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The context of care as a supporting axis for
comfort in a palliative care unit

Raquel Alexandra Machado Pereira

Abstract

and Patricia Cruz Pontifice Sousa Valente Ribeiro

Background: The context of care determines and organizes practices through its structures
and guiding principles. It is sometimes a space that generates tension and multiple choices,
variable in the provision of different care and uncertain in its duration. We can consider that
the construction of the comfort process does not only depend on the will of its actors and the
situation itself, but is also conditioned by the professional, cultural, and social context in which
it is inserted. This article is part of a doctoral study in the field of comfort in a palliative care
unit, and these are some of the partial results that emerged.

Design: Qualitative study using ethnographic approach.

Methods: We conducted semistructured interviews with 18 patients at the end of life and their
matched significant family members (18] and 21 health professionals. We also conducted a

participant observation of care situations.

Results/discussion: The context of action, where meanings and practices are learned, is
linked to a certain identity that is related to practical, contextual knowledge, linked to a
collective and to a feeling of belonging. The relationship between the various factors that
shape the Care Context in the palliative care unit studied, constitute the three domains of this
topic, specifically: the integrative and inclusive environment, the conceptions of care, and the

inclusive factors of organizational culture.

Conclusion: The specific context was determinant as a supporting axis for comfort in this
palliative care unit. The context of care, where objects and provisions support the construction
of the comfort process as an entity that integrates culture, established conceptions of care,

allowing the deepening of knowledge.
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Introduction

Comfort is an important concept and of enor-
mous value for the nursing profession!>2 constitut-
ing a key element in the provision of care to the
person at the end of life. The process of living has
been exponentially extended in recent decades,
due to technological innovations and their impact
on increasing survival, which makes us realize
that the end of life, in most cases, is no longer an
episode but a process that can take years or even
decades depending on the type of disease we are
dealing with. It is now internationally recognized

that, when applied early, Palliative Care (PC)
brings benefits to patients and their families,
reducing the symptomatic burden of patients and
the burden on family members. Furthermore, PC
reduces hospitalization, readmissions, therapeu-
tic futility, the use of emergency services and
intensive care and, consequently, reduces health-
care costs. PC units refer to qualified and prop-
erly organized services, where professionals with
training in PC work with experience in caring for
people at the end of life, accompanying them 24 h
a day, developing holistic care, dedicating
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themselves exclusively to provide this specialized
care, and following this care philosophy in their
practice.?

In Portugal, currently, most people spend their
last days of life in hospitals, but only some of
these people spend those days in a Palliative Care
Unit (PCU). Given the complexity of the prob-
lem faced by people at the end of life, it is essen-
tial to reflect on the practice of care, in order to
identify existing knowledge and the need to
develop and mobilize new knowledge and skills to
improve the provision of care. We are dealing
with a person with a serious/progressive/incurable
illness, with physical, psychological, social, and
spiritual needs, which require specific care pro-
vided by a multidisciplinary team following a
holistic approach. The objective of PC is to pro-
vide maximum comfort, promoting maximum
quality and dignity of life for the patient and fam-
ily, without the intention of accelerating or delay-
ing the death process.*7

Comfort transcends the physical dimension, it is
significantly more than the absence of pain, and it
involves physical, psychospiritual, social, and
environmental components. Therefore, palliative
teams must act to promote comfort in all its
dimensions. Through a multitude of contextual
aspects, nurses and other health professionals
seek to carry out the complex activity of accompa-
nying human beings at the end of life, helping
them to die with dignity and serenity. However,
in hospitals, medical values related to the cure of
the disease prevail, and the working rhythms are
very accelerated. It is a real challenge to imple-
ment in these institutions models of care for peo-
ple at the end of life that are based on promoting
quality of life, in which comfort and well-being
take priority, to the detriment of more invasive
measures. The study context, a PCU, where the
construction of comfort as an entity that inte-
grates culture takes place, arises from the specific
environment of the service and the characteristics
and actions constructed by the group of actors
and their dynamics. We wanted to understand
how comfort is built and developed in this unit.
To this end, it was essential to understand the
context where the meeting with the actors took
place, observing details related to the space itself,
the care provided and the interactions estab-
lished. The context of care is determinant to the
processes. We can consider that the construction
of the comfort process does not only depend on
the will of its actors and the situation itself, but is

also conditioned by the professional, cultural, and
social context in which it operates. The social
space where the action takes place, involves phys-
ical behavior and also the meanings attributed to
it, as a whole.8 In this logic, the context of action,
where meanings and practices are apprehended,
is linked to a certain identity that is related to
practical and contextual knowledge as well as a
feeling of belonging.®

The replication of studies on comfort in different
contexts allows the emergence of new contribu-
tions to practice, in this case in the area of people
at the end of life, who, as we have seen, are in
great need of healthcare. It contributed to
strengthening not only nursing interventions but
also palliative team interventions. We are talking
about informants, patients who participated in
the study who have a high degree of vulnerability.
The contribution of the study is, for them, toward
the creation of this model of care organization.
Furthermore, it is a study that gives us the per-
spective of the various groups of actors, which is
new knowledge.

