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ABSTRACT

Objectives Patient-reported outcome measures

(PROMs) provide insight into patients’ experienced

health and needs, and can improve patient—professional
communication. However, little is known about how to
discuss PROM results. This study aimed to provide in-
depth knowledge of patients’ and healthcare professionals’
experiences with and perspectives on discussing PROM
results as part of routine dialysis care.

Design A qualitative study was performed using

an interpretive description approach. Individual
semistructured interviews were conducted with 22
patients and healthcare professionals. Interviews focused
on general and specific situations (eg, addressing sensitive
topics or when no medical treatment is available).
Interviews were transcribed verbatim and analysed
inductively using thematic analysis.

Setting Participants were purposively sampled from eight
dialysis centres across the Netherlands.

Participants Interviews were conducted with 10

patients receiving dialysis treatment and 12 healthcare
professionals (nephrologists and nurses).

Results Patients and healthcare professionals provided
practical guidance for optimal discussion about PROM
results. First, patients and healthcare professionals
emphasised that PROM results should always be
discussed and indicated how to create a suitable setting,
adequately prepare, deal with time constraints and use
PROMs as a tool for personalised holistic consultations.
Second, patients should actively participate and healthcare
professionals should take a guiding role. A trusting
patient—professional relationship was considered a
prerequisite and patient—professional interaction was
described as a collaboration in which both contribute

their knowledge, experiences and ideas. Third, follow-

up after discussing PROM results was considered
important, including evaluations and actions (eg,

symptom management) structurally embedded into the
multidisciplinary treatment process. These general themes
also applied to the specific situations, for example: results
should also be discussed when no medical treatment is
available. Though, healthcare professionals were expected
to take more initiative and a leading role when discussing
sensitive topics.

STRENGTHS AND LIMITATIONS OF THIS STUDY

= Semistructured interviews elucidated in-depth
knowledge of the optimal way to discuss patient-
reported outcome measure (PROM) results, filling
this knowledge gap in the published literature.

= Participating patients and healthcare professionals
had experience with using PROMSs in routine (chron-
ic) care setting, resulting in practical guidance that
is directly applicable to real-world practice.

= Robustness of the results was demonstrated by ex-
ploring specific situations (eg, addressing sensitive
topics) in addition to the general context.

= Despite efforts to achieve heterogeneous samples,
the results are shaped by people who are willing to
participate, which may limit the transferability of the
findings.

= Researchers’ experiences and preconceptions may
have coloured the results (ie, research reflexivity),
even though multiple researchers with different
backgrounds have performed interviews and inter-
preted data.

Conclusions This study provides insight into how

to organise and conduct conversations about PROM
results and lays the foundation for training healthcare
professionals to optimally discuss PROM results in routine
nephrology care. Further research is needed to provide
guidance on follow-up actions in response to specific
PROM results.

INTRODUCTION

People with advanced chronic kidney disease
(CKD) experience numerous physical and
emotional disease-related symptoms, which
have a major impact on their lives and health-
related quality of life (HRQOL).'™ Although
HRQOL and symptom burden have been
regarded as highly important by patients and
healthcare professionals,"® these outcomes
often remain undiscussed and un(der)
treated in regular practice.” ®7 This may in
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part be explained by the fact that patients do not share
everything by themselves, for instance, because they do
not talk easily about sensitive topics or assume their symp-
toms are not CKD related or cannot be treated.*" In
addition, healthcare professionals may consider it chal-
lenging to inquire about patients’ wide range of symp-
toms and needs, for example, due to time limitations, and
remain largely unaware of symptom burden.” !

Patientreported outcome measures (PROMs) are
questionnaires that assess aspects of patients’ perceived
health, such as HRQOL and symptom burden, and are
reported by the patients themselves.'> PROMs can play
an important role in solving the underrecognition of
patientrelevant outcomes by providing insight into and
facilitating communication about patients’ HRQOL,
symptoms and needs.” " *'® Integration of PROMs into
routine care has the potential to contribute to a more
person-centred approach, incorporating patients’ expe-
riences and needs complementary to traditional clinical
measures. This provides patients and healthcare profes-
sionals with a more complete perspective on how the
patientis really doing and could enhance shared decision-
making about treatment choices.” '*™'®

In the Netherlands, PROMs are implemented into
routine dialysis care since 2018.° Patients are invited
1-2 times a year by their care team to complete PROMs
on symptom burden and HRQOL.? " After completing
PROMs, patients and healthcare professionals receive a
patient’s individual PROM report and are encouraged
to discuss PROM results during the upcoming consulta-
tion.? Previous research suggests that using PROM:s facil-
itates patient—professional communication by providing
overview and insights, and by prompting discussions
about topics that are important to patients.”*’ However, it
also reveals several challenges in organisation and conver-
sations about PROM results, including: lack of incorpo-
ration of PROM results into electronic health records,
limited time during consultations and lack of knowledge
on how to interpret and discuss PROM results.”’ ™ PROMs
are relatively new in routine dialysis care, and although
research emphasises the need to discuss PROM results,
little is known about the most optimal way to have this
conversation.” '* ** Therefore, this study aims to provide
in-depth knowledge of patients’ and healthcare profes-
sionals’ experiences with and perspectives on discussing
PROM results as part of routine dialysis care.

METHODS

Design and participants

A qualitative study was performed using an interpretive
description approach. An interpretive description meth-
odology captures the experiences and perspectives from
practice, and intends to gain a deep understanding of the
topic athand and to generate knowledge that can enhance
clinical przlctin:.27_29 Individual semistructured interviews
were conducted between April and September 2021,
with patients receiving dialysis treatment and healthcare

professionals involved in dialysis care—all experienced
with completing and discussing PROM results. Purpo-
sive sampling was applied to capture perspectives from
a heterogeneous patient sample based on age, gender
and dialysis modality (haemodialysis (HD) or perito-
neal dialysis (PD)) and healthcare professional sample
based on age, gender and occupation (nephrologists
and nurses). Participants were recruited from eight dial-
ysis centres across the Netherlands (Provinces Gelder-
land, Noord Brabant, Noord Holland, Overijssel, Zuid
Holland, Utrecht) participating in the Dutch PROMs
registry. Healthcare professionals were recruited through
the researcher (EMvdW) and patients through their care
team, until data saturation was reached (ie, when little
or no new concepts arose from subsequent interviews).”
All participants received written study-information and
provided written informed consent. Recommended
guidelines and checklists (eg, the COnsolidated criteria
for REporting Qualitative research) were used to conduct
and report this study.”" *

Interview and data collection

An interview guide (online supplemental table S1) was
developed based on previous research,” ® ' # # discus-
sion among the research team and in collaboration with
four patients from regional and national kidney patients
associations (Diavaria and NVN). Individual interviews
were performed through videocalls (Zoom)® or by tele-
phone for patients without access or skills to use elec-
tronic devices. Interviews were carried out by two female
researchers: EMvdW (health scientist, PhD candidate)
and JM (medical scientist, PhD candidate), who were
trained by an experienced qualitative researcher, YM
(medical psychologist, PhD). No relationship existed
between participants and interviewers. Interviews were
digitally recorded and field notes on non-verbal commu-
nication were made.

Prior to interviews, participants completed a brief ques-
tionnaire to collect sociodemographic information. In
addition, patients completed the PROMs used in Dutch
dialysis care®: 12-item Short Form Health Survey™ to
assess generic HRQOL and Dialysis Symptom Index'? *
to assess CKD-specific symptom burden. Patients received
their personal PROM report and healthcare professionals
received a mock PROM report.

