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Introduction: Person-centered care (PCC) appears particularly suitable for patients with
complex diseases and in multidisciplinary care. However, previous research tends to focus on
each profession and condition separately.

Purpose: We studied how health care professionals (HCPs) understand PCC, and whether their
clinical practice is aligned with their theoretical understanding, when starting clinical practice
at a novel multidisciplinary clinic.

Methods: In total, 16 semi-structured interviews with HCPs and 31 non-participatory obser-
vations of outpatient meetings and other activities at the clinic such as team meetings were
conducted at a multidisciplinary, integrated outpatient clinic in Sweden. All patients had simul-
taneous diabetes mellitus, chronic kidney disease and established cardiovascular disease. The
clinic employed a PCC approach. Data were analyzed using an inductive thematic approach.
Results: Two key findings emerged. First, PCC requires a holistic view of the patient at all
times during care, with everything focused on the patient. This requires that the HCPs know
the patient well enough as an individual to be able to tailor the care together with them. Sec-
ond, working with a PCC philosophy leads to transformed roles for HCPs in patient meetings,
with more active involvement by the patient and often also their next of kin. The observations,
in comparison with the interviews, showed that not all HCPs applied their views on PCC in
patient meetings. Observations showed that some patient meetings were less person-centered
than others, potentially due to stress or lack of time.

Conclusion: PCC require HCPs to have a holistic view of the patients and a deeper under-
standing of their situation, as individuals. Working with PCC also leads to a more coaching,
supportive role of the HCPs.

Keywords: person-centered care, multidisciplinary, qualitative research, interviews, observa-

tions, thematic analysis, health care professionals, cardiology, nephrology, endocrinology

Introduction

The person-centered care (PCC) approach was introduced in somatic care in the late
1990s, and has remained a research topic since then.! PCC is based on the patient’s expe-
rience, not only of their medical condition but also of their situation in life, resources, and
obstacles. PCC is performed in a partnership between the patient, relatives, and health
care professionals (HCPs).? PCC has been shown to considerably improve patients’
perceived quality of life (QoL).>® One of the rationales behind PCC is the often-noted
discrepancy between the goals of the HCP and the patient regarding the care provided;
hence, it is important to include both perspectives.*® An example of such a discrepancy
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was shown in a study by Pittman and MclIntyre (2013) on
patients with chronic kidney disease and end-stage renal
disease. Besides struggling with difficult treatment choices
and other medical matters, the patients expressed that they
would have liked the staff to also focus on their symptoms
and not only the results.!® Previous studies show that PCC is
often linked to holistic and compassionate care.'!-1?

A standard definition of PCC is currently lacking, with

2

terms like “patient-centered care”, “person-centered care”,

LEINT3

“shared decision-making”, “relationship-centered care”,
and “personalization” seen in the literature, often referring
to similar ideas.!*!> Other important aspects emphasized
are the patient’s social support and lifestyle wishes, and
the notion that everyone working around the patient should
work together toward a solution that will suit the individual
patient.”!'* The WHO describes PCC as an approach and
a way of working so that HCPs are able to visualize the
“person as a whole with many levels of needs and goals,
with these needs coming from their own personal social
determinants of health”.’

Many studies have shown that patients would like to
participate in their care to a greater extent than they currently
do'”? and other studies indicate that patients have varying
desires for involvement and information about their illness,
as well as the options for available treatments,'7-19-21.24-26

A number of studies have highlighted that there are dif-
ferences in the extent to which PCC is suitable for all patient
groups depending on age, education, ethnicity, or diagnosis,
but there seems to be no consensus.!*>?73% A few studies
have indicated that younger patients were more keen to ask
more questions and get more information,?” and a higher level
of education most likely had an impact on participation.?>?’

In a report by the Institute of Medicine, Committee on
Quality Health Care in America,*® most HCPs stated that
their way of working was PCC; however, the patients reported
frustration regarding their chance to participate in their own
care. Several studies show that HCPs need to shift focus to
be more oriented to the patient’s own values, thoughts, and
experiences of their illness, to be more person-centered?3!
rather than based on prevailing norms.** Previous research
points out that HCPs’ own understanding of PCC is of rel-
evance when providing safe care of good quality. Studies
show that working with a PCC approach challenges the HCPs
as they need to adopt another way of working, taking on the
role of facilitator.3*3” HCPs being motivated and interested
in PCC is important for practicing it.>* In some studies, PCC
has been positively associated with a good working environ-
ment and the HCPs’ experience, knowledge, and interest in

the approach.’>3%¥ Some HCPs reported the importance of
allowing enough time for developing effective teamwork and
creating a good environment when implementing PCC.*° It
was also found that support from the management was of
great importance for the HCPs***! as well as the need for
proper educational training.*!

Based on previous research, there is a need to under-
stand HCPs’ knowledge about and experiences of PCC, and
whether their clinical practice is aligned with their theoretical
knowledge. This aim of this study was to meet this need.

