perspectives on time, story and the experience of being present.
This ‘being-time’ is not known solely through conceptual understanding, it is knowing that is
connected to experience in a broader perceptual sense.

Re-storying ‘management’ and ‘control’ of emotion: Attending to somatic signals

If the important intention to work from a place of clarity and being centered in body to be
present is recognized as a way to support compassionate and relational spaces of caring, then

being aware of and working with sense perceptions in body is paramount. Thus, processes to
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help cultivate and nourish attunement to bodily cues are a crucial focus for palliative care
nursing practice. Somatic methods to support awareness of embodied experience were discussed
most directly in Turn Five. In short, nurses’ stories show how somatic methods offer portals into
approaching and attending to strong emotion in nursing practice moments, rather than
reinforcing habits of controlling and managing emotion. Stepping further into this discussion of
different conceptual perspectives on working with strong emotion, in this section one more
example of a somatic method used by Emma to support an approach to mindfulness in her
palliative care practice is presented.

In this example, another mnemonic device that Emma uses as a (micro) pause in her
practice is discussed. Emma learns this new approach to working with experience through an on-
line mindfulness course she is taking wherein the focus is on working with strong emotion.
Adopting the theoretical teachings from the course, she creates an acronym for herself: F.1.T.
This becomes a helpful tool to remember a process that directs her further into acknowledging
her embodied experience within challenging situations in which emotion is strongly felt:

It's when you feel that flash of emotion come up, or that sting of whatever, to really

think about what you're feeling. Is it in your gut? Are you not breathing? Flushed

face? What's the talking that's going on? That's always fascinating to me. Because

it’s usually like — ‘I can't believe they don’t believe me.” ‘I'm right and they're

wrong.’ And the other is images. I was like, there are no images that come up, but

it's quite fascinating about images.

While collaborating with a physician about a patient in their care, Emma has an opportunity to
practice this new approach. She describes having a good relationship with this doctor, but
sometimes he pushes her buttons and she pushes his. To demonstrate this relational dynamic,
Emma raises her hands up, moving them through the air as they go by one another without

making contact. In a situation with this colleague she noticed a particularly difficult conversation

arise between them. He started saying something, and she wasn't really buying it. And then,
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Emma began practicing F.I. T.—acknowledging feeling, (self)talk, and images, and recognized
that what she was feeling was that she was in a box. As Emma describes this, she makes the
sound ‘errr — errr’ and moves her hands back into the air, gesturing as if the box was being
squished into a smaller and smaller form. She didn't like it. Someone telling her this is what the
box was. And as soon as Emma identified it in her own body, she could really listen. And then,
their communication pattern changed. “It was quite funny” Emma said, “because the first time [
did it he noticed something was different about how we were interacting!”

Curious to understand more, I ask Emma, “What was it about the interaction?”, to which
Emma shares,

1 could listen, I didn't get attached to my answers. I still had feelings about it. You

know, I still had an opinion. But then we just opened. And he would talk, and 1

could listen to the very end of it. And then I could talk. And then he could talk. 1

don't think we came like this [bringing her hands together]. And the best part of it

was I didn't feel like shit after. I wasn't mad at myself for being short with him. I

didn't feel like, ‘Emma don't be so arrogant’. I didn't beat myself up. So, I felt better

about it. And — aren’t we just trying to find more peace in our day?
Bearing in mind-body an image that goes along with her thoughts and feelings, although not at
first an easy practice, helps Emma to acknowledge aspects of her somatic experience. The image
acts as a container offering opportunity for reflection and attention to felt sense (Stanley, 2016).
Emma’s ability to listen outwardly seems first to be established through her ability to listen
inwardly to her direct experience in body. With ‘space’ made in this process, ways of moving in
relationship to others open up as well. Also, an important part of this story is that mindfulness

practices can support being authentically present and clear in communication, while allowing

one to directly question and reflect on differing ideas about a clinical situation. This is an
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important counter-narrative to some expressions of concern that mindfulness, as an ability to
‘accept’ situations as they are, can lead to complacency and socially disengaged ways of being.*

Engaging at the level of embodied sensation, as Ogden and Minton (2000) suggest, can
be a “precursor to holistic processing—the synergistic functioning of cognitive, emotional and
sensorimotor levels of processing” (p. 154). However, within the discipline of nursing, and
society at large, thinking is often privileged. Alex is particularly aware of a tension within her
experience, of being led by her thinking-mind: “MindFULL — not heartFULL . Nonetheless, as
part of her mindfulness practice, Alex appears to be seeking to close this gap wherein, rather than
a privileging of conceptual knowing, she brings mind-and-heart together in an integrated way: fo
bring love, compassion, provide knowledge and listen. Alex’s challenges are mirrored within
nursing education and practice, wherein one can be drawn into habits of knowing oriented
toward clinical reasoning and problem-based learning, and toward techno-rational focuses
(DeLuca et al., 2015; Draper, 2014; Perron & Rudge, 2016, Theobald & Ramsbotham, 2019).

This orientation toward focus on the thinking (and storytelling) mind can become
problematic if the intention is toward holistically embodied approaches to mindfulness in
palliative care nursing practice. “Mind-centered epistemologies”, Shahjahan (2014) cautions,
“serve to dislodge us from our bodies, and relegate other sensorial ways of knowing to the
periphery” (p. 494). Especially when visceral sensations in body are difficult to be with, there is
a predisposition to go toward a cognitive frame of reference, where thoughts become solidified

or judgment predominates (Ogden & Minton 2006; Treleaven, 2018). We can reflect back on

33 On the contrary, there is a growing conversation and application of mindfulness toward social
justice and socially engaged practices (e.g. see Magee, 2016). Magee (2017) gives an interesting
keynote, ‘Revolutionary Mindfulness’ at the Association for Contemplative Mind in Higher
Education Conference.
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Robin’s words here when I ask her how she works with the strong emotions she encounters in
her practice, to which she responds by saying she ‘rationalizes it away.” As social and affective
neuroscientist Farb (2015) suggests, contemplative approaches of working with ‘the subtle
body’, or interoceptive bodily signals, are valuable in that they support “the more general
hypothesis that over-dependence on top—down, or merely conceptual (in contrast to sensory)
awareness significantly limits a human being’s potential for relating to self, others, and the
world” (p. 5). Engaging body from a spaciousness and balance in body, where felt sensations—
even uncomfortable ones—are also welcome, the duality between mind-body closes and an
integration between thinking, emotion and felt sense can support ways of being embodied in
practice. Yet, this integration, it seems, begins not with reinforcing narrative knowing, but with
cultivating a relationship to visceral sensations that are unfolding within body and understanding
how these aspects of being are inter-connected with other aspects of being (i.e., thinking).

