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on practicing and improving spiritual care
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Abstract

, Ricko Nissen, Jens Sgndergaard and Niels Christian Hvidt

Background: In Denmark and internationally, there has been an increased focus on
strengthening palliative care by enhancing spiritual care. Dying patients, however, do not
experience their spiritual needs being adequately met.

Methods: Through an action research study design with four consecutive stages, namely,
observation in practice, reflection-on-praxis, action-in-praxis, and evaluation of the action
research process involving patients and hospice staff from two hospices in Denmark, two
research questions were explored: (1) How do patients and staff perceive, feel, live, practice,
and understand spiritual care at hospice? and (2) How can spiritual care be improved in
hospice practice? The data material presented comprised 12 individual interviews with
patients and nine focus group interviews with the staff.

Results: We found four aspects of spiritual care through which patients and staff seemed

to perceive, feel, live, practice, and understand spiritual care at hospice, and from where
spiritual care may be improved in hospice practice. These aspects constituted four themes: (1)
relational, (2) individualistic, (3) embodied, and (4) verbal aspects of spiritual care.

Conclusion: Staff realized immanent limitations of individual aspects of spiritual care but learned
to trust that their relational abilities could improve spiritual care. Embodied aspects seemed to
open for verbal aspects of spiritual care, but staff were reluctant to initiative verbal dialogue. They
would bodily sense values about preserving patients” boundaries in ways that seemed to hinder
verbal aspects of spiritual care. During action-in-praxis, however, staff realized that they might
have to initiate spiritual conversation in order to care for patients’ spiritual needs.
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Introduction

We present an action research study on how spir-
itual care is perceived, felt, lived, practiced, and
understood by patients at the end of life and
health care staff who provide spiritual care, as
well as exploring in close collaboration with
patients and staff how spiritual care may be
improved. The study took place at two Danish
hospices in Denmark.

In recent decades, both in Denmark and interna-
tionally, there has been focus on strengthening

palliative care by enhancing spiritual care.l>2 In
2002, the Danish Ethical Council® stated that
spiritual care for dying patients must be included
in any health care education on both basic and
continuing level, and that spiritual care includes
both specific religious care and consideration of
spiritual and existential struggles and concerns
that may arise in any human being facing immi-
nent death. Despite such widespread awareness
of spiritual care in the health care system and
education in Denmark and internationally, dying
patients and their relatives do not experience their
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spiritual needs adequately met.*7 This is primar-
ily caused by the health professionals’ lack of
knowledge and education in the field of spiritual
care, experiences of lack of time, and personal
barriers toward spirituality and religious faith.8-10
Furthermore, knowledge in this field is primarily
theoretically based, and how spiritual care is
understood, experienced, and practiced in pallia-
tive care has been scarcely empirically studied.!!
The purpose of this study was therefore to fill this
knowledge gap.

World Health Organization (WHO) defines spir-
itual pain as one of the four awareness areas in the
definition of total pain in palliative care alongside
physical, mental, and social pain.!2 International
research has clarified that support of this fourth
aspect of pain experienced by patients in pallia-
tive care is the most underdeveloped.!3-15
Danish research indicates this being even more
the case in Denmark, which is often referred to
as ‘the world’s least religious country’!® where
even religious Danes exhibit a high degree of
private and individualized spirituality.17-1°
International research has found that life-threat-
ening illness leads to an increase of spiritual and
religious needs and thoughts. These increase with
the severity of the disease and the prospect of
imminent death.2%21 The same tendency is found
in Denmark, where correlations between the
severity of illness and the tendency for spiritual
and religious beliefs have been found.?? Another
Danish study has shown that women with breast
cancer are more spiritual than Danes in general,?3
and a Danish study at hospice found an increase
in patients’ spiritual and religious thoughts as well
as turning to a transcendent reality for support at
the end of life.!! Several studies also indicate that
spiritual care can increase the quality of life and
reduce cost of care for patients at the end of
life.2:9:2425 Tn nation-wide guidelines, the notion
of spirituality is multidimensional and includes
(1) existential challenges, (2) value-based consid-
erations and attitudes, and (3) religious consid-
erations and foundations.26-27

For this study, we embraced a concept of spiritual
care that includes general psychosocial (secular),
spiritual, religious, and existential aspects of
patient support and care.?832 Furthermore, spir-
itual care, particularly in the Scandinavian coun-
tries, is understood broader than merely caring for
the spiritual or religious needs of patients.?3-35 It is
based on sensory phenomenology where health
professionals are concerned about sensing and

interpreting the patient’s bodily expressions in
order to spiritually care for and help patients
unfold themselves in life. Patients may not be able
to express their spiritual needs verbally, but the
health professionals sense the patients’ spiritual
longing for dignity, recognition, being met as a
person, and so on. The health professionals care
for patients in ways where their humanity and
what is meant to be human are protected and sup-
ported.33-35 Through a sensory phenomenological
approach, spiritual care also includes caring for
embodied dimensions of patients’ spiritual needs.

The aim of the study was to explore how spiritual
care at Danish hospices was perceived, felt, lived,
practiced, and understood by patients at the end
of life and by the healthcare staff who cared for
them. Through an action research study design
involving patients and hospice staff from two dif-
ferent hospices in Denmark, two research ques-
tions were explored: (1) How do patients and
staff perceive, feel, live, practice, and understand
spiritual care at hospice? and (2) How can spirit-
ual care be improved in hospice practice?