Methods

Study design

This study combines interviews and observations held at
a multidisciplinary, integrated care outpatient clinic. The
HCPs worked with the overall aim of delivering PCC. To
gather more information about how and to what extent
the HCPs were working with a person-centered approach
as they claimed they were, non-participatory observations
were conducted. All HCPs who were observed were also
interviewed. An inductive thematic approach was used to
analyze the data.*?

The study was approved by the Regional Ethics Commit-
tee in Stockholm, Karolinska Institutet, Dnr: 2014/384-31/1.
The study adhered to the Declaration of Helsinki of ethical
principles for medical research on humans. The participation
in the study was voluntary and the informants were able to
withdraw their participation at any time. The first author had
not previously worked closely with the informants.

Settings

Danderyd University Hospital provides acute and special-
ized medical treatment to over half a million patients. In
November 2013, the hospital started a person-centered,
multidisciplinary outpatient clinic for persons with com-
bined cardiovascular disease, impaired kidney function,
and diabetes. The HCPs at the integrated clinic (the clinic)
consist of physicians and registered nurses (RNs) who
specialized in cardiology, nephrology, and endocrinology.
This study was conducted at the clinic from February to
October 2016. Clinicians at the clinic work there part-time,
and part-time at other hospital departments. The clinic was
the first department of the hospital to work explicitly with
a person-centered approach, and at that point in time the
hospital did not have a specified definition of PCC. Hence,
the clinic used a definition of PCC as described by WHO.> At
the opening of the clinic, most of the staff attended a 1-day
training course on PCC and integrated care. All HCPs in
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this study, except one, work there out of their own interest.
The latter HCP was there due to sick leave.

Data collection

Non-participatory observations

The study was conducted using a non-participatory observa-
tion technique.* The intention was to capture the dynamics of
the interactions in the different types of meetings from a PCC
perspective. The observer, being a nurse, had the advantage of
having the knowledge to understand everything said during the
observations and perhaps found it easy to blend into the hospital
environment and also in the group of other HCPs at the clinic.
The observer used an open exploratory approach without a
predetermined format. This was considered the best approach
to increase the understanding of how the staff worked and also
to capture authentic examples from the staft’s clinical work.

During the observations, extensive notes were taken.
Shortly after each observation, the notes were written down
in full, with additional comments such as “patient sighs”,
“the doctor nodded”, or “the interpreter interrupted the
conversation”.

First, the HCPs gave their consent to participate verbally,
after being informed about the study in advance by the head
nurse and the researcher and asked by the receptionist the same
day the observation was performed. Then, each patient, upon
arrival at the clinic was given an information sheet regarding the
purpose of the study and the methods, at which point the patient
could consent or decline to participate verbally. The observa-
tions were made on different days of the week and at varying
times during the day. The clinic did not know in advance when
the researcher was scheduled to be there, and the researcher did
not know what kinds of patient visits were scheduled.

A total of 37 patients were screened for inclusion. Two
patients did not want to participate; the nurse in charge
declined three patients, claiming they were not fit enough
to participate; and one patient was known to the researcher.
Thus, 31 patients were ultimately included. The researcher
conducted all observations, the length of which varied
between 24 and 66 minutes (mean 42.5 minute); see Table 1.

Table | Baseline characteristics of patients in the patient meetings

At 13 of 31 observations both nurses and physicians
were present, attending so-called “team meetings”. At ten
meetings, there was also a nursing student or nurse assistant
in attendance, but they did not speak or interact with the
team. At 19 meetings a family member was present, and at
3 meetings an interpreter was present (see Table 2). Of note
is that the number of female patients was significantly lower.
However, this correctly reflects the patient population at the
clinic, the reason being that males develop cardiovascular
disease an average of 10 years earlier than females. In the 31
observations, there were 6 different professions presented.
All but one, were employed at the hospital. The interpreters
were from an external agency procured by the county council.
After 31 observations (22 hours), it was decided that all the
data needed to inform our research question was collected.

In addition to the consultations, the researcher attended
other activities at the clinic amounting to about 40 hours; ie,
staff meetings, coffee and lunch breaks, site meetings, tele-
phone calls with patients, examination of vital parameters,
and administration of prescribed drugs.

Semi-structured interviews

All the HCPs working at the clinic at that time were inter-
viewed. Sixteen interviews were conducted, with eight
physicians and eight nurses or nurse assistants. There were
eleven female and five male informants. The physicians were
specialists either in cardiology, nephrology or endocrinology,
and the nurses were specialists in cardiology and nephrology
(see Table 3). As there was a vacant position for a diabetes
care nurse at the time the study was conducted, there was
no nurse at the clinic with specialist training in diabetes.
The interviews varied from 13 to 33 minute (mean 21.1,
SD +6.3). All interviews were conducted by the researcher
and audio-recorded. Shortly after the interviews, they were
transcribed verbatim. After each of the first five interviews,
the transcripts were read by three researchers and the
interview guide was slightly modified. The interview guide
focused on exploring the HCPs’ understanding of PCC and
their experiences of working with it.