Accompanying the suffering of the dying person
is an act of love and commitment that is assumed
by professionals, but should not be assumed only
by health professionals. It must be assumed by
care-providing organizations. This study uncov-
ered that the comfort relationship we observed in
this micro culture is established in the interaction
between conditions (structure), which is the
responsibility of the institutions; the actions (the
process) and the consequences (results).

Therefore, we believe that it will always be useful
to explore knowledge in the development of the
profession as it is a phenomenon of interest relat-
ing to human responses in the health-illness jour-
ney, an integrative concept, which includes
different indicators of people’s satisfaction and,
which can be evaluated, seeking to promote evi-
dence-based care organization models, in con-
texts similar to the one we studied.

Methods

Adopted definitions and framework

This is a qualitative study using an ethnographic
approach. Among the qualitative research
approaches used in nursing and in the field of
health to obtain data related to the culture of a
group and the way in which health professionals
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exercise their autonomy in their daily work, eth-
nography and ethno-nursing stand out.%!9 These
methods are powerful ways of obtaining ‘facts,
feelings, worldviews and other types of data that
reveal the real world, truths and people’s ways of
life’, allowing the understanding of beliefs and
values.!® We followed the model proposed by
James Spradley,!>'2 and we have chosen this
method because it allows us to make sense of the
lived experience, the way in which the situation is
culturally experienced, interpreting it in its natu-
ral context from the different points of view of the
participants to obtain meaningful contents that
allow describing and understanding human
experiences.

The reporting of this study conforms to the
Equator Network  Guideline COREQ!3
(Supplemental File).

Methodological procedures

Research based on ethnography allows one to
look beyond the evidence, looking for the under-
lying and implicit meanings that people, as mem-
bers of a subculture, attach to their practice. What
interests the ethnographer are the common expe-
riences lived in a group endowed with a culture in
which the human being (person at the end of life,
family members, and caregivers) is seen as some-
one who interacts with himself, with others and
with the environment.!4

As foreseen in ethnography, we used several data
collection methods that complement each other.
We started with participant observation, as it
allows us to understand the consonance between
what people say they do and what they actually do
because, sometimes, people are not aware of the
subtleties of what happens in the interactions
between them.

Participant observation was carried out by the
ethnographer, in interaction with the informants
throughout their daily activities and in this way
the researcher, as an external observer, produced
reports of the observations carried out, through
recording notes, field diary, photographs and/or
recordings. The interactions that arise from this
led to reflection and, for this purpose, we used a
reflective diary, as suggested by Spradley.

Initially, before moving into the field, we created
a flexible observation guide, a guiding thread for
our observation. Therefore, we created the

observation guide base on the research question,
the objectives of the study, the notes from the
participant observation, and the literature we had
consulted to develop the project’s issues. In a sec-
ond moment, we carried out an observation with
some participation, where we encouraged interac-
tion with the actors. Subsequently, we planned
participation with some observation where the
researcher became an active participant in the
informants’ activities. At this stage, some inter-
views also began to take place.

The observation thus progressed, being planned
and focused on a concrete objective, determining
the aspects, places, and people to observe.
Understanding how comfort is constructed, as an
entity that integrates culture in a PCU, involves
identifying the specificities of this same process,
making it necessary to study and understand the
organization in general, the actors in their context
as well as the meaning of their actions. As we pro-
gressed, our records became more structured, dif-
ferentiating the language of the researcher and
actors according to the coding determined.

We also carried out semistructured in-person
interviews with all the participants: people at the
end of life, family, and health professionals, based
on a script that was submitted to a pre-test with
one patient, one health professional, and one
family member who were not part of the partici-
pants in our study. With this, we aimed to test the
clarity and understanding of the questions
included in the interview.

Study setting

Based on the purpose of the research, a PCU of a
hospital on the outskirts of Lisbon was chosen as
the setting for the study. The choice of location
was intentional and based on practical and meth-
odological reasons: being geographically accessi-
ble; being a PCU integrated within a hospital
center, with people at the end of life, the vast
majority in need of symptom control, whether
physical or emotional; and finally because this
particular unit is one of the few in Portugal that
integrates a multidisciplinary team made up of
doctors (including a physiatrist), nurses, opera-
tional assistants, superior social service techni-
cian, therapists, psychologist, dietician, and
spiritual assistant.

The PCU integrates the following areas in an
integrated manner:
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Figure 1. Plan of the UCP hospitalization.

o Impatient care: Has eight inpatient beds,
distributed across a double room and six
single rooms, for patients requiring acute
PC;

o Hospital outpatient clinic: 'To provide PC on
an outpatient basis;

o Consultancylintra-hospital team: To support
patients admitted to other adult services at
the Hospital Center.