Nonetheless, experiences in body can still be very difficult to approach in practice, as
Erika alludes to in a description of a situation in which a young man is restricted from saying
goodbye to his mother who is dying:

[ think what catches me is young men, 25-45 and crying over their mom. It seems

to get me. Maybe because I have a teenage son, it’s kind of comparing what his

emotions would be like. So, for me, in this situation, I got that kind of ache in the

pit of my stomach. Just because it was so sudden, and they weren’t ready for the

situation with their mother dying. And, the fact that I kind of was empathizing with

the son who had to sit outside the room—knowing that he wanted to say goodbye

to his mom—but couldn’t because of issues in the family. So, I was torn between

empathizing, and emotions and frustration. It kind of pulls you [in a number of

directions] ... That’s when I find I just have to go, take that deep breath, leave the

room, center myself again, take the huge deep breath again . . .

Reflecting Erika’s way of approaching this difficult situation, Chdron (2009) invites a working

with experience through touching
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the quality, the mood, the bodily felt sensation free of the storyline. This

uncomfortable experience, this familiar sensation that can sit like a lump in your

stomach [or perhaps as an ache in the pit of the stomach, as Erika describes], that

can cause your body and face to tense, that can physically hurt—this experience

itself is not a problem. If we can get curious about this emotional reaction, if we

can relax and feel it, if we can experience it fully and let it be, then it’s no problem.

We might even experience it as simply, frozen energy whose true nature is fluid,

dynamic, and creative—just an ungraspable sensation, free of our interpretation. (p.

49)

Thus, dropping the storyline(s) to “stay with the energy” can be a valuable un-learning and
approach to mindfulness. Laura reflects on being within a body experiencing discomfort, as a
somatic language that lives in the body itself: “it’s ok, you can hurt, it doesn’t last forever.” With
this short reflection from Laura, a dialogical commitment to the unfinalizability of stories, as
discussed in the previous section, seems to also apply to felt sense experiences as well, where
there is a recognition and working with them while appreciating their transient nature.

Stephen Jenkinson (2015) writes that culturally ‘we are grief-illiterate’ (p. 369; emphasis
in the original), in that we see grief as “a process that needs management and closure. ... We
aren’t taught to grieve; we are taught to handle grief, to resolve grief, to get on the other side of
it” (p. 369). So too with other strong emotions within nursing, there remains a consistent
encouragement toward ‘control’ and ‘management’ of them. Interestingly, none of the nurses in
this inquiry use language of ‘control’ in relation to ways they engage in mindfulness to navigate
experiences in their practice. Alex finds herself continuously learning with the people she cares
for, and although “the teachings are new with every patient and some of them are standouts, to
learn to let go of control is probably the biggest teaching.”

In Turn Two I briefly discussed how control and management of emotion has a legacy

within the academy (Boler, 1999). Recent examples from the literature are provided here to

illustrate how this language of control, and this general orientation toward emotion, remains
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prevalent within the nursing discipline. In a discussion paper related to resilience and
vulnerability in nursing, East, Heaslip and Jackson (2019) write,
feelings of vulnerability can have positive dimensions as a nurse’s sense of being
vulnerable can assist them in recognizing patient emotions and the importance of
empathy, however if not managed it can become burdensome and lead to emotional
burnout (Stenbock-Hult & Sarviméki, 2011). (p. 5)
Even in the context of palliative care, ongoing encouragement toward managing experience is
found. Funk, Peters and Rogers (2017) “explore how paid care providers understand and
interpret grief when working with dying patients and families, and the emotional labor they
engage in as they manage grief in the context of their work™ (p. 2212).

A more critical perspective is needed related to the language and conceptual frames
education and practice models reinforce. As a discipline, nursing seems to be holding onto (or
‘caught’ in) stories related to controlling and managing experience, particularly those fraught
with uncertainty and strong emotion such as grief and fear. With a focus on control of emotion in
nursing a dialogical conversation at the level of self-in-body is not fully encouraged. Benner and
Wrubel (1989) discuss the implications of this approach to emotion wherein “the alienated,
detached view of emotions, as unruly bodily responses that must be controlled actually cuts the
person off from being involved in the situation in a complete way ” (p. 97). Unquestionably, as
has been shown throughout this dissertation, nurses in this inquiry are interested in, and
searching for, approaches to care from a place of integrity with-in body (integrated in body-
mind), knowing that doing so supports relational ways of caring for self and other. However,
instances of ongoing struggle within the intensity of emotion are also apparent in some of the

stories participants share (their struggles mirroring ways of working to manage experience). For

example, a nurse shares a memory of really having to push aside what she was feeling.
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I had a patient on the unit. She was my age, and she had a daughter the same age

as mine. I remember going to her door to say hello for the evening, and her

daughter was right in front of the door—just sobbing. Just standing there sobbing.

And that just really did it. I thought, I'm going to break into tears too. And then, I

sort of had to pull myself together and sort of say, ‘no you can’t, because you're

not going to be any help to her.’ So, that’s the issue, you want to be able to show

some emotion but then you can’t just fall apart. And I thought, I can’t just fall apart.
As discussed in Turn Five, Robin conveys a similar challenge in her practice, wherein she finds
herself stuffing strong emotional experiences. In this ongoing struggle that some nurses
articulate, there is a need for further exploration on how to work with such strongly felt
experiences within nursing education and practice. In an integrative review of the literature to
explore how nursing educators “prepare students for the emotional challenges of practice,”
Dwyer and Hunter Revell (2015, p. 7) summarize 14 articles, concluding that

a comprehensive research agenda to support the development of evidence-based

pedagogies directed at preparing students for the emotional challenges of nursing

will help to close the identified gap between how educators teach nursing students

to identify and manage the emotional challenges of nursing and the students’

postlicensure practice experiences. (p. 11)
Again, within contemporary nursing, management of emotion remains a prominent direction for
research and a prominent approach to guiding nurses in their ways of being with(out) emotion in
practice. This approach can be problematic as it fosters, as Boler (1999) suggests, ‘habits of
inattention’ toward feeling. Therefore, disciplinary discourses around control and management of
experience, particularly in relation to mindfulness as an embodied experience, need to be
questioned, as mindfulness and this kind of control appear antithetical to one another.