Total Male patients Female patients
Included patients 31 24 7
Patient age (years) 74.5 (54-88) 73.9 (54-88) 76.3 (68-80)
Meeting duration (minutes) 42.5 (24-66) 43.6 (29-66) 38.6 (24-65)
Total meeting time (hours) 22 17.5 4.5

Note: Values describe mean (range).
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Table 2 Meeting types and persons present during the observations

Number | Meeting types Duration Patient Patient Health care professionals* Relatives
(minutes) gender age present present

| Registered Nurse (RN) new visit 58 Male 80 RN 2 daughters

2 Team follow-up visit 44 Male 68 MD, RN 0

3 Team new visit 65 Male 80 MD, RN | wife

4 Team follow-up visit 45 Female 76 MD, RN, NS, Interpreter 0

5 Team follow-up visit 49 Male 54 MD, RN, NS, Interpreter 0

6 Team follow-up visit 29 Male 80 MD, RN, NS, Interpreter | son

7 RN new visit 35 Male 72 RN, NS 0

8 Physician new visit 45 Male 72 MD 0

9 Physician new visit 37 Male 86 MD, NS 0

10 Physician follow-up visit 31 Male 85 MD | wife

I Physician follow-up visit 38 Male 65 MD 0

12 Team follow-up visit 24 Female 77 MD, RN 0

13 Team follow-up visit 33 Female 68 MD, RN, NS | daughter

14 Team follow-up visit 34 Male 8l MD, RN, NS 0

15 Team follow-up visit 32 Male 58 MD, RN, NS 0

16 Team follow-up visit 26 Male 66 MD, RN | wife

17 RN follow-up visit 50 Male 79 RM | wife

18 Nutritionist new visit 42 Male 79 Nutritionist | wife

19 Team follow-up visit 48 Male 75 MD, RN 0

20 RN new visit 38 Male 6l RN, NA | wife

21 Physician new visit 66 Male 6l MD, NA | wife

22 Physician follow-up visit 37 Male 75 MD I wife

23 Team follow-up visit 38 Male 73 MD, RN 0

24 Team follow-up visit 28 Female 75 MD, RN | son

25 RN follow-up visit 48 Male 88 RN | wife

26 RN new visit 40 Female 80 RN | son

27 Physician new visit 65 Female 80 MD | son

28 RN new visit 65 Male 78 RN | wife

29 RN new visit 47 Male 8l RN | wife

30 Physician follow-up visit 35 Female 78 MD | daughter

31 Team follow-up visit 34 Male 77 MD, RN 0

Note: *Professions: medical doctor (MD); registered nurse (RN); nursing student (NS); nurse assistant (NA); nutritionist; interpreter.

Table 3 Health care professionals interviewed

Number Profession Specialty Gender
| RN Cardiology Female
2 RN? Other Female
3 RN? Cardiology Female
4 Other® Nephrology Female
5 RN Nephrology Female
6 RN Cardiology Male

7 Other® Cardiology Male

8 Physician Endocrinology Female
9 Other® Other® Female
10 Physician Endocrinology Male

I Physician Nephrology Female
12 Physician Nephrology Female
13 Physician Cardiology Female
14 Physician Cardiology Male
15 Physician Cardiology Male
16 Physician Endocrinology Female

Notes: Other than the three specialties stated at the clinic. Profession and specialty
withheld for anonymity. Other, *registered nurse; "nursing student; ‘nurse assistant.
Abbreviation: RN, registered nurse.

Analysis

The analysis of the interview transcripts and the observation
notes was done with an inductive thematic approach.*> The
first author transcribed all interviews as well as the observa-
tions notes. One of the authors compared the transcribed data
with the recordings to make sure there were nothing omitted.
Two of the authors read the transcripts several times, and
then an initial coding was done for the entire set of data and
discussed among the researchers. The coding was discussed,
agreed upon, and revised several times throughout the process.
Codes formed so-called “working titles”, ie, themes based on
similarities and relationships. The themes were discussed,
reiterated and merged, and finally named. The approach used
can be described as an inductive semantic method of coding
that is close to the original texts. To categorize and analyze
the data, NVivo 11 Plus for Windows (https://www.qsrinter-
national.com/nvivo/home) was used.
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Results

The analysis resulted in two main themes revolving around
the holistic view of the patient and the transformation in the
roles of the HCPs when starting to work at the clinic with a
strict PCC approach (Figure 1).

PCC requires a holistic view of the
patient

In the interviews, the HCPs talked about the importance
of looking at the patient as a whole person and treating
them as such. This could also be seen in virtually all the
observations. The intention of all the HCPs was to adopt a
holistic approach, which included considering the patient’s
diseases, family situation, living conditions, and so on. The
staff also reported that they were trying to capture other
things regarding patients, for example, by asking about their
hobbies, whether they had any pets, or about their dietary
habits. Many reported that they needed to collect all kinds
of information about the patient to get this overall picture.
Having this holistic view of the patient was important to, and
a common opinion, among the HCPs.

Who is the patient sitting in front of me?