During the interviews, participants were asked about:
experiences with and perspectives on optimal ways to discuss
PROM results (part A), and perspectives on dealing with
specific situations that might complicate discussions about
PROM results (part B). All questions were open-ended and
responses were further explored using additional questions
and probes. Participants received a summary of the main
findings at the end of the study.

Analysis

Interviews were transcribed verbatim. Transcripts were
analysed inductively using thematic analysis.”**” Open line-
by-line coding of transcripts was done by two researchers
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(EMvdW and JM). Coding strategies and interpretations
were discussed with a third researcher (YM) to ensure
consistency. Subsequent analyses were performed in two
parts. Part A: experiences and perspectives on optimal
ways to discuss PROM results were analysed. Axial coding
was applied by constant comparison, grouping similar
concepts into themes and organising them hierarchically.
Preliminary themes were discussed within the multidis-
ciplinary research team to ensure triangulation. Part B:
data about specific situations were compared with iden-
tified themes from part A; in other words, did the same
or different themes apply to these specific situations?
Analyses were performed using Atlas.ti (Atlas, Berlin,
V.9). Finally, illustrative quotes were selected and trans-
lated from Dutch to English by one researcher (JM) and
translated back (ie, from English to Dutch) by a second
researcher (EMvdW) to ensure accuracy.

Patient and public involvement

Four patients from regional and national kidney patients
associations (Diavaria and NVN) were involved in the
development of the interview guide. One patient repre-
sentative (JAJB) is part of the research team and was
involved in designing the study, interpreting the results
and revising the manuscript.

RESULTS

Participant and interview characteristics

All characteristics are shown in table 1. In total, 22 inter-
views were conducted with 10 patients and 12 healthcare
professionals. Interviews lasted on average 61+15min.
Patients’ mean age was 62+15 years, half of them was
male, seven patients received HD and three PD. Eight
nephrologists and four nurses participated, with a mean
age of 52+7 years and four of them were male.

Part A: experiences and perspectives on optimal ways to
discuss PROM results

Three overarching themes were identified and will be
discussed below, with corresponding subthemes and illus-
trative quotations. Additional quotations are provided in
table 2 .

1. Theme 1: Organisation and basic principles of discussing PROM
results

Patients and healthcare professionals described expe-
riences and advised on how to organise conversations
about PROM results, such as organising a suitable setting,
adequate preparation and dealing with time constraints.
In addition, they described that PROMs should be consid-
ered a tool for personalised holistic consultations and
PROM results should always be discussed.

1.1 Suitable setting for discussing PROM results

Patients and healthcare professionals gave a univocal
description of how conversations about PROM results
should be organised. First, PROM results should be avail-
able on time: they recommended to invite patients to

complete PROMs 2-6 weeks in advance and announce
that PROM results will be discussed, in what way and for
what purpose, to ensure patients do not think ‘nothing
is being done with it’. Second, patients and healthcare
professionals stated that PROM results should be discussed
face to face in a consultation room that ensures a safe
and private setting. PROM results were mostly discussed
during annual consultations, which was considered very
suitable. They advised that patients discuss PROM results
with the nephrologist or nurse who knows the patient
best. Many recommended to invite the patient’s partner
or a close relative, as this may provide valuable insights for
all attendees. Third, all patients and healthcare profes-
sionals considered a conversation about PROM results
once per year sufficient. Some patients and healthcare
professionals suggested to schedule additional conver-
sations when many symptoms or important changes in
treatment or health occur.

1.2 Preparations by patients and healthcare professionals

All patients and healthcare professionals advised that
both prepare for conversations about PROM results. They
suggested that patients think beforehand about their own
results, whether they have questions, and what they would
like to discuss and receive support on. They advised
healthcare professionals to examine which topics emerge
from the PROM results and which treatment options are
available; this helps to inform patients and quickly get to
what is important to them:

You should not open the list when you are already
there with your patient. Take some time to prepare
it, to discuss it, and then it really is an addition to the
annual consultation. (Nurse/50-60y)

In addition, healthcare professionals indicated that
they always prepared discussions on PROM results.
Patients and healthcare professionals indicated that in
practice patients often did not prepare, for example,
because it was not clear to patients that, when and how
PROM results would be discussed.

1.3 Dealing with time constraints

Most healthcare professionals and some patients experienced
time constraints. Often, more topics emerged from PROMs
than can be discussed during one consultation. Healthcare
professionals indicated that they solve this by prioritising
and focusing on the most important 3—4 topics, identified by
patients or themselves. Some healthcare professionals indi-
cated that PROMs also save time, because you get to the point
more quickly: more information is gained, but with PROMs
there is no need to spend time asking questions about symp-
toms that patients do not have:

People who use PROMs are especially happy that they
can work in a more focused way and that they do not
lose time. (Nephrologist/50-60y)
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Table 1 Participant” and interview characteristics

Patients (n=10)

Healthcare professionals (n=12)

Gender, male 5(50.0) 4 (33.3)
Age, years 62.1+14.5 52.0+7.0
Marital status

Married/partnered 7 (70.0) 10 (83.3)

Widowed/single 3(30.0) 2 (16.7)
Ethno-cultural groupt, Dutch 10 (100.0) 12 (100.0)
Educational levelt

Low 2 (20.0)

Middle 5 (50.0)

High 3 (30.0) 12 (100.0)
Employment

Full time 1(10.0) 8 (66.7)

Part time 1(10.0) 4 (33.3)

No, retired 5(50.0)

No, disabled due to health 3(30.0)
Years since diagnosis 17.5 (10.8-24.8)
Years since dialysis initiation 4.5 (2.9-16.5)
Dialysis modality

HD, centre 6 (60.0)

HD, home 1(10.0)

PD 3 (30.0)
Dialysis sessions per week

2 sessions (HD) 1(10.0)

3 sessions (HD) 4 (40.0)

4 sessions (HD) 2 (20.0

7 sessions (PD) 3 (30.0)
PROM scores

Physical HRQOL (0-100) 37.6+9.0

Mental HRQOL (0-100) 51.3+10.3

Number of symptoms (0-30) 8.7+4.1

Symptom burden score (0-150) 22.0 (15.8-27.3)
Healthcare profession

Nephrologist 8 (66.7)

Nurse practitioner 2(16.7)

Nurse 2(16.7)
Years involved in dialysis care 20.2+7.7
Experience with PROMs results, times discussed§ 2.0 (1.0-3.0) 20.0 (12.0-35.0)
Interview duration, minutes 63.2+16.5 58.4+13.5
Interview setting

Face to face (videocall) 6 (60.0) 12 (100.0)

Telephone 4 (40.0)

Descriptive statistics were conducted using SPSS (IBM, V.25.0): participant characteristics were presented as number (proportion), mean+SD or

median (IQR) where appropriate.

*Additional information regarding non-participation: two more female nurses provided informed consent, but cancelled the interview and withdrawn
from the study due to too busy schedules (data not shown).

1Self-reported ethno-cultural group: ‘What ethnic group do you consider yourself belonging to?’.

FEducational level according to International Standard Classification of Education levels 2011, classified as low: primary, lower secondary or lower
vocational education; middle: upper secondary or upper vocational education; high: tertiary education (college/university).