In Farb’s (2015) work on ways of regulating emotion across modern and contemplative
scientific models, he discusses bodily cues, also known as interoception, and the way in which

the concept of regulation is used:

Regulation refers to how well a person can match an interoceptive signal to his or
her desired state. Regulation can involve shaping either the signal or the desire. For
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example, regulation could shape interoceptive signals to meet goals through
reappraisal, suppression, or distraction, techniques often cited in modern scientific
models of emotion regulation (Gross, 2002). However, regulation could also follow
more contemplative traditions, intentionally accepting and examining such signals
with curiosity, a strategy that encourages shifts in interoceptive experience without
attempting to control unexpected interoceptive signals or create desirable ones. (p.
3).

This distinction made by Farb can help further discussion on why nuancing discourses around
working with emotion, and its associated felt sense experience, may be helpful to advance the
discipline of nursing. The idea here is that, from a mindfulness and contemplative lens, the focus
is on being with experiences as they arise, rather than having to control aspects of the experience
itself. As has been discussed throughout this dissertation, through practicing methods of somatic
self-awareness and care, the ability to know and track how one is feeling in body, that is, really
knowing your signals, can support mindfulness in experience (Ogden & Minton, 2006;
Treleaven, 2018). Also, Turn Three included a discussion related to how, depending on the
ideological tenets behind one’s perspectives, mindfulness can become a tool for stress-reduction
leading to a bypassing of uncomfortable experience. Nurses in this study show that their
approaches to mindfulness foster learning how to attend to felt sense; somatic methods of self-
awareness and care seem to support a growing capacity (‘space’) for emotional responses to
exist and flow. Therefore, it seems there is less of a need (or participants make no mention of a
need) to control or manage emotions themselves. Jenkinson (2015) believes that to skillfully
support people through death and dying “we need grief teachers and practitioners” (p. 369).
Through their approaches to mindfulness, nurses in this inquiry seem to show ways in which it is
possible to practice being with grief and other strong emotions while compassionately caring for

people through living-dying.
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Additionally, in a contemplative and mindfulness approach there is a willingness to work
with emotional valence as it is, regardless of whether the experience is named as ‘good’ or ‘bad’.
Approached in this way, the affective aspects of experience in body become something one can
do as opposed to something one suffers (Jaggar, 1989). Buddhist teacher Ajahn Viradhammo
(2005) offers guidance to contemplative practitioners, inviting them to attend to sensation in

body, however it is present, “You have a body with senses; you live in an environment with

which you have contact; that contact produces pleasant, unpleasant and neutral feelings. Right
there is where you work” (p. 66). When the smells are really bad, you tell them ‘oh my nose
never works very well anyway’, and you 're trying not to gag. So, you push, you make yourself be
there, and to be as present as you can, even though it’s not pleasant.

I am not suggesting that the modern scientific approach often modeled as a way to work
with emotion and other bodily experiences does not at times serve a purpose (the distraction of
going to the garden to re-focus and re-engage in body, which is an approach that Tina uses in her
practice, can be helpful depending on the circumstance: Like—I can wander a little bit and then I
come back to the here and now, so I can go in again, and try again). At the same time, ‘stuffing’
and ‘pushing aside’ emotion is an aspect of practice that some participants are continuing to
grapple with. To nuance and foster ways of being with-in the intensity of situations that are
central to palliative care nursing practice, refining understandings of, and approaches to working
with, emotion while directly engaging with felt sense experience in the process is vital.

In summary of this turn, before moving to the final one, engaging in mindfulness and
storytelling from an un-knowing in body seems a central way in which nurses in this inquiry
work to practice ‘dialogically’. Given the value of attending to perceptual awareness, I propose

that a relational ethic of care grounded in a somatic framework (rather than in one that privileges
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narrative, per se) might open up new ways of providing compassionate care for self and other in
palliative care nursing practice. Rather than controlling experiences, particularly ones that
generate discomfort within body, nurses in this inquiry seem to show that approaches to
mindfulness can open up relational awareness and support navigating uncertain and dynamically
shifting particulars unfolding in nursing practice. Grounded in sense perception, time and ‘now’
moments can also transform. Likewise, returning to the labyrinth metaphor, West (2000) reflects
that such a contemplative walking practice is a ‘gestator’ for creativity, drawing on poet Rainer
Maria Rilke:

Everything is gestation and then bringing forth. To let each impression and each

germ of feeling come to completion wholly in itself, in the dark, in the

inexpressible, the unconscious, beyond the reach of one's own intelligence, and
await with deep humility and patience the birth-hour of a new clarity.... (p. 143)



143

Reflective pause: Shifting ‘warvative-self’ perspectives

The boda s heavy
with story.
(Words from reflexive journal)

Awakening with wet eyes

‘I unravel tnto wholeness
(Reflexive jowrnal, after waking from a

dream, October 1%, 201.5)

[P § A
Y e,

K

Light&Shadow

walking the labyrinth facilitates ‘letting go’. The many stories carvied around, and
their appearance as solid impressions in and on my body, loosen and transform.
Exploring light and shadow (stories), ( practice living within “penumbral awareness of
the body itself” (Ray, 2008, p. &9). Honoring this dynamic and shifting line
Wuminates embodied boundaries, and simultaneously expands them.

Dwelling in this process over many years | see myself shifting narratively,
continuously re-forming, alongside emotions and felt sensations . . . As Batchelor
(1997) encourages “instead of thinking of oneself as a fixed nugget in a shifting
current of mental and physical processes, we might consider ourself as a narrative that
transforms these processes into an unfolding story” (p. 104).

Stepping out of the labyrinth ( turn and look back upow it. t am grateful for
practice, wherein the opportunity to begin again is ever present. The labyrinth provides a
sacred container for stories to move fluidly. This experience of walking an un-certain

path leads wme back out nto a broader landscape; | continue to see stortes abound.
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Turn 7—Beginning again: A conclusion

[Looking back on the labyrinth]
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The values essential to the moral foundation of nursing cannot be extracted from any
abstract or decontextualized moral theory. These values derive from generations of
nurses’ relational stories of caregiving. If these stories are woven together with care,
nurses collectively can fashion a tapestry of rich and diverse experiences from which
to pattern a nursing ethic. First, however, nurses need to tell their stories.