In the interviews, the HCPs all claimed to strive to find out
who the patient was as a person and what kind of life they
lived. However, when the interviews were compared with
the observations, in a few observations it was found that the
staff did not ask any other questions than those important for
that specific meeting; the focus was only on medical issues.
Still, most of the staff reported that the collection of different
kinds of information was of great importance in order to get
the whole picture of the person. Letting the patient tell their
own story was often regarded as the start of the partnership.
The goal was to customize the health care for that unique
person who was sitting in front of the HCP, to achieve the

Person-centered work

3
3 S,
N s,
N Ss
A holistic view Transformed
roles

Figure | Themes developed from the analysis.

best QoL for them. One physician mentioned the economic
aspect of prescribing drugs:

Some drugs are very expensive, and some are cheaper.
Then we're sitting there believing this drug is good and we
prescribe it, while the patients may be too embarrassed to
say they can’t afford to buy this. Later they go to the phar-
macy and find out that it’s very expensive, and they don’t
pick up the prescription. We usually don’t know that. It’s
important to understand the whole situation. [Physician,

male. Informant 10]

During the observed meetings, almost everyone on the staff
tried to capture the patient’s daily situation to form the best
solutions for that particular patient. This was often done with
the assistance of the patient’s next of kin:

Relative: They want to know how you’re doing and how
you feel.

Nurse: Are you staying home more now?

Patient: Yes, definitely!

Nurse: How about yesterday. What did you do
yesterday?

Patient: Well, what did I do [...] Podiatrist [...] Clean,
nice feet now [...] The cleaning lady came, then I keep out of
the way. I’ve worked with the stock market, made my share.

Relative: Well, you didn’t do that yesterday [...]

Nurse: I’'m asking how your current situation is, here
and now, and based on that will try to see how we can help

you. That’s why I’m asking. [Observation 1]

In almost all observations the physicians reviewed the
patient’s list of prescription drugs very carefully. Together
with the nurse, the patient, and the next of kin, every single
drug was explained and discussed in a highly elucidative way.
This was later explained by one physician as being a way to
capture the patient’s cognitive status and determine whether
they needed assistance in administering the drugs.

Patient capability and desire

In the interviews, many of the HCPs mentioned the impor-
tance of exploring the patient’s capability. This, according to
all informants, was also the clue to getting to know the patient
and working together toward a better QoL. In the meetings,
the researcher observed that the patient often had a goal of
their own, and with assistance from the staff, adjustments
were made to meet the criteria for good health care and a
solution that everyone could agree on. Some reported dif-
ficulties working with cognitively challenged patients, since
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good communication was considered necessary for providing
PCC. This was also noted in some observations:

At the end it turned into a discussion between the wife and
the physician. The physician had told me beforehand that
the wife was the one doing the talking, so I was prepared,
but that much talking [...] And it didn’t get any better with
them not finding his hearing aid. The physician didn’t estab-
lish any contact with the patient despite several attempts.
[Observation 10]

However, one informant held the opposite view: even patients
with cognitive disabilities could and would benefit from PCC.
They claimed that when you got to know the patient a bit more
you were able to understand, in a way, how your patient would
like to be cared for even though they were not able to express
this explicitly. Sometimes it was seen as the responsibility
of the staff to speak up for those who were less privileged:

For me, person-centered may be that I ask how you want to
do things. Do you want me to put the right shoe on first, or
the left? What’s easiest for you? Which side of the bed do
you want to get up on? Even someone with serious cognitive
decline can answer these questions. ‘Yes, maybe I'd rather
get up on the right side.” Maybe they’re not always 100%
with me, but they’ve at least be participating in the care in

another way. [Nursing student, female. Informant 9]

The staff reported feeling anxious about allowing the patient
to decide the goal. It could not be a goal that went against
medical knowledge; if it was, the HCPs would object. Using
the patients’ chosen goal would therefore be an educational
challenge. Sometimes the goal set did not amount to much,
but it was nevertheless the patient’s own goal or decision.
Some informants believed their own attitude would be an
impediment to using the patient’s capabilities to the utmost.
They reported the difficulties presented by not falling back
into the traditional way of caring:

And then of course I want to know if there’s something specific
the patient needs at the moment. And it can be anything from
an extended certificate for sick leave, more prescriptions, to
their wish to have a better understanding of why they feel like
they do. And how to live in order to feel better, and such things.

