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Abstract

The aim of this study is to generate a grounded theory explaining patterns of behavior among health care professionals
(HCPs) during interactions with patients in outpatient respiratory medical clinics. The findings suggest that the HCPs
managed contradictory expectations to the interaction by maintaining a distinction between possible and impossible topics
to counseling. Three subcategories explaining the effort that maintain the impossible and possible topics separated were
identified: (a) an effort to maintain the diseased lungs as the main task in counseling, (b) navigating interactions to avoid
strong emotions of suffering in patients to reveal, (c) avoiding the appearance of the non-alterable life circumstances of the
patients. The HCPs’ attitudes toward what patients could be offered generated a distance and a difficulty during counseling
and created further suffering in the patients but likewise a discomfort and frustration among the HCPs.
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Introduction (Abrosimov et al., 2005; Blands & Balum, 2007; Cruz et al.,
2007). We assume that the extent and the topics of the visit

hroni . di CRD followed in th may affect the counselor’s ability to meet the needs of
chronic respiratory diseases ( s) are followed in the out- patients and also find opportunities to recognize and listen to

P atis:nt resp iratory me.dical clinic (ORMC) on a regulgr bas.is. patients’ experiences during counseling (Bakker, Schaufeli,
Typically, the patient is referred to the ORMC following dis- Sixma, & Dierendonck, 2000).

charge from a hospital department or by a general practitio-
ner to clarify or process diagnosis, rehabilitation, counseling,
and drug treatment. ORMCs are subject to many temporal,
structural, and substantive requirements. A short-term and
very structured frame characterizes the consultation allocat-
ing 15 to 30 minutes for each visit. The primary tasks of
health care professionals (HCPs) are dealing with symptoms,
preventing deterioration of the condition, and carrying out
counseling regarding lifestyle changes. The mandatory con-
tent of conyersatlon includes smoklr.lg habits, dlf?t, exercise, |Gentofte University Hospital, Hellerup, Denmark
lung function measurement, screening of functional level, *Aarhus University, Aarhus, Denmark
and drug prescription (Parshall et al., 2012; World Health 3University of Aalborg, Aalborg, Denmark
Organization, 2002). All subjects and activities must be doc- .
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umented in the hospital records in accordance with the Lone Birgitte Skov Jensen, Department of Education, Aarhus University,
“chronic care model,” international guidelines, and golden Denmark.
standards for treatment and counseling about CRD Email: lonebirgitteskovjensen@gmail.com

In Western countries, many patients suffering from severe

There is a growing body of evidence pointing to the phys-
ical, mental, and social consequences of CRD affecting the
life of patients in many ways (Blands & Balum, 2007; Cruz
et al., 2007). Such problems arise from symptoms of breath-
lessness, cough, and increased mucus production, which may
over time lead to immobility, dependency on relatives and
the health care system, and social isolation (Armstrong et al.,
2007; Cruz etal., 2007; Giacomini, DeJean, Simeonov, &
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Smith, 2012; GOLD, 2015; Parshall et al., 2012). Moreover,
CRD is associated with an increased risk of anxiety, insom-
nia, fatigue, anorexia, loneliness, guilt, and depression and a
decreased quality of life in patients. Several studies suggest a
lack of opportunity in patients to influence the content of
interaction with HCPs and a lack of attachment and emo-
tional responsiveness in the HCPs to engage the concerns of
the patients in the clinical encounter (Borge, Wahl, & Moum,
2010; Ek, Sahlberg-Blom, Andershed, & Ternestedt, 2011;
Giot, Maronati, Becattelli, & Schoenheit, 2013; Gysels &
Higginson, 2010; Karakurt & Unsal, 2013; Kvangarsnes,
Torheim, Hole, & Ohlund, 2013; Lindquist & Hallberg,
2010). Based on the physical, existence-threatening, and pro-
gressive nature of the CRD, there seems to be a growing
awareness of the need for more palliative-directed treatment
and care. This is the case even though studies have found a
lack of palliative-directed conversations regarding hospital-
ized patients suffering from severe CRD (Bajwah etal.,
2013; Bourbeau & Nault, 2004; Chen, Chen, Lee, Cho, &
Weng, 2008; Cicutto, Brooks, & Henderson, 2004). Studies
suggest that the patients’ perspectives may offer important
knowledge to HCPs as to how patients overcome, adapt to,
and understand illness when living with a CRD (Ek et al.,
2011; Lucius-Hoene, Thiele, Breuning, & Haug, 2012). In
addition, many patients seem to have a need to be given the
opportunity to express emotions of existential suffering dur-
ing interactions with HCPs (Anderson, Kools, & Lyndon,
2013; Frank, 1995; Lucius-Hoene et al., 2012).

