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Abstract

Aims and objectives: To explore what meaning patients associate with their experi-
ences with a nurse practitioner (NP) in oncological or palliative care.

Background: Care provided by NPs results in high patient satisfaction, mostly
related to the assurance of continuity of care, and to receiving information and
advice on coping with the disease. Research shows that health care provided by
NPs equals the quality of care provided by physicians. Patients may be even more
satisfied with care provided by NPs. Because patients’ views have only been exam-
ined quantitatively, underlying experiences and meanings remain unclear.

Design: A qualitative study from a phenomenological perspective.

Methods: In 2017, seventeen outpatients aged 45-79 years, receiving oncological
or palliative care, were interviewed in depth. Data were analysed by Colaizzi's
seven-step method and by the Metaphor Identification Procedure.

Results: Six fundamental themes emerged: the NP as a human (1) and as a profes-
sional (2), the NP providing care (3) and cure (4), NPs organising patient care (5) and
the impact on patient's well-being (6). MIP analysis revealed six metaphors: NP means
trust; is a travel aid; is a combat unit; is a chain; is a signpost; and is a technician.
Conclusions: NPs mean a lot to patients. NPs are valued as reliable, helpful and
empathic. Patients feel empowered, at peace and in control as a result of the support,
guidance and attention to them as a person as well as to aspects of the disease. Provid-
ing expert, integrated care makes patients feel safe and embraced in the NP's expertise.
Relevance to clinical practice: This qualitative insight into patients’ experiences will
contribute to the body of knowledge on patients’ perceptions of the treatment and
support provided by NPs. It adds to the further development of the NPs’ profession
and education.
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1 | INTRODUCTION

1.1 | Background

The nurse practitioner (NP) acts at the intersection of care and
cure. The NP's tasks and responsibilities stem from the seven
core competencies described in the Canadian Medical Education
(CanMEDS
expert (the integrating role), communicator, collaborator, leader,

Directions for Specialists framework): medical
health advocate, scholar and professional (Frank, Snell, & Sher-
bino, 2015; Ter Maten-Speksnijder, Grypdonck, Pool, Meurs, &
van Staa, 2014). In daily practice, NPs fulfil a broad range of
roles depending on the work setting, the clinical discipline in
which they function, the collaboration with the medical
specialists, and the organisational policy regarding task allocation
and professional development (Ter Maten-Speksnijder et al.,
2014).

Research shows that patients overall appreciate the care pro-
vided by an NP. In some studies, patients are even slightly more
satisfied with the care provided by NPs than that provided by
physicians (Broers et al., 2006; Festen, Duggan, & Coates, 2008;
Laurant et al., 2008; Ter Maten-Speksnijder et al., 2014; Van
Hezewijk et al., 2011). Other studies, which involved not only NPs
but also other levels of nurses, do not fully confirm these findings;
in these studies, patient satisfaction varied with the context of
care (Laurant et al., 2018 in press). From quantitatively oriented
questionnaires like the “Patient Satisfaction Questionnaire IlII”
(PSQ-IIl) (Hagedoorn et al., 2003), it appears that patients are sat-
isfied with NPs’ information provision on prognosis and recovery,
the time available for consultation, their accessibility, communica-
tion skills, and information and support on coping with the disease
in daily life (Broers et al., 2006; Laurant et al., 2008; Van Hezewijk
et al., 2011). Also, patients perceive a high quality of life when
treated by an NP (Broers et al., 2006; Festen et al., 2008; Laurant
et al., 2008; Ter Maten-Speksnijder et al., 2014; Van Hezewijk et
al., 2011).

Yet, none of these studies gives a complete insight into the
underlying experiences of patients and how concepts such as
“satisfaction” and “quality of life” are understood. Hence, the
question remains what patients really mean by these concepts.
Just what is it that makes them feel satisfied? What is the
impact of the extent of accessibility of the NP in daily life? What
experiences make patients feel supported by an NP in coping
with the illness? And especially, what value is associated with
concepts such as availability, information and accessibility? To
our knowledge, such ambiguous and emotionally charged con-
cepts have not yet been explored in a qualitative, phenomeno-
logical way.

Producing an account of lived experiences in its own terms
rather than by preexisting theoretical preconceptions could support
further understanding of the NPs’ value to health care from the

patient perspective.

What does this paper contribute to the wider
global clinical community?

e Details that empathy, helpfulness, reliability and personal
attention to one's disease and quality of life by the NP
are highly valued by patients receiving oncological or pal-
liative care.

e Emphasises that backup from the NP means a lot. NPs in
oncological and palliative care make patients feel
empowered, at peace and in control of the disease and
its consequences.

e Provides qualitative insight into how patients’ experi-
ences contribute to the body of knowledge on patients’
perceptions of the treatment and support provided by
NPs, and adds value to the further development of the

NPs’ profession and education.

2 | METHOD

21 | Aim

This study aimed to explore what meaning patients associate with
their experiences with the treatment and support provided by an NP

during oncological or palliative care.

2.2 | Design

This study adhered to the Consolidated Criteria for Reporting Quali-
tative Research (COREQ) guidelines (Tong, Sainsbury, & Craig, 2007).
A qualitative design from a phenomenological perspective was used
because this perspective enables to explore interpretations and
meanings of individuals’ experiences. As Polit and Beck put it: “The
goal of phenomenological inquiry is to understand the lived experi-
ences and the perceptions to which it gives rise” (Polit & Beck,
2012, p 495).

The meaning people associate with their experiences with the
support of an NP is such a lived experience. To enable partici-
pants to recount their experiences as fully as possible, in-depth
interviews formed the main data source. Complementary sources
were used to enhance understanding of the experiences as lived.
Thus, the participants were also invited to explicate nonverbally
what was in their “mind's eye” through symbolic representation
using metaphors and pictures. Symbolism provides means of
sharing one's experiences in a nonverbal way (Edward & Welch,
2011).