Methods

The applied method for this study is action
research where the objective is to join research
and the field of practice through involvement of
patients and staff at hospices in the research pro-
cess.3%:37 The aim of action research is to improve
practice through open, experimenting, collabora-
tive research processes that facilitate new insights
and knowledge, and the research ideal of action
research is to have an equal and reciprocal rela-
tion between researchers and field of research.3839
In order to explore how patients and staff per-
ceive, feel, live, practice, and understand spiritual
care at hospice, we combined the action research
design with the phenomenology of perception.40-41
An action research design combined with phe-
nomenology has elsewhere been successfully
applied for studying a field where death and dying
are impending, where the researchers are just as
inexperienced and meek, if not more, than
patients and hospice staff, when facing the big
questions of life.3° The study required a method-
ology where participants were highly involved in
the research process and included embodied
dimensions of patients’ spiritual needs. In
Denmark where religious and spiritual thoughts,
needs, and feelings are considered private and
usually not freely discussed in public, we believe a
method focusing on the structures of subjective
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experience as an embodied way of being in the
world and with others*%43 was required for study-
ing spiritual care in practice.

We present theoretical concepts of German psy-
chiatrist and philosopher Thomas Fuchs’ phe-
nomenology of the embodied mind** and apply
these in the study in combination with relation-
ally phenomenological perspectives presented by
the Danish philosopher and theologian K.E.
Logstrup® and the Austrian-born philosopher,
Martin Buber.46

Theoretical concepts

Building on Merleau-Ponty, Fuchs believes that
‘there is no emotion without bodily sensations,
bodily resonance, and affectability’ (p. 222).4*
Most often, emotions concern issues of particular
value. They are ways of perceiving where a person
takes dominant aspects of a situation into account
and attributes a meaning to these which they
would not have attributed without the feeling.
Fuchs argues emotions are experienced through
bodily resonance, and therefore bodily reactions
should not be understood as a side effect of an
emotion, but as the very cause of affective inten-
tionality.#” Emotions are seen as interactions
between the human body and the given situation;
it is described with the notion of embodied affectiv-
ity. It refers to emotions being seen as a circular
interaction between the embodied subject and the
situation that is perceived through and affected by
bodily resonance.*’” Fuchs also adds relational
aspects to his phenomenological theory with the
concept of embodied interaffectiviry. In every rela-
tional encounter, the persons involved are inter-
twined in a process of bodily resonance,
coordinated interaction, and ‘mutual incorpora-
tion’ that together form the basis for an intuitive
empathic understanding. Fuchs describes this
interaffectivity process in this way:

Our body is affected by the other’s expression, and we
experience the kinetics and intensity of his emotions
through our own bodily kinaesthesia and sensation.
Our body schemas and feelings expand and
‘incorporate’ the perceived body of the other. This
creates a dynamic interplay which forms the basis of
social understanding and empathy, and which I will
describe as mutual incorporation. (p. 198)

Fuchs’ conceptualization of the embodied affectivity
and interaffectiviry resonates well with Legstrups’
notion of the sensory attuned impression.*® Lagstrup

believes sensory impressions from the surround-
ings impact humans, whether they be the aesthet-
ics of a room or a painting or the tone of voice or
body language in the relational encounter. The
atmosphere or ‘spirit’ of our surroundings attunes
our minds through the senses and gives rise to the
ontologically given opportunities of what he calls
the sovereign manifestations of lfe (spontane hvs-
yrringer). Central manifestations are trust, compas-
sion, frankness, the openness of speech, and/or
love,*° which are all basic human conditions in the
relational encounter. Logstrup?> describes the sen-
sory attuned impression in this way:

A person has never something to do with another
person without having some degree of control over
him or her. It may be a small matter, involving only
a passing mood, a dampening or quickening of
spirit, a deepening or removal of some dislike. But it
may also be a matter of tremendous scope, such can
determine if the life of the other flourishes or not.

(pp. 15-16)

He emphasizes that if the atmosphere or ‘spirit’
(translated as ‘attunement’ elsewhere®?) of our
surroundings may not manifest the sovereign
manifestations of life itself spontaneously in the
relational encounter, the ethical demand should be
carried out in the relationship as a substitute for
the sovereign manifestations of life.#> He hereby
places ethical values in the relational sphere of his
phenomenological theory; ethics are always situ-
ated in the interpersonal interaction between peo-
ple. Logstrup believes that we as people are
interdependent and rely on the other person’s way
of encountering and relating to us. We are placing
a part of our life into the hands of the other person
and thereby surrendering ourselves in the encoun-
ter. This surrender has the capacity to alter the
persons involved in the encounter.45-4°

The transformational capacity of the relational
encounter has also been described by the
Austrian-born Jewish philosopher Martin Buber#®
who argues that a person being related to as a
‘Thou’ instead of ‘It’ in the relational encounter
may alter both persons. In Buber’s mind, every
individual bears within an inherent “Thou’ that
can only be a ‘Thou’ through the relationship
with another human being. The health profes-
sionals’ ability to relate to patients in the fullness
of their humanity (I-Thou) rather than as to
objects (I-It) is described as the spiritual quality
of interconnectedness.’® These I-Thou spiritual
moments of interconnectedness between people
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have also been described as the most important
spiritual experiences of all.>2 Buber#% adds that by
becoming a Thou, the human being addresses the
eternal Thou: ‘We look out toward the fringe of
the eternal Thou; in each we are aware of a breath
from the eternal Thou; in each Thou we address
the eternal Thou’ (p. 78). The ultimate Thou is
always Thou without being limited by the It in
space and time. It is the eternal Thou that never
becomes an It. Buber identifies God with this
unlimited, eternal thou.%®

The bodily and relationally phenomenological
concepts are embodied affectivity, interaffectiv-
ity,*” sensory attuned impression, sovereign man-
ifestations of life, ethical demand,*® and the
spiritual quality of interconnectedness; I-Thou
and I-Ultimate Thou*® presented by Fuchs,
Logstrup, and Buber were applied in combina-
tion with methods of action research for generat-
ing, analyzing, and discussing data.