Over the last several decades, the former authoritative
approach of the HCP has been replaced by an ideological and
institutional—but likewise vocational—desire to include
chronically ill patients in care and treatment (Larsen,
Cutchin, & Harslef, 2013; Rabe et al., 2007; Shim, 2010).
Today, being patient oriented is immensely popular among
health authorities in many Western countries. This reflects a
moral—philosophical approach in which the patient is
regarded as unique and the multidimensionality of the human
experience of illness is recognized by building on multiple
understandings of the patient’s situation (Dubbin, Chang, &
Shim, 2013; Epstein, Fiscella, Lesser, & Stange, 2010).
Nonetheless, several studies point to the lack of a patient-
oriented approach in the patient-HCP interaction (Disler
et al., 2014; Wong et al., 2014). A patient-centered approach
is described as having the potential to be instrumental in
facilitating patients’ coping, managing of self-care, and opti-
mizing quality of life. Conversely, a lack of patient involve-
ment may damage these processes (Gardiner et al., 2010;
Gysels & Higginson, 2010; Lawn, Delany, Sweet, Battersby,
& Skinner, 2014; Thorne, 2006).

As outlined, we assume that the limited time and many
demands of conversation topics may influence what HCPs
may experience as achievable during the counseling. In addi-
tion, several studies point to external conditions leading to a
lack of patient involvement and responsiveness to patients’
concerns (Michaelsen, 2012). These conditions include

factors such as increasing work pressure, numerous changes
in the structure of tasks, the implementation of new or
changed administrative tasks, and increasing demands for
documentation (Bakker et al., 2000; Potter, 1983). Bakker
etal. (2000) have suggested that the demands of many
patients in terms of empathy and emotional recognition of
their illness experiences may exhaust people and cause burn-
out in the HCPs. In summary, the described studies indicate
that the conversation may be difficult for several reasons. For
one, patients suffering from CRD may experience a lack of
response from the HCPs to their needs in difficult life cir-
cumstances. The HCPs may experience burnout and frustra-
tion regarding patients’ expectations and requirements in a
time-pressured working environment. Whether this is the
case in the ORMC has not been addressed in other studies so
far. There has been a lack of studies exploring the clinical
encounter in the ORMC and how the framework for ambula-
tory services affects the interaction in similar or particular
ways (Kayahan, Karapolat, Atyntoprak, & Atasever, 2006;
Lange, 2009; Seymour et al., 2010).

Aim
The aim of this study is to generate a grounded theory explor-

ing the pattern of behavior in HCPs during conversations
with patients suffering from CRD in the ORMC.

The Study

Participants and Data Collection

Data were collected from 67 field observations on 28 ran-
domly selected days at three ORMCs in Denmark over 26
months from 2012 to 2014. A total of 54 patients suffering
from CRD were included in the field observations. In addi-
tion, we collected data from 29 HCPs, including 17 nurses
and 12 doctors to the extent they performed counseling or
treatment of the included patients. Accordingly, all HCPs
who performed counseling of patients during the field obser-
vations were interviewed individually (n = 29) and in a focus
group interview (n = 10). The interviews were performed
after the field observations, lasted between 10 and 30 min-
utes, and were written down by hand as field notes.

The purpose of the interview was to explore initial ideas
further or to bring forth data concerning behavior, strategies,
or statements that we wanted to investigate further. The
patient interviews took place in the patients’ homes or by
phone call and lasted between 25 minutes and 3 hours.
Meanwhile, the interviews were tape recorded and tran-
scribed verbatim afterward. The interview guide was loosely
structured in the beginning and explored issues from the field
observations in the ORMCs from both the HCPs’ and the
patients’ perspectives. There were five patients who suffered
from mild CRD, 10 from moderate CRD, and 15 from severe
or very severe CRD based on the HCPs’ assessments. Out of
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the 30 included patients, 14 were or had been unskilled work-
ers with elementary educations, 10 were artisans/higher edu-
cation, and three were academics. The HCPs had 1 to 20
years of experience in ORMCs.

Methodology and Data Analysis

The study is based on Charmaz’s social-constructionist inter-
pretation of grounded theory that relies on the pragmatist
philosophical tradition informed by symbolic interactionism
(Blumer, 1969; Charmaz, 1990, 2004, 2006). Grounded the-
ory methodology offers flexible but systematic guidelines
for collecting and analyzing data involving the development
of a theory consisting of a set of plausible relationships
between concepts and groups of concepts grounded in data.
Asking questions and making constant comparisons are basic
actions in the grounded theory method. The first act could be
considered an analytical tool whose purpose is to open the
empirical material so as to create an understanding of the
data. We have, for instance, initially applied word-by-word,
line-by-line, and incident-by-incident coding providing the
analytical tool, which makes it possible to bring the coding
process further. In the focused coding, we have used the most
significant or frequent earlier codes to sift through and ana-
lyze large amounts of collected data. The second action is the
constant comparative process. This method stimulates
thoughts and opinions about categories of properties and
dimensions that make it possible to create a better under-
standing and thus make sense of the empirical material
(Charmaz, 2014). The first author initially coded the entire
transcripts and the co-authors reviewed these coded tran-
scripts. Throughout the coding process, the first author wrote
analytic memos describing context, conditions, processes,
and consequences that the co-authors reviewed.