§During the interview, participants were asked to estimate the number of times they had discussed PROM results as part of routine dialysis care.
HD, haemodialysis; HRQOL, health-related quality of life; PD, peritoneal dialysis; PROM, patient-reported outcome measure;
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Table 2 lllustrative quotations of patients and healthcare professionals for identified themes and subthemes (part A)

1. Organisation and basic principles of discussing PROM-results
1.1 Suitable setting for discussing PROM-results

That she says “well, we will plan a consultation and we will actually discuss those subjects”. That makes that you come to the
consultation with a different attitude. (Patient, age: 70-80y)

Maybe it should be told more clearly in advance that the PROMs will be discussed during the annual consultations, and that the
PROMs determine what will be discussed during the consultations. (Nephrologist, age: 50-60y)

What I find difficult with PROMs is that patients also participate in research and already get so much questionnaires.(...)And because
they get the same questions from different angles, they get the idea that nothing is happening with it. (Nurse, age: 50-60y)

| think the annual consultation is actually ideal, because then you are alone with the patient instead of in the shared dialysis room. It is
easier then to discuss such sensitive topics. (Nephrologist, age: 50-60y)

Yes, | believe that the nephrologist is the right person. Why? Because they know the person. And two, they know the numbers of the
patient. The lab values, because they have them, so they can give their medical opinion on it. (Patient, age: 40-50y)

A dialysis patient is never actually sick by themselves, their surrounding suffer from it too. And this is also an opening to talk about
that. (Nephrologist, age: 40-50y)

Well once a year, | think, is more than enough. Unless someone indeed has a lot of issues, maybe then it is interesting to do it more
often. (Patient, age: 40-50y)

1.2 Preparations by patients and healthcare professionals

| prepare myself for this consultation, but | also expect that from you (the healthcare professional). (Patient, age: 70-80y)

Well, maybe, they (patients) underestimate their input, also in the preparation.(...)So, like “this may help you to prepare for the
conversation and it would be useful if you select the point of attention that you would like to discuss, that you find important”. Then
you put the balance and interests a bit towards the patient. But my experience is that my patients don’t come into the consultation
room that way... (Nephrologist, age: 40-50y)

For people who may find it difficult or not dare to say it at the moment: write it down beforehand. Write down what bothers you and
what you want to talk about. (Nephrologist, age: 40-50y)

Leading up to the conversation | have a piece of paper at hand and write down all the questions that come to my mind. She
(nephrologist) laughs when | take out the piece of paper and says “let’s go”. (Patient, age: 70-80y)

The conversations are better, because you already know the patient’s experience. You are prepared, you can better come to a solution
and the patient feels better heard. (Nephrologist, age: 30-40y)

1.3 Dealing with time constraints

We are always puzzling with our time, so we have to prioritise. (Nurse, age: 50-60y)

The advantage is immediately also a disadvantage, because you now get a complete picture, but then you have to make a selection
again of the things we can do something about and what we are going to work on. (Nephrologist, age: 50-60y)

Look, now it is also a time issue, a certain time has been set aside for it and then you cannot go through the entire questionnaire in
detail. (Patient, age: 70-80y)

It is also much more efficient for me as a doctor.(...)For patients that did not complete the PROMs, | do not ask 30 questions about
symptoms, there is no time for that. (Nephrologist, age: 30-40y)

1.4 PROMs as tool for personalised holistic consultations

Well, | find it extremely insightful and useful. New things come up, even when you see someone weekly and ask them how they are
doing. If you look at the Dialysis Symptom Index especially, sometimes complaints and things come up that bother people a lot, and
which they otherwise would have never told about, and which | apparently have not asked them about specifically before. | think that
is very valuable. (Nephrologist, age: 50-60y)

Well, it makes you think about your own situation. That is the positive thing of it. (Patient, age: 70-80y)
These (PROMs) also highlight questions that you, and maybe even a doctor, would not normally ask. (Patient, age: 40-50y)

| think it is a great addition to the conversation, because you now hear directly from the patient what he/she experiences. So it gives
you the opportunity to primarily focus on what the patient reports as most burdensome. (Nephrologist, age: 50-60y)

Well, to me it is very important that it comes from the patient. Do not necessarily only look at the numbers. The colours can help you
to identify where the biggest problems occur, but you should try to ask the patient what he thought of filling it in and what he thinks
are the most important outcomes. (Nurse, age: 50-60y)

| use it as a topic of conversation, and do not show ‘you score very low on this’. It feels different then, as if they get some sort of
grade, like ‘you did a bad job’. (Nephrologist, age: 50-60y)

I am not here for the kidney. | am here for the patient. (Nephrologist, age: 30-40y)

That you want to see the progression of PROMs over time. So those PROMs should be in the electronic health record, in a kind of
dashboard, so that you can quickly see what is going on. (Nephrologist, age: 50-60y)

1.5 Always discuss PROM-results

Continued
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Table 2 Continued
You should not have them fill in the questionnaires and leave it at that. If that happens the questionnaires may not be filled in year after
year. If you have been mentioning something for years and nothing is being done with it... Yes... (Nurse, age: 50-60y)

My role is to make clear everything can be discussed, that the patient feels invited to share complaints, that | am open to talking about
that too.(...)And then the patient decides how long and how extensively we talk about it. (Nephrologist, age: 40-50y)

There is nothing as annoying as coming in with questions and still leaving with questions. (Patient, age: 60-70y)

Maybe sometimes as a doctor you get that feeling of “there is nothing | can do about it, why would | discuss it then?”, but for a
patient it can be enough to know that they are not the only one, that it is part of the disease, or that it is because of their diabetes and
vascular disease and dialysis. The doctor cannot do anything about it, but at least | understand why. (Nephrologist, age: 40-50y)

When it is continuously being made discussable it diminishes the burden I think.(...)They can explain what is happening, why
something is not possible and why something is not necessary, and what may be the consequences. Well, that can be very reassuring
for the patient, | think. (Patient, age: 70-80y)

The nurse can often reassure you, or well, to the extent that the subject remains discussable. | think having a listening ear is just
important. (Patient, age: 60-70y)

2. Roles of and interaction between patients and healthcare professionals
2.1 Patient’s role: active participant

You want the patient to take a more directive stance, but we are not there yet. That will gradually become the case. | mean, the
moment that they are more familiar with it and can compare with previous times, then | think it will go the way you want it to.
(Nephrologist, age: 60-70y)

Well | think the nephrologist should (take the initiative). | am the one who has ticked the boxes, but that is to indicate how | am doing. |
do not see that | should then take the lead in the conversation and say “let’s talk about the PROMSs” or “I have filled this in for this and
this reason”. (Patient, age: 70-80y)

That he/she (the patient) initiates what to discuss, and also thought about ideas... on how problems can be solved, or what is
supportive. Together, together searching for the best solution. That is, | think, also with compliance, when the patient feels he is
cooperating and that you decided together how to continue, that it works better. (Nurse, age: 50-60y)

Well, things about dialysis and kidneys; she (healthcare professional) knows more about that. But everything beyond that, the
complaints | have, then it often comes more from my side than before. (Patient, age: 30-40y)

But | was always the one that had the last word and | enjoy that because | am the boss of my own body and not the doctor, just to be
clear. (Patient, age: 40-50y)

2.2 Healthcare professional’s role: guide

Uhm yes, | think that as a healthcare professional | am in the lead, because the patient comes into the conversation with an open mind
and does not feel a clear purpose in that conversation. So | think it is quite an open approach, in which | am more in the lead than

the patient is. It is not that | am not open to the patient being more in control, but yeah, they do not see the purpose of it in advance.
(Nephrologist, age: 40-50y)