2.3 | Sampling and selection procedure

To be able to explore the breadth of nursing and medical care in a

population where quality of life is pivotal, a purposive sample of
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patients being in either an oncological or palliative trajectory super-
vised by an NP was recruited from three hospitals in two urban
areas in the central Netherlands: one university and two top clinical
(teaching) hospitals.

We included Dutch-speaking adults with an oncological illness
who were expected to be able to reflect on their experiences. Candi-
date participants were invited by their NP (eight NPs in total) and
received an information sheet containing details of the study. Those
who expressed interest in participating were contacted by telephone
by the researcher (LvD), who provided further information and
answered the remaining questions. Participants signed an informed

consent form before being interviewed.

24 | Data collection

Data were collected by individual in-depth interviews, conducted
between June-October 2017. The interviews were guided by an
interview guide developed by the authors. This guide was based on
various sources: patients’ narratives in novels as well as in digital
patient platforms, an exploratory talk with a patient, and the authors’
expert opinions. It was pilot-tested on a 59-year-old male patient
with metastasised kidney cell cancer. This did not lead to any
changes. Each interview consisted of three parts: (a) open-ended
questions; (b) symbolic representations by metaphors; and (c) associa-
tion pictures (see Figure 1). These parts are explained in detail below.

Part 1: Each interview started with the same open-ended ques-
tion: “What does the treatment and support provided by the NP
mean to you?” To encourage participants to talk about their
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experiences and express what these meant to them, additional ques-
tions were asked, such as “What were prominent issues during your
illness?” “What happened?” “Could you talk about these issues with
your NP?” and “What was the impact of this conversation?” In addi-
tion, participants were asked whether they missed anything in their
contact with the NP and were invited to briefly relate their general
experiences with the medical specialist (MS).

Part 2: To enhance our understanding of the underlying experi-
ences, participants were asked to express what the NP meant to
them through metaphors (Edward & Welch, 2011). Principally, a
metaphor is a symbolic comparison using figurative language to
evoke a visual analogy, a way of conceiving of one thing in terms of
another (Lakoff & Johnson, 1980/2003; Polit & Beck, 2012). Its pri-
mary function is understanding abstract, emotional or other experi-
ences (Lakoff & Johnson, 1980/2003). Three types of metaphors are
distinguished: (a) structural, (b) orientation and (c) ontological (Lakoff
& Johnson, 1980/2003; Toren & Olivé, 2011). A structural metaphor
is defined as a conceptual domain in terms of another conceptual
domain (Beck, 2016; Kovecses, 2010). These two domains are
named source domain and target domain. The source domain is the
conceptual domain from which metaphorical expressions are drawn
that help understand the target domain. For example, travelling, war,
buildings and tools are source domains (B), whereas life, discussion
and love are examples of target domains (A). A is understood in
terms of B; for example, life is understood as travelling. Orientation
metaphors are based on cultural and physical experiences. For exam-
ple, “high is good,” so therefore “being happy and prosperity is
upwards.” In referred to as

ontological metaphors, also

Part 1, open-ended
questions

eStarting question: What does the treatment and support provided by the NP mean to you?

eAdditional questions about: 1)Prominent issues during illness and the possibility to talk about
these issues with the NP; 2)Issues missed in contact with the NP; 3)Experiences with the MS.

N

J

SRS e them by symbols or metaphors.

representation by
metapors

*To enhance the understanding of the experiences participants expressed what the NP meant to

N

J

Part 3, association

pictures support by the NP.

eValidation of Part 1 and Part 2 by presenting 45 association pictures in two steps:
eStep 1: Participants selected max. 2 pictures that best visualised their experiences with the NP.
eStep 2: Participants expressed the meaning of this picture with respect to the treatment and

N

J

FIGURE 1 Flow diagram of the three parts of the in-depth interviews [Color figure can be viewed at wileyonlinelibrary.com]
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“personification,” nonhuman things are seen as human things (Lakoff
& Johnson, 1980/2003; Toren & Olivé, 2011).

Part 3: The findings of the first and second parts were further
validated by means of presenting a set of 45 “association pictures.”
The interviewees were asked to select a maximum of two pictures
that best visualised their experiences with the NP and to verbally
express the meaning of the pictures with respect to the treatment
and support by the NP.

The interviews were held at the participants’ homes and lasted

approximately 60 min. All interviews were audio-recorded.

2.5 | Research team

The research team consisted of a researcher (LvD), a senior
researcher (MG) and a research steering board. The steering board
consisted of a Program Director Master Advanced Nursing Practice
(JP), a professor of Pain and Palliative Medicine (KV), a professor of
Innovation in Care (MA) and an associate professor of Skill Mix
Change (AvV).

The interviews were conducted by LvD, who is a nurse and a
nurse scientist. MG is a nurse, too, and a senior researcher and assis-
tant professor at the Radboudumc Expertise Center for Pain and Pal-
liative Medicine, a lecturer qualitative research at the Master
Program Advanced Nursing Practice of HAN University of Applied
Science, and Program Director Master Advanced Nursing Practice of
Saxion University of Applied Science. Both are employed by the
Radboud University Medical Centre. The researcher and the senior
researcher are female and experienced in research and in interview-
ing vulnerable people.

The researcher had no relationship with the participants prior to
the study commencement. At the time of the interview, participants
were informed about the background and occupation of the

researcher.

2.6 | Ethical considerations

The study was assessed by the Medical Research Ethics Committee,
which concluded that it did not fall within the remit of the Dutch
Medical Research Involving Human Subjects Act (WMO). Review
based on the Dutch Code of conduct for health research, the Dutch
Code of conduct for responsible use, the Dutch Personal Data Pro-
tection and the Medical Treatment Agreement Act was judged posi-
tive (file number 2017-3343). The study protocol was, in addition,
approved by the local ethics committees of the two other participat-
ing hospitals. To protect the participants’ identities, ID numbers
were used throughout the transcriptions. Participation was voluntar-
ily; participants could withdraw from the study at any time and with-
out giving any reason.