The coding process led us to identify what was happening
in the data and explain the elements of the initial categories.
During the field observations, we reflected upon what sense
the patients and HCPs made of their own statements and
actions and what analytic sense we could make of the emerg-
ing patterns of behavior in HCPs. The analysis generated cat-
egories that were made more and more abstract as data were
gathered to refine the theory. During initial coding, we stud-
ied fragments of data—words, lines, segments, and
incidents—closely for their analytic import. While engaged
in focused coding, we selected what seemed to be the most
useful initial codes and tested them against extensive data.
The process of data collection and initial and focused coding
ended when the categories were saturated and when gather-
ing fresh data no longer revealed new theoretical insights or
new properties of the core categories (Charmaz, 2014).
During sampling, coding, and analyses, we discovered that
some topics of conversation could apparently be included
and others seemed to be excluded during the counseling. The
data analysis were increasingly focused on disclosing how
the HCPs maintained a distinction between possible and

impossible topics and why the distinction of topics was nec-
essary to maintain. Among other things, “looking for life-
style markers,” “avoiding the impossible,” and “ignoring the
insecure topics” were constructed as initial categories in the
focused coding.

In Table 1, we have illustrated parts of the analysis pro-
cess. To the left, we show selected examples of quotes from
the HCPs; subsequently, there are examples of initial coding,
focused coding, the emergent main category, the related sub-
categories, and the main concern of the HCPs during interac-
tion with patients. The table is not to be regarded as an
exhaustive analysis overview but rather as a limited illustra-
tion of the coding and analysis processes.

Validity

The criteria to validate the findings followed Kathy
Charmaz’s credibility, originality, resonance, and usefulness
(Charmaz, 2006, 2011). A clear and rigorous working pro-
cess, as described in the data analysis, assured credibility.
Originality can be identified; thus, we explored an underex-
posed area where knowledge is limited concerning the pat-
terns of behavior in HCPs during counseling of the patients
in the ORMC. To achieve resonance, the study must be rele-
vant to the participants. Indeed, the patients and the HCPs
showed great interest in the study. The HCPs, in particular,
expressed the importance of developing better understanding
and visibility of daily efforts to meet the needs of the patients
in the ORMC. In addition, we ensured the relevance of the
emergent theory through ongoing discussions of findings
with patients, HCPs, and research fellows. The usefulness
and applicability of our study may be difficult to estimate at
this time. The study predominantly offers explanations and
understandings of the behavior of the HCPs during interac-
tions. Subsequent studies should adjust the results to further
development of the practice that it describes. The health care
system seems to have undergone many changes in Western
countries. The barriers against the HCPs and the opportuni-
ties they had to provide help and support the patients may
change over time. Consequently, the theory may be adapted
and revised to maintain relevance for those involved in coun-
seling in the ORMC.

This study is based on extensive data and generated from
multiple data sources: field observations, individual inter-
views, a focus group interview, and discussions with fellow
researchers and participants. The findings are then discussed
and compared with other clinical studies. The nature of the
simultaneous data collections, samplings, coding, and analy-
ses secured, to a certain extent, that the findings were not
based on random interpretations. Moreover, peers have been
presented with the findings to discuss the developed theory
further. Several participants contributed with insights and
points that have been of great importance to the analysis pro-
cess. One limitation of this study may be the lack of distin-
guishing between the behaviors of the nurses and the doctors.
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Table I. Coding and Data Analyses.

Excerpt Initial Coding

Focused Coding

Theoretical Coding

Subcategory Main Category = Main Concern

I.  So all the policies implemented Powerlessness

Looking for lifestyle Maintaining the sick Maintaining a

Striving to manage

today . .. It’s the actions that Obligations markers lungs as the main  distinction contradictory
accommodate those who already  Lack of strategies Controlling patient  task between expectations to
can ... it'’s really really hard to Hopelessness information Avoiding the possible and the content of
meet the fragile and vulnerable Resignation Maintaining existential impossible counseling
patients who cannot achieve the  Impact focusing mind and body suffering in topics of

expected lifestyle changes . .. and  Lack of skills separately patients conversation

listen to what they want and what  Uncertainty Avoiding the Avoiding the

they can accomplish . . . “How Frustration impossible non-alterable

can | really support you in this . . . Ignoring the

what is it you want to achieve? If insecure

you want to see your son getting
married, then it’s probably now
you need to make the changes and
do things in another way, right?”
(HCP)

2. Some of the patients have a
psychological problem that
sometimes renders irrelevant what
we are saying to them . .. (HCP)

3. | mean, that’s the way itis . ..
Some have more resources
than others . .. That’s the way it
will always be . .. We can’t give
knowledge to people who are not
able to take itin ... (HCP)

4. We are not grasping the story . . .
We think we are . .. but we are
not, because we are treating them
all the same . .. (HCP)

5. ... You may also worry about
what you are digging into . . .
because you cannot manage to
put a lid on the problems before
ending the interaction (HCP)

sorrow

Avoiding failure and

Note. HCP = health care professional.

Although we found an overall congruence in the statements,
further exploration of the differences may have contributed
with new knowledge about the nurses’ and doctors’ specific
differences in attitudes to patients. The common feature of
behavior in HCPs is maintained; therefore, the intention of
this study is to explore the convergence of attitudes and
actions rather than the differences in the HCPs regarding
counseling of the patients in the ORMC.