So, it can be very extensive. [Physician, male. Informant 15]

Transformed HCP roles

Some of the staff talked about the changed professional
roles they felt came with implementing PCC as their new
work approach—from acting as the leader in the decisions

to becoming an advisor, expert, and partner. Some described
it as sometimes even feeling that they “took on the role of
negotiator in the medical decisions”. It was described as
important to adopt this role in order to allow the patient
to feel that they, in fact, had the last say in the matter. This
was important to the staff, as they needed to feel that the
decisions reached were in line with their medical or caring
professional knowledge:

And then to some extent [...] loosening the reins, the control
mechanisms so to say, letting the patient speak first, or be the
first, before you bring up everything else, is to re-evaluate
our roles a bit. From being physicians giving directives, ‘do
this or that’, to becoming more like experts giving advice,
trying to make the patients themselves achieve understand-
ing that they should do this, and that, and that [...] ‘oh, my
blood pressure’s high, I'd like it to be better, so I’ll contact
my cardiologist XX, to find out how [...] how to get better

blood pressure’. [Physician, male. Informant 15]

Failing to achieve their target may be an obstacle since
patients prioritize certain things and we need to respect that,
but a patient doesn’t have the full understanding, and neither
do we, so we need to meet halfway. We need to compromise
sometimes when there are things we recommend that the
patient definitely doesn’t want to do, but the patients also
need to compromise, for instance taking the insulin they
need in order to be able to live on without complications.
Sometimes they need to lose weight to reduce further com-
plications and damage, and they also need to compromise.
If neither of us is prepared to back off a bit, we might stall.

[Physician, male. Informant 10]

The HCPs reported that their new roles were sometimes
hard to handle, depending on the patient and the other staff
members at the meetings. A few talked about having different
approaches depending on which patient they were seeing.
Some felt that certain patients would prefer a traditional
approach to care, with the physician leading the meeting and
them, as patients, taking a more passive role:

I believe, despite everything, that the patient maybe expects
the physician, eh, [...] to have that role. I believe there are
lots of traditional [roles] for both nurses and physicians as
well as patients [...] so I, I believe it can be good. I believe

it gives a feeling of safety. [Nurse, female. Informant 5]

One nurse described in the interview that, depending on the
physician, she fell into a more passive role at the team meet-
ings compared to the individual nurse meetings. This nurse
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also mentioned that the patient the nurse was observed with,
never actively participated in any meetings. Some of the
informants mentioned that identifying the daily routine was
a key component to discerning parts that could be possible
goals for the patients. For example, one RN talked about
the meaningless effort of discussing dietary changes with a
patient when it is in fact the patient’s partner who is in charge
of all the cooking in the household.

Transformed meetings
In the interviews, almost every informant mentioned that
working with a PCC approach also changed the meetings with
the patients. It was reported that they lasted longer compared
to previously, when they only focused on the medical aspects.
The observations showed that many, but not all, meetings
started with an open question about how the patient was
feeling that day, and whether there was something specific
they would like to talk about. The patient’s agenda drove the
meeting. Of course, the staff had a plan for what they wanted
to discuss, but sometimes their agenda completely changed
due to the patients’ condition or wishes:

... but it requires that you have time for the visits to be able
to work in this way, at least that’s the feeling. It may not take
a longer time in reality, but it feels like it does. Since you
cannot plan and run your own race, you have to preferably
check everything with the patient. If you’ve asked them what
they'd like to discuss, then you actually have to spend the
consultation, a large amount of time, on that topic. [Physi-

cian, male. Informant 14]

Some of the staff said they used a conversation technique
inspired by motivational interviewing. The idea was to get
the patient to understand and offer suggestions for what to
do in order to achieve the goals, so they could have a better
QoL. In the observations, the researcher found that in more
than half of the meetings the patient’s own questions were
ignored, with the staff continuing the conversation as if the
question had not been asked and the patient not getting an
answer. These questions generally concerned medical and
social issues, lifestyle, and prescribed drugs:

Patient: I’m not so good at writing with my right hand after
the stroke.

Physician: It’s amazing how one can recover after a
stroke. [Observation 24]

In one observed meeting, the staff used medical terminology
in a way that was not properly understood by the patient and
the next of kin:

Physician: When you adjust [the doses] on your own it

becomes a problem. It is 75% direct acting, and 25% other.

You get a problem [...] let’s see [...] after the conference

[...] Have you ever had a serious hypoglycemic attack?
Patient: Glyce ....? [Observation 21]

Physician: Then we’ve reviewed [...] I hope we got every-
thing [...]. (turns to patient’s next of kin) Do you feel like
we covered everything?

Next of kin: Maybe not the social aspect. I work full-time.

Physician: So, you have no domestic care? And the
memory problem? We’re a bit short of time [...] After the
team conference we’ll likely make some adjustments to the
medications. Could you provide a urine sample? We’ll send
it for a culture. We’ll also discuss how to help you become
more active. The nurses are good at that. We’ll also do some
more bloodwork.

Next of kin: [The patient] has always been so active,
and now nothing. It’s wearing him down!

Physician: Why is that, do you think?

Next of kin: His diseases.

Physician: General decline? OK. Good. Then we’re
done. We’ll get back to you after the conference. Next visit
in about three months (talking the whole time while exiting

the room). [Observation 21]

According to the HCPs, the PCC approach mostly concen-
trated around the narrative and getting to know the patient
and their life situation. At all meetings except two, all those
in attendance sat together, listening and discussing how to
improve the patient’s QoL. From the observer’s point of view,
it looked like sitting around a table, discussing together,
was a success since it made the meeting a bit more familiar
and intimate. At the other two meetings, the physician sat
behind the computer the entire time and did not once make
eye contact with neither the patient nor the other attendees:

Physician: How are you doing?