2.7 | Data analysis

This study employs a phenomenological and interpretive research
paradigm.

Data were analysed using Colaizzi's seven-step method (Hol-
loway & Wheeler, 2002; Polit & Beck, 2012), including an additional
step (Edward & Welch, 2011) (Table 1).

In addition, the metaphors (step 6) were analysed using the
Metaphor Identification Procedure (MIP), which consists of four
steps (Edward & Welch, 2011; Pragglejazz Group, 2007) (Table 2).
Computer software Atlas.ti version 7.1.5 was used to manage the
data.

2.8 | Rigour

To assure trustworthiness of the data analysis, the researcher (LvD)
used the following procedures: anonymous transcription of each
interview; thick description; bracketing; making field notes after each
interview; peer review and debriefing with the senior researcher
(MG); and a member check (Holloway & Wheeler, 2002; Polit &
Beck, 2012).

TABLE 1 Colaizzi's seven-step method with inclusion of an
additional step (Edward & Welch, 2011; Holloway & Wheeler, 2002;
Polit & Beck, 2012)

Colaizzi's seven-step method of phenomenological enquiry with
the inclusion of an additional step
1. Transcribing all the subjects’ descriptions

2. Extracting significant statements, that is, statements that directly
relate to the phenomenon under investigation

. Formulating meanings for each significant statement
. Organising formulated meanings into clusters or themes

. Integrating results into exhaustive description of the phenomenon

o U AW

. Additional step—interpretative analysis of symbolic
representations

N

. Identifying the fundamental structure of the phenomenon

8. Returning to the participants for validation of the findings

TABLE 2 Four steps of the Metaphor Identification Procedure
(MIP) (Pragglejaz Group, 2007)

Four steps of the Metaphor Identification Procedure (MIP)

1. Read the entire text—discourse to establish a general
understanding of the meaning

2. Determine the lexical units in the text-discourse

3. (a) For each lexical unit in the text, establish its meaning in the
context, that is, how it applies to an entity, relation or attribute in
the situation evoked by the text (contextual meaning.(b) For each
lexical unit, determine whether it has a more basic contemporary
meaning in other contexts than the one in the given context. For
our purposes, basic meanings tend to be more concrete (what
they evoke is easier to imagine, see, hear, smell and taste);
related to bodily action; more precise (as opposed to vague); and
historically older.(c) If the lexical unit has a more basic current-
contemporary meaning in other contexts that the given context,
decide whether the contextual meaning contrasts with the basic
meaning but can be understood in comparison with it.

4. If yes, mark the lexical unit as metaphorical
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During the data collection period, LvD and MG started with the
data analysis. LvD applied steps 2 and 3 of Colaizzi's method to all
data. MG performed steps 2 and 3 for three interviews and checked
the analysis of four randomly chosen other interviews performed by
LvD. Simultaneously with steps 2 and 3, metaphorical expressions
were coded as “metaphor” by LvD and MG separately, after which
they compared and discussed the statements and determined the
meanings. Disagreements were resolved through discussion. Next,
steps 4, 5 and 7 of Colaizzi's method were performed through col-
laboration between LvD and MG. The MIP (step 6) was initially per-
formed by LvD. Through discussion with MG, consensus was
reached about the final metaphors. The most selected pictures were
identified by counts.

Data saturation was reached after having analysed 14 fully tran-
scribed interviews. To confirm the preliminary findings or find devi-
ating data, three more interviews were held. No deviating data or
additional findings were found.

The identified themes, the fundamental themes and the meta-
phors were also discussed with the research steering board (JP, KV,

MA, AvV) until consensus was reached. Finally, a member check took

TABLE 3 Participant characteristics

Journal of
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place (step 8): The participants were invited to respond to the find-
ings by completing a questionnaire. The findings were presented to
them in a general overview table containing quotes, emerged mean-

ings, themes and fundamental themes.

3 | RESULTS

3.1 | Characteristics of the participants

Seventeen persons were interviewed. Their mean age was
63.9 years (range 45-79), and nine of them (53%) were female.
Colorectal cancer (n = 7) and breast cancer (n = 4) were the most
common diagnoses. Five participants received palliative care. The
onset of the disease varied from 1-5 years ago. See Table 3.
Depending on the intensity and phase of the treatment, the fre-
quency of contact between the NP and the patient differed between
once every 2-3 weeks (during chemo) and once every 6 months
(during follow-up). Mostly the contact was on a regular basis, which
could be deviated from. All patients were supported by the same NP

during the whole treatment course. The moment of first contact

ID Gender Age Marital status Diagnosis

1 Male 59 Married + Metastasised kidney cell
children cancer

2 Female 45 Married + Breast cancer
children

3  Male 72 Married + Colorectal cancer
children

4 Female 71 Single? Colorectal cancer

5 Female 67  Single + children Breast cancer

6 Male 65  Single Prostate cancer

7 Female 50 Married + Metastasised breast cancer
children

8 Male 59 Married + Metastasised kidney cancer
children

9  Male 56  Single + children  Colorectal cancer

10 Male 60 Married + Colorectal cancer
children

11 Male 71  Married + Kahler's disease
children

12 Female 74  Single + children Metastasised breast cancer

13 Female 68  Single Colorectal cancer

14 Female 79 Married + Colorectal cancer
children

15 Male 79 Married + Myelodysplastic syndrome
children

16 Female 63 Married + Breast cancer
children

17 Female 49  Single + children Colorectal cancer

®This marital status differs from never been married, divorced or being widow. Some of the single participants were, at the time of the interview, living

apart or together with a new partner.