(Parker, 1990, p. 34)

At the 2018 International Congress on Palliative Care nursing seminar day, I had the
opportunity to share some of the stories and perspectives from this doctoral work in a
presentation: ‘For the longest time I don’t think I was breathing into my chest. Embodying
mindfulness in palliative care nursing’. I began this presentation in a similar way to that of Turn
Five, offering stories from Jen and Alice who both bring their hands to their chest while sharing
stories from their palliative care nursing practice. I suggested that engaging with discomfort
through somatic practices of self-awareness and care would help nurses to embody the figurative
‘heart’ of nursing (Draper, 2014), as well as to know and attend to our literal hearts on a more
tangible level. After the presentation was over, a nurse from the audience approached me to
express her gratitude. With a shaky voice and emotion surfacing, she shared that 'people' she had
previously cared for were taking up residence in her heart. Up until that point she had been
making a fist with her hand and rubbing quite intensely against her chest trying to get them 'to
leave'. I watched her mimic the process she described, as she brought her hand to chest and
rubbed quite forcefully. For this person the presentation gave rise to an internal dialogue related
to her way of being in body: “I am going to change my approach,” she said. Further sharing that
she was going to open her hand and “invite the people to stay.” Throughout this research my
interest has been to open up spaces for dialogue; methodologically, this was my greatest aim.

This is where dialogical narrative analysis and its commitment to the unfinalizability of

stories (Frank, 2005, 2010, 2012) is remarkably congruent with perspectives of mindfulness.

With all the ways mindfulness has been discussed in this text, can we hold open possibility for
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seeing a-new? Or, as Kabat-Zinn (2015) encourages, how can we consider mindfulness while
“not getting caught in our stories about it, even as we unavoidably generate them” (p.1483). The
lack of generalizability of this work is not a limitation, for it was never an aim.

In working to create a reflective space for conversation within this text, I dialogue across
difference (Frank 2010, 2012; Lipari, 2014) while also seeing and presenting the ways in which
stories connect. Across scholarship, practices and programs there are diverse perspectives about
mindfulness; this is equally true of the expressions and stories from nurses in this study, wherein
they speak about mindfulness in a variety of ways. While working to create a dialogical text, I
make a few assertions for consideration, the most central one being that palliative care nursing,
where nurses are compassionately caring for people through living-dying, can be a profound
mindfulness practice. This practice is one of being willing to cultivate capacities, or embodied
spaces, to be with strong emotion, suffering and relational complexity. In this dissertation, three
story threads were continuously woven together to create the path for this labyrinth walk.
Together the story threads show: 1) palliative care nursing as mindfulness is an embodied ethic,
2) somatic methods of self-awareness and care support embodied ways of being/knowing, and 3)
spaces of caring are transforming within educational and organizational systems that either
enhance or curtail how nurses ground their relational work with, in, and through their bodies.

This dialogical storying process illuminates the significance of embodiment in nursing
work. Somatic awareness and methods in this dissertation have the potential to inform ways
nurses can be supported to deepen compassionate presence and therapeutic relational
engagement with people in the face of tremendous suffering and strong emotions—as well as
nourish qualities such as peace and love. For nurses in this inquiry, this work requires an ongoing

commitment to their own well-being, wherein acknowledgement of embodied vulnerabilities that
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inevitably arise is a significant aspect of the process of mindfulness; /istening into and through
body can lead nurses toward skillful relational engagement to care for self and others. Thus, I
wonder, would it be helpful to ‘let go’ of narrative as the privileged storyline to support a
relational ethic of caring within the discipline of nursing? I believe extending our language
toward a ‘somatically based ethic’ could open up a more balanced perspective, inviting the
wholeness of body into nursing work, where attention to other sense perceptions is considered
equally important.

The dialectic I hope to have encouraged here is one in which nurses are exploring self-in-
relation with: body, people they are supporting in their caring roles, colleagues with whom they
work, and the organizational spaces in which they are practicing. I have also made an appeal to
those shaping organizational and educational systems to acknowledge their influence in
liberating and/or constraining holistically embodied approaches to caring. In this dissertation
walk I have encouraged reflection on ways to support integrating aspects of being which are
frequently placed in opposition to one another, such as thinking-feeling, mind-body, and being-
doing, or even inward and outward notions of where the ‘true’ self lies. Mindfulness, as a way of
being holistically embodied, requires a dissolution of dualistic ways of seeing and being. In
addition, it may be helpful to consider re-conceptualizing orientations toward (linear) time,
narrative temporality, and managing or controlling strong emotion, which can limit awareness of
sense perception in experience. Leaving these conceptual perspectives unquestioned may be a
barrier to engaging mindfulness and embodied ways of being at the level of felt sense perception.

To consider the way practices in this dissertation may nourish connections with-in body, I
return to the labyrinth metaphor. This is not a linear process, but a spiral-esque one, where one

comes in and out of awareness and dis-comfort in body. In storying mindfulness in palliative
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care nursing, the stories themselves are meant to be resources to invite further reflection on this
process; they are not, however, meant to be the end. Nurses are often taught to be suspicious of
emotions and the type(s) of knowledge and ways of knowing they invite. However, “like all our
faculties, [emotions] may be misleading and their data, like all data, are always subject to
reinterpretation and revision” (Jaggar, 1989, p. 169). How nurses engage with emotion and felt
sense experience need not be the anti-thesis to knowledge production; like all other knowing,
what is required is to understand that what we know is always changing. Dialogue and re-
generating perspectives for consideration remain a valuable endeavor. The idea here is to hold
open the possibility to always learn something new.

With an appeal towards ‘beginner’s mind’, I conclude with a call that we continue to
open up reflections about mindfulness practices and organizational approaches that can engender
and support embodied holism and relationally engaged spaces of caring with compassion. This
may take inquirers further into unknown and uncertain territory—into the mystery and magic of
life as perspectives, and intuition, change through opening in-to awareness. Walsh (2016a)
suggests that “in order to restore transcendence to meditation, contemplative studies must
transcend the repressive context in which meditation is quantifiably and objectively fixed to
specific social functions” (p. 26). What I believe Walsh is suggesting here, recalling Kabat-
Zinn’s reflections, is that we need to be cautious not to get ‘caught up’ in our frames of reference
about the meaning and practice of mindfulness. How can we allow for new orientations to
mindfulness to be revealed both in theoretical perspectives and in one’s embodied experience of
it? One answer may be to work toward ‘keeping stories strange’ (Frank, 2015). In regard to

Frank’s (2010) ‘Letting Stories Breathe’, he wonders in a lecture years later...
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...maybe I should have titled it ‘Keeping Stories Strange’, because then I would
have had to do a better job living up to that title. It’s difficult to say things about
stories and at the same time keep those stories strange.