This PC unit chosen for our study is in excellent
condition as it is a relatively new service (opened
12 years ago) and consists of: eight inpatient beds,
distributed across a double room and six single
rooms, for patients requiring acute PC, each with
its own bathroom for use by patients; one medical
office, one nurse manager office; two bathrooms
for the staff; one patient dining room/reading
room/family conference room; one nursing office/
station where medication is prepared and some
materials are stored; a central desk with two com-
puters; one shift change office; one kitchen; one
assisted shower room; one clinical material stor-
age room (management of material resources
based on a picking system); and one treatment
room. At the end of the corridor, there is a fire
door that gives access to the emergency stairs,
which, as a general rule, is not used by service
professionals.

The complete plant of the PC unit acute inpatient
area can be seen in Figure 1.
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Physical spaces are of great importance as a
source of data in understanding the social and
cultural relationships between the different pro-
fessionals who interact, which is why we described
some in more detail.

To define the participants, for the sample selec-
tion, we defined the following inclusion criteria:
being hospitalized in the acute care unit with an
incurable, chronic disease that causes suffering;
be aware and oriented in order to be able to
respond orally to the applied questions; freely
consent to participate in the study. For each
patient interviewed, their significant family
member was also interviewed. The selection of
people at the end of life and family members
were carried out by the main researcher, based
on prior knowledge of hospitalized people and
information obtained from nurses and other pro-
fessionals, or by consulting data in clinical files.
We had to make sure that patient and family
member both wanted to participate in the study
before the interviews, if one of them did not
accept to participate, they would both be
excluded from the sample. Finally, all healthcare
professionals in the unit were interviewed after
consent.

With regard to observation, we sought access to
the field and paid attention to the experiences
lived by the actors in the events and situations
that were taking place over time.
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Participants

The actors involved in our study include a total of
57 participants among people at the end of life,
professionals, and family members: 18 patients at
the end of life; 18 matched family members; and
21 health professionals. It was absolutely neces-
sary that patient and family member accept to
participate since we intended to ask questions
related to the situation to both of them and then
compare the answers. We also gave some infor-
mation on the interviewer to the participants:
nurse with major interest in PC who was con-
ducting a doctoral study on the subject.

The selection was carried out by the researchers,
with the collaboration of the nurses present in the
respective shifts, taking care to verify the availa-
bility of each patient through an initial presenta-
tion dialogue. Regarding the state of consciousness
and the ability to respond orally, in the presence
of doubts, we resorted to the help of nurses and
also, we used the Glasgow Coma Scale to assess
orientation and ability to answer questions
effectively.

The final composition of the sample was deter-
mined by data saturation, as well as the achieve-
ment of information redundancy, in which new
information came to confirm the previous ones,
not objectively adding new data.!>

There was no previous contact/relation between
the researchers and the staff unit. The first author/
main researcher who conducted the interviews
was a female, RN, MSc.

Data collection methods

Data collection was carried out between October
2019 and January 2021, for a total of about
16 months in interactions, in order to fulfill the
participant observation phases and interview all
informants. A total of about 137h were spent in
the field, resulting in 78 field notes and 57
recorded interviews (all participants were
observed and interviewed: patients, family mem-
bers, and health professionals). During this
period, we stayed in the field 1-5h/day, in scat-
tered periods, distributed in the three shifts and at
different times of the day, as we considered
important to observe the participants at different
times. However, we favored the morning and
afternoon shifts as they have a larger number of
participants on the ground at the same time, and
it is easier to observe their interactions.

With regard to participant observation, before
moving into the field, we prepared a flexible
observation guide for our observation, open and
wide enough not to focus only on what it antici-
pates, but also on everything that may arise
around it and that is of interest for the study, even
if it is not included in the guide. This way, very
general aspects to be observed were foreseen,
which refer to what Spradley!! calls ‘descriptive
observation’. It was intended to involve the
researcher in the context of the PCU to get to
know all the actors in it, observing the partici-
pants and allowing them to become familiar with
the researcher (we observed all the activities of
the staff, the patients and families: conversations,
family conferences, meals, interactions, and shift
changes, among others). In a second moment, we
carried out an observation with some participa-
tion, we encouraged interaction with the partici-
pants by recording their reactions, and the focus
became the people involved in the context.
Subsequently, a participation with some observa-
tion was planned where the researcher became an
active participant in the activities of the inform-
ants.!! All of this information was registered in a
field diary resulting in 78 field notes. The obser-
vation and the interviews were done simultane-
ously due to the data collection method.