Data generation process

The data generation consisted of at combination
the two elements of action research: reflection-on-
praxis and action-in-praxis>3-5*% combined with the
qualitative research methods of observations,
semi-structured, and focus group interviews.>>-5°
The action research project and data generation
occurred during the period April 2017 to
November 2018.

In order to explore in collaboration with patients
and staff at hospice, how they perceived, felt,
lived, practiced, and understood spiritual care at
hospice, and how spiritual care could be improved,
the first author/researcher began the study by
being an observer at hospice: For 2months (April
and May 2017) with 20h per week, she partici-
pated in the everyday life at hospice, being in
dialog and relationship with the research field,
patients, relatives, staff, and different situations
with patients (e.g. taking care of patients together
with the nurses). The researcher made observa-
tions and accounted for the practice she observed.
Based on these observations, she arranged reflec-
tion-on-praxis with patients and staff. Reflection-
on-praxis is a ‘mirror’ method where the
researchers reflect their observations and per-
ceived understandings of praxis together with
actors embedded in practice.?¢ These were con-
ducted as 12 individual semi-structured inter-
views with patients and three focus group

interviews with staff about how they perceived,
felt, lived, practiced, and understood spiritual
care. Subsequently, she implemented an action-
in-praxis with the hospice staff. Action-in-praxis is
an experiment or intervention where praxis-ori-
ented knowledge and change are facilitated.>?
The action-in-praxis was based on the knowledge
gained from observations and reflection-on-praxis
and focused on how spiritual care may be
improved at hospice. The action-in-praxis was
structured as four focus group interviews with the
hospice staff, where the researcher facilitated dis-
cussions and initiatives on how to improve spirit-
ual care at hospice. About 1-2months after the
actions-in-praxis, the researcher conducted two
focus group interviews with hospice staff about
the changes in practice they had gained through
the action research process.

All in all, nine focus group interviews with hos-
pice staff with 5-8 participants in each group
were conducted (three reflection-on-praxis, four
action-in-praxis, and two follow-up focus group
interviews). The length of each focus group inter-
view ranged from 57 min to 1h 45min (1h 22min
on average). We applied a selection strategy for
attaining ‘maximum variety,” and group sizes
where the participants would feel comfortable
sharing their perceptions and experiences of spir-
itual care, as well as engaging in interactions and
discussions with other participants.>® The first
author moderated the focus groups using a mod-
erator guide. The individual interviews with 12
patients for the reflection-on-praxis took place in
the patients’ own hospice rooms and lasted
between 19 and 56 min (36 min on average). The
first author conducted the interviews using a
semi-structured interview guide. All interviews
were recorded and transcribed in an anonymized
way, with only sex appearing, after which audio
files were deleted.

During the data generation process, the research-
ers evaluated the rigor and trustworthiness of the
study by Lincoln and Guba’s criteria for qualita-
tive research.®® Credibility was established
through prolonged engagement, persistent obser-
vation, peer debriefing, and member-checking
which are techniques that are embedded in the
present action study design. Transferability was
established through thick descriptions of data.
Dependability and confirmability were upheld by
reflexivity, as well as involving external audits of
authors not involved in the research process.
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The first author conducted the study and drafted
the work. The last author was involved in estab-
lishing relationships with the research field and
designing the study. The first and last authors
coded data to ensure reliability in the themes, and
all authors revised and discussed the data. It is
important to keep awareness of the different
motivations, interests, and goals as well as per-
sonal beliefs, values, and preconceptions of both
researchers and field of practice. These were writ-
ten in notes during the different aspects of the
research process and discussed between the
authors, who were also aware of being as trans-
parent as possible about own preconceptions con-
cerning spiritual care and being embedded in a
specific caring paradigm. The authors repre-
sented different fields within health care: psychol-
ogy, anthropology, medicine, and theology.

Study site and participants

The study took place at two hospices in Denmark.
Both hospices accommodate 12 patients and have
approximately 45 hospice staff, including nurses,
doctors, physiotherapists, chaplain, kitchen, and
operating staff. Hospice staff was strategically
selected to attain variation within age, years of
working at hospice, and interdisciplinarity.
Nurses, doctors, physiotherapists, chaplain,
kitchen, and operating staff were all involved in
the action research study, as interdisciplinarity is
highly emphasized at hospices in Denmark. All
staff, and not just health care staff, have contact
with patients and are encouraged to care for all
patients’ spiritual needs. It was, however, not
possible to attain variety in sex, as a very low per-
centage of staff were men.

Based on ethical concerns, participating patients
should fulfill inclusion and exclusion criteria. The
inclusion criteria were patients at hospice that vol-
unteer freely to participate after receiving thorough
information about the study. The exclusion criteria
were persons suffering from a distorted perception
of reality, severe cognitive or memory problems, or
people who recently (i.e. within the past 0—4 weeks)
had been suicidal. There was attempted variation in
sex (eight women and four men) and age (mean
age: 61years) among the participating patients. The
patients had various terminal cancer diagnoses.