Patient: Great!

Physician: Aha [...] hmm (reading from the computer
screen).

Patient: Yes, except for the cold I had, I usually walk
down to the GP’s office and cycle once a week.

Physician: Aha [...] (still on the computer)

Patient: They did an X-ray and found out that the nerves
in the spine were impinged.

Physician: Hmm [...] (still on the computer)

Patient: I noticed it for the first time when I was in

Prague. Had a TIA [transient ischemic attack] there.

Journal of Multidisciplinary Healthcare 2019:12

submit your manuscript 143
Dove


www.dovepress.com
www.dovepress.com
www.dovepress.com

Evén et al

Dove

Physician: Aha [...] hmm [...] (still on computer).

Patient: I never went to the doctor, since we were going
home the day after.

Physician: Hmm [...] (still on computer).

Physician: If we focus on what they said at the confer-
ence (now turning towards the patient). I’ll get back to
you about the kidneys and give an exact answer about how
to interpret the urine samples. Regarding the heart, they
haven’t done much more than adjusting the drugs. I’ll get
back to you regarding this and about when to see you next

time. Anything else?” [Observation 22]

Physicians reported anxiety regarding the need for enough
time with the patients, and a lack of time was considered an
obstacle to reaching a good level of person-centeredness.
Other perceived obstacles for PCC were language or cultural
barriers, a lack of competence among patients and staff,
cognitive or mental impairment, and costs. A few informants
stated that a big problem was unwillingness to change:
regarding both the patients’ unwillingness to sacrifice any-
thing in their lifestyle and the staff’s unwillingness to change
their way of working to adopt the concept:

Well, there are colleagues [...] who don’t understand that
[...] we’re here for the sake of the patients, not our own.

[Nurse, female. Informant 2]

We’re very keen on having them take an active part and
understand. [...] but some are not receptive to understanding
how important this is. Or maybe because they do not want
to. [RN student, female. Informant 9]

Some of the more senior [staff] may say ‘I’ve always worked
like this, and I won’t change’, while maybe newly gradu-
ated [staff] who have just studied person-centered care may
be very keen on it. But for some it could be the other way

around. [RN student, female. Informant 9]

As mentioned in the interviews, adopting the new approach
and the new role was not always easy. Concerns regarding
the documentation in the patient’s medical journal were a
topic of discussion. A few of the informants felt that the
electronic medical journals were not sufficiently updated to
adopt the new approach:

The medical records aren’t quite adapted to this, we docu-
ment the same way as on other [...] [wards]. [Nurse, female.

Informant 3]

HCPs as coaches — meeting patients where they are
Almost all HCPs in the study felt that a key component in
this new approach was trying to meet the patient where they

were that particular day. If they reached this goal, they were
more able to know what they could do, and how, in order to
make an improvement in the patients’ life. Some HCPs said
it was not very easy to figure this out; it all came down to the
patient’s own wishes and desires. Almost all the physicians
mentioned that they spoke differently with patients depending
on their social background and educational level:

For some we have to keep it very basic, while others are fully
self-educated from the Internet on their diagnoses and know
as much as we do. [...] this places very different demands

on us. [Physician, female. Informant 13]

[...] for instance, for an engineer we can be very
detailed on how the muscles absorb glucose from the blood
during physical activity, but if the patient has a different
background we have to adjust the education we provide.

[Physician, male. Informant 15]

One thing a few of the informants mentioned was the act
of directing the patient to the right course “medically”. For
instance, one informant talked about getting the patient to
understand that some dietary changes would not show imme-
diate results, but in the long-term would make the patient feel
better. It was also mentioned that there was a struggle not to
cut the patients off in an attempt to be helpful. There was a
perceived need to wait for the patients to think and suggest
changes themselves:

I try to work as person-centered as possible, but I often find
myself putting words into the patient’s mouth and deciding

for them. [Physician, male. Informant 15]

It’s often necessary to get the patient or person to understand
that we want the same thing. It’s an educational challenge.
To try to make the person in front of you understand that we
need to, for instance, improve the blood glucose levels. Not
because it’ll make you feel better today, but because if you
don’t it’ll make you much worse in the future. [Physician,

male. Informant 15]

In the interviews, almost every informant highlighted, that
they wanted more training in the PCC approach as well as in
motivational interviewing. One nurse talked about one way to
get patients’ attention, by simply asking what they normally
do on an ordinary day. In their reply, the nurse often picked
up on the little things that could lead the way to the goals
for the patients:

‘How do your daily activities work for you?’ And then you
get some clues. ‘Yes, earlier I could walk the dog twice a

day but now I have to ask for help.” Then maybe you can
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help. “Yes, do you think we can make you [...] take all the
stairs at once, or something? Would you like to get out with
the dog twice a day again? Do you think this is a reasonable

target?’ [Nurse, female. Informant 3]