The interviews were audio-recorded in
Portuguese, transcribed, and the data collection
instrument included questions related to the
characterization of the participants and open-
ended questions related to representative situa-
tions of comfort care, namely, comfort-promoting
strategies mobilized by health professionals and
particular moments of comfort and discomfort.
Prior to the interview, the location, time, and date
were agreed on. When interviewing professionals,
we took into account their occupations, so that
we would not interfere in the care of people hos-
pitalized in the unit. When interviewing patients,
the interviews were carried out either in the
patient’s own unit or in a private environment.
During the interview, the main researcher tried to
make it flow spontaneously, following the flow of
the interviewee’s ideas. We previously carried out
the legitimization, clarifying doubts, and request-
ing authorization to turn on the recorder. All
interviews were coded, based on the professional
category and the number we attributed to it. The
time of each interview was variable; between 30
and 45 min for health professionals and between
40 and 60 min for the person at the end of life and
the family, this variation in time being due to the

journals.sagepub.com/home/pcr


http://journals.sagepub.com/home/pcr

Palliative Care & Social Practice 18

fact that patients and families are not conditioned
in terms of time. We organize a categorization
system with all the data, this being a work of dis-
covery, with the objective of selecting and organ-
izing the data for further analysis.

Data analysis

In ethnography, data analysis begins when data
collection begins and constitutes a cyclical, reflec-
tive, systematic, and integrated process, often
implying a constant reformulation of questions,
thus accompanying the entire investigation pro-
cess.!112 This whole process implies and involves
analysis, thought and reflection, carried out
around a systematic examination in order to find
the parts and the relationships established with
the whole.!:12 It also allows reiterating sustained
cultural patterns in the description of cultural
behaviors, artifacts, and cultural knowledge.

As we collected the data, we proceeded to organ-
ize and systematize it in order to proceed with its
codification, systematic comparison, and analysis
to find similarities and differences, with a view to
defining phrases that could be constituted of
meaning. We tried to carry out a progressive anal-
ysis that allowed the discovery of beliefs, values,
and practices that underlie the culture of care. To
meet these standards and subsequently the
domains, categories, subcategories, and sub-sub-
categories, we analyzed various types of data,
from the field diary and unit documents (medical
and nursing records, specific notes about comfort
in the clinical process of patients), as well as data
from interviews.

Continuing the analysis, the guiding principle
was to meet the recommendations of Spradley:
we reviewed and identified domains based on the
information we had; observed similarities and
relationships between concepts, which we incor-
porated into categories and subcategories, which
we reorganized; identified new categories, subcat-
egories, and sub-subcategories that led us to the
reflection recommended by Spradley on ethno-
graphic detail; created broader domains that
included previously analyzed structural issues and
data from all sources; resorted to the NVivo 12
Plus program; and started to organize, articulat-
ing categories and subcategories. This application
made it possible to store and organize the differ-
ent sources, categorize, and classify qualitative
data. This choice also allowed us to easily cross

data, map ideas, and explore relationships

between the actors.

Methodological rigor

A research question must be clear and focused
and supported by a strong conceptual framework,
both of which contribute to the selection of appro-
priate research methods that enhance trustwor-
thiness and minimize researcher bias inherent in
qualitative methodologies.1% Qualitative data col-
lection and analyses are often modified through
an iterative approach to answering the research
question. Researcher reflexivity, essentially a
researcher’s insight into their own biases and
rationale for decision making as the study pro-
gresses, is critical to rigor.!® The analysis of the
data itself was carried taking into account the
above, by having checks and balance built into
the methodology.

The work supervisor and another researcher with
knowledge of the ethnographic method, added a
non-bias approach. The corpus (composed of the
field diary and all the interviews carried out) was
read and revisited repeatedly throughout the
entire analysis by the included researchers. We
wanted to follow a scientific and rigorous method
that allowed the organization, division, synthesis,
and search for some patterns in the data to be
analyzed independently, guaranteeing a varied
and comprehensive analysis, not conditioned to
the wunderstanding of a single researcher.
Comparison sessions of data analysis were carried
out by the three researchers involved, ensuring
the necessary triangulation in an analysis of this
nature.

With regard to the topic, the use of various par-
ticipants and different perspectives (person at the
end of life, family, and professionals) was also an
important tool to ensure credibility. During the
fieldwork, we sought to validate with the inform-
ants the contributions we were collecting, trying
to understand whether our results were, in fact,
meeting their experiences.

In order to overcome the methodological limita-
tions, in addition to what was already mentioned
after the analysis, we discussed the results with
the unit’s coordinating nurse and with the team of
professionals, since they could observe what
Leininger alluded to as the meaning in context.”
These actors either knew the study, helping with
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CONTEXT OF CARE

The integrative and
inclusive environment

LS

Concepts of care

Inclusive factors of
organizational culture

Figure 2. Care context: domains.

the analysis of the relationship between domains
and categories, or knew the context, which
allowed the discussion of results, in order to
understand if they were logical and legitimate. On
the other hand, we observed saturarion and only
finished collecting data when we found repeated
patterns (with regard to patients and family mem-
bers, since all professionals were interviewed).
Transferability was also observed, carrying out rig-
orous reports in order to allow the transfer of
knowledge based on the results, to other care situ-
ations that have similar cultural conditions. It
should also be noted the conversations/sharing of
information with other researchers about the
methodological route, the results and the bibliog-
raphy in an attempt to consolidate fideliry. This
sharing allowed the crossing of routes and results
with other members of the scientific community
besides the researchers.