Ethical Consideration

All interviews and field observations have been carried out
with respect for the HCPs’ and patients’ experiences and
actions. The project was carried out in accordance with
International Council of Nurses (ICN; 2012)’s code of ethics
for nursing research and approved by the Danish Data
Protection Agency (j.nr. 2011-41-6670). The National
Committee on Health Research Ethics was presented with the

project description and found a formal evaluation to be unnec-
essary (pr.nr. H-4-2012-FSP 95). Oral and written informa-
tion about the study was given to the participants including
information on anonymity, informed consent, confidentiality,
and the right to end participation at any time without stating a
reason. All personal identifiers have been removed or dis-
guised, so that the participants are not identifiable and cannot
be identified through the details in this article.

Findings: Maintaining a Distinction
Between Possible and Impossible
Topics of Conversation

Striving to manage contradictory expectations to the content
of counseling was found to be a main concern in many HCPs
during interactions with patients. The HCPs were under a lot
of pressure during interactions to collect the mandatory
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information from patients, perform the necessary examina-
tions, and respond to questions from the patients. Counseling
and treatment were tightly structured according to topics that
involved mandatory discussion and were documented within
the restricted time frame determined for each patient. The
HCPs, first and foremost, prioritized the performance of the
mandatory tasks, which were to be documented in the patient
journal and hospital records. Conversely, we found a need in
patients to share emotions of existential suffering regarding
illness and its implications for everyday life. The expectation
for counseling caused problems and difficulties during inter-
actions as the patients” and HCPs’ expectations regarding the
topics mostly conflicted. The HCPs had practical and theo-
retical knowledge of the ways that patients’ everyday lives
could appear to be affected by existential suffering. At the
same time, they were mostly aware of the patients’ desire to
share these emotions. The HCPs could assume that patients
demanded good advice and answers regarding their suffering
and powerlessness, which the data did not confirm. Rather,
the patients were striving to achieve empathy for and respon-
siveness to their efforts to find ways to adapt to illness and
existential suffering and cope with death and dying.

Maintaining a Distinction Between Possible and
Impossible Topics of Conversation

The main category, maintaining a distinction between possi-
ble and impossible topics of conversation, conceptualizes
how the HCP managed the contradictory expectations of the
content by maintaining a distinction between possible and
impossible topics of conversation in the ORMC. We found
three subcategories explaining the way in which impossible
and possible topics were maintained and divided during con-
versation: (a) an effort to maintain the diseased lungs as the
main task in counseling, (b) navigating interactions to avoid
revealing strong emotions of suffering in patients, and (c)
avoiding the appearance of non-alterable life circumstances
of the patients. The possible topics were related to the dis-
eased body whereas the impossible topics concerned existen-
tial suffering of the patients and their non-alterable life
circumstances. Figure 1 explains the theory of maintaining a
distinction between possible and impossible topics of con-
versation. The horizontal arrow straight through the figure
shows the dividing line between the possible and impossible
topics of conversation. Meanwhile, the main circle shows the
main category of the theory. The three minor circles show the
patterns of behavior of the HCPs in obtaining a distinction
between possible and impossible topics of conversation.

Main Category: Maintaining a Distinction
Between Possible and Impossible Topics of
Conversation

The distinction between possible and impossible topics pro-
vided a mode of control, comfort, power, and security in HCPs

during counseling. The possible topics of conversation referred
to the patient’s lungs, monitoring of the CRD, control of the
body and its current abilities, and the physical consequences of
the patient’s lifestyle. These topics included drug regulation,
lung function tests, body mass index (BMI), function level and
exercise, and diet and smoking cessation counseling. The HCPs
considered these topics to be natural, self-evident, and impor-
tant in the interaction and believed that they would contribute
positively to the patient’s situation as long as the patient lived
in accordance with their counseling. The HCPs also regarded
these topics to be their main tasks and the essence of the inter-
action with the patients. They often argued of their importance,
pointing to the frames of the mandatory tasks to be performed,
the possibilities they could identify, the need to guide patients
in lifestyle changes, and the frames in which they could offer
only specific disease-related counseling.

The impossible topics included the patient’s adjacent
chronic diseases, emotions of suffering, powerlessness,
death and dying, conflicting lifestyle behavior, or lifestyle
being perceived as non-alterable. The patients often urged
the HCPs to recognize their feelings of suffering, made
efforts to find alternative methods of overcoming disease,
and expressed a desire to achieve hope in mostly difficult and
complex life situations. One patient stated his feeling thusly:

I feel that I was put out of the game in the ORMC. “You are on
your own with those psychological issues, and we can give you
another prescription. You can get some other pills, right! Jesus.
Instead of, “What can I do without the pills?”” But nothing else is
done. (patient [PT])

The HCPs often addressed the impossibility of addressing
such topics due to lack of time, lack of competency, and the
fact that these topics were out of the scope for the ORMC’s
assistance and counseling. One professional accordingly
stated, “To what extent do we need to agree to these stories?
To what extent are we allowed to demolish the story? I need
to tell the patient that this is what I can offer, so . . . ”
(Registered Nurse [RN]). Through the distinction of possible
and impossible topics, the content of existential suffering
and perceived non-alterable life circumstances remained
non-relevant, and the diseased lungs were perceived as natu-
ral and obvious topics for counseling by the HCPs.