Ethical considerations
Before giving their consent to participate in the
study, patients and staff were informed about the

purpose of the study both orally and in writing.
They were informed that participation was volun-
tary, that they could withdraw from the study at
any time, and that all personal data would be
made anonymous. Only the name of the two hos-
pices has not been anonymous. The ethical impli-
cations of the different aspects of the research
process were regularly discussed between the
authors, particularly the distinctive ethical impli-
cations for patients at a hospice. The study fol-
lowed the standards for good research practice of
the Danish Cancer Society, version 12.12.2011¢!
and met the criteria for ethical guidelines for
nursing research of the Nordic Nurses
Federation.%2 The project was registered and
approved by SDU Research & Innovation
Organisation (RIO) and the Research Ethics
Committee (REC) of RIO (Registration No.
10.467) and carried out in accordance with the
instructions of the RIO and Danish legislation on
personal data. The REC checks whether your
research project meets certain ethical standards.

Validity

When addressing validity in qualitative research,
we are concerned about whether we study what
we intend to study and whether the methods
applied achieve what they intend.®®> Hillary
Bradbury and Peter Reason (2003) describe six
principles for validity in action research. The
researchers should ask themselves whether the
study is (1) grounded in lived experience; (2)
developed in partnership; (3) addressing signifi-
cant problems; (4) working with, rather than sim-
ply studying, people; (5) developing new ways of
seeing/theorizing the world; and (6) leaving infra-
structure in its wake.%* For this study, we could
answer all six questions of validity: (1) the ground-
ing of lived experiences was sought throughout
the study by keeping the lived experience of
patients and staff central; (2) the understandings
and knowledge were gained from close collabora-
tion between research and field of practice and
involving them in all facets of the study; (3) spir-
itual care concerns optimizing care for dying
patients, which we believe is a significant problem
of interest; (4) the study was conducted in close
relationships with the participants who were
involved in generating, analyzing, and discussing
data; (5) the knowledge gained from the study
was discussed with theoretical perspectives of
sensing and relational phenomenology to obtain a
broader understanding of how patients and staff
perceive, feel, live, practice, and understand
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spiritual care at hospice; and (6) this study aimed
at implementing some lasting capacities among
the staff involved in the study and influencing
future policies for how to improve spiritual care at
hospice.

Data analysis

This action study is based on the epistemology of
phenomenology of perception,#%-4! and the ana-
lytical approach focused on patients’ and hospice
staffs’ subjective experiences of spiritual care as a
practice-related and lived phenomenon, and on
how spiritual care could be improved in hospice
practice.

Data comprised 12 individual semi-structured
interviews with patients and three focus group
interviews with staff about how they perceived,
felt, lived, practiced, and understood spiritual care
(reflection-on-praxis); four focus group interviews
with the hospice staff on how spiritual care may be
improved at hospice (action-in-praxis); and two
focus group interviews with staff about the insights
about spiritual care and changes in practice they
had gained through the action research process.
Individual and focus group interviews were tran-
scribed by the first author, and the content of the
sentences was weighted in the transcripts; speech
sounds and repetitions emanated, while pauses
and expressions of emotion were included, so that
interviews emerged with an understanding of
patients’ expressions, experiences, and meanings
about spiritual care. The first author’s observation
of practice informed reflection-on-practice, and
these informed action-in-praxis, wherefore tran-
scribing, analyzing, and interpretation of data
were ongoing processes in close collaboration
between researcher and hospice practice.

The focus group and individual interviews of the
reflection-on-praxis were thematically analyzed
according to Kvale and Brinkmann.>® The
researchers would read and reread the interview
transcripts in order to become familiar with the
data set. The researchers wrote comments
attempting to summarize or paraphrase, make
associations or connections, and make prelimi-
nary interpretations. Each researcher did this
individually. Then, transcripts were closely read,
while we wrote comments in the text where the
participants expressed particular experiences and
meanings on their perception of spiritual care.
Hereafter, transcripts were reread and the com-
ments from each interview reworded into themes

across all interviews. These were presented to the
staff during action-in-praxis where they were dis-
cussed, elaborated, and validated.

The new focus group interviews of the action-in-
praxis were also thematically analyzed according
to Kvale and Brinkmann>® and added to the body
of analysis. Then, themes across the compiled
individual and focus group interviews were com-
pared, and connections and groupings between
them were explored to gain a more analytical and
theoretical understanding of the themes. We
assigned the groupings of themes to overall names,
and a structure emerged about how spiritual care
is perceived, felt, lived, practiced, and understood,
and how spiritual care can be qualified and aug-
mented in hospice practice. These themes were
presented to the staff during two evaluating focus
group interviews, where hospice staff participated
in validating, changing, elaborating, and interpret-
ing the presented themes. This action research
process led to four themes of analysis that aim to
explore the two research questions.

Analysis

The four themes concern four aspects of spiritual
care through which patients and staff seemed to
perceive, feel, live, practice, and understand spir-
itual care at hospice, and from where spiritual
care may be improved in hospice practice. The
four themes are (1) relational aspects of spiritual
care, (2) individualistic aspects of spiritual care,
(3) embodied aspects of spiritual care, and (4)
verbal aspects of spiritual care. We will present
the phenomenological analysis of the four themes
involving the bodily and relationally phenomeno-
logical concepts presented.