Results/discussion

There were 57 participants in the study, including
patients, families, and professionals. The sample
consisted of 18 patients at the end of life; 18 fam-
ily members (for each patient, the matched sig-
nificant family member were interviewed) and 21
health professionals working with participating
patients in the PCU. The minimum age of the
people interviewed was 26 years old and the maxi-
mum age was 94years old. The professionals
most present in the daily life of the unit were
undoubtedly the nurses, doctors, and operational
assistants.

The characterization of a phenomenon implies
identifying the base structure or set of conditions
in which the meaning of actions and events
occurs, these being fundamental determinants to
understand its nature.!! The context, despite not
determining the experience or fixing the action

‘identifies the sets of conditions in which the
problems and/or situations respond to them
through some forms of action/interaction and
emotions (process) and in doing so generate con-
sequences that, in turn, can recur and impact
conditions’.!?

Figure 2 expresses the relationship between the
factors that shape the Care Context in the PCU
studied, which constitute the three domains of
this theme, specifically: the integrative and inclu-
sive environment, the concepts of care and the
inclusive factors of organizational culture.

The professional care environment is understood
as the internal environment existing between
members of groups that interact in the context of
action and which is deeply associated with the
level of motivation, satisfaction, and collabora-
tion between those involved. This environment is
affected individually and collectively.!8

We found that person/environment interactivity
created action, where practices and meanings
intersected in everyday work, but also in culture,
supported by the perspectives of Orem!® and
Leininger.” After the preparation previously
described, which allowed us a sustained inser-
tion into the research field, the observation pro-
cess began. During this process, we were able to
prove the existence of an integrative and inclusive
environment that emerges as one of the domains
of this study. This environment is perceived as
the socio-professional and affective environment
that is experienced in the service and which con-
tributes to the integration and satisfaction of
care actors, being, naturally, enhanced by close
leadership and socio-affective-relational connec-
tion between the members of the multidiscipli-
nary team, constituting two categories as shown
in Figure 3:
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Team Stability

Proximity
leadership

Flexibility of action

Integrative and

Equitable distribution within the team

inclusive
environment

Workers satisfaction and motivation

Social-

Spirit of mutual help among the team

affective

connection

Individual work method

Enhancement of comforting care

Figure 3. Integrative and inclusive environment: categories and subcategories.

Proximity leadership is decisive so that there can
be unity and cohesion in the team and also induc-
ing stability, not only in the nursing team, but in
the entire multidisciplinary professionals. From
the various observations, it was possible to see
that the nurse manager has a very present role at
all times, from shift changes, to day-to-day work
and also in informal situations. There is leader-
ship centered on nurses, with participatory and
flexible management, focused on empowering
nurses by taking into account the suggestions and
opinions given by them. It denotes an attitude of
flexibility in action and proximity of the nurse
manager, which promotes an emotional connec-
tion between the members of the multidiscipli-
nary team, since all members feel that the interest
shown by the nurse manager is authentic and
genuine. This posture and affection that the lead-
ership promotes generates security that also
extends to people admitted to the UCP and their
families.

In general, scientific evidence has demonstrated
that high levels of professional satisfaction and
motivation in the workplace increase work perfor-
mance. Human beings are complex in their func-
tioning and, therefore, difficult to manage as they
differ in skills, abilities, motivations. and prefer-
ences. Motivation and satisfaction enhance the
spirit of mutual help among the team, as men-
tioned by the nurses: ‘Everyone plays their role
and works as a team. Communication is, as a gen-
eral rule, very good between all team members.
Decisions are made with everyone’s input’ (NI1).
This cooperation serves as a basis for demonstrat-
ing respect among the team. The idea of coopera-
tion and mutual help at the UCP extends not only

to the nursing team but also to other profession-
als, particularly members of the medical team,
‘(.. .) There are no taboos, there are no egos.
There is a team. Everyone is a transmitter and
everyone is a receiver’ (PHI1) and also by opera-
tional assistants. On the other hand, the working
method used by nurses in this unit simultane-
ously enhances the individualization of care and
the accountability of nurses, allowing greater
availability for the person at the end of life and
their family. This is the individual work method
in which each nurse is responsible for providing
total care to the patients assigned to them, from
hygiene care, nutrition, preparation and adminis-
tration of therapy, exams, emotional support,
clarifying doubts with the family, among others.
It is common for the team to try to get nurses to
keep the same patients assigned to shifts that are
carried out subsequently so that they can main-
tain the continuity of the care they started and
create deeper and more solid connections with
both the person and the family. Thus, we
observed, in this specific UCP environment, that
there were habits and routines that facilitate the
organization and management of comfort care.