The patterns of behavior among HCPs avoided revealing
strong emotions of suffering in patients and provided com-
fort and control of topics with the HCPs during interaction.
The HCPs seemed to balance the expectation of emotional
response from patients and at the same time made an effort to
avoid powerlessness and discomfort when conversation top-
ics were challenged. As a result, the patients’ attempts to
express emotional suffering or discuss non-alterable life con-
ditions caused patterns of behavior in the HCPs as we
describe in the following sections.

Maintaining sick lungs as the main task. Avoiding topics of
conversation, which was not on the mandatory agenda for
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Figure 1. Maintaining a distinction between possible and impossible topics of conversation.

counseling, set forth sick lungs as the main task during coun-
seling. Maintenance of sick lungs was achieved by focusing
on lifestyle markers, disease markers, and medicinal inter-
vention and testing of the patient’s physical condition. The
tasks were mainly oriented and directed toward identifying
and establishing possible solutions to patients’ physical and
disease-related problems. Thus, smoking cessation, exercise,
diet, weight loss or weight gain, and control of drug compli-
ance were perceived as central issues in counseling. The
HCPs welcomed the times when patients listened to instruc-
tions and successfully experienced guidance and when
patients received advice or any medication and adjustment
was affected. The overall pattern of regarding sick lungs as
the main task during counseling was expressed in several
ways by the HCPs:

We’ve become doctors because we fundamentally want to save
lives . . . That’s our drive . . . Patients will die or can no longer
be treated . . . It’s a side effect of this job . . . and we have to
accept it and go along with it . . . and it’s always really sad . . .
but basically we want to cure and heal . . . That is what we are

trained for . . . That is why we became doctors in the first place.
(Medical Doctor [MD])

Regardless of the patient’s disease severity, the same content
of counseling was performed. Patients whom the HCPs con-
sidered severely affected by CRD were guided in lifestyle
changes, treatment, and rehabilitation to the same extent as
patients considered less severely affected by CRD. Palliative
care and topics on how to cope with death and dying were
not discussed even though many patients were perceived as
having CRD in a terminal stage. The conversation caused
frustration among the HCPs when patients did not under-
stand or shared the same assumption about the content of the
conversation. At the same time, the HCPs had difficulty
understanding patients’ preoccupation with issues they expe-
rienced that were beyond their reach for giving direction. In
the words of one health care provider,

I see many patients who have no idea of why they are coming,
and they are basically indifferent too; they just come here, but
basically are not interested in getting any better, right? I often
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hear them out at the front disk when asked, “Why are you here
today?” “I do not know,” they say. They don’t have a clue . . .
They are totally blank as to why they come here . . . (RN)

Avoiding the existential suffering in patients. The existential
suffering of the patients appeared to generate discomfort,
powerlessness, and frustration in the HCPs as well as they
rarely knew how to handle or alleviate these emotions. Lis-
tening to patients’ existential suffering was a difficult task for
many HCPs, and when the patients and the HCPs experi-
enced conflicting expectations regarding the conversation
topics, this situation mostly caused frustration and power-
lessness for both parties. The HCPs managed the appearance
of patients’ existential suffering by avoiding, ignoring, or
rejecting any attempt to initiate these topics when considered
to be unsolvable or if a reply involved risk when they did not
have a solution to patients’ problems:

If we are to listen . . . and take what they are saying seriously,
then . . . well, we have only three minutes to discuss it. . . So, the
question is, what we can do about it, and what we are digging
into? Then there is this, “What did you say? . . . No, I did not
hear what you just said,” because . . . to move on, right . . . and I
understand that as a patient you would think that “She is not
listening to a bloody thing I’'m saying to her.” (RN)

The HCPs explained their lack of responsiveness to patients’
suffering due to the topic contents being outside the scope of
their standards and guidelines, lack of time, lack of compe-
tency to discuss the problems, or having the risk of harming
the patients due to a lack of knowledge and skills. Hence, one
staff member said, “But we cannot give counseling to just
one patient per day . . . and we are not psychologists, are we
now? We are not trained to do this? This is why we are being
careful, right?” (RN).

The HCPs became frustrated when they knew that patients
expected them to listen to and recognize their existential suf-
fering. They could express concerns but did not want to
inflict further suffering by allowing the conversation to move
toward existential problems about which they felt insecure
and without the necessary competencies to give advice:

Sometimes you hear what they are saying, right? And you know
what you feel like answering, right? . . . But you have no right to
show a patient that you are interested in him or her and “Tell me
your story” and then . . . “OK, now I don’t have any more time
to listen to you anyway,” right? . . . If you want to hear the story
... youneed to listen to it . . . otherwise I actually think that you
are doing more harm than good. (RN)

Topics as existence at stake such as suffering, death, and
dying, seemed to trigger powerlessness and discomfort in
HCPs. On the other side, the patients had a need to express
and discuss these matters:

I can’t fight the way [ used to . . . So I sort out, I give up, because
I don’t have the energy . . . They don’t understand how hard it is
and how they could help a little more with . . . well, asking and

be more like . . . caring, actively discussing and a little more like
... interested instead of acting only specialized clinical. (PT)

Although many patients had an awareness regarding their
need to share emotions about suffering, death, and dying, the
HCPs dismissed or rejected these topics and at the same time
mostly were aware of their deselecting of these topics:

Sometimes we probably evade a little bit . . . We know what they
really want to talk about . . . but we know very well that we have
nothing to offer or nothing we can do about it . . . So you feel
powerless . . . So you might well realize that they need some
help, right? . . . For some psychological thing . . . but where do
we send them? If they are lucky, they can have five hours with a
psychologist, and it does not help very well, right? (RN)

Many patients had come to terms with the progression of
CRD and the limited life span caused by severe CRD.

A terminally ill patient explained during the interaction in
the ORMC how the disease was developing rapidly and con-
cluded by saying, “I know how this ends.” The nurse nodded
and replied, “Let’s see what you can manage today during
the lung function test.”

During the following interview a few days later the patient
explains his sadness regarding his impending death:

Patient (PT): TI’ll have to take it as it comes . . . The most
annoying and sad part is that there are
many things that I would have liked to see
and join . . . in the long term . . . and how
they develop . . . and I do very well know

that I won’t . . . I don’t have that opportu-

nity...so...

Interviewer:  Have anyone talked with you about your
thoughts?

PT: No, ... no one.

To many patients, the expectation of a soon-coming death
was found to be in contrast to the absence of death and dying
as a subject during counseling. Death and dying were not
perceived as a task within the HCPs opportunities to engage
during conversation in the ORMC. Improvement and reha-
bilitation appeared to be regarded as the main task regardless
of the severity of the patient’s disease. The effort to help,
heal, and offer solutions for the physical problems of the
patients was found to be a consistent approach in the HCPs:

So if you are wasting your time becoming a priest or psychologist
during the conversation . . . I cannot achieve what I need . . . My
focus is the sick body. So I do think that you need to be the
doctor of your patients; nobody else is. That’s your duty. Then
others may take care of the patient’s psychological problems . . .
Actually, I do not think that this is what I should do. (MD)

The patient’s existential suffering was considered to be non-
relevant to the specialized ORMC and was perceived as a
topic they neither could nor should include in counseling.
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Avoiding the non-alterable. The HCPs expressed concerns
regarding patients they perceived as having a lack of motiva-
tion to make lifestyle changes, were unprepared for counsel-
ing, or refused to take the counseling into account. The HCPs
were aware that some patients might not benefit from the
conversation. In the words of one,

It is also important that the patient is really interested in coming
to talk to us . . . There is a difference if you come here because
you have to or because you want to feel better . . . and some
patients do not seem to be interested in feeling better. (RN)

When the illness- or lifestyle-related counseling did not help
the patient or was not found to be consistent with the patient’s
values or beliefs, it could cause frustration for the HCPs:
“We really want to solve their problems, right? When the
patients tell us that they are feeling bad . . . we would like to
be able to say, just do this and that, right?”” (HCP). Apparently,
the HCPs lacked strategies for counseling patients who did
not want to adapt to counseling or refused to discuss life-
style-related suggestions. The HCPs problematized the dif-
ficulties in reaching these patients and perceived that they
might not receive adequate assistance in a complex life situ-
ation. At the same time, the HCPs felt powerless and bereft
of any self-perceived possibilities of helping. During an
interview, a patient explained his opposition to lifestyle
changes and his frustration with the guidance in the outpa-
tient clinic as follows:

Well, I do not want them to bang me in the head with those damn
cigarettes . . . They’ve been telling me the same thing for 15
years, and it sure as hell hasn’t changed anything . . . so why do
they think that telling me one more time would be of any
difference? It becomes a torment that you have to hear the same
thing over and over . . . well, I know very well . . . Ever since
they found the disease, they have told me that I should stop
smoking . . . butit’s all I have left of joy . . . And it’s not for them
to decide . . . In other words, it’s annoying . . . and how stupid do
they think [ am . . . really? They have been telling me the same
speech over and over. (PT)

The HCPs also distinguished between patients whom they
thought could possibly be helped to help, and conversely,
patients whom they thought were impossible to help at the
time. Patients who perceivably could be helped could imple-
ment lifestyle changes, adhere to medication changes, and
appeared receptive to advice and instructions. But patients
who were perceived as impossible to help did not take the
prescribed medicine or would not accept nor perform life-
style changes as recommended by the HCPs. These patients
were regarded as having an inappropriate lifestyle, bad hab-
its, and low disease control. One HCP stated accordingly,

But we often see that they are not going to do anything about it
... I mean, they come here for a diagnosis, and we prescribe
medicine, and then they do not want to take it, right? It is such a

shame . . . I mean, you think . . . why did you come here, then,
right? But other things are more important to them, right? Other
things play a part. (RN)

The HCPs expressed self-perceived powerlessness in relation
to topics that could be important to patients such as continu-
ing smoking, keeping pets while having asthma, or continu-
ing an insufficient diet. Mostly, the HCPs referred to patients’
free choice of options to either follow the recommendations
or continue an unhealthy lifestyle. The HCPs recognized that
the life conditions of the patients differed significantly, but
ultimately, they perceived patients as being self-responsible
for the lifestyle choice and strategies in health and illness.
Adaptable patients were given positive affirmations and rec-
ognition for executing new exercise habits, altering diet, or
quitting smoking. Patients who were not able or willing to
fulfill lifestyle changes would mostly be met with disapproval
or a resigned approach in which the HCPs referred to the
patients’ free choice to accept the counseling:

“Well, it’s for you to decide” or “Ultimately, it’s entirely up to
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you.