And | notice that it is quite difficult to assign that role to the patients, because before you know it, if the patient does not pick it up, you
are back in your old role. (Nephrologist, age: 60-70y)

The opening is then with the nephrologist, who says “| see that you have filled this in”. That is how | would do it. Asking “How did you
get that answer?”, “What is on your mind” and “ What is going on?”. (Patient, age: 70-80y)

Because nowadays the doctor more often has an advisory role, instead of a decisive role. And yes... It has actually always been that
way. We have always though that they know much better, so we will just do what they say. But in the meantime people are becoming
more stubborn and it might also be useful to improve communication in that regard. (Patient, age: 30-40y)

| think it is good to articulate that you see what is happening, because you cannot decide for someone if they do not want to talk
about it or if they just find it hard to talk about it. (Nephrologist, age: 40-50y)

| think sometimes we talk too much, but that above all we should also listen very carefully. We should also listen to non-verbal signals
and uhm, really connect, try to feel, to understand what that patient wants from you. (Nephrologist, age: 40-50y)

2.3 Trusting patient-professional relationship

| think in that sense we do have a trusting relationship with the patient, where they have to feel the freedom to discuss everything.
(Nephrologist, age: 40-50y)

How the doctor and patient interact with each other. | know nephrologists in the hospital and | even know what they have for dinner so
to speak. That is how the communication is. But for the patient that is of course simply amazing. Because if something is up, you can
bring it up much more easily. | think that that works much better for the patient, also in the treatment plan. (Patient, age: 60-70y)

First, there must already be a trusting relationship between the healthcare professional and the patient. That is extremely important.
| always think about how | would experience something. And if the doctor was a complete stranger to me, | would also think “well,
never mind.”. So | think trust is extremely important. (Nurse, age: 50-60y)

And | also expect that from the nephrologist, when you know each other already for 10-12years. This guiding through the trajectory...
until, yeah, when you don’t need to go to the hospital anymore... (Patient, age: 70-80y)

Continued
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There needs to be a relationship over a longer period, otherwise you cannot discuss these topics.(...)Because she (nephrologist) can
tell me ‘you can always talk with social work’, but then | feel like 'ok, but | have not known them for 10years'. Of course, it could be
(helpful)... but, the doctor knows me and my situation. (Patient, age: 70-80y)

Something was bothering me once, and immediately there was a social worker right in front me. | really do not want all that. (Patient,
age: 60-70y)

This is much more human. How do you experience this, what does it mean for you and your environment?(...)So now when a PD
nurse calls me by my name, | notice that. | like that. But | remain the patient and she remains the healthcare professional. The roles do
not change, but the relationship becomes a bit more human. | experience that to be very pleasant. (Patient, age: 70-80y)

2.4 Patient-professional collaboration

It is actually always a two-way. Like, | myself or the doctor of course asks a question, and search for a solution... The doctor gives
options and then | respond what | think is best, what fits me best, because | am still the boss of my own body and my lifestyle.
(Patient, age: 40-50y)

Well | think just 50/50... Sometimes | have something to add and sometimes she has something to add. And yes, just have a
conversation from person to person. (Patient, age: 50-60y)

Well, | think it is important that as a patient you do no put yourself in the underdog position. | think it is best if you feel a little bit equal
to each other. In that manner you might actually remove some barriers for the patient. (Patient, age: 60-70y)

A new integration into your consultations, you have to find a mode in that. (Nurse, age: 50-60y)

| think the biggest barrier is that there are... yeah, | call them ‘old-fashioned-doctors’ or ‘my-will-is-law-doctors’... That’s were the
biggest hurdle is, | think. (Patient, age: 30-40y)

Not everyone takes the floor. That also has to do with generations. Young people will do that, that is no problem. But older people,
yeah, they find it difficult. (Nephrologist, age: 60-70y)

Sometimes there are cultural differences. Something that we may consider normal to talk about, can be something you do not talk
about for them. | think that at some point there has to be respect for that too. (Nurse, age: 50-60y)

We have a multicultural group of patients. So there is a language barrier and yeah, then discussing something like sexuality with an
interpreter in the middle... So certain topics may remain underrecognized, just because of the circumstances. (Nurse, age: 50-60y)

3. Follow-up on PROM-results discussions
3.1 Follow-up actions and evaluations embedded into treatment process

| think that action points should be formulated, so that is what | do. There should also be some sort of feedback towards the patient,
so | write that down as well and | often bring that up during the dialysis visits. So | build in these kinds of moments of evaluation.
(Nephrologist, age: 30-40y)

Uhm yes, those are often more supportive types of treatment. | believe that it is not about the major decisions surrounding dialysis
and transplantation, but more focused on things like do we have to lower the phosphate levels, is the patient anaemic, should we do
something about the fluid retention because the patient experiences shortness of breath? So it is more about the finetuning than the
bigger picture. (Nephrologist, age: 50-60y)

My doctor often looks at what is important and what to discuss. And where... for them it is more like where the most benefit can be
gained. (Patient, age: 30-40y)

Yeah, quality of life, | find more difficult to act on. | actually look into what is the problem and is this something we can solve.(...)And
that has to do, I think, with that we as doctors like to do something. (Nephrologist, age: 50-60y)

And it doesn’t have to be an answer that solves all my issues. That is not what | mean. More like, is there an answer? (Patient, age:
40-50y)

Ideally you would have a treatment or guideline available for every complaint, so you can treat the patient and evaluate whether the
symptoms are decreasing. (Nephrologist, age: 40-50y)

3.2 Multidisciplinary process

Kidney patients often have a multitude of problems. | think that for a doctor, or for a nephrologist in this case, it is very important to
acknowledge that there are other problems and to refer the patient if necessary. (Patient, age: 60-70y)

| am now kind of the playmaker that says “this should go there, and that should go there”. (Nephrologist, age: 50-60y)

Look, when you are on dialysis the nephrologist is your central doctor. So he/she is the starting point from which you can go in
different directions. (Patient, age: 30-40y)

| talk with colleagues, | email other healthcare professionals: can you answer this, is it ok if | do this or give that, so | ask for help.
Discuss. (Nurse, age: 50-60y)

We have of course multidisciplinary consultations, with social work, dieticians, and sometimes we invite spiritual caretakers or a
psychologist, or we invite the general practitioner to join online. And of course with the nurses and other colleagues, and then with that
group we look into what we can improve and where we can adapt the treatment plan. (Nephrologist, age: 50-60y)
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1.4 PROMs as tool for personalised holistic consultations

Many healthcare professionals and some patients argued
that PROM:s are a tool to improve communication during
consultations:

Discussing PROM-results is not an aim in itself,
it is a tool to conduct the conversation well and
to do justice to what is important to the patient.
(Nephrologist/40-50y)

Many patients and healthcare professionals stated that
using PROMs during consultations helped to focus on
what is important to patients. They shared that PROM
results can serve as a ‘conversation-starter’ to discuss
topics that were otherwise not brought up—PROM topics
but also overarching topics such as treatment continua-
tion or death. In addition, some patients and healthcare
professionals described that PROM results can stimulate
self-reflection and awareness in patients, which may result
in better understanding and confirmation of their experi-
enced health, although it can also be confronting:

At times I find it difficult to hear that my condition
is less good than that of a seventy-eighty year old. On
the other hand, it is also something that I clearly run
into: it really bothers me more than others, so it also
validates thatI didn’tjust make it up. (Patient/30-40y)

Furthermore, many healthcare professionals and some
patients indicated that the overview of PROM results and
comparison of scores with other dialysis patients, provides
asense of ‘how someone is doing’ and insight into ‘whatis
normal’. Some of them emphasised that this comparison
should only be used as a tool to better understand PROM
results, and not as a grade or treatment target. Although
most patients and healthcare professionals indicated
that using PROMs provided a more complete picture,
many healthcare professionals also mentioned technical
barriers: PROM results are not yet integrated into elec-
tronic health records, which makes it more challenging
to get a complete overview in combination with biomed-
ical results and to evaluate changes over time. Imple-
mentation into electronic health records was considered
an important next step to support personalised holistic
consultations.