A concept of care is something that is developed
through experience, sensitivity, openness to oth-
ers, with training representing a crucial role in the
development of this same conception. In this
study, we focused on care for people at the end of
life. PC allows nurses to look at life from a new
perspective: caring for and promoting a dignified
death for every individual at the end of their life.
This care, at the end of life, invites us, in fact, to
be able to deal with the incurable disease, with
the complexity of the symptoms and the effects of
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Figure 4. Concepts of care: categories and subcategories.

the disease on the person and their family, reflect-
ing on our own fears, incapacities, and limita-
tions. As health professionals, it is also essential to
be able to provide care in order to promote qual-
ity of life for people who need to be protected and
loved while facing an incurable, evolving, but sta-
ble disease. Therefore, there is a need for a spe-
cific way of caring. Several authors have studied
the concepts of end-of-life care and, in general,
these concepts are based on the following prem-
ises: quality of life, humanistic approach and
appreciation of life, control and relief of pain and
other symptoms, ethical issues, multidisciplinary
approach, the priority of care over healing, com-
fort, and spirituality.1%20 Thus, concepts of care
emerge as a domain of the care context, which
after analyzing the data, we divided into two cat-
egories: Humanistic Perspective and Fragmented
Care Perspective. From each category, subcate-
gories emerged that are closely linked, being, in
most cases, interdependent, as explained in
Figure 4:

Regarding the humanistic life-valuing
approach, we know that this is the essence of
PC, approaching it in a human way, valuing and
estimating the person for who they were, for their
memories, for their life story, but also for what
they still are and what they can achieve. Also in
the interviews with professionals, it was possible
to verify that the person is understood as unique,
with biopsychosocial and spiritual dimensions,
carrying a history and life experience, with beliefs,
and habits, that are valued by healthcare profes-
sionals: ‘Comfort is something personal that we
have to adapt’ (NI4); the appreciation of life and
personal history is very present in all the team’s
actions: ‘If we take away from someone at the end
of their life all their habits and values (in addition

to those that inevitably have to cease to exist) we
are contributing even more so that the person
feels that they no longer have a place in this world,
that they are no longer themselves’ (EE2). There
are several authors who corroborate these prem-
ises, as different studies prove that, effectively, in
a person-centered logic of care, nurses act toward
achieving therapeutic objectives, including
comfort.”>19:21,22

We observed the development care context that
aimed to preserve the person’s dignity, with
objective aimed at comfort, meeting the person’s
multiple needs, also considering other problems,
conflicts or ethical dilemmas that could emerge.
During the observation period, there were several
examples taken from excerpts of the field journal
that corroborate this logic aimed at comfort and
well-being: ‘(. . .) the patient in question states
that she feels uncomfortable being in a single
room. She doesn’t like being alone, she feels lone-
liness as something negative. The nurse in charge
quickly came up with a solution so that the patient
could move to a double room’ (F]), ‘(...) I
entered the room and heard the radio. Classical
music and fado (the patient’s favorites)’ (FJ).

In this context, we also observed a vulnerabil-
ity-sensitive care perspective. Vulnerability is
a constitutive characteristic of every human being
which calls for care. In the specific case of the
study context, it was possible in several situations
to perceive that people felt vulnerable and that
care was strongly sensitive to this vulnerability
associated with the end of life: ‘In general, I feel
quite vulnerable and I need help. Help to find a
way to overcome this. Not to cure myself, I know,
but to overcome this’ (PI14). One of the potenti-
alities of the concept of vulnerability in health is
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the possibility of knowing better the disease and
interventions capable of modifying the health-
disease situation, with a view to overcoming the
biological and behavioral approach.22-2¢ Also, the
power of organizing time is often lost, which inev-
itably causes great suffering. The loss of pleasant
daily habits and cultural and routine acts increases
this vulnerability even further: ‘I’m devastated, I
miss sitting at the table and having a proper meal.
I love cooking, it’s part of my culture. I feel bad
and I just want to disappear’ (PI11).

Healthcare professionals are attentive to signs of
vulnerability, ‘It manifests itself through a vacant
look, watery eyes and verbal and non-verbal
reports of sadness’ (NI3), ‘Extreme agitation’
(NI8). On the other hand, patients themselves
and their families show signs of the same vulner-
ability typical of the situation experienced in the
context of the action: “When I was diagnosed with
cancer I was completely shocked. I was 39years
old when I was diagnosed with glioblastoma. It
was very painful to lose my hair, I’m very vain, as
you’ve already noticed. It doesn’t do me any good
to be angry, it only makes me worse’ (PI12).

Also the team focuses heavily on symptom con-
trol, as the structural basis of care. PC must focus
on action based on preventing and anticipating
crises, controlling the different symptoms caused
by the disease or medication, promoting the per-
son’s quality of life until their death, supporting
their family in the death process and mourning, as
well as offering moral, relational, spiritual, and
religious support to the person and family3: “The
nurse concerned about the discomfort that aspi-
ration caused to the patient chose to aspirate only
once, and then administered subcutaneous medi-
cation (Buscopan) to keep the patient more com-
fortable. The mouth was also cleaned with water
and the mucous membranes were moistened’
(F]). At the same time, the team’s concern with
all types of symptoms that may cause suffering is
perceived by the patient and their family and has
a great impact on their quality of life: ‘I was com-
forted because I was pain free and I felt a lot bet-
ter, I felt like I was in the right place, that I wasn’t
alone and deep down that I was better here than
at home’ (PI5).