The HCPs rarely explored the patient’s reason for rejecting
counseling or provided shared compromises for lifestyle
changes. Patients who were not inclined to accept the coun-
seling frustrated the HCPs, who perceived them as being dif-
ficult or impossible to help and would express doubts about
the usefulness of the patient’s ambulatory course:

Well, we can only say that if you do this and that, your chances
are better . . . and it’s their own choice to do what is best or worst
for them . . . Basically, it’s up to them . . . What is the most
important to you? . . . What would satisfy you? (MD)

The HCPs could maintain guidance they considered to be
hopeless presuming these patients either would or could ben-
efit from their advice in everyday life. The maintenance of a
consistent and uniform counseling regimen was conducted in
hoping for the patient’s impending readiness to make life-
style changes or hoping that a colleague could reach the
patient provided that the proposed lifestyle changes would
be performed. The HCPs pointed to socioeconomic factors,
educational level, and network resources as determining the
possibilities to patients’ strategies in living with CRD. Poor
living conditions led to frustration and powerlessness in the
HCPs’ minds when they were not able to help patients who
were considered to be living in non-accordance with their
counseling:

Well, we do meet people who have been self-destructive
throughout their entire adult life, and then we recommend that
they change their conduct . . . That’s simply not useful to them
... Their entire lives are based on self-destructive conduct . . .
What we say does not fit into their life stories . . . They can’t
make any use of it . . . but that’s the way it is, right? (RN)
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The complex situation of many patients’ and the HCPs’ pow-
erlessness in relation to self-perceived lack of skills in guid-
ing and supporting patients triggered a reluctance about
bringing these topics into counseling. Accordingly, the HCPs
maintained the well-known frame of topics regarding disease
control and lifestyle changes by which they could provide
clear answers, interventions, and counseling.

Discussion

The original idea of this study was to explore the patterns of
behavior in HCPs during interactions with patients in the
ORMC. The emergent theory of this study explains how the
contradictory expectation regarding the content of the conversa-
tion caused discomfort in patients and HCPs during interactions
in the ORMC. The HCPs’ interpretation in the ORMC as a place
for primary cure and treatment was maintained through a sys-
tematic guidance focusing on medication, monitoring, and
counseling in lifestyle changes. The content of the counseling
was not found to differ despite the CRD’s severity in the patients.
The patients could perceive the disease as being beyond the
reach of HCPs to treat and hoped for counseling as an opportu-
nity to share emotions of fear, doubts, and powerlessness.

We found a distance between the HCPs and patients
regarding the needs of the patients and a gap in the HCPs’
beliefs of patients’ insight into their illness and hope for the
future. In addition, both patients and HCPs felt powerless
regarding the life conditions and lifestyle choices of many
patients. This circumstance mostly caused difficulties for the
HCPs in bringing change and intervention. These findings
support other studies suggesting an effort to relieve the suf-
fering and to support the patients’ efforts to live their best
possible everyday life (Bisgaard, Backer, Lange, Lykkegaard,
& Segaard, 2013; Fiscella & Epstein, 2009). The findings
also suggest a lack of experience in being able to accommo-
date, tolerate, and relate to the suffering of the patients dur-
ing counseling (Frank, 1995; Wong et al., 2014). Likewise,
HCPs used the time frames and the mandatory conversation
subjects as an opportunity to avoid the discomfort of existen-
tial conversation topics.

However, before discussing the implications of the find-
ings for clinical practice, it is important to reiterate this point:
although the HCPs may seem to avoid giving attention to the
existential needs of the patients, several studies suggest
explanations for the findings. Many studies point to phenom-
ena outside the HCPs’ control as essential to their patterns of
behavior. Moreover, studies point to exhaustion in HCPs as
being caused by volume of duties, numerous changes in the
working structure, the implementation of new or changed
administrative tasks, new clinical guidelines, and an
increased demand for documentation (Michaelsen, 2012).
Another factor includes increased production requirements
in terms of a higher number of patient contacts in less time
(Fiscella & Epstein, 2009). In a study of Bakker etal.,
researchers found that doctors perceived ‘“demanding”