Onset of disease

Nurse practitioner

Since 2014 Internal oncological care
Since 2013 Surgical oncological care
Since 2013 Surgical oncological care
Since 2012 Surgical oncological care

2002 and since 2015

Oncological care

Since 2016 Palliative care
Since 2014 Palliative care
Since 2013 Internal oncological care
Since 2016 Internal oncological care
Since 2016 Internal oncological care
Since 2016 Palliative care

1989, 2008 and since

Palliative care

2013
Since 2014 Internal oncological care
Since 2016 Surgical oncological care
Since 2017 Palliative care within surgical oncological
care
Since 2012 Surgical oncological care

2011 and since 2013

Surgical oncological care
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between the patient and the NP differed: In some cases, it was
immediately after diagnosis or surgery even before chemotherapy; in
other cases, it was later. Therefore, the duration of contact varied
from 1-5 years, with the exception of one patient who had been in
contact with the NP for more than 15 years since the cancer was
first diagnosed in 2002. See Table 3.

3.2 | Fundamental themes

Analysis of the interviews revealed six fundamental themes, com-
posed of 18 theme clusters. The fundamental themes encompass the

following:

The NP as a human.

The NP as a professional.
The NP providing care.
The NP providing cure.

The NP organising patient care.

S e o

Impact of the NP on the patient's well-being.

See Table 4 for a thematic map on these themes and theme clus-
ters.

1. The NP as a human

For this fundamental theme, three theme clusters were identi-
fied: (a) the NP as an empathic, (b) helpful and (c) reliable person.

As for being empathic, the fact that the NP makes you feel wel-
come and is happy to talk with you meant a great deal to the

respondents:

That's what | said, | don't worry about anything. Really
not. I'm serious. And | only suffered from those side
effects. But there | meet an open person who will be
happy to talk to you. And wants to talk about it. So,
you feel welcome. (ID10)

Providing special attention is also highly valued and considered
important. This is apparent in the time available for consultation,
personal attention and spontaneously visiting patients undergoing
chemotherapy:

What | experienced and felt very clearly about her
[the NP] is the personal attention and besides the
whole medical story, much more like: “How about
you? How are you doing in the process? How do
you experience the process? What do you need for
that?” That she paid a lot of attention to this in par-
ticular. (ID02)

When participants reflected on their experiences with the MS,
opposite views emerged. Some participants positively valued the MS

because of his/her involvement, kindness and attentiveness:

TABLE 4 Thematic map of emerged fundamental themes and

theme clusters

Fundamental
themes

The NP as a
human

The NP as a
professional

The NP
providing care

The NP
providing cure

The NP
organising
patient care

Impact of the
NP on
patient's well-
being

Theme clusters

e Empathic
e Helpful
e Reliable

e Coach

e Expert/authority
e Supporter

e Patient's advocate

e Discussing the
treatment
e Advising

e Monitoring
e Discussing test
results

e Coordination

e Collaboration with
other professional
caregivers

e Empowerment

e Peace and calmness

e Being in control of
one's disease and the
consequences

e Personal attention

Examples of formulated
meanings

Let you feel welcome,
would like to talk with
you

Provides personal
attention

Shows willingness to
help, is helpful

Feels familiar,
expresses confidence
and reliability

Acts like a sounding
board, is a coach,
advises

Has medical expertise,
knows comparable
situations

Has attention for the
complete picture

Is backup in someone's
situation

Keeps a finger on the
pulse

Gives advice about
medication and side
effects

Monitors (abnormal)
blood values, discusses
results of scans
Carries out physical
checks

Coordinates between
other therapists
Contacts ASAP the
medical specialist, if
necessary

Is the connection in
the hospital

Takes initiative for
further physical tests

Helps to achieve
personal goals
Provides rest and
confidence, and takes
away fear

Helps with coping
Focuses on quality of
life

... But the fact that, in the evening after such a meet-

ing, he [surgeon] really calls.... Well, | think that's

quite something. Yes, so that deserves the highest

appreciation. And that is why | commend him.

(ID04)

Less valued were issues such as the lack of personal attention,

the MS treating the participant as a case of illness, and poor
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communication skills. As one participant put it: “A doctor is very busi-
nesslike, isn't it? He only sees it as a disease case. Yes, we can do this
(IDO5)
Participants also told how their NP shows willingness to help,

and that, so and so.”

feels familiar and expresses confidence and reliability:

As you go through it, you have someone in the hos-
pital who you can trust and who is helpful. And not
only in an emotional sense, but also in a purely
practical sense. That alone gives you a feeling of
trust. You know, she herself radiates that already,
that she is transferring it. You get the feeling of
trust that you are in good hands. That you are well
supervised. (IDO9)

Several participants “clicked” right away with the NP but found
it hard to define this sensation. Expressions like “I experienced a
personal click, and that is of added value to me” (ID13), “We trust
each other because of the good interaction” (ID10) and “The contact
with my NP feels good” (IDO3) illustrate the meaning of this experi-
ence.

2. The NP as a professional

Within this fundamental theme, four theme clusters were
identified: (a) coach; (b) expert; (c) supporter; and (d) patients’
advocate.

For all participants, the NP represented a coach, who serves as a
sounding board, coaches and advises. “His role, for that's what | find
easiest, he coaches. The coach is.... The coach does nothing himself. He
is standing along the sidelines and says how you should do it. For the
rest, he himself does nothing. Still, he does make you better, in your
(ID11)
The NP's (medical) expertise is also highly valued and appreci-

own process.”

ated. Likewise, the participants positively valued the MS because of
his/her knowledge. Because the NP has experience, insight and
understanding and has seen many comparable situations, the NP is

seen as an expert and an authority:

She does have all the knowledge of all variants, all
the treatments, all the possibilities, solutions, compli-
cations, and what else have you got. She is fully
informed about this. This is what she has as a back-
ground, which makes her an expert partner to talk
with. She knows how you are doing in that treatment
and what is needed. (ID02)

Next to being a coach and expert, the NP represents a supporter
who pays attention to the complete picture and offers physical and
mental support. Apart from this, the NP is seen as a professional
and is appreciated for being the patient's advocate. It means a lot to
patients that the NP provides backup, keeps a finger on the pulse,
acts as an intermediary, respects patients’ choices regarding quality

Journal of
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of life, and knows, respects and anticipates to someone's struggles
and doubts:

And as | just said, didn't I? She just knows me. She
knows where my hurdles are, where my struggle is.
And she understands that and she can steer it a little
bit. (ID07)

In cases in which the NP acts as the patient's advocate, the NP's
role is that of an intermediary, for example, as the gatekeeper to the
chemotherapy.