1.5 Always discuss PROM results

Almost all patients and healthcare professionals indicated
that discussing PROM results is essential, and some even
argued that PROMs should only be collected on condi-
tion that results are discussed:

If you have indicated that you experience certain
problems, then it must be discussed, otherwise such a
questionnaire is useless. (Patient/60-70y)

Many patients and healthcare professionals indi-
cated that discussing PROM results is important ‘to
make clear that everything can be discussed, now or at
any given moment’, and that there is an opportunity to
start a conversation about it. Furthermore, patients and

healthcare professionals indicated that discussing PROM
results in itself, can already help: patients do not always
expect or want something to be done about symptoms,
but they do sometimes want to talk about it with their
healthcare professional—to inform them or to feel seen,
heard and understood by them:

A listening ear from the doctor is most important.
Whatever complaint you have, it can be small for the
doctor, but big for you. That you are taken seriously.
(Patient/60-70y)

In addition, patients and healthcare professionals indi-
cated that explanation and clarity (eg, about causes, prog-
nosis and treatment options for symptoms) is important
for patients, because better understanding can help to
accept and cope with the disease.

2. Theme 2: Roles of and interaction between patients and
healthcare professionals

Patients and healthcare professionals described the
patient’s role as active participant and the healthcare
professional’s role as guide. They indicated that a trusting
patient—professional relationship is a requirement and
affects what conversations about PROM results yields.
They described the interaction as a collaboration and
considered this the optimal approach.

2.1 Patient’s role: active participant

Patients and healthcare professionals described the
patient’s role as active participant in the discussion.
Healthcare professionals would like patients to take more
control when it comes to PROM results, but acknowl-
edged that this is not easy for all patients. Contrary, most
patients indicated that they usually wait for the healthcare
professionals’ initiative: even when they feel empowered
enough to articulate their experiences and needs, they
believe it is not their role to bring up PROM results or to
structure conversations:

During a consultation, I think I will feel empowered
enough to take the initiative. But still, the doctor
needs to give you enough space to do something with
it. (Patient/60-70y)

Both patients and healthcare professionals indicated
that, ultimately, patients decide whether or not some-
thing is discussed and follow-up actions are taken.

2.2 Healthcare professional’s role: guide

Patients and healthcare professionals described a guiding
role for healthcare professionals in taking initiative and
providing structure in PROM results conversations.
Healthcare professionals are expected to ask patients to
expand on their experiences and needs to gain a deeper
understanding, and to facilitate prioritising outcomes
and actions. Some healthcare professionals indicated that
they would prefer to be less steering in conversations and
find it challenging to facilitate rather than direct conver-
sations, especially when patients have a ‘wait-and-see’
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attitude. Patients indicated they are used to the health-
care professionals’ leading role and this also worked well
in discussing PROM results:

The healthcare professional should facilitate and
guide the conversation. So take someone by the hand
and ask questions. (Patient/40-50y)

Many patients and healthcare professionals considered
a personal approach as essential, for example: health-
care professionals should verify whether they have drawn
correct conclusions from PROM results and patients’
explanations, and whether they understand patients’
needs.

2.3 Trusting patient—professional relationship

Patients and healthcare professionals described that the
regular contact in dialysis care is a strong facilitator to feel
connected and build a trusting relationship, which was
considered a prerequisite to conduct adequate PROM
result conversations:

Depending on trust, you tell someone more or less.
(Patient/70-80y)

Some patients mentioned that the close relationship
can also give rise to expectations regarding healthcare
professionals’ engagement, which goes beyond neph-
rology care. Some patients and healthcare professionals
mentioned that feeling connected can be a reason why
patients sometimes prefer to talk about PROM results
with their nephrologist or nurse rather than other health-
care professionals (eg, social worker or psychologist),
while also acknowledging differences in expertise.

2.4 Patient-professional collaboration

Patients and healthcare professionals indicated that
discussing PROM results provides most benefits when
approached as a collaboration, in which patients and
healthcare professionals contribute their own knowledge,
experiences and ideas, and together consider what suits
the patient best:

We have an agreement that I will already think about
the solution myself. Then I come to her and explain:
“This is the complaint and I think this is the solution
for this reason’. Then she says what she thinks the
solution is. Then we discuss it and ultimately arrive at
the best solution together. (Patient/30-40y)

Many patients and healthcare professionals believed
that this person-centred collaboration is now more
adopted compared with the past. Some healthcare profes-
sionals explained that discussing PROM results takes
some practice to become familiar with and integrate into
consultations:

In the beginning, it was a bit uncomfortable, be-
cause you get a lot of information and you don't
know how to process and discuss it with the patient.
(Nephrologist/30-40y)

Patients and healthcare professionals indicated that
clear, open and honest communication from both
sides is very important, and considered it important
to acknowledge and verify non-verbal communica-
tion. Many healthcare professionals and some patients
mentioned that interpersonal differences, for example,
in cultural or religious beliefs, can make discussing
PROM results more challenging. It then takes more
effort to understand each other and to articulate needs
and suggestions:

When the patient’s view is very different and it goes
against my gut feeling. That are the most difficult
conversations. (Nephrologist/40-50y)

Some patients and healthcare professionals shared that
consequently, certain topics may remain undiscussed, for
example, sexual dysfunction in the presence of a family
member.

3. Theme 3: Follow-up on PROM results discussions
Patients and healthcare professionals stated that
discussing PROM results, including follow-up actions and
evaluation, should be part of routine care and integrated
into the multidisciplinary treatment process.

3.1 Follow-up actions and evaluations embedded into freatment
process

Patients and healthcare professionals indicated that it
does not stop after discussing PROM results: follow-up
actions and continuous evaluation over time are part of
this process:

That she [nephrologist] asks at the next consultation
‘Has it improved sir?’...So that you do not get a feel-
ing like 'the conversation is done, the results end up
in a drawer and the person [patient’s perspective]
does not matter'. (Patient/70-80y)

Several healthcare professionals stated there is a need
for guidance on how to act on PROM results: they now
tend to focus on symptoms for which they know treat-
ment exist and less on medically ‘non-treatable’ symp-
toms or HRQOL, because they like to have ‘something
to offer’. Many patients indicated that they desire expla-
nations and clarity about symptoms and their treatments,
even when there are only few or no treatments available.
Most patients and healthcare professionals described the
influence of PROMs as ‘fine-tuning’ of treatment, since
information and conversation about PROM results help
to personalise treatment:

With PROMs, you can support patients where they
experience problems. We used to look at laboratory
values and blood pressure, but sometimes patients do
not benefit from that. But if we work on the limit-
ed energy, we also build on a better quality of life.
(Nurse/50-60y)
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3.2 Multidisciplinary process

Patients and healthcare professionals described follow-up
actions on PROM results as a multidisciplinary process,
guided by patients’ attending nephrologist and/or nurse
practitioner—also called ‘the playmaker’ in this context.
This healthcare professional consults with colleagues
within (eg, during multidisciplinary meetings) and
outside the care team, and refers patients for appropriate
care:

There may be things that require other healthcare
professionals and then you refer [...] to the general
practitioner, other medical specialists and paramed-
ics. (Nephrologist/50-60y)

Patients and healthcare professionals considered
referral an appropriate response to certain PROM
results: patients should be able to discuss all topics with
their attending nephrologist or nurse practitioner, but
this healthcare professional is not expected to act on all
PROM results.