The integration of the family in care enhances
their capacity to respond to the needs of the per-
son at the end of life and, when the family is avail-
able, promotes feelings of satisfaction, in an
integrative environment. Integration requires a

space and time that allows the creation of com-
plicity with the family and simultaneously allows
the family to understand the dynamics of the unit,
in order to participate more actively. The family
also considers that they comfort their loved one in
ways that professionals could not: ‘My way of
comforting is to come here to be with her, to keep
her company. We pray together and ask God that
she doesn’t suffer until it is time for her to go. We
sing. (. . .) and ’ll tell her some gossip’ (FAMI14);
‘Being present, keeping company, talking about
everyday life. Telling things about the house, the
children, the grandson. . . Bring him a little bit of
our home, of our life (. . .), to take him away from
this world of illness, fear and darkness’ (FAMI18).
Family members feel included in the care process;
they feel their actions and care interventions are
useful and cause direct benefit to the patient: ‘We
couldn’t take away his pain, but we can take away
the pain of being alone’ (FAMIS). The family
feels involved and feels like they’re the target of
the team’s attention, interest, and concern: ‘They
health team talks to him (the patient) and to me
like no one else does. They organized the arrival
of my niece, something that was fundamental for
my brother’s peace of mind’ (FAMI9).

Although the humanistic perspective is dominant
in the context of PC, the social model assumes a
‘Fragmented’ Care Perspective based on a bio-
medical model that appears as a second category.
This fragmentation is particularly significant in
aspects relating to information management and
the recording of occurrences that emerged as sub-
categories. As we know, the nursing process is a
systematic method of organizing nursing decision
making and problem solving when planning and
providing care to people. As an indispensable tool
for nurses’ daily lives, the nursing process allows
you to plan and decide on the care you will pro-
vide through a dynamic and individualized pro-
cess. In the context of action studied, in some
situations, we were able to observe gaps regarding
the recording of occurrences relating to comfort
in the various phases of the nursing process.

With regard to information management, we
know that records/notes must be objective, accu-
rate, complete, concise, updated, and organized.
Notes can also be very important when it comes
to applying the problem-solving method that
involves identifying a problem and all the issues
involved. Regarding nurses, information man-
agement is particularly important, especially
regarding the clinical situation of the person at

journals.sagepub.com/home/pcr


http://journals.sagepub.com/home/pcr

RAM Pereira and PCPSV Ribeiro et al.

inclusive factors of organizational culture

orientation towards knowledge

individual/family/social interconnection

Figure 5. Characterization of the organizational culture of care at the palliative care unit: domain and categories.

the end of life, with the nurse's role as the main
link between patient/family/team: ‘Nurses are
the main bridge between all professionals in the
unit, patients and families. They are a huge
asset’ (PHI 2).

With regard to incident recording, we know
that information and its implementation are of
great importance for nursing. The registration
itself proposes to improve communication
between everyone who cares for the person, pro-
viding common and comprehensive attention to
needs. However, in the context of the action, we
noticed that nursing notes are not very expressive
regarding the topic of comfort, whether in the ini-
tial assessment, diagnosis, interventions, and even
in the final assessment phase. It is not always easy
to document the various interventions carried
out, as we found during the observation and were
able to record in the field journal: ‘Regarding
records: I note that there is no specific area where
comfort needs or comforting interventions made
to patients are recorded. All the notes I observed
were made by nurses. In the medical records, I
did not find any record regarding aspects related
to comfort, other than with regard to pain control
and relief’ (FJ).

Regarding the inclusive factors of organizational cul-
ture, we understand that comfort is shaped by the
organizational culture of the unit as well as by the
relationships between the multidisciplinary team.
These relationships generate a symbolic and cul-
tural world, in a process of secondary socializa-
tion and structuring construction, in the personal
and professional development of each of the
actors. The processes that allow nursing care to
be produced and the relationships between actors

meanings attributed to physical space

time and ratio

mirrors this culture. Nurses, as managers of this
process of reflexivity, are central to this organiza-
tional culture, in a project that is collective and
integrated into a broader relationship of provid-
ing care to people at the end of life and their fam-
ily. In this domain, five categories emerged:
orientation toward knowledge; individual/family/
social interconnection; meanings attributed to
physical space; time and ratio; reflexivity and
analysis culture (Figure 5).