Despite the above-mentioned positive impressions, one partici-
pant (IDO1) said he did not share his emotions or grief with his NP.
He kept these problems private, but at the same time, the NP did
not raise this matter. Another participant (ID07) did not talk about
her short life expectancy with the NP, just because she did not find
it necessary at the time.

3. The NP providing care

Underlying themes within this third fundamental theme are as
follows: (a) discussing the treatment; and (b) advising the patient.

Discussing the treatment encompasses situations in which,
among other things, the patient and the NP reflect on the previous
period, and the NP consults on medication and side effects. As one
participant said: “I am also technically involved with the NP about
my illness. And what he zooms in on a bit more, is the situation
around side effects. And.... when | say, “Oh dear, | hurt very badly in
my side and | hurt in my back. As it started then. ‘Where exactly is
that then? And can | take a look? May | just examine you a little bit?
And do you also feel this? And do you have that too?’ Those kinds of
(ID08)
Participants also appreciate that the NP takes the initiative to

things | mean.”

discuss topics such as the impact of the cancer on the relationship
with the partner and on sexuality. Participants positively rate the

serious attention given to the partner also:

Yes, our relationship. Also, how does it go at the
given moment? Also, precisely because it hurts, pre-
cisely because you get older, how does it work with
your sexual functioning, it all has an influence. ....
That in turn brings tension, and that's something you
can do without. He speaks quite openly about this, at
least to us. (ID11)

The interviews reveal that the NP is valued for explaining things,
answering questions about medication, supporting, giving guidance
and reassuring the patient about the test results:

You can ask her whatever you like. As far as possible,
she answers immediately, or you get an answer. She
has the opportunity to access the MS instantly, | do
not have that. | have to make an appointment. So, if
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then she contacts the MS immediately and we are

called back instantly. (ID15)

4. The NP providing cure

Two theme clusters can be found within this fundamental theme:
(a) monitoring; and (b) discussing test results.

The NP's role in providing cure is described as checking and
monitoring one's (abnormal) blood values, and carrying out physical
checks:

She always does check, too, yes. Just check it.... Yes,
all lymph ... After all, | recently also had a bump like
that here ... It is still a bit red.... Then she also says:
“Probably already for some time.” And it... There was
a bump. (IDO5)

Next to monitoring, the NP explains the test results of ultra-
sound or scan and their consequences and discusses medication, side
effects and (if necessary) changes in medication prescription (inde-

pendently from or after consulting the MS):

After that, | was operated on again because the stoma
had to be put back and then | had a conversation
with her every once in a while. Also in connection
with the results of the examination of blood, and of
the ultrasound.... | think | had an MRI scan once
afterwards. As a result of that she called me and then
| went to talk with her. (ID04)
Exploring the experiences with the MS in the light of cure, par-
ticipants stated: The MS is for medication, helps to cure the disease,
gives information about the chemotherapy, is medical/technically
focused and operates according to the clinical protocol. As ID0O2 lit-

erally said:

The contacts with the surgeon were good, but that is
more technical and focused on the medical side of
the story.

5. The NP organising patient care

Within this fundamental theme, two theme clusters were identi-
fied: (a) coordination; and (b) collaboration with other professional
caregivers.

Coordination consists of the NP being easy accessible, the NP
coordinating the activities of the professionals involved and the
NP being the first point of contact in the hospital to address
questions or problems. Participants are glad that the NP performs

this role:

He [the NP] was my mouthpiece for the hospital. As
it were, my gatekeeper to the doctor. And that works
fantastic. That works very well. He was very attentive.
Also answers back immediately to things. Easily acces-
sible. (ID08)

All the more they missed accessibility to and continuity by the
MS: “.... the oncologist is likely to be someone else. Because they are
busy or have a new schedule, | wouldn't know why. Then | get someone
else. Or—well—my own oncologist has just moved away. So is no longer
there, then | get a new one. Well then, it always takes some time to get
used to it. For the NP is always there. That continuity is very pleasant”
(IDO7). Furthermore, all respondents highly value that the NP
responds to questions immediately or—if the MS should be con-
sulted—as soon as possible by phone or email.

Participants described several situations in which the NP takes the
initiative for collaborating with and contacting the MS or other profes-
sionals in case of medical, physical, mental, social or practical problems:

Well, yes ... that | did indeed say like: “Oh boy,
maybe it's a good idea that we should talk to... medi-
cal... psychologist or social services.” | mean, then it
was just going very bad.... In no time an appointment
has been arranged and | can have a talk with that
department. (ID01)

Concerning this theme, individual interviewees mentioned several
missed opportunities. They had missed, for example, contact with
the NP on a regular basis, contact immediately after surgery, the
NP's presence when the MS explained scan results, and referral to
medical devices or support in the mourning process.

Concerning the collaboration between the NP and the MS, some
participants valued the NP and MS equally at the medical domain.
One person noted blurred boundaries between the competences of
both professionals but did not see that as a problem. Other findings
were the NP reducing the executive tasks of the MS, the NP as inter-
mediary to the MS and the NP consulting the MS for complex medi-
cal problems. A few participants felt that they partnered with the NP
and MS as a threesome, which they highly appreciated. As shown in
the following quote: “Because if we then come to some sort of conclu-
sion, how do we deal with those pains, that all three have heard the
same thing.... And if there is a need to intervene on this, if | think so or
if he thinks so, that the MS also knows from which side the request
comes. And then it works. Then the triumvirate works optimally.” (ID0O8)

Furthermore, the NP's role was seen as complementary to the treat-
ment by the MS. Because of the integration of the medical and nursing
domains by the NP, participants experienced the contact with the NP
as a focus on a different, for example, less medical, perspective.