Part B: specific situations

Patients’ and healthcare professionals’ perspectives on
specific situations are described below, while highlighting
themes (by means of the letter “I’) from part A that
were most strongly reflected (see table 3 for illustrative
quotations). For all situations, similar themes emerged as
in part A. However, for sensitive topics, the roles of and
interaction between patients and healthcare professionals
slightly differed: compared with other topics, healthcare
professionals were expected and advised to take more
initiative and a leading role in conversations.

Situation 1: no changes or new topics

Patients and healthcare professionals emphasised that
when PROM results have not changed or revealed new
topics, it should still be discussed (T1.5), to verify inter-
pretation of PROM results (eg, because the patient’s
situation or opinion may have changed (T1.4)) and
whether the patient wants to further discuss it (T2). Many
mentioned that, due to the frequent contact between
patients and healthcare professionals (T2.3), topics may
have been discussed already. They stated that, in most
cases, it is then sufficient to only briefly discuss PROM
results, simply to confirm the situation is stable, that the
healthcare professional is aware of the PROM results and
that everything can be discussed (T1.5, T2).

Situation 2: sensitive topics

Patients and healthcare professionals indicated that
PROMSs can serve as a tool, ‘a conversation starter’, to
discuss sensitive topics such as sexual problems, depres-
sion and death, that probably remained undiscussed
otherwise (T1.4-1.5). In contrast to less sensitive topics
(compared with general topics from part A), both patients
and healthcare professionals experienced and advised
healthcare professionals to up the leading role and take
the initiative (T2.2) to talk about sensitive topics, ‘because

patients have already taken the first step by reporting their
complaints’. Many stated that the conversation should be
initiated by healthcare professionals as if it is any other
topic, suggesting that ‘it is normal to talk about these
topics’ (T1.5), but with additional care, for example: use
open questions, so that patients can decide what and how
much they want to share (T2.1). Healthcare professionals
should acknowledge and verify non-verbal communica-
tion, and ask whether patients want to talk about it at all
(T2), at that moment or later (to ensure a safe environ-
ment (T1.1) and feeling prepared (T1.2)), with this or
another healthcare professional (feeling connected and
trust are highly important (T2.3)), and with or without
others present (eg, partner or interpreter) (T1.1, T2.4).
Furthermore, all patients and healthcare professionals
indicated that topics such as sexual problems, depres-
sion and death can be difficult to discuss for the patient.
Although all patients recognised that such topics can be
challenging for healthcare professionals as well, only few
healthcare professionals confirmed this—most indicated
that ‘no topic should be difficult for them’.

Situation 3: no medical treatment

Patients and healthcare professionals indicated that also
outcomes for which there is no medical treatment avail-
able should be discussed, since patients experienced and
reported these complaints. They described that health-
care professionals can also support patients on these
topics by listening to them (T1.5) and referring them to
other healthcare professionals for non-medical support
(eg, regarding coping or lifestyle). Yet many health-
care professionals also described their discomfort when
discussing symptoms for which they feel there is no solu-
tion. Most patients, however, indicated that they do not
expect a solution for all symptoms, but do want expla-
nation and clarity on potential causes, prognoses and
options that may provide relief (eg, things they can do
themselves and/or with support from other healthcare
professionals (medical or paramedical)) (T3).

Situation 4: factors not related to kidney disease or dialysis
treatment

All patients and healthcare professionals emphasised that
everything can be discussed, whether or not it is directly
related to CKD or dialysis treatment (eg, comorbidities or
life events) (T1.5). The nephrologist or nurse is consid-
ered the initial person to discuss PROM results, as they are
the patient’s first point of contact, who have a complete
overview and understanding of the patient’s situation,
and can refer to the proper healthcare professionals for
additional support (T1.4, T2-3). Although most health-
care professionals acknowledge that everything can be
discussed with them (T1.5), they also strongly felt the
need to define their responsibilities and manage patients’
expectations towards them (T2-3). Many patients and
healthcare professionals described that identifying poten-
tial causes and responsible (para)medical fields also helps
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Table 3 lllustrative quotations of patients and healthcare professionals for specific situations in discussing PROM-results
(part B)
1. No changes or new topics

| actually have few or no complaints, so yes, then | think that it does not need to be discussed. Well, it can always be mentioned that “I
have looked at it and | see that you have no complaints or that you are doing fine with that.” (Patient, age: 60-70y)

Not much | think. If you have already discussed it extensively and nothing changes and the needs of the patient have not changed
either... Yes, then | take it for notice. (Nephrologist, age: 50-60y)

And you can of course, certainly for quality of life, raise the topic in general; what keeps the patient busy. And sometimes it happens
that you notice something and think hey, we should talk about that a bit further. (Nurse, age: 50-60y)

So then | would suggest that the doctor decides together with the patient, do you feel the need or do we skip it this time? (Patient,
age: 40-50y)

The answers may be the same, but the circumstances can vary. Yes, then you will have to have the same conversation, and maybe it
does not take as long. Yes, that is basically what happens medically as well. (Patient, age: 70-80y)

2. Sensitive topics

| do think that these are things that you should always discuss, yes. Because the more we discuss these kinds of things, the more the
taboo disappears, the easier it becomes to discuss these kinds of things. (Patient, age: 30-40y)

Yes, and maybe also to indicate that it's OK to talk about this. That you indicate as a healthcare professional that you find it normal
and that more people have problems with this. So that it also feels safe to talk about this.(...)Because yes, if it bothers them, it should
be possible to discuss it. (Nurse, age: 50-60y)

Yes, you know, (sexual dysfunction) it's at the top of the list as the most distressing symptom in male dialysis patients, yes... | mean,
the idea of that PROM is that you get insight into what bothers patients. Yeah, if this comes up then | think you can't ignore that. No
matter how uncomfortable the subject may be for many. (Nephrologist, age: 40-50y)

There are quite a few points that you say well, that is a bit more sensitive, perhaps also to the nephrologist. But | do think you should
be able to discuss that.(...)The patient experiences that and brings it up. So he (healthcare professional) has to meet him and indicate
“l would rather have that you discuss this with a colleague... I'm having some trouble with it.” So... Well, I'd only respect that. (Patient,
age: 70-80y)

Well, discreetly. The patient must of course feel safe, there must already be a trusting relationship, that is extremely important. | always
think for myself, how would | experience that? If the doctor were a complete stranger, | would also think well never mind. And also
mention that it may be a difficult topic, but that you will figure it out together. And the healthcare professional may also sometimes say
that he finds it difficult, and show a certain vulnerability. That can of course also comfort the patient. (Nurse, age: 50-60y)

It was about death, and a social worker was with me and stammered and | said hey, | don't know what you want to say, but just tell
me... Then you notice that not everyone is used to discussing certain topics. (Patient, age: 40-50y)

