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Exploring the Patient Experience Through Generative
Research
Bob S. Groeneveld ▼ Tessa Dekkers ▼ Nina M. C. Mathijssen ▼ Stephan B. W. Vehmeijer ▼
Marijke Melles ▼ Richard H. M. Goossens

BACKGROUND: Improving communication and information services for people receiving a total joint (knee or hip)
arthroplasty (TJA) depends on the differences in patient
communication needs and personal characteristics.
PURPOSE: The purpose of this study was to further examine individual differences in TJA patient preferences regarding communication and information provision.
METHODS: Nineteen patients participated in generative
research, which meant they actively reflected on their TJA
experiences and communication preferences through creative exercises (e.g., collage making). Audio transcripts of
their shared reflections were qualitatively analyzed through
an inductive approach.
RESULTS: Some participants wanted detailed health
education, others did not. Participants also reported different support needs (e.g., at hospital discharge or during
rehabilitation). Moreover, participant preferences for social
connections with care providers differed.
CONCLUSIONS: An individual patient’s mindset, his or her
social support needs, physical condition, and medical history
should guide the provision of tailored services.

Background
Improving the individual experience of care has been
established as an essential aspect of improving the overall care system (Berwick et al., 2008) and has been
linked to a competitive advantage for care institutions
(Kennedy et al., 2014; Wolf et al., 2014). Patient experience is defined as “the sum of all interactions, shaped by
an organization’s culture, that influence patient perceptions across the continuum of care” (The Beryl Institute,
n.d.). Examining the various aspects of the patient experience (such as perceptions about communication with
nurses and doctors, communication about medicines,
discharge information, responsiveness of hospital staff,
and quietness of the hospital environment) is needed to
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establish the extent to which patients are receiving care
that aligns with and responds to individual patient values, preferences, and needs (Agency for Healthcare
Research and Quality [AHRQ], 2017).
Although the terms “patient experience” and “patient
satisfaction” are often used interchangeably, they are
different. Patient experience looks at the patient’s perceptions of structures and processes of care (Bjertnaes
et al., 2012). Patient satisfaction is an outcome and captures whether a patient’s expectations about the healthcare encounter were satisfied (AHRQ, 2017). One’s
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expectations color how we view our experience.
Although two people may receive the same care or the
same information, if they have differing expectations,
their satisfaction is likely to vary (AHRQ, 2017; Bjertnaes
et al., 2012). Wolf (2017) identified that partnership
between patients and families and clinicians, value of
care provided, and the individual’s experiences inclusive
of choice, expectations, and understanding are all hallmarks of experience. Pre- and postoperative education
are key strategies to promote understanding, which in
turn is likely to influence expectations that the individual has for the healthcare experience.
For the patient undergoing a total joint arthroplasty
(TJA), education has been a staple approach to preparing the patient and family for the pre-, intra-, and postoperative period in the hospital and later in the home.
Studies examining the experience of patients undergoing TJA have confirmed the value of the education; however, they acknowledge that educational programs do
not meet all patients’ expectations and may be useful for
one person but not the other. Specht et al. (2016) and
Kennedy et al. (2017) examined patient experience and
informational preferences with patients undergoing hip
or knee arthroplasty and found that, for some, programs
instilled a sense of confidence and security and lowered
fear. In contrast, for others the education could engender uncertainty, especially if they received information
that was ambiguous or incorrect for their situation,
which may occur when combining patients undergoing
different procedures in the same classes. Additionally,
the structured preoperative teaching program may not
match patients’ preferences for receiving information,
thus reducing the overall value.
Both studies noted that the education provided to
patients was incomplete, especially around the topic of
pain management (expected levels of pain, why medications are prescribed, how to take the medication, what
to watch for, and how to “wean off” pain medications)
and how to manage in the immediate weeks and months
after surgery. Education seems to be tailored more to the
acute care environment and is not meeting information
needs, as the person moves across the care continuum.
Berg et al. (2019) emphasized the differences in what
patients expect in terms of information and called for
individualized patient education and support, especially
in the months after surgery. Decreasing the disparity
between knowledge expectations and received knowledge is likely a key issue in empowering patients and
improving outcomes (Klemetti et al., 2015; Soever et al.,
2010). Improving the TJA patient experience before and
after surgery requires care providers to systematically
account for differences between patients, resulting in
tailored approaches to communication and information
provision (Berg et al., 2019; Luther et al., 2019).
Segmenting the TJA patient population into subgroups based on common preferences offers an opportunity to better tailor the patient experience. In an earlier survey study of 191 patients, conducted by the
authors of the present study, the authors clustered
patients with TJA into three groups based on similarities in their clinical, psychological, and communication
characteristics (Dekkers, 2020; Groeneveld et al., 2019).
These characteristics were chosen because of their

importance to the approach used for information giving
to patients with TJA. Dekkers et al. (2018) posit that
care providers use these characteristics to intuitively
adapt their communication with patients.
Each of the three subgroups had a distinctive attitude or “role” they assumed in the patient journey. The
first subgroup (possessing a “managing” role or attitude) consisted of individuals with poor preoperative
health who reported many different coping styles and
strong communication preferences. The second subgroup (an “optimistic” role) showed the best preoperative health and quality of life, had fewer coping strategies, and noted a lower priority for patient-provider
communication. The third subgroup (a “modest” role)
was significantly more anxious and older than patients
in the other two groups and reported distinct coping
behavior (e.g., religious coping), as well as lower selfefficacy and competence in their communication about
health. Healthcare providers used a survey or screening
instrument to determine the subgroup that best matches
each patient. This instrument asks patients to indicate
the presence or absence of (1) coping by planning (“I’ve
been trying to form a strategy to reduce my stress.”), (2)
helpless feelings when in pain (“When I have pain, I feel
like I can’t stand it anymore.”), and (3) preference for
open information provision (“My physician should
always tell me everything about my illness, even if it is
unpleasant.”). A more detailed summary of the subgroups and their determination is described elsewhere
(Dekkers, 2020; Groeneveld et al., 2019).
The subgroup approach offers opportunities for personalizing and therefore improving the TJA patient
experience. However, adapting to group-level characteristics can be seen as a targeted, rather than a tailored
communication approach (Kreuter et al., 1999). In the
definition of tailored communication by Hawkins et al.
(2008), the subgroup division is analogous to the “segmentation” of a target audience. For instance, the segmentation proposed by the TJA subgroups could be
used to increase the initial relevance of patient information, so that patients engage more with the material
(Hawkins et al., 