In the spirit of ‘keeping stories strange’ I end this dissertation with a story that begets stories. It
points toward magic in mindfulness and may challenge our conventions (even the ones I have
offered here) about what it means in practice. This story is told with gratitude for nursing
moments: “It is why I want to go to work, why I don’t want to retire.”

I was working night shift and had received a call for pain management. And it was
an elderly gentleman and his wife. And he was in bed initially. So, he stayed in bed
with a new butterfly for pain medication. Late during the night, his wife ended up,
at my suggestion, going back to bed beside her husband. They were both asleep and
I was sitting at the end of the bed. And I thought about how—I didn’t really think
about it—I felt how precious our work is. As part of my practice I stay until I see
that the drug has taken good effect. I would not normally leave right after giving a
new medication. So I sat there and thought — this is cool — I am sitting here and
contemplating this strangeness, and beauty, and magic of this—their faces changed
and they became young... over minutes their faces became... it was like the wrinkles
and the ages disappeared and I was looking at a young couple. And it was really
quite amazing . . . I just looked and the years fell right out of their face. It was
amazing. ... Irelate the moment to mindfulness because I was present in that room
in a way that I cannot often do—it was a meditative presence. To have that much
peace, and that much room for contemplation is rare—in the presence of strangers.
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Appendix A: Table 1. Central Story Threads

Three central and interwoven story threads prominent within the data

TShtory Palliative care nursing as mindfulness is an embodied ethic creating space(s)
read - . .
One for creativity and connection through the big stuff,
This ‘space’ can be made, or opened to, through somatic practices of self-
awareness and self-care;
Somatic Self-Awareness Somatic Self-Care
Mindfulness is expanding self- Mindfulness is creatively engaging self-
awareness with-in entanglements that care practices to unravel from the
can impact relational ways of being in tangles into compassionate whole
nursing person care
(practiced before, during and after work).
Paying attention to somatic signals
= Setting and remembering
‘Caught up’ in dualistic notions intention
Story = Personal/professional » Pausing/slowing/stopping
Thread » Thinking/feeling (mind/body) » Acknowledging intensity and
Two = Being/doing opening to experience
= Self/other = Re-turning to a sense of
balance/clarity
Noticing Judgments (toward self-and/or- = Breathing
other) = Reflecting later to learn
= Self-compassion
Noticing attachments to outcome = Gratitude
»  ‘Fixing’ = Sitting meditation
= Altering suffering = Walking meditation
= ‘A good death’ * Yoga
= Story-telling (debriefing)
= Prayer
= Being with nature
= Asking for help
And also, spaces of caring are continuously transforming within the
communities in which they are practiced.
Story | " Learning is an unending process
Thread | * Part of existing approaches (e.g. learned in nursing school; part of upbringing;
Three modeled by mentors; part of religious/spiritual beliefs)

» Part of palliative care culture (e.g. holistic practice)
» Variations in approach based on organizational values and beliefs

= |tis not easy, it's ‘a long hard journey’
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What the study is about ... The purpose of this research is to
explore how mindfulness influences palliative care nurses to be
present while providing care at end of life.

Why the study is important ... Mindfulness is emerging as a
particular way of being present, and as a method to foster self-care
and relational qualities in the health care professional’s practice.
However, research to understand how mindfulness influences
palliative care nursing practice is limited. Insights gained from this
study can inform the work of palliative care nurses and their ways
of being with and caring for themselves and those who are dying.

Who is invited to participate ... Registered Nurses or Licensed
Practical Nurses who:
* Have been working in a palliative or end of life care setting
for at least one year.
* Work on Vancouver Island or within the Vancouver Coastal
region (as a Health Authority employee or independently as
a palliative care nurse in the community).
* Have a mindfulness meditation practice that has been
cultivated over at least two months or longer.
* Are willing to share, in English, their experiences and stories
of palliative care nursing.

What participation involves ... Participation in this study is flexible
based on availability and interest. Participants will be asked to
share their experiences of mindfulness and palliative nursing
through 2-3 conversational interviews at a location and time that is
convenient for them. Each interview will be approximately 4-6
weeks apart, lasting 60-90 minutes in length. In addition,
participants will have the option to offer written reflections

Want to learn more about
the study?
If you are interested in
participating in this study
or would like to learn

more please contact Lacie
White, principal
investigator:

between interviews.

Research Team

Lacie White RN, PhD (c)
Principal Investigator
Doctoral Student
University of Ottawa
School of Nursing

Jill Gerke
Co-investigator
Manager of End of Life Care
for Island Health and Nanaimo
Palliative Care Unit

Island Health Authority

Dr. Christine McPherson RN
University of Ottawa
School of Nursing

Dr. Anne Bruce RN
University of Victoria
School of Nursing

VANCOUVER ISLAND HEALTH AUTHORITY
O tawia

ETHICALAPPROVAL TO CONDUCT THIS STUDY HAS BEEN APPROVED FROM

(A HARMONIZED REVIEW WITH VANCOUVER COASTAL HEALTH AUTHORITY)
AND THE UNIVERSITY OF OTTAWA RESEARCH ETHICS BOARDS

b

island health
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Appendix D: Letter of information and consent form
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RESEARCH STUDY: LETTER OF INFORMATION and CONSENT FORM

Storying mindfulness with palliative care nurses:
Exploring the dynamic process of presence at end of life

Investigators: Lacie White, RN, PhD (candidate)  Jill Gerke, MA
School of Nursing End of life care manager Island Health
Faculty of Health Sciences and Nanaimo Palliative Care Unit
University of Ottawa Vancouver Island Health Authority

Christine McPherson, RN, PhD

School of Nursing Anne Bruce, RN, PhD
Faculty of Health Sciences School of Nursing
University of Ottawa Human and Social Development

University of Victoria

Invitation to participate

You are being invited to participate in a research study. Your participation must be free and voluntary.
You are free to withdraw at any time. In this study we are interested in your unique experiences as a
palliative care nurse concurrently practicing mindfulness as you care for people who are dying and their
loved ones. We are seeking palliative care nurses (Register Nurse or Licensed Practical nurse
designation) who have been working in end of life care for at least one year, who have a mindfulness
meditation practice that they have cultivated over at least 2 months, and who are willing to share their
stories of palliative care nursing practice. This research will be conducted by myself, Lacie White, a
doctoral candidate enrolled in the School of Nursing doctoral program at the University of Ottawa, and will
be supported by co-thesis supervisors Dr. Christine McPherson (University of Ottawa) and Dr. Anne
Bruce (University of Victoria). In this study we are interested in your unique experiences as a palliative
care nurse concurrently cultivating a mindfulness practice as you care for people who are dying and their
loved ones at end of life.