Theme 1: relational aspects of spiritual care

The first theme, relational aspects of spiritual care,
concerns how patients and staff at hospice experi-
enced relational interconnectedness as important
when being cared for spiritually or caring for
someone’s spiritual needs. It concerns the per-
ceived experience of interconnectedness in the
relational encounter between patient and staff.
For example, a patient expressed how the staff at
hospice were able to relate to her in ways where
she experienced being cared for in the fullness of
her humanity (cf. Buber#%):

Well, it’s all about their way of being. The way they
enter through the door and sit down. Sometimes
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next to me on the bed, they put their hand on my
hand. Or take me by the shoulder, or ... and the way
they can say ‘how are you?’ And then I can hear that
it’s not just ‘do those pills work?’ No, I know they
think about all of me.

The patient explains how she can sense in the
staff’s tone of voice, their entrance into the room,
their touch, and the words spoken that she is
cared for as a whole being. Through the relational
encounter, she perceives that the staff relate to all
of her and not just the medical aspects of being a
patient at hospice. The patient perceives the
intentions of the staff and the staff respond to the
patient through the process of embodied affectiviry
and sensory attuned impression. Interaffectiviry and
the sovereign manifestations of life manifest in the
relational encounter, and the patient perceived
being related to in the fullness of her humanity
(I-You).

When the hospice staff were interviewed about
their interactions with patients, they explained
that they bodily ‘sensed’ how to interact relation-
ally with different patients (embodied interaffectiv-
ity). They described that with some patients they
asked in a general way how they were doing, with
others they touched their hands or shoulders
physically, and with others again they would ask
them about something very specific. Both patients
and staff emphasized the importance of the staff’s
relational ‘senses’ for practicing spiritual care (i.e.
embodied interaffectiviry and sensory attuned impres-
sion), where the staff’s bodies are affected by the
patients’ expressions. Fuchs*” describes this as
the inzeraffectiviry process, where both staff and
patients incorporate expressions and emotions,
and actual bodily sense the emotions and needs of
the other person.

During the reflection-on-praxis, the staff
explained how they would bodily sense and know
how to respond to and interact with each patient.
For example, a nurse in a focus group interview
gave an example of how they related to a patient:

There was this one patient; we just had to contain
his silence; we should be in the room with him in
silence ... for some of us it was very difficult ... but it
was the only way to ‘reach’ him ... To get to know
him, you had to be present in his silence.

During action-in-praxis, staff members agreed
and explained how they would rely on their
embodied, relational ability to feel, sense, or

perceive the right approach to relate to every
patient. They discussed how they all did that in
relation to patients and expressed their conviction
that by being more aware and by trusting their
embodied, relational abilities spiritual care would
augment at hospice. The action-in-praxis helped
staff becoming professionally aware of these rela-
tional aspects of spiritual care.

The staff also explained how relational aspects of
spiritual care were closely linked to seeing and
caring for each patient as an individual human
being. The second theme concerns this.

Theme 2: individual aspects of spiritual care

The second theme, individual aspects of spiritual
care, concerns how patients and staff at the hos-
pices believed spiritual care should be sensitive to
the needs and personality of each patient individ-
ually. This was related to their emphasis on spir-
itual care concerning caring for the entire patient
as a person and not only caring for the medical
aspects. In a reflection-on-praxis focus group
interview, a hospice staff explained,

We sometimes forget what illness the patients have.
We see the person, not the illness...We care for who
she or he is, the issues they might have ... but that
also means that you really have to know each person
before you can provide spiritual care.

When interviewing the patients about feeling
cared for individually, they expressed how they
felt they were ‘known’ by the staff and it made
them feel good. They also, however, explained
that the staff only could know them and their situ-
ation individually to a limited extent. For exam-
ple, a male patient said,

I’m being treated as a human ... I cannot see any
different way to be treated, ’cause to treat me
differently would require so much more knowledge
which they don’t possess, and that I myself don’t
even possess. Based on their qualifications I believe
this is a really good way to be treated. They
remember my name every time they come into the
room.

This patient expressed gratitude for the care he
experienced from the staff, but he also described
immanent limitations of that care. This quote
points to immanent conditions of dying that
patients at hospice are facing; no one has knowl-
edge or experience about dying, neither staff nor
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patients. The patient, however, clearly states
being related to as a “Thou’ and not an ‘It’ when
he explained the importance of him being treated
as a human and the staff remembering his name.
It could seem that the patients’ idea of being
cared for individually was closely linked to the
staff’s ability to relate to patients in the fullness of
their humanity (I-Thou), and this spiritual quality
of interconnectedness was an important individual
dimension of spiritual care, regardless of the
staff’s immanent lack of understanding of the
individual patient’s experiences of dying.

When addressing this individual aspect of spirit-
ual care in action-in-praxis, the staff expressed
caring for each patient as an individual with indi-
vidual needs, understandings, and values about
living and dying was important for improving
spiritual care at hospice. It also, however, became
clear how individual aspects of caring for patients’
spiritual needs were inhibited by the fact that
sometimes patients died before the staff had time
to get to know them individually. A hospice staff
explained,

We have developed this contact-nurse system,
where each patient has closer relationships with a
few nurses. They get to know them well ... but
sometimes they (patients) are just too sick ... and die
too fast...

It required time for the staff to get to know each
patient to be able to care for the individual needs of
the patients, and often that time was not available,
despite having developed the contact-nurse sys-
tem. During the action-in-praxis, the staff became
aware of this difficulty of the individual aspect of
spiritual care. A nurse commented, ‘Perhaps, we
have to accept that it [the individual aspect of spir-
itual care] is just not always possible.’