6. Impact of the NP on patient's well-being

The analysis of the interview data showed a significant impact of

the NP's involvement on patients’ well-being. Within this
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fundamental theme, four theme clusters were identified: (a) empow-
erment; (b) peace and calmness; (c) being in control of one's disease
as well as the consequences; and (d) personal attention.

All interviews revealed that the guidance, treatment and support
of the NP was of great help and made the participants feel more
empowered, that is, becoming stronger and more confident, espe-
cially in controlling one's life. The NP enables them to cope with the
disease and the impact of the disease in daily life and helps them to

set goals to regain one's own life:

That you choose for more quality of life after all. And
that's always the balance between.... Well, if | take
more pills | can do things longer. | am more active
during the day.... And that is also very important. And
for me, | have a choice. For example, | can also say:
“I'm going to lie down a little longer in the after-
noon.”... Sometimes it's just a great nuisance to do
that. And then she [the NP] says: “If you have a nice
day out or something like that, just take an extra pill.
That is not a problem. Allow this yourself, that's actu-
ally more. Granting... Allowing yourself that kind of
thing makes life a bit more fun. And in that sense,
caring for yourself is important. And this is something
| learn from talking with her. (IDO7)

For patients with cancer, the experience of a life-threatening ill-
ness can cause distress. For them, contact with the NP means peace
and calmness. By providing continuity, the NP takes away fear, pro-
vides rest and conveys confidence in the treatment. Patients feel

protected and taken care of:

She always reassures me, because through everything
that has happened | have lost all trust [in my body
and in caregiving]. Even when she notices that it
bothers me a lot, the lines are very short. Then she
just talks a little while with the MS, then she fine-
tunes things with him. For example, | felt a hump at
my groin and started to worry ‘could this again be
something?” .... She understands that | worry a lot
and then checks whether the MS has got time to look
at it. The MS came to check a little later and then my

worries were gone right away. (ID17)

As you go through it, you have someone in the hospi-
tal who you can trust and who is helpful. And not
only in an emotional sense, but also in a purely practi-
cal sense..... You get the feeling of trust that anyway
you are in good hands. That you are well supervised
and that... gives peace. Ultimately actually peace and
overview. (ID0Y9)
Contact with the NP makes the interviewees feel in control of
the disease and, for instance, its consequences for daily life

Clinical Nursing

activities. The NP provides clarity about pain management, and
blood values/test results. The NP can be asked everything and is
willing to discuss concerns about their private situation. This helps in

coping with the disease:

She [the NP] always ensures that these subjects are
addressed so that she has the whole picture of me.
So, then it is indeed like:"How is it going at home?
How do you sit together? Are you back at work? She
is the one in the hospital where you can go. Where
you indeed with questions about treatment and what
is the situation and is it really true that | don't need
chemo? That is something you discuss with your sur-
geon, but the other side is covered by her. (ID02)

Regarding personal attention, the NP pays attention to quality of
life and personal background. Patients feel understood and seen as
being more than “just a number” by the NP who could read them
like a book: “I am seen as a human being and not treated as a senior
patient.” (ID15)

But it is true that those ten minutes that you're
there....Then it really is your fight. And then it is he
[the NP] who helps you. And then it will become very
personal....Then you feel that it is for you and that
you are working on it together. And that gives a good
feeling. That in this case you come as P with his wife.
And not as number 365. (ID08)

“l wanted to see if | would feel better without those
tablets, those hormone tablets.... And we were able to
talk about that very well. And she [the NP] says: “If you
... quality of life... maybe you're going to be all right
too. It is not needed at all.” She did indicate that. And

that made me decide: “Yes, let's just try it.” (IDO5).

3.3 | Metaphors

The MIP analysis showed that participants eventually used two types
of metaphors: structural and ontological metaphors. Within these
two types, six different metaphors emerged, representing symbolic
descriptions of the experiences and attached meanings. Each of

these metaphors is described below per main type.
3.3.1 | Type 1: structural metaphor

1. The NP means trust

Different participants mentioned how the relationship with the
NP is based on trust. They have confidence in the NP's expertise;
the NP feels like a warm nest to them; NP is a sympathetic ear,
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shows involvement and takes account of the complete picture; and

one feels being kept on a leash by the NP.

One person who mentioned this type of metaphor
described it this way: “Of course, that comes first and
foremost. The cancer. But she also has an eye for every-
thing around it.” (ID05)

Another participant said: “So what | have experienced
so far is conversations. First by telephone and then
there. And then she [the NP] always called me after |
had been in contact with the doctor or after something

had happened.... So, | feel like I'm on a line and not

swimming freely anymore.” (ID12)

PICTURE 1 Feeling safe, doing it together [Color figure can be
viewed at wileyonlinelibrary.com]

ol

3.3.2 | Type 2: ontological metaphors

1. The NP is a travel aid

Most frequently used in this ontological metaphor was the
description depersonalising the NP into a beacon. The NP is always
accessible in times of need, in case of (medical) problems or for
answering urgent questions. When one feels upset or shattered, the
trust in the NP's expertise is valued as comforting.