Why is the study being done?

The purpose of this research is to explore how mindfulness influences palliative care nurses’ (PCN) to be
present to the complexities of experiences and relationships inherent in providing end of life care.

Little is understood about how mindfulness influences the work of palliative care nurses and their ways of
being with and caring for those who are dying and their families. Through understandings gained from this
study thoughtful approaches to integrating mindfulness into palliative care nursing education and practice
can be fostered.
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Nature of your participation
If you volunteer to take part in this study, you will have choices regarding the level of engagement and
time commitment you offer. The various ways you will be asked to contribute to this study include:

Providing some general information about you, including your age, education, nursing
background and religious or spiritual affiliation.

Taking part in 2 to 3 interviews:

o

o

Interviews will occur outside of workplace locations, in a private space, and at a time and
location that is convenient for you.

They will be 60- 90 minutes each. Each interview will be audio recorded. After the
interview, the recording will be transcribed into written form.

» Firstinterview: You will be invited to share your experiences of palliative care
nursing and mindfulness practice. Questions will be asked to explore your
experiences of mindfulness and being with patients and families in complex
moments at end of life. At the end of the interview you will be asked if you would
like to participate in continued written reflections (see note below) of your
experiences and understandings of mindfulness and palliative care nursing
practice.

= Second interview: Will occur about 4 weeks after the 15t interview. Questions and
reflections that arose since the first interview will be explored. As part of the
analysis process the researcher will write stories that reflect emerging
understandings about mindfulness and palliative care nursing practice. These re-
written stories will be influenced by what has been shared by you and other
participants in the study, and may be offered back to you in this interview for your
consideration and response. Before sharing these stories any potentially
identifying information will be removed or changed to ensure the anonymity of all
participants. If you have chosen to participate in the written reflections, you will
be invited to read and/or share portions of those reflections during the interview.

= Third interview (optional): Will occur about 4 weeks after the 2" interview. This
interview will support deepening the understanding of the experiences shared in
your written reflections and the previous two interviews. Additionally, this
interview will be an opportunity for you to reflect on emerging stories and findings
within the analysis process, and your experience of reflecting on and sharing
your stories.

Written reflections (optional):

o

Between interview one and two, you will have the option to participate in written
reflections, at least twice a week for four weeks. These reflections can be written in a
journal provided for you or typed into a word document. Please store type written
reflections on a personal and password protected computer. A guide for reflection will be
left with you. In keeping with the nursing professional code of ethics please ensure to
maintain confidentiality and privacy of patients, families and co-workers; please use
fictitious names and change specific information that would otherwise breach
confidentiality of those in your reflections. If you consent, these reflections will be used as
an additional source of data. If requested the journal can be returned to you after
scanned copies are made and uploaded to a secure site where data will be managed. If
you have typed your reflections and are unable to provide a print copy at the second
interview the interviewer can help you transfer the file from your personal computer onto
her secure encrypted USB stick.

At the last interview that you participate in a small journal will be left with you as a gift of
appreciation for your time and contribution to the study.
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What is the inconvenience and/or risks of participating in this study?

Participation in this study may cause some inconvenience to you, including allowing time for the interview
and written reflections. However, every effort will be made to arrange interviews at a time and place that
is convenient for you. Additionally, you may find it emotionally difficult to discuss some of your challenging
experiences of being with and caring for people at end of life, while concurrently fostering a mindfulness
practice. You are free to decline to answer any questions; you may ask that the recorder be turned off or
request the interview be stopped at any time. You are encouraged to share only the information you are
comfortable disclosing. Should you feel distressed you can stop the interview and | will be able to assist
you in reaching your employee assistance program. The information you provide will be confidential and
de-identified.

What are the benefits of participating in this study?
There may be no direct benefit from participating in this study. However, you may also find talking with
someone about your experiences and understandings of mindfulness and palliative care nursing helpful.

What about confidentiality and disposal of data?

The information you share will remain strictly confidential except as required or permitted by law.
Research data collected in this study will be stored on either a secure server, or in a locked filing cabinet
in a locked office at the University of Victoria. This data will only be accessible through the password
protected computers of the priniciple investigator and her co-supervisors Anne Bruce and Christine
McPherson. In addition to interview audio files, transcripts and written journals, field notes will also be
collected during, immediately after and in between interviews. These field notes will include the principal
researcher’s reflection on the interview and initial and unfolding reflections in the process of inquiry with
you as the participant. Individual anonymity will be protected by removing all personal identifiers from
transcripts and field notes. Number codes will be used instead of your name. In reports, articles or
presentations direct quotes and/or portions of the stories you share may be used. However, only fictitious
names will be used and details that could be identifying will be changed to ensure anonymity. Any
transcriptionists hired to work on the study will sign a legal agreement to keep everything private. After
the study is done, your information from this study will be stored for at least seven years, except for audio
recordings of interviews which will only be kept for five years and then will be deleted. Data will be
destroyed by double deleting all electronic files (deleting original files and emptying files in the trash
folder), and confidentially shredding all paper files.Your information will be used for the purpose of this
study, and possibly for secondary analysis, whereby the transcribed data from your interview and written
reflections may be kept for continued inquiry into understanding mindfulness and its influences on
palliative care practice, as well as to inform self-care and relational practice strategies in palliative care
nursing.

Dissemination of the results

It is anticipated that study findings will be published in academic journals and presented at public forums.
Research findings will be shared with participants who would like to receive them via a confidential
listserv available to view ongoing information regarding dissemination of materials related to this study.

If | chose, how would | withdraw from the study?