During the focus group interviews, the staff dis-
cussed how they, during the research process, had
become aware of the limitations of the individual
aspects of spiritual care and how it may not always
be attainable in practice. They, however, pointed
to how caring for embodied aspects of spiritual
care could be an available approach in those
situations.

Theme 3: embodied aspects of spiritual care

The third theme, embodied aspects of spiritual care,
concerns physical aspects of spiritual care. The
patients and staff at the hospices expressed how

they perceived physical care needs (e.g. pain
relief) and the touching of the patients’ bodies as
a highly important aspect of spiritual care. This
third theme comprises aspects of spiritual care
where the way the staff cared for and touched the
patients’ bodies was considered spiritual care in
itself as well as how touching the bodies of the
patients opened for other aspects of spiritual care,
for example, conversations about spiritual and
existential issues. A hospice staff explained,

I touch their bodies, and often it is an opening for
other things; they relax and feel free to talk about
whatever ... I show them that it is okay that I see
their skinny bones and their cancer ulcer; they shall
not feel ashamed. I still see them as the person they
are.

The way the staff touched the bodies of the patients
would create an opening for talking about issues
that the patients would not have opened up about
if the staff hadn’t touched their bodies. Through
the touching of their bodies, the patients sensed an
understanding and empathy from the hospice staff;
it facilitated embodied affectivity. Touch facilitates
interaffectiviry and I-Thou interconnectedness between
patient and staff. This bodily resonance of the rela-
tional encounter was also present in the above
quote where the patient said, “Well, it’s all about
their way of being ... they put their hand on my
hand. Or take me by the shoulder, or ...” The
embodied interaffectivity process facilitated sover-
eign manifestations of life such as trust, openness of
speech, and perhaps even love in the relational
encounter between staff and patients. Patients, for
example, would say about the staff: “They (hospice
staff) are so incredible, good at being humans’ and
“They make me feel safe and cared for.’

When addressing embodied aspects of spiritual
care in action-in-praxis with the staff, it became
evident that the staff experienced embodied
aspects as ‘easy.’ For example, a nurse said,

We easily just asked the patients about bodily things
... like how is your stomach today? We don’t forget
the other things, it’s just the body we tend to notice
first.

When discussing this during the action-in praxis,
the staff talked about how embodied aspects of
spiritual care often would open for verbal aspects
of spiritual care. They, however, explained how
they found verbalizing spiritual care more diffi-
cult and how they would sometimes ‘hide’ behind
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the embodied aspects of spiritual care because it
made them feel more confident. As a staff said,

We notice the body first ... but it is also what we do.
What we are trained to do. What we do best. When
it comes to the patient’s body ... I know what to do,
and I do it. It is harder with talking ... so I tend to
the body first.

During the focus group interviews, the staff
expressed their hesitations and insecurities about
the verbal aspects of spiritual care and how it had
had facilitated a shared awareness of increasing
this bodily aspect of spiritual care, with a shared
openness among the colleagues about tendencies
of ‘hiding’ behind patients’ physical needs.

Theme 4: verbal aspects of spiritual care

The fourth theme, verbal aspects of spiritual care,
concerns patients’ and staff’s understandings
about spiritual care also being dialogical. Both
patients and staff expressed how embodied aspect
of spiritual care could facilitate verbal dialogue
about spiritual issues. The embodied aspects of
spiritual care seemed to open verbal aspects. As
illustrated in the above quote, however, staff also
explained how sometimes the physical care would
hinder verbal aspects of spiritual care. The hos-
pice staff expressed feeling more confident and
comfortable in the physical aspects of patient care
than opening for dialogue about patients’ spirit-
ual thoughts and needs. The patients also pointed
to staff often initiating conversations about gen-
eral issues but caring for the patients’ spiritual
needs through conversation was less frequent.
For example, a patient explained,

They always ask about me ... not in a curious way,
but ... they are just like my children. They are very
caring, and they let me do the talking. It means a lot
to me ... they care for me about everything and they
talk to me about everything. They ask about my
family. Most of them know the names of my great-
grandchildren, and it’s so touching ... they may not
go that deep when talking ... it’s mostly general talk
about family and stuff ... and it’s nice, but it’s not
like... for example, I thought this place was more
spiritual or how shall I say it ... That it was more
based on the Christian faith, but I have not felt that.
Not at all ... we don’t talk about spiritual stuff...

During action-in-praxis, the staff discussed how
to improve caring verbally for patients’ spiritual
needs and considerations. There seemed to be a

general consensus among the staff about waiting
for the patients’ initiative and thereby making
sure that patients voluntarily engaged in conver-
sations about their spiritual concerns. For exam-
ple, in a focus group discussion, it was said,

I think it is important that we delimit what of this
[the patient’s spiritual concerns] we shall address,
and what we shall keep our fingers from ... Another
staff: There is no need to confront her, because it
shall be her choice. It is her life, and we shall support
her where she is right now. Only that is our job... we
cannot solve these issues for her...