Well | think that the healthcare professional should first determine whether it is important to discuss; Do you think it is important to talk
about it? Do you want to talk about it? And what do you want to say about it? (Patient, age: 70-80y)

| just openly ask if they want to discuss it and if they say no | respect that. So there is also a kind of shared decision-making in which
topics you want to discuss together or not. We also discuss the possibility of discussing it with someone else and then it is up to the
patient... a patient also has the right not to discuss things with me. (Nephrologist, age: 50-60y)

Discuss, discuss. Don't make your taboo the patient's taboo. You know, taboos arise when you make a fuss about it. So, just be open,
honest... and also clearly give space. And there is no need to talk about it, that is not an end in itself. The PROMs aren't there because
you need to talk about everything, but you do need to see if the patient wants to talk about it, and if he doesn't, then don't force it.
Because you are there for the patient, and the patient is not there for you. (Nephrologist, age: 40-50y)

3. No medical treatment

Yes, listening, | think... to the inconvenience. And more... more often ask how these things are going. Because | think talking about it
will help that patient. (Patient, age: 70-80y)

Sexuality is also a topic that we doctors usually do not bring up.(...)The problem is that | can't do much either. | can of course refer... if
they wish.(...)The point is, | can bring up a topic, but then | cannot offer a solution. Yes, | find that difficult. (Nephrologist, age: 60-70y)

| think you just have to be honest with this; at the moment we don't have a medical solution for you, but we might be able to look into
things beyond that. Perhaps there are things that you can solve with fitness or food, for example. (Patient, age: 30-40y)

But in any case discuss why nothing could be done about it. | mean, are there no pills, is there no ointment or is there any other way,
things like that. That it is explained why nothing can be done about it. | would consider that very important. (Patient, age: 70-80y)

If the patient indicates that they are bothered by this, then they should be able to discuss it. That can also be a relief, that people
are listening. | think it should be discussed and then you can also confirm, even if we can't do anything with it. | think that also does
something for the patient. (Nurse, age: 50-60y)

And, what | also mention is that we cannot change some complaints in that it is present, but we can change the way you look at it and
how it hinders you in your daily life. Together we can look at how we can best approach this. And sometimes social work can provide
support, or medical psychology, or dietetics. So | try to help them in that way. (Nephrologist, age: 40-50y)

Continued
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The patient often does not expect me to solve the problem. That is also the reason why he often does not discuss it at all, because he
really feels that | am not going to change that. But, often just that short explanation that you explain | have seen that you suffer from it,
that may be difficult for you, and this is the reason why it occurs. That often is enough. (Nephrologist, age: 40-50y)

You can't be good at everything. No... | mean, it's nice if there's a solution, but | can imagine that she can't solve everything. (Patient,
age: 60-70y)

4. Factors not related to kidney disease or dialysis treatment.

But certainly if it is in that area, that they are struggling, are sad, worrying, yes then | realise... I'm still the nephrologist, so it's
important that | let them know that I've heard it and that I'm taking it seriously and want to do something about it, but I'm not going
to solve it. So yes, | will talk to the patient; do you want to do something with this, and what do you want me to do with it? And that
could indeed be a social worker, general practitioner or... someone in the family you talk to. (Nephrologist, age: 40-50y)

Yes say a good talk with the nephrologist about the social aspects, yes... But she might say yes, but that's not my area of expertise...
(...)JAnd there can of course be things of which she says | know too little about this, | would..., that is what | mean by guidance, here |
would say well, you could contact the social worker. (Patient, age: 70-80y)

And, that would of course be very short-sighted if | were to say | have my own subject and | stick to that. | can't imagine a
nephrologist looking at his profession that way. (Nephrologist, age: 50-60y)

It is of course influenced by many more things than just your illness... the environment also determines how you feel, how you react to
other people and how people react to you. So your environment also matters. (Patient, age: 70-80y)

And it is also important that the doctor finds out whether there may be other causes for the complaints, in addition to kidney disease
in this case. And then look again where the appropriate support can be found for those complaints. (Patient, age: 60-70y)

Often you cannot make that distinction. | mean, many complaints are multifactorial, and by mentioning that, they also understand that
some things won’t go away completely. (Nephrologist, age: 40-50y)

Look, sometimes you don’t know why you feel something... Is it because of the cancer that | feel insecure, or is it because of my
kidneys? | do not always know that. And | would also not know where to go with these questions. (Patient, age: 70-80y)

patients to understand the symptoms and treatment
options (T3).

DISCUSSION

This qualitative study investigated patients’ and health-
care professionals’ experiences with and perspectives on
optimal ways to discuss PROM results in routine dialysis
care. Three overarching themeswere identified describing
the organisation and basic principles of discussing PROM
results, the roles of and interaction between patients
and healthcare professionals, and follow-up after PROM
results discussions.

The majority of existing literature is theoretical and
focuses on potential benefits and mechanisms explaining
why PROMs contribute to patient—professional communi-
cation." ' Our study adds to this literature by providing
in-depth knowledge on how to discuss PROM results based
on experiences and insights from routine nephrology
care, resulting in practical guidance that is directly appli-
cable to real-world practice. Our results showed similari-
ties to the findings in the literature reviews of Greenhalgh
et al and Schick-Makaroff et al, for example: PROMs help
to start conversations through patients’ self-reflection,
the confirmation that everything can be discussed or
‘permission to raise issues’, by providing a tool for discus-
sion and articulation of experiences (eg, sensitive topics
such as sexual problems and depressive symptoms) and
needs, and by increasing healthcare professionals’ insight
into and awareness of patientrelevant outcomes.'* '°
Moreover, in line with and building on their findings,
we found that a good patient—professional relationship

14 16

is crucial for discussing personal concerns, needs and
PROM results, and that the frequent contact in dialysis
care was considered a strong facilitator in building this
trusting relationship. In the Netherlands, it is common
practice that patients have one primarily responsible
nephrologist and nurse, and therefore, most patients
already have established patient—professional relation-
ships when discussing their PROM results. Our results
suggest that this is a good foundation for getting the most
out of discussing PROM results in routine dialysis care
and potentially also in other chronic care settings.
Notable in our research is the difference between what
is pursued and experienced, when it comes to patient—
professional interaction. Healthcare professionals in
particular expressed they would like patients to have
more control, while at the same time acknowledging
they struggle with not being too dominant and directing
in conversations. Although healthcare professionals
expressed preference for a guiding role, no suggestions
were made on what or how they could change their own
approach in practice. The preferred patient-professional
interaction aligns with the deliberative model as described
by Emanuel and Emanuel.”® Although our findings and
literature suggest that patients’ autonomy and values are
increasingly given place in practice, further guidance
may be needed to create a partnership as in the delib-
erative model.” Currently, healthcare professionals may
not be aware of or actively choose a communication style,
and literature also shows that it may be challenging for
healthcare professionals to change their usual approach
despite new insights and awareness.'* We believe that
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recognition is the first step and change may require
further guidance, training and practice.” Though, our
research already provides some suggestions to enhance
patients’ initiative, for example: healthcare professionals
could inform patients beforehand about the aim and
relevance of PROMs, and about when and how they can
share their experiences, concerns and questions about
PROM results; this may encourage patients’ preparation,
awareness that everything can be discussed and empower
them to raise topics during consultations.