To ensure ongoing consent this form will be reviewed and consent resigned at each interview. However,
you are also under no obligation to participate in this study. You may withdraw from the study at any time
without justifying your decision. If you request to stop for any reason, you will be asked if you are willing to
leave the interview data and written reflections in the study. If the data has already been analysed, it may
not be possible to remove that information. However, every effort will be made to respect your request.
Your signature on this form indicates that you understand the information in this consent form and that
you agree to participate.
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What if you have questions?
You may contact the researchers at any time regarding this study and your participation.

This research has been reviewed and approved by Vancouver Island Health Authority (harmonized
review with Vancouver Coastal Health Authority) and the University of Ottawa Research Ethics Boards
(REBs). The goal of both REBs is to ensure the protection of the rights and welfare of people participating
in research. If you have any concerns or complaints about your rights as a research participant and/or
your experiences while participating in this study, contact the Research Participant Complaint Line in the
UBC Office of Research Ethics at 604-822-8598 or if long distance e-mail RSIL@ors.ubc.ca or call toll
free 1-877-822-8598.

CONSENT

Title of Study: Storying mindfulness with palliative care nurses: Exploring the dynamic process of presence at
end of life

Principal Investigator: Lacie White Phone Number(s): XXX-XXX-XXXX

Yes No
Have you read and received a copy of the attached Information Sheet? O
Do you understand the benefits and risks involved in taking part in this research O

study?
Have you had an opportunity to ask questions and discuss this study?

Do you understand that you are free to leave the study at any time, without having to
give a reason and without affecting your employment status?

Has the issue of confidentiality been explained to you?
| agree to have my journal reflections used as a data source for this study

| want my journal returned to me after it is scanned by the Pl for use as a data source
in this study

| agree to take part in this study:

Signature of Research Participant:

Printed Name:

Date:

Signature of Primary Investigator:

Date:

A copy of this consent will be left with you, and a copy will be taken by the researcher
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Appendix E: Participant Guide for Written Reflections

With/in your written reflections please offer details of your experiences of practicing both
mindfulness and palliative care alongside the challenging and complex relational needs of
patients and families at end of life. Here are some suggestions and prompts for these
reflections (it is not necessary that you use these suggestions, the purpose is to explore in your
own way, your experiences and understanding of mindfulness in relation to your palliative care
practice):

Suggestions for reflection
<+ Write/record your thoughts soon after your palliative care experiences to support recall
of the event(s).
% If you are finding it difficult to articulate your experience you can try:
o Writing words that are arising in the moment
o Exploring metaphors or describing images that may help you articulate your
experience
o Beginning with a quote that resonates with your perspectives on mindfulness
and/or palliative care describe how this quote relates to your experiences of
mindfulness and/or palliative care nursing

Writing Prompts
Think about an experience, or a collection of experiences, that unfolded in your palliative care
practice. Describe the experience in as much detail as possible:
o What happened?
How did you respond?
How did you feel?
What did you think?
What was your experience in your body?
How did mindfulness manifest in this experience?

O O O O O

Fill in the end of these sentences:
o The challenge was . . .
o My mindfulness practice looked like . . .
o Inmy body...
o I notice that | was not present when ... and thenl ...

Describe how you are finding it to reflect on your stories of palliative care nursing and
mindfulness.

Important directions:

o Please use alternative names (pseudonyms) and change specific information that would
otherwise breach confidentiality of those in your care.

o In keeping with the nursing professional code of ethics please ensure to maintain
confidentiality and privacy of patients, families and co-workers; use fictitious names and
change specific information that would otherwise breach confidentiality of those in your
reflections.

o Please write as clearly as possible. However, do not worry about spelling and
punctuation.

o Try to offer a reflection twice a week (but also write as often as you would like).

If you have any questions or concerns throughout the month of reflections please call me, Lacie
White, the primary researcher at XXX-XXX-XXXX
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Appendix F: Demographic Form

Date:

1. Age:

2. Ethnicity/Heritage/Cultural Affiliation:

3. Religious and/or Spiritual affiliation:
Do you identify with a faith tradition, religion, or spiritual group?

4. Education level:

5. Nursing work history

6. Current palliative care employment:

(eg. Part time or full time palliative care nursing practice and setting)
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Appendix G: Narrative Interview Guide
Interview Questions

Interviews will be conversational in nature and will follow the lead of participants. Open-ended
questions will be used (and may include any of the questions listed below).

First interview: The intention of this interview is to build rapport and invite stories of palliative
care nurses on how mindfulness influences being present to relationships and complex
experiences and relationships inherent in providing care at end of life.

Would you like to begin with a short mindfulness practice?
(This will offer an opportunity for a short time in mindfulness practice to set tone and space
of interview. It will also offer an opportunity to open up explore with participants in the
interview what their mindfulness practices are like).

What does mindfulness mean to you?

What do you do during the day to practice mindfulness?

What do you do to practice mindfulness while working with people at end of life?

How do you experience mindfulness in your nursing practice?

Can you tell me about a time that mindfulness manifested in your palliative care practice?

Can you tell me about an experience where you found it challenging to remain present in the
moments of caring for someone who was dying and/or their family?

Can you tell me about moment(s)/experience(s) within your palliative practice where you noticed
that you were no longer present to the experience?

Where did you learn about mindfulness?

Second interview:

The intention of this interview is to deepen the understanding of the stories elicited in the first
interview, to offer an opportunity for participants to reflect on re-written stories emerging from
within the analysis process, and to explore participant directed reflections from their written
Jjournal and audio reflection. Questions will seek to develop full and detailed descriptions of
participant stories of palliative and mindfulness practices.

Are there any questions that you have before I begin this second interview?

Is there anything you have thought about regarding mindfulness and palliative care nursing since
the first interview that you would like to share?
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When you said ‘X’ ... in the first interview, | was curious about what that meant to you. Can you
say more about X?

What has change (in anything) for you in your mindfulness and/or palliative care nursing
practice since the last interview?

How was your experience of writing reflects on your mindfulness and palliative care practices
over the last month?

Is there a particular reflection about mindfulness, presence and being with people at end of life
that emerged in the last month that you would like to share with me now?

What was it like writing about this experience?
Does telling the story change the experience in anyway?
How do you see mindfulness manifesting in the story written (or told)?

In hearing this story that emerged from the data analysis, I wonder what your immediate
response is?