patients to be a contributing cause of burnout. They found,
consistently with other studies, that the lack of reciprocity in
the interaction seemed to be essential to the development of
emotional burnout among doctors (Bakker etal., 2000;
Potter, 1983). The imbalance was initiated by patients’ skep-
tical or critical approaches, lack of gratitude, or non-recogni-
tion of the HCP’s efforts to help them (Bakker et al., 2000).
In addition, studies suggest that patients who do not agree
with good advice, appear demanding or dissatisfied, or
appear to have a dismissive attitude regarding good advice
are considered to be exhausting, reduce HCPs’ job satisfac-
tion, and may create emotional distance between HCPs and
themselves (Michaelsen, 2012). Furthermore, studies sug-
gest that HCPs’ emotional burnout may limit their empathy
and result in generating a cynical attitude, leading to the
depersonalization of patients and a reduced sense of compe-
tence among HCPs (Bjerg, 2008; Michaelsen, 2012). It has
been suggested that the reason may be found thusly: HCPs
are trying to maintain an emotional distance from patients as
a way to deal with their own emotional exhaustion and
restore the self-perceived imbalance in the interaction
(Bakker et al., 2000; Conway, 2000; Potter, 1983).

Listening to the voices of the patients suffering may be a
difficult task for many HCPs. The patients’ voices can easily
be ignored because they may be mixed in message, wavering,
or incoherent (Barry, Bradley, Britten, Stevenson, & Barber,
2000; Frank, 1995). This situation puts demands on HCPs to
meet the individual and complex expectations of patients, and
several researchers point to a certain inertia in the readjust-
ment of health services in a society where many patients are
critical toward experts and where the demands on HCPs are
constantly changing (Bury, 2004; Thorne, 2006). In conclu-
sion, several studies indicate a strong tradition among HCPs
of distinguishing between patients’ existential problems and
biological disease-related problems, which may cause con-
flicting perspectives during interactions (Abrosimov et al.,
2005; Wong et al., 2014). We have pointed out several possi-
ble explanations for HCPs’ lack of responsiveness to patients’
emotions and complex lifestyle factors during interactions.
We have, to some extent, identified the same patterns of emo-
tional exhaustion in HCPs. Unlike many other studies, we
found pronounced and observed concern, frustration, and
powerlessness in HCPs regarding a self-perceived limited
ability to offer existential support and care to patients during
interactions. This study provides new knowledge regarding
how the HCPs maintain control of the interaction to retain
treatment and focus on the diseased lungs as the main task
during counseling. Our findings point out that knowing the
progressive nature of CRD may not give rise to targeted atten-
tion to palliative conversations in the ORMC.

Conclusion

The distinction between possible and impossible topics in
counseling was an overall pattern of behavior in the HCPs to
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manage conflicting expectations regarding the contents of
interaction. Nonetheless, the distinction of possible and
impossible topics caused frustration, distance, and discom-
fort in both patients and HCPs. The discomfort may partly
have been caused by the HCPs considering the ORMC as a
place for treatment rather than palliative care. Regardless of
the patients’ disease severity, life circumstances, and emo-
tional state, the conversation was retained as a place to con-
trol the disease, lifestyle changes, and treatment. The HCPs’
experiences of what the patients could be offered, and on the
contrary, the patients’ experiences of the possibility of dying,
lifestyle choices, and living conditions generated a distance
and a difficulty that created further suffering in the patients
but likewise a discomfort and frustration among the HCPs.

Implications for Practice and Research

The findings of this study suggest a need for further explora-
tion as to how care and treatment can be differentiated to
meet the needs of patients, concerning the extent of the exis-
tential suffering in patients, the difference in life circum-
stances, and the ability to promote lifestyle changes in
patients. In addition, our findings point to a lack of palliative
counseling in the ORMC regardless of the patients’ disease
severity. We point to a need to extend the goals of ORMC
counseling to include palliative counseling. This is due to the
significance of many ORMCs regarding counseling and
treatment of many patients suffering from severe CRD. In
line with other studies, we assume that the experiences of the
patients hold far greater potential than that of merely inform-
ing HCPs regarding mandatory data required for the patients’
records (Bailey, 2001; Boyles, Bailey, & Mossey, 2013;
Charon, 2001; Mattingly, 2005).

Listening to the patients’ experiences may provide hope
and faith among patients and may be an effective means of
challenging HCPs’ understanding of the purpose of counsel-
ing. This is because listening may reveal the patients’ per-
spectives regarding what healing can be when there is no
faith in cure from the disease (Mattingly, 2005). The experi-
ences of the patients can possibly, when recognized, create a
different kind of conversation where the distance in perspec-
tives can be reduced and the aim of meeting patient needs
can be accomplished. Perhaps even greater job satisfaction
may also be possible among HCPs. We suggest that the HCPs
include the already available time frame to conduct an open
dialogue and prioritize the tasks and topics that are the most
important to the patients. This procedure can then establish a
counseling method based on the patients’ situation and con-
cerns regarding life and illness at the present time.

We further suggest a need for education to advance insight
and knowledge among HCPs regarding patient needs and the
ethical responsibility, benefits, and opportunities for pallia-
tive care in the ORMC. At the same time, future studies
should explore interactions in the ORMC to develop skills
and strengthen a patient-centered approach in counseling.

This protocol would include the recognition of patients’
experiences to strengthen the shared understanding of patient
concerns during counseling in the ORMC.
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