Among the staff, there was a shared understand-
ing about how patients should freely and volun-
tarily choose if they wanted to talk about spiritual
issues such as death, faith, hope, and so on with
the staff. They believed it was not the staff’s job to
confront those issues by initiating spiritual con-
versation. Furthermore, the staff explained how
they would bodily sense that some patients did
not want to talk with them about their spiritual
concerns. During action-in-praxis, however, we
found that sometimes patients did want to share
spiritual thoughts and needs with the staff,
although the staff had sensed otherwise. For
example, a specific patient was discussed:

It wasn’t like you could not ask him about death or
anything like that ... but then late at night he would
come up and want to drink a cup of coffee with the
night nurse ... I remember he said that a person
should always fight to the end or always ought to
fight or something like that ... He actually wanted to
talk about dying and stuff ... especially at nighttime.
When he couldn’t sleep.

The patient presented in this action-in-praxis did
actually want to talk with the staff about his
thoughts on dying, although the staff had sensed
they could not ask him about that. It seemed as if
the staff had sensed the spiritual needs of this
patient incorrectly. During the action-in-praxis,
the staff continued discussing patients’ needs for
talking with staff about spiritual issues, and how
verbal aspects of spiritual care could be improved.
Staff from both hospices made clear that they
believed facilitating spiritual communication with
patients was an important aspect of spiritual care
at hospice, but they also pointed to certain diffi-
culties. They were highly concerned about not
violating the autonomy and boundaries of the
patients, and they discussed how that affected
how they sensed the needs of the patients; they
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described themselves as ‘being tuned into pre-
serving patients’ boundaries.” One staff said, ‘It’s
like ... I can feel it in my body how wrong it is (to
cross patients’ boundaries)...” However, they con-
tinued discussing how solely waiting for patients’
initiative and #nor initiating conversation about
spiritual concerns also could hinder sufficient
patient care, and how patients would often also
worry about crossing staff’s boundaries and there-
fore neither initiate conversations.

During focus group interviews, that staff pointed
to the importance of these discussions and
improving all four aspects of spiritual care. The
two hospices, however, responded in different
ways. At one of the involved hospices, the staff
found consensus about waiting for patients’ initi-
ative before addressing their spiritual concerns
but increasing their ability to notice this initiative.
Whereas among the staff at the other involved
hospice, these insights into their spiritual care
practice led them to start a 2-year development
project about spiritual care for all the staff.

Discussion

The analysis indicate that patients and staff per-
ceive, feel, live, practice, and understand spiritual
care at hospice as a concept involving four aspects;
spiritual care is relational, individual, embodied,
and verbal. The theme of relarional aspects pointed
to staff relying on their ability to bodily sense
(embodied interaffectiviry) how to interact relation-
ally with patients. Furthermore, inzeraffectiviry
and the sovereign manifestations of life seemed to
manifest themselves in the relational encounter
between patients and staff, and the patient per-
ceived being related to in the fullness of her human-
ity (I-You). During action-in-praxis, staff realized
how being professionally aware of and trusting
their embodied, relational abilities could improve
spiritual care at hospice.

Relational aspects were closely connected to indi-
vidual aspects of spiritual care. Despite patients
being aware of their situation and nearness of
death, and thereby the immanent limitations of
staff understanding and caring for them individu-
ally, patients experienced the spiritual quality of
interconnectedness of being related to as a “Thou’
instead of ‘It.” Also, during the action-in-praxis, it
seemed as if the staff came to the realization of
some of the immanent limitations of practicing
individual aspects of spiritual care. Based on

Buber’s thinking, however, every patient becomes
a Thou because staff relate to him or her in the
fullness of their humanity, and by being a Thou,
patients also always relate to the eternal, Ultimate
Thou. This philosophical perspective brings a
broader understanding to individual aspects of
spiritual care. When staff is confronted with the
immanent limitations of caring individually for
each patient, the Ultimate Thou who is not lim-
ited by space and time may take over, as patients
‘are aware of a breath from the eternal Thou.” It
becomes enough that staff relate to patients as a
‘Thou’ instead of ‘It,” and that it also possible in
situations where there is not enough time to get to
know patients individually because the spiritual
qualities of interconnectedness are still at work
despite the immanent limitations of individual
aspects of spiritual care.

Both patients and staff expressed the importance
of embodied aspects of spiritual care. These were
also connected to embodied interaffeciviry and
could open for conversation about patients’ spir-
itual concerns. It can be argued that, however,
staff were so good at the embodied aspects that it
would hinder wverbal aspects of spiritual care. Staff
explained how they unknowingly would primarily
ask about and care for patients’ bodily needs, and
they felt less comfortable and confident caring for
the patients’ spiritual needs through conversation.
During action-in-praxis, it became clear that staff
were highly concerned about not violating patients’
autonomy and boundaries by initiating spiritual
conversation. They believed patients should freely
and voluntarily choose if they wanted to talk about
spiritual issues with the staff. Furthermore, a staff
explained how this concern was bodily sensed. It
seemed that the staff bodily sensed (embodied inter-
affectivity) the patients needing to voluntarily initi-
ate spiritual conversation. Despite staff being
attuned to the patients’ needs in a highly sensory
manner, somehow their understanding of the
importance of patients’ autonomy blended with
feeling unconfident and uncomfortable in initiat-
ing spiritual dialogue and this could lead to staff
sensing the spiritual needs of patients incorrectly.
During action-in-praxis, staff realized that they
might have to initiate spiritual conversation in
order to care for patients’ needs for talking about
spiritual issues, despite them bodily sensing other-
wise. This bodily sensation of not initiating spirit-
ual dialogue might be explained by Danes in
general culturally exhibit a high degree of privacy
concerning spirituality,!”-1° and the staff being
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embedded in the Danish culture may have embod-
ied this sensation of spiritual privacy.