Another remarkable finding is that healthcare profes-
sionals tend to prioritise topics for PROM discussions
based on perceived ‘treatability of symptoms’, while at
the same time emphasising that PROM results and all
topics should always be discussed, irrespective of the
situation (eg, whether or not there is a medical treat-
ment available or it is CKD related), and that discussing
PROM results in itself can already help. This underlines
the importance of asking, articulating and verifying what
is important to patients and what their needs are, and
the central role (ie, the ‘playmaker’ role) assigned to
the attending nephrologists and/or nurses in dialysis
care (ie, discussing all topics and, if needed, referring
to other (para)medical healthcare professionals when
necessary); this role in nephrology may be broader than
in other medical fields, for example: a study in oncolog-
ical care found that discussions and further exploration
based on PROM results were limited to cancerrelated
issues.!!

Most of the barriers identified in this study are in line
with and add to literature on PROM implementation into
routine care.”’ ™ However, our study shows a different
nuance regarding time constraints, namely: using PROMs
itself is not time consuming (some stated that it even saves
time), but the fact that it reveals new topics that would
otherwise remain unnoticed and undiscussed. This
nuance does not discard that time management can be
challenging, but it primarily confirms a major advantage
of using and discussing PROMs namely that we gain a
more complete, person-centred overview of how patients
are really doing. Moreover, we expect time challenges
to diminish over time: it will most likely take less time
once patients and healthcare professionals have become
familiar with discussing PROM results,'? and topics will
be discussed gradually over the CKD trajectory, resulting
in less topics to discuss compared with the first PROM
discussion."

Our findings confirm that using PROMs can facilitate
person-centred Care,M—17 # and form the foundation for
training healthcare professionals in discussing PROM
results. See also box 1 for a brief overview of the prac-
tical guidelines and considerations. These practical
guidelines can be used to develop novel or adapt existing
training tools (eg, the PROmunication tool developed
in cancer care by Skovlund et al'®) for the nephrology
care setting. Training healthcare professionals in how to
use and discuss PROM results can improve shared deci-
sion making, since both the information obtained with

Box 1 Brief overview of practical guidelines and
considerations for optimal discussion about patient-

reported outcome measure (PROM) results between
patients and healthcare professionals.

1. Organisation and basic principles of discussing PROM results

1.1 Suitable setting for discussing PROM results

= Invite patients to complete PROMs 2—6 weeks in advance.

= Inform patients that, how and why the PROM results will be
discussed.

= Discuss PROM results face to ace, in a safe and private setting, for
example, during annual consultations (once per year is sufficient).

1.2 Preparations by patients and healthcare professionals

= both prepare the discussion about PROM results: think beforehand
about what to discuss, if and what support is needed, and which
options exist.

1.3 Dealing with time constraints

= PROMSs provide additional information on how the patient is really
doing. As a patient and healthcare professional: together prioritise
and discuss the 3—4 most important topics.

1.4 PROMs as tool for personalised holistic consultations

= Use PROMs as a tool that provides guidance on what is important
to the patient.

= Use PROM results as a ‘conversation-starter’ to discuss topics
that otherwise remain undiscussed (eg, sensitive topics such as
sexuality).

= Use PROMs to gain insight and overview through patients’ self-
reflection, comparative information and a more complete picture.

1.5 Always discuss PROM results

= Discussing PROM results is an essential part of using PROMs in
routine care.

= Discuss PROM results to make clear that any topic can be discussed
and to create an opportunity to start a conversation about these
topics.

= Discuss PROM results as discussing itself also helps patients to
inform or to feel seen, heard and understood by their healthcare
professional.

2. Roles of and interaction between patients and healthcare

professionals

2.1 Patient’s role: active participant

= As a patient: take the initiative and articulate your experiences and
needs.

= As a healthcare professional: realise that patients often wait for their
healthcare professional’s initiative and, if so, explicitly provide them
the space to share experiences and needs.

2.2 Healthcare professional’s role: guide

= As a healthcare professional: take up a guiding role and provide
structure in the conversation; ask patients to expand on their expe-
riences and needs, help to prioritise topics and actions, and verify
your interpretation and conclusions.

2.3 Trusting patient—professional relationship

= The nephrologist and/or nurse who knows the patient well should
conduct the conversation; feeling connected and a trusting relation-
ship is a prerequisite to discuss PROM results and to share personal
concerns, experiences and needs

2.4 Patient—professional collaboration

= Both contribute your own knowledge, experiences and ideas, and
together consider what suits the patient best.

= Interpersonal differences can be a barrier; take the time and effort to
understand each other and articulate needs and suggestions.

3. Follow-up on PROM results discussions

Continued
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Box1 Continued

3.1 Follow-up actions and evaluations embedded into treatment process

= Follow-up actions and evaluations are part of the process of dis-
cussing PROM results.

= As a healthcare professional: provide patients with explanation and
clarity about their symptoms and treatment options; patients do not
expect a solution for all symptoms.

= Take PROM follow-up actions for fine-tuning of treatment; infor-
mation and conversation about PROM results help to personalise
treatment.

3.2 Multidisciplinary process

= Incorporate PROM follow-up actions into the multidisciplinary pro-
cess, guided by the nephrologist or nurse practitioner.

= Discuss all topics, regardless of the situation (eg, when no medi-
cal treatment is available or experiences are not directly related to
chronic kidney disease) and refer to other (para)medical healthcare
professionals when needed and desired by patients; referral is an
appropriate response to PROM results.

PROMs and a good patient-professional communication,
enhance this process.**

Further research is needed to investigate whether
and how discussing PROM results can improve actual
patients’ outcomes (eg, HRQOL)." Moreover, health-
care professionals expressed the desire for guidance on
actions that can be taken in response to PROM results.
Literature also suggests that healthcare professionals
are not always aware of all available treatment options to
improve symptom burden," ** hereby underlining the
need for further research on and development of a guide
to improve symptom management and HRQOL..*®

Our study elucidates in-depth knowledge of patients’
and healthcare professionals’ experiences with and
perspectives on optimal ways to discuss PROM results in
routine dialysis care. Participants had experience with
completing and discussing PROM results, resulting in
knowledge that is directly applicable to real-world prac-
tice. We achieved saturation and demonstrated robust-
ness of our results by exploring specific situations in
addition to the general dialysis context. Limitations
include that, despite efforts to achieve heterogeneous
samples, our results are shaped by people who are
willing to participate in interviews, which may limit the
transferability of the findings to the total population.
For example, participants may have a more positive atti-
tude towards research, healthcare and PROMs. Patients
and healthcare professionals who are struggling with
or who experienced little benefit from using PROMs,
may not have felt addressed, motivated or comfortable
enough to participate in the interviews. Though, our
participants also shared critical notes, explained that
discussing PROM results took practice, and provided
examples of patients and healthcare professionals who
believe or behave otherwise. Moreover, all participants
were Dutch and hence, topics such as cultural differences
and language barriers were primarily uncovered via
secondhand information (eg, healthcare professionals’

perspectives). Finally, we should be aware that our own
experiences and preconceptions may have coloured our
results (ie, research reﬂexivity),32 even though multiple
researchers with different backgrounds have performed
interviews and interpreted data.

In conclusion, this study provides in-depth knowledge
into patients’ and healthcare professionals’ experiences
with and perspectives on the organisation of, the roles of
and interactions between patients and healthcare profes-
sionals in, and follow-up on PROM results discussions.
Our findings form the foundation for training of health-
care professionals regarding optimal ways to discuss
PROM results in routine dialysis care. Further research
is needed to provide guidance on follow-up actions in
response to PROM results to ultimately improve patients’
outcomes.
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