One informant specifically mentioned that in the patients’
narratives she could often get clues about what they were,
in fact, bothered about:

If the person says that [...] well I’ve gained quite a lot of
weight, then this reflects their own concerns, and then we
can continue discussing that particular issue. [Nurse assis-

tant, female. Informant 4]

In the interviews, almost everyone talked about the impor-
tance of the narrative. It was found to be a new and important
part of PCC:

[...]trying to understand [...] to find the person’s resources.
Not everybody participates that actively though [...] they’re
not very used to talking about themselves [...] find it dif-
ficult or do not want to. Then we have to respect that, that’s
person-centered from another perspective [...]. (Nurse,

female. Informant 3)

It was not always the medical issues that were the topic of the
agenda. Sometimes the meeting took an unexpected turn, and
to build rapport with the patient the HCPs needed to listen to
them and set other goals for the meeting that day, otherwise
the patient was not able to move on. Their thoughts were
elsewhere, and they could not focus at all:

Patient: I’'m mostly sad for her sake. Now I feel [...] (rubs
eyes). It was another woman who had ordered a new table.
It was awful. I told her to stop but she said they wouldn’t
break her [...] but they did. [...]. [Observation 19]

Engaging relatives

For all the HCPs, working with a PCC approach also included
engaging the patient’s family and next of kin. Next of kin were
always invited to attend meetings and teaching classes. The
HCPs felt they should also be included in order to achieve
improvement in the QoL of the patient and his/her family:

Next of kin: Since we’re discussing this topic [...] we’ve
thought about pre-packaged drugs.

Patient: Have we?

Next of kin: Yes, and you said I could decide. It feels
it’s about time.

Patient: As usual, I don’t get it.

Next of kin: Just do as I tell you, and it’ll be fine.

Physician: Pre-packaged drugs are actually not a bad
idea. So, ultrasound of the bladder now right away, new
bloodwork next week, and the next visit during week 26.
[Observation 13]

In the observations, it was noted that when there was a family
member present the patients seemed to take on a more passive
role. At one meeting, where the patient was accompanied
by two adult children, the patient could hardly speak at all,
as the children dominated the conversation, likely with the
best of intentions.

Discussion

We studied how HCPs experience and enact PCC at an inte-
grated outpatient multidisciplinary clinic. The main results
of the study revolve around the notion that working with a
PCC approach often presumes a holistic view of the patient,
and can also lead to changed roles. The HCPs describe that
they adopt a new, more coaching role in this new approach.
All the informants state that listening and talking to patients
is the most important part when meeting with them. At these
meetings, the HCPs, next of kin and the patient together
form the goals for the treatment and care. It all comes down
to helping the patient understand and take the lead in their
own health; certainly, with the help of the HCPs and their
next of kin. This indicates that the families need to take on
a new role,? as do the HCPs. The HCPs in this study (like
those in previous research) indicated that the HCPs knew their
previous roles in their normal context, but needed guidance
or support when adopting a new approach whereby their
role developed more into that of a facilitator.** Some HCPs
in the study mentioned that they used the team conferences
for support, but also suggested that scheduled training would
be of relevance.

According to our findings, the HCPs are fully convinced
that PCC is the optimal approach for this patient group.
They also convey a belief that almost all patients would
benefit from PCC. Patients need to be capable and take an
active role in the partnership. One informant mentioned that
you can use this approach even with patients with cogni-
tive impairment, but in a different way, ie, talking to their
next of kin and getting to know the patient through them.
In doing this, you will be able to learn about the patients’
habits and wishes. Previous research shows that PCC might
be better suited for younger and more educated persons, .
This study stated that HCPs found the approach very suit-
able for capable patients with a willingness to strive for
a better QoL.
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Some HCPs mentioned the complexity in shifting
their way of working and that there are many work-related
issues to consider, such as medical records and administra-
tive routines. Implementing a new concept at a hospital is
surely a challenge.!? The traditional way of working was
not always well adapted to the new approach; one example
given by the HCPs was that the medical records had not been
updated to suit PCC. Suggested improvements included
a combined medical record template that both RNs and
physicians could use.

Previous research shows that working with PCC requires
aholistic view of the patient,''>*2therefore, getting the right
HCPs could be an important component in getting everything
on track. In this study, it was reported that HCPs in traditional
settings are sometimes unwilling to change, claiming that
they have always worked in a particular way and it has worked
out nicely. The HCPs in the study mentioned that HCPs must
take an interest in adopting this new way of working. Previous
research indicates that an understanding of PCC was impor-
tant to the HCPs.!23235 Almost all the HCPs in this study, at
their own initiative, had applied for a position at this clinic
based on their own interest. One HCP was scheduled to work
at the clinic when a colleague suddenly became sick, and this
HCP was not interested in PCC at all. The new approach also
includes working together with the patient’s next of kin in
a different way. As one RN mentioned, there is no point in
spending time at the meetings talking about dietary changes
when the patient does none of the cooking in the household;
rather, it is better to wait until the partner who, in fact, does
the cooking is there. The HCPs found that getting to know
the patient and their social situation is helpful in deciding
on different kinds of solutions. This means that some HCPs
found that there is no point in proposing things that the
patient is not able to do, from an economic, social, nursing,
or medical perspective. If the patient needs something, it
must be proportional to their ability. For example, if monetary
barriers arise, HCPs may suggest solutions to manage them
if they know the situation the patient is in. The importance
of building a special partnership with the patient according
to PCC has also been found in previous research.'3