This study also points to that the four areas of
total pain!? may overlap when staff care for
patients’ spiritual pain. This may also increase
our understanding of the health care profession-
als’ barriers and why dying patients do not experi-
ence their spiritual needs being adequately
met.810 The study indicates that if this underde-
veloped fourth aspect of total pain!3-1> is to be
increased in health care, the barriers of the health-
care professionals should be addressed with an
understanding of the presented four aspects of
spiritual care that were found in this study. The
practice-relevant knowledge of this study about
how relational, individualistic, embodied, and
verbal aspects of spiritual care may overlap and be
addressed differently in practice may be helpful
when addressing the barriers of health profession-
als for caring spiritually for seriously ill and dying
patients and their caregivers.

We applied an action research design combined
with the phenomenology of perception#%4! which
has elsewhere been successfully applied for study-
ing a field where death and dying are impend-
ing.3® The goal of action research is to improve
practice and facilitate new insights and knowl-
edge through experimenting collaborative
research processes between researcher and field
of practice.3®3° The action research process of the
current study was fourfold: observation in prac-
tice, reflection-on-praxis, action-in-praxis, and
evaluation of the action research process. We
believe this study has facilitated changes in prac-
tice; the staff’s insights into different understand-
ings, experiences, and practices of spiritual care
as well as discussions have led to an improvement
of spiritual care in practice at hospice. The
method of action research seems adequate when
aiming at both studying and improving a practice-
related phenomenon such as spiritual care. The
changes in practice were mostly generated by an
increase of awareness and shared verbalization
among the staff about existing understandings
and practices of spiritual care, both those aspects
of spiritual care that staff felt easy to address (e.g.
embodied aspects of spiritual care) and those they
felt more reluctant and insecure about (e.g. verbal
aspects of spiritual care). It also became clear,
however, how the verbal aspects of spiritual care
seem assigned to values about preserving patients’
boundaries in ways which relational, individual,
and embodied aspects of spiritual care were not.

These values highly affected staff’s reluctance for
initiating the verbal aspects of spiritual care. We
believe further action research processes focusing
on values and how these may affect and inhibit
changes in practices are warranted. The findings
of this study, however, may also be relevant when
addressing the barriers of health professionals for
caring spiritually for seriously ill and dying
patients and their caregivers.

Limitations

The 12 patients interviewed for the study were
selected based on their energy and interest in the
study; therefore, they may not be representative
of patients at hospice in general. Variation within
age, sex, and type of illness, however, was
attempted. Furthermore, the themes identified in
the data reflected the authors’ interpretation, and
aspects of the participants’ experience could have
been omitted. The findings of this study, how-
ever, have been presented for the staff at both
involved hospices; at about 1-2 months after the
actions-in-praxis, the researcher conducted two
focus group interviews with staff about the
insights about spiritual care practice they had
gained through the action research process. The
staff have also verified their quotes. This was,
however, not possible for patients’ quotes, which
constitutes a limitation.

Conclusion

In this study, we applied an action research design
to explore how spiritual care at Danish hospices
was perceived, felt, lived, practiced, and under-
stood by patients at the end of life and health care
staff. Two research questions were explored: (1)
How do patients and staff perceive, feel, live,
practice, and understand spiritual care at hos-
pice? and (2) How can spiritual care be improved
in hospice practice?

Action research seeks to improve and facilitate
changes in practice through experimenting col-
laborative research processes between researcher
and field of practice. The present action research
process was designed with four consecutive
stages: observation in practice, reflection-on-
praxis, action-in-praxis, and evaluation of the
action research process. The data material pre-
sented comprised 12 individual interviews with
patients and nine focus group interviews with the
staff. Data were thematically analyzed and the
staff at hospice participated in validating,
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changing, elaborating, and interpreting themes.
The research process led to four themes on how
patients and staff perceive, feel, live, practice, and
understand spiritual care: (1) relational aspects of
spiritual care, (2) individualistic aspects of spirit-
ual care, (3) embodied aspects of spiritual care,
and (4) verbal aspects of spiritual care.

During action-in-praxis, staff realized how being
professionally aware of and trusting their embodied,
relational abilities could improve spiritual care. They
also came to the realization of some of the immanent
limitations of practicing individual aspects of spirit-
ual care. Spiritual qualities of interconnectedness,
however, may still be at work despite these imma-
nent limitations, and staff can still meet patients’
spiritual needs without knowing each patient indi-
vidually. We also found that embodied aspects of
spiritual care could open for verbal dialogue about
patients’ spiritual concerns, but staff had a tendency
to primarily tend to patients’ bodies and be reluctant
to initiative verbal aspects of spiritual care. During
an action-in-praxis, it became evident how staff
would bodily sense this reluctance, but they also
realized that they might have to initiate spiritual con-
versation in order to care for patients’ spiritual needs,
despite them bodily sensing otherwise. This bodily
sensed reluctance seemed to be assigned to values
about preserving patients’ boundaries in ways which
relational, individual, and embodied aspects of spir-
itual care were not and it might also be embedded
within a Danish culture where spirituality is consid-
ered private and highly individualistic. Further
action research focusing on and changing this reluc-
tance to practice verbal aspects of spiritual care is
warranted. Furthermore, the study points to impli-
cations for practice on how to address relational,
individualistic, embodied, and verbal aspects of spir-
itual care when caring spiritually for seriously ill and
dying patients and their caregivers.
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