One participant expressed this as follows: “You do
need people. Among others the NP. Certainly, from a
medical point of view. If there was something medical...
She also always said: ‘[first name P], don't doubt, if you
think there is something wrong at home, call me. | prefer
that you call even if nothing's the matter.’... And that is,
of course, very important. And even if she said, ‘Take
this and this and this and then we will wait until tomor-
row and then call you back...,” you were reassured. So, |
think it was also a question of trust in the skill with
which she approached me. And that is also very impor-
tant, of course. Certainly, in such a situation that you
are upset. Then you are alone at home and then you
think: ‘Yes, | should really call oncology, because this is
not acceptable.” And then, of course, the NP is a beacon
for you at that moment.” (ID13)

Other, less frequently used, metaphorical expressions
were lifebuoy sign and tower of strength. One partici-
pant who came up with the latter metaphor described
it this way: “I don't have.... no parents anymore. Yes, is
logical somehow at this age. Siblings. Yes. Also friends
and acquaintances | can talk to. But on the disease level
or my body and everything, there she has.... There you
talk with... | can talk about it well with her. How | feel.
The family situation..... Or whatever else has been a lot
of misery. Yes, those kinds of things.... If something was

-

PICTURE 2 Fighting the battle, with the NP in the lead [Color
figure can be viewed at wileyonlinelibrary.com]

the matter.... Yes, a nice talk with the NP and you heard
again that it was going well. Yes.... that | was always
able to tell her my story.” (ID05)

2. The NP is a combat unit

For this ontological metaphor, some participants visualised their
collaboration with the NP as a “fight against cancer.” The NP is like
a partner in crime, someone with whom they fight to beat cancer:

“........ join forces to fight against opponents who are in
the same class as you. You go as a team, you enter
there a bit stronger. It has something of an unfair strug-
gle because the inequality is there. It is not an equal
team that you're going to play a game against. Although
you do this as a team together.” (ID08)

Another use of this type of metaphor in which the
NP is like a captain was the expression: “This is also
a battle which you fight with the enemy. NP is the
captain. And I'm spinning out a little bit.” (ID04)
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3. The NP is a link

Many participants described the experiences with the NP
through the ontological metaphor of a chain. The NP is a vital link to
connect the chain of their iliness; the NP is a checkpoint, an interme-
diary and a mouthpiece. Here are a few examples of the use of this

metaphor:

He is my admission to the immuno, a transit

station. (ID01)

She is the one who sees you completely, who keeps
an eye on the personal side of the treatment. | think

she is the link between medical and human. (ID02)

So, | very quickly had contact with him by mail also,
at his mobile number | got from him on his card So
he was my mouthpiece for the hospital. As it were,

my gatekeeper to the doctor. (ID08)

4. The NP is a signpost

This use of this ontological metaphor of guidance and support
signified yet another aspect of the NP as experienced by partici-
pants. Some participants felt lost and caught by the disease. The NP
helps to pick up the thread of daily life and steers them in the right
direction to accomplish personal goals, as the following quote
reveals: “I understand that | have to do it all myself, | have the insights
to a large extent also on the basis of life experience and tripping up in
life, so to speak.... He reminds me of it and he helps me.... So, when it
comes to his activities, it's about his coaching, like ‘You do it right.” Or
‘Do you know for sure?’ The applause every now and then, but also like:
‘Do you remember that we have agreed....?’ to do this or that.” (ID11)

| knew what was going to happen at a given moment
and | also knew that, if | would get lost for a while, |
could rely on her to show me the right direction

again. (ID09)

5. The NP is a technician

In this personification metaphor, some participants gave the NP a
technical quality by referring to a maintenance inspection. Issues like
test results of scans or blood values, the recent treatment, experi-
ences and problems were shared and discussed. In some cases, the
NP gave permission to enter chemotherapy, based on the test results.

This metaphorical expression is reflected by the following quotes:

It is an eh check and..... check the... things as they
are there: blood results or whatever,... Currently he is
there... does signify not so much. Yes, he is my

admission to the immuno. (ID01)

CWILEY--
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PICTURE 3 NP helps to complete the puzzle [Color figure can
be viewed at wileyonlinelibrary.com]

Yes, see it as a kind of maintenance.... | also always
liked going there. To hear the results. To obtain per-
mission. And briefly talk about that period, about the
recent period. How did you feel about that? What
have you experienced? What was disappointing, what

was better than expected? (ID10)

3.4 | Symbolic representation by association
pictures

Of the 45 association pictures presented to the participants, the
three most selected ones represented the contact with the NP: (a)
two people holding hands, associated with “feeling safe, doing it
together” (5x); (b) rafting in wild water, representing “fighting the
battle together, with the NP in the lead” (3x); and (c) jigsaw puzzle,
representing “the NP helps to complete the puzzle” (2x). See pic-
tures 1-3, respectively. Seven other selected pictures were associ-
ated with “trust,” “feeling safe and protected,” “working together,”
“attention and soothing effect” and the NP representing a
“signpost.”

4 | DISCUSSION

The findings of this explorative study about patients’ perceptions of
the NP oncological or palliative care suggest that patients highly
appreciate the NP for six fundamental issues: (a) the NP as a human,
with empathy, helpfulness and reliability as central concepts; (b) the
NP as a professional, with the key roles of coach, expert, supporter
and patient's advocate; (c) the NP providing care, with discussing the
treatment and advising revealed as central themes; (d) the NP pro-
viding cure, with monitoring and discussing test results as important
themes; (e) the NP organising care, with coordination and collabora-
tion with other professional caregivers considered important; and (f)

the impact of the NP on patients’ well-being, with participants
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feeling more empowered, in peace, calm and in control of the dis-
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ease, and the personal attention which makes them feel understood
and being more than “just a number.”

Our findings are in line with previous studies reporting that
patients overall well appreciate the care of NPs (Broers et al., 2006;
Festen et al., 2008; Laurant et al., 2008; Ter Maten-Speksnijder et
al., 2014; Van Hezewijk et al., 2011). Still, our findings additionally
provide a unique qualitative insight into the underlying meaning
patients receiving oncological and palliative care associate with their
experiences with the NP. While the focus of quantitative studies lies
on more technical and abstract concepts such as accessibility/direct
communication, time available for consultation, continuity, or infor-
mation regarding prognosis and recovery, participants in our study
emphasise the interpersonal aspects of the NP's care and the impact
of these aspects on their well-being. We believe that these qualita-
tive findings narratively substantiate the quantitative technical and
abstract concepts.