Some of the HCPs mentioned that PCC was more time-
consuming, at least in the beginning. The meaning of PCC
is that from a longer perspective it will save time for both
patients and HCPs. In traditional care, before even meeting
the patient the HCPs have read their medical journal and
often already decided what the problem is, only based on this
reading. The patient’s questions are in less focus, since the

HCPs must finish the meeting on time as other patients are
waiting and there is a tight schedule at the clinics. Working
with PCC and letting the patients decide the agenda more
or less forces the HCPs to listen to them in a different way.

In an ideal PCC meeting, the patient is the one who
decides what subject to discuss. The patient must feel that
their problem will be taken care of. Traditionally, in health
care settings, HCPs do not always strive to reach an under-
standing with the patient. In PCC, the understanding and
the teamwork provide for a good relationship and create the
possibility for the patient to have good compliance in their
medications, for example, and to therefore be alert to side
effects and other problems: it is based on the patient under-
standing their condition.

As part of the aim of this study, a comparison was made
of the observations and the interviews, and the discrepancies
noted were few. The HCPs all understand PCC and how it
will be implemented in the daily work at the clinic. However,
in some senses, there were differences. In all interviews the
HCPs said that they started the meeting with an open ques-
tion, asking the patient what they would like to talk about or
how they felt. However, studying the observations showed
that this was not true as a few HCPs did not. Even if the
HCPs’ intentions were good, one could note that they often
did not wait for the patient’s answer or truly listen to what
they said. This was clearly seen when observing a particular
HCP, who used terminology the patient did not understand
and only sat at the computer for the entire meeting, reading
from the medical journal. Inadequate staffing, found to be
a barrier to working with PCC,3? was also mentioned by
some of the HCPs in this study. Some HCPs pointed out that
proper training about the concept of PCC was needed. They
all had to use self-study to improve their skills, and it might
be noticed in the observations, as they, to some extent, had
slightly different ways of working.

Methodological considerations

The strength of this study is the combination of interviews
and observations. The researcher was able to observe whether
the HCPs actually worked person-centered as they reported.
The majority of the observations were done before interview-
ing the staff. This was an advantage, since informants were
not able to act in some particular way they perceived to be
pertinent to the study as they did not know the specifics of the
topic. Another strength was that everyone who was observed
was also interviewed. Being a single observer is perhaps also
a limitation due to the fact it is only one person’s observa-
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tions. In this study, the observation material was discussed
with the co-authors throughout the observation period. The
combination of methods also strengthens the validity and reli-
ability of the study.* In regard to the number of observations
conducted, the continuous analysis indicated that enough data
had been gathered to inform the research aim.

Being an RN, the observer (ie, the first author) had the
advantage of having the knowledge to understand everything
that was said during the observations. However, this could
place a certain bias when understanding the observations.
Being an HCP perhaps also made it easy to blend in to the
hospital environment as well as the group of other HCPs at
the clinic. As the clinic treat patients with combination of
three major types of diseases, it is a very complex medical
and nursing challenge. One limitation is that the study only
explores the HCPs’ experiences and enactment of PCC at
one clinic and hence the findings may not directly be trans-
ferable to other settings. However, the study may be helpful
in other areas when introducing PCC or as a part of further
PCC training.

Future research

This study highlights the experiences of PCC from the HCPs
perspective and its application in clinical practice. It is also
important to study the experiences of the patients and their
next of kin, in order to get a better understanding of the PCC
approach. There is a need for more research highlighting the
views of the HCPs in other settings.

This study raises new questions regarding working with
PCC, such as “What components enable a successful way of
working with PCC?” “Is PCC dependent on the HCPs that
provide the care?” “Does PCC result in improved patient
outcomes?” “How do patient perceptions of PCC compare
with HCP perceptions?”

Conclusion

According to the HCPs, working with a PCC approach means
that everything and everyone is gathered around the patient.
The HCPs assumed that this means you need to have a holistic
view of the patient at all times during the care. You must get
to know the patient well enough to be able to tailor unique
care to each patient. The HCPs’ intention is to get to know
the patients and their wishes, needs and capabilities, as well
as their knowledge about their diseases. Working with PCC
also leads to altered roles whereby the HCPs need to meet
the patient in their current situation and state of mind, on that
particular day. It also means other approaches to conversa-
tions and meetings, and involving the patient’s next of kin

in a different and more active way in the care. Some HCPs
claim that this approach was not new to them, but is rather in
line with how they have always cared for their patients. The
study showed some discrepancies in the observations vs the
interviews, as some HCPs did not apply their views in their
meetings with patients.
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