The unit under study, within its geographical lim-
its, self-manages and articulates with its external
environment, both with regard to other services of
the health organization, and with all community
support services. There is a strong orientation
toward knowledge in which the team is concerned
with keeping their knowledge up to date as well as
the existence of various internal training on the
unit. At the same time, the team (mainly physi-
cians and nurses) seeks to receive some external
training in the end-of-life area with the clear
objective of keeping their knowledge aligned with
the latest guidelines for PC: ‘almost all health
professionals working here have training in pallia-
tive care. They really like being here, it’s where
they belong’ (PCAI5). On the other hand, we
clearly assess attitudes associated with the under-
standing of individual/family/social interconnection,
in the relational development of service and care.
This individual/family and social interconnection
is highly valued and is deeply rooted in the organ-
izational culture of this unit, as we saw in the field
diary observations: ‘Family is present throughout
the day since yesterday. Today the wife will spend
the night so that, if the patient dies, she can be
present. When the patient was lucid, he expressed
thathe did notwantto die alone. (. . .) Specifically,
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he would like to be with his wife, who had been
his lifelong companion’ (F]).

This organizational culture in particular allows
family visits to be extended, which inevitably
proves to be very comforting for the majority of
patients: ‘Families can spend the night here, be
here all day. In other places it is not allowed, this
is a great advantage’ (PCAI3).

With regard to the organization’s culture, there
is also a strong sensitivity to the meanings attrib-
uted to physical space, with the concern for the
environment being very evident: ‘I notice that
there is a concern regarding the physical envi-
ronment in comfort care’ (FJ); (. ..) it is
explained that you can bring your own clothes
and that the rooms were designed to promote
tranquility and comfort, therefore they have the
following amenities: articulated bed, bedside
table and side table, chaise longue for the
patient and for visitors staying overnight, a
built-in personal locker, television, individual
sanitary facilities equipped with a support sys-
tem for the disabled and an emergency alarm
system’ (FJ). We can verify this cultural con-
ception in several moments of the interviews
with the health team, who recognize that this
particular unit and its organizational culture
allows the task of comforting the person to be
much more accessible: ‘This unit is organized
in such a way that there are spaces for patients
to have leisure time/meals’ (PCAI5); “Then the
fact that most of the rooms are individual allows
you to be more comfortable in your privacy or
with your family. You can cry’ (PCAI5). In
addition, several team members also draw
attention to the fact that there is a dedicated
area for a more complete and comfortable
shower, in a specific room with a heater, music
and even, scented candles: “The existence of a
bathroom with a bath stretcher, which allows
users with a high degree of dependence to have
hygiene care using a shower’ (NI9). ‘It’s really
great for patients who have been bathing in bed
with just a sponge for several days or weeks’
(PCAI7). Still regarding the physical space, the
team considers that the dining/meeting room is
an extremely important space with several func-
tions; however, it can and often functions as a
social space between family and patient’s usual:
‘The meeting room to meet with the family’;
‘We have our own library with several books on
different themes’ (NI4).

Time and ratio are also mentioned as important
factors: “This unit is small and we can reach the
patients, be close to them, it is very different from
other places, we have TIME’ (PCAI2); ‘It’s easier
to comfort here. We have fewer patients, much
more time for them’ (PCAI4).

The context of action is characterized by a culture
of reflexivity and analysis of the actors’ experi-
ences. It is common to reflect on individual and
collective attitudes, which ends up leading to fre-
quent changes in ideas, attitudes, procedures,
and interventions, thus demonstrating a culture
that is open to change within the team, whenever
this change is beneficial to all those involved in
the context of the action. In general, all actors
involved recognize that the context of action is
built on very specific characteristics that make it
distinct from other environments and other
organizational cultures: “The organization under-
stands comfort care as indispensable, indeed.
Everyone works towards this and the organization
itself encourages comfort to be taken into account
in several aspects: time, physical space, training of
health professionals’ (NI3); “This unit was built
to promote comfort, it was built with patients,
families and professionals in mind. There is a cul-
ture of comfort on this place’ (NI2).

From the collected data, we understand that the
entire organizational culture seems designed to
converge in a single direction: meeting the com-
fort needs of the person at the end of life.

Limitations of the study

Most of the data collection took place during the
pandemic period, which created several obstacles,
namely, the creation of a focus group, which was
not possible, due to the need to reduce the risks of
contamination at that time.

However, knowing that each ethnographic study
cannot be ‘reproduced’, these results can serve as
a guide for building and consolidating knowledge
about a phenomenon considered noble and asso-
ciated with nurses’ interventions.

Conclusion

In this article, we addressed the context of care,
the psychical space from the idealized to the real,
where objects and provisions support the con-
struction of the comfort process as an entity that
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integrates culture, mediating established concep-
tions of care and allowing the deepening of knowl-
edge. We also addressed the integrating factors of
organizational culture that structure the culture
of the context as well as its importance as a dis-
tinctive factor of this unit recognized by all the
actors.

Interviews and the observation in the field were
coded as follows: PI — Patient Interview; PHI —
Physician Interview; FAMI — Family Interview;
PSI — Psychologist Interview; N'TI — Nutritionist
Interview; PCAI - DPatient Care Assistant
Interview; FJ — Field Journal; NI — Nurse
Interview.
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