Optional — third interview

This interview is optional for participants who have participated in written and audio journal
reflections. The intention for this interview will be to deepen the understanding of the stories
elicited in participant written journals and audio reflections, to offer an ongoing opportunity for
participants to reflect on re-written stories emerging from within the analysis process. Questions
will seek to develop full and detailed descriptions of participant stories of their practice.

Is there anything in particular that you feel is important to say or reflect on since we met last?
Can you tell me a little more about X .... in the story when you wrote.....

A story that has emerged from the data analysis is ...... what is your experience of hearing this
story?

How has this process of reflecting on stories of palliative care nursing and mindfulness been for
you?

Have you noticed any changes in either your mindfulness or palliative care nursing practice?
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Abstract

Aim. To report an analysis of the concept of mindfulness.

Background. Mindfulness is an emerging concept in health care that has
significant implications for a variety of clinical populations. Nursing uses this
concept in limited ways, and subsequently requires conceptual clarity to further
identify its significance, use and applications in nursing.

Design. Mindfulness was explored using Rodgers evolutionary method of concept
analysis.

Data Sources. For this analysis, a sample of 59 English theoretical and research-
based articles from the Cumulative Index to Nursing and Allied Health Literature
database were obtained. The search was conducted between all-inclusive years of
the database, 1981-2012.

Review Methods. Data were analysed with particular focus on the attributes,
antecedents, consequences, references and related terms that arose in relation to
mindfulness in the nursing literature.

Results. The analysis found five intricately connected attributes: mindfulness is a
transformative process where one develops an increasing ability to ‘experience
being present’, with ‘acceptance’, ‘attention’ and ‘awareness’. Antecedents,
attributes and consequences appeared to inform and strengthen one another over
time. Mindfulness is a significant concept for the discipline of nursing with
practical applications for nurse well-being, the development and sustainability of
therapeutic nursing qualities and holistic health promotion.

Conclusion. It is imperative that nurse well-being and self-care become a more
prominent focus in nursing research and education. Further development of the
concept of mindfulness could support this focus, particularly through rigorous
qualitative methodologies.

Keywords: concept analysis, evolutionary method, holistic, mindfulness, nursing,
presence, self-care

© 2013 John Wiley & Sons Ltd
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Appendix I: Table 2. Responses to the question ‘What does mindfulness mean to you?

Mindfulness as initially described by participants

to be in the present — to be aware of how my actions and reactions affect other people — those
people around me.

setting intentions for the things that you are doing... bringing things into more focus, taking
time to think things through... just little extra special attention to things.

being present, in the moment, not having an agenda other than maybe just having a
connection with whoever you happen to be with. Or maybe the agenda of not having an
agenda. Just really being genuine and open to whatever the situation might bring.

| guess it just means being in the present moment. And then, to me mindfulness, | guess | was
mostly thinking about being mindful about what you're going into, or preparing. But maybe
that’s not really the same thing. Yea, mindfulness maybe is more in the moment. So maybe it
just means being with who you are in the moment, the patient.

First and foremost, it means being present in the moment, and being grounded, and being
aware of who | am there ... | am there to bring love and compassion, provide knowledge and
listen, and that's mindfulness at work for me. To be aware of who | am there.

Always bringing it back, | mean for me anyways, | always sort of bring my practice back to, it's
not about me, it's about my patient or the person I’'m caring for and how | can help them. And
then when we’re all done it gives me time to reflect back on me because so often we’re given
gifts by the people that we’re caring about even though they’re not visible gifts.

For me it’s trying to be present with someone and understanding my own reactions and my
own, where I'm at in the conversation when I’'m with them — to really be with them and
understanding and being aware of how I'm with them. ... So mindfulness is more the being,
how you are in the present and not just how you are but how you’re reacting with the other
person. But then | often reflect later on how | was, and thinking about why | was- the way |
was.

Mindfulness to me, is making sure that you're fully present in each situation. And everybody’s
journey at end of life is completely different from the next. It is never the same whether you
think they’re on the same meds, they had the same disease process — the family dynamics are
different, their perspectives, their life journey before that has been different and so you need to
respect that. And before you step into a room, or to speak with family or a patient themselves,
you need to be very mindful of where they’re at, and where you're at - before having
conversation, administering a med, giving a hug, anything like that, that's what it means to me.

One of the biggest things is space and having an awareness practice.... we're confronted with
many stimulus in this world and we often get into a- practice of reacting to stimuli all the time.
And we don't always make the best decision or make the right space. | think that affects my life
as a parent and as a partner, but also with the work | do in palliative care. There are a lot of
different stimulus that arise, big emotions, a lot of feelings; needing to really take in a lot of
information and without making space we can't actually do our work well. So, mindfulness is a
practice of paying attention, non-judgmentally, and you need to practice it to be good at it in
the moments that are difficult, and our work is difficult...
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Appendix J: Table 3. Mnemonic tools for somatic engagement in clinical practice

Reference

Mnemonic device

Notes about process

PCN from this
study (p.133)

F.L.T.

Feeling (flash of emotion)
Image (that comes to mind during

Somatic practice to integrate
thinking/feeling and body
sensations, while working
with strong emotion in clinical

PCN in this study
(p. 111)

(see also, Stahl &
Goldstein, 2010;
and Kar, Shian-
Ling, & Chong
2014).

Slow down or stop

Take a breath (work with an anchor)
Open and observe with curiosity
Plan, pre-form, proceed

experience) practice
Talking (aware of self-talk)
adapted from S.T.O.P. Fosters somatic engagement

in palliative care nursing work
Supports undoing embodied
habits that are unhelpful in
working toward engaging
holistic intentions

Gathering attention

Recalling intention

Attunement to self and other

Considering what will serve by being open to
insights, to discern

Ethical/engaged

Back et al. (2015) | R.E.N.E.W. Process introduced as a way
to work with experiences of
Recognizing helplessness in palliative care
Embracing work
Nourishing
Embodying
Weaving
Brach (2017; R.A.LN. Practice for developing
2019) compassion toward self and
Recognizing others.
Allowing
Investigating
Nourishing
Halifax (2014) G.R.A.C.E. Approach to cultivating

compassion in nurse/patient
relationships

Developed for day-to-day
interactions

Elements embedded in
process “allow a nurse to
slow down and be more
mindful and aware in the
process of interacting with a
patient so that compassion
can be primed” (p. 125).