The meanings identified in our study (see Table 4) suggest that
in general, the NP acts on the intersection of cure and care, with
attention to physical, social, psychosocial and existential needs.
This seems to connect well to Dierckx de Casterlé's concept of
“skilled companionship” (Dierckx de Casterlé, 2015). The author
discerned three levels of nursing care. First-level care reflects an
instrumental relationship between a patient and a nurse. Second-
level care is characterised by actions and an attitude that clearly
recognise the patient and his or her individual needs. The harmo-
nious integration of a high level of competency and a caring atti-
tude is the key characteristic of third-level care, according to
Dierckx de Casterlé (2015). It is driven by the concept of “skilled
companionship,” which implies that a patient, when sick or being
treated, feels accompanied and supported by the empathic pres-
ence of a nurse. Patients feel that nurses understand what they
are going through and what this means for them. Although this
level of care is implicitly strongly desired, patients rarely experi-
ence “skilled companionship” in practice. These findings seem in
line with the existing literature on care needs, which indicates the
existence of a diversity of individual met and unmet needs of peo-
ple with cancer. In a study by Harrison, Young, Price, Butow, and
Solomon (2009), the most frequently reported unmet needs were
those in the domain of activities of daily living (not being able to
do the things one used to do), followed by the psychological
(fears, concerns and uncertainty), information, psychosocial and
physical (pain, tiredness) domains. More specifically, a study among
women with oestrogen-positive metastatic breast cancer showed
that lack of psychological support—for example, support to cope
with the “rollercoaster switching between anxiety and relief”—was
the greatest unmet need (Lee Mortensen, Bredbjerg Madsen,
Krogsgaard, & Ejlertsen, 2017). In their systematic literature review
of supportive care needs among women with gynaecological can-
cer and their caregivers, Beesley, Alemayehu, and Webb (2017)
found that the total burden of needs was predominately related to
help with fear of recurrence, worries of caregivers and fatigue,
pain and associated costs, sexuality issues, genetic testing and

disease-specific peer support. The exploration of needs of cancer
patients in palliative care by Melhem and Daneault (2007) revealed
that next to medical expertise, patients need respect and valida-
tion of their experiences, need to be heard without judgement and
need reassurance. These aspects also mirror the “presence
approach” (Baart, 2002). This approach, originated from the
Netherlands, is built around the items patience, unconditional
attentiveness and receptivity. Practitioners who use the “presence
approach” cross domains if the requests for help necessitate this
(Baart, 2002). They walk part of the way with their patients and
make room for their stories, and are deeply concerned with iden-
tity, coping and orientation questions. According to our partici-
pants, the NPs concerned seem to possess the competences and
skills to realise “skilled companionship” and to smoothly collabo-
rate with other professional caregivers. In all, this results in atten-
tion to the broad spectrum of care needs and to the patient's
“complete picture,” which are pivotal aspects in oncological and

palliative care.

41 | Limitations

Some methodological limitations should be considered while inter-
preting the results. First, the sample consisted of patients receiving
(although diverse) oncological and palliative care only and was
heterogeneous in age, time elapsed since the onset of the disease,
and level of education. This might hinder the transferability of the
findings in this study.

Second, participants were recruited by their NPs, based on the
inclusion criteria formulated in the study protocol. Still, they
needed to assess whether a potential participant was able to
reflect on personal experiences and had the psychological and
social strength to take part in the study. This may have led to
some selection bias, either in a positive direction (motivated
patients with high appreciation for the NP having a greater likeli-
hood of being selected) or in an unknown direction (patients with
less ability to reflect might not have been selected, and it is
unknown how they value their NPs’ care and support). Despite
these potential limitations, we have faith in the trustworthiness of
our study. The rigour of the data collection and data analysis and
the applied steps and methodologies strengthen the value of the
achieved insight.

Our findings represent the situation in the Netherlands, in which
the NPs act at the intersection of cure and care, blending medical
and nursing competencies (Ter Maten-Speksnijder et al., 2014).
Although NPs in the Netherlands have acquired expert knowledge at
the internationally acknowledged level of advanced practice nursing
(Chan & Cartwright, 2014), their tasks and role perhaps cannot be
completely generalised to a wider international context.

To our belief, this is the first study exploring in depth what
meaning patients associate with the treatment and support by an
NP. Despite the above-mentioned limitations, the qualitative findings
importantly add to the body of knowledge on NPs’ roles and
practices.
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5 | CONCLUSION

Backup from the NP means a lot to patients. The participants in this
study—patients receiving oncological or palliative care—valued the
NP as reliable, helpful and empathic. They felt empowered, at peace
and in control thanks to the NP's support, guidance and personal
attention to them as a person as well as to aspects of the disease.
Realising that NPs provide integrated care at expert level made them

feel safe and embraced in the NPs’ expertise.

6 | RELEVANCE TO CLINICAL PRACTICE

This newly gained insight into patients’ experiences is of
added value to the further development of the NPs’ profession
and education. It makes clear that NPs need to be aware of
the broad spectrum of care needs and the patient's need for
attention to the “complete picture.” Furthermore, the concepts
“skilled companionship” and “presence approach” should be
included in the curricula of the Master of Advanced Nursing Prac-
tice programmes and should be addressed in the (compulsory)
peer-to-peer coaching after graduation. On the organisational level,
our research findings can be helpful in selecting suitable candi-
dates for NP vacancies.

Participants in this study experience(d) a life-threatening illness,
and therefore are a specific population. The emerged evidence will
not be sufficiently conclusive to be generalised to care provided by
NPs to other populations. Future research should therefore explore
patients’ view on the care provided by NPs in other settings, for
example, COPD care or mental health care. Also, it might be inter-
esting to explore whether patients in other countries, or in quite dif-
ferent settings like acute care, give meaning to their experiences
with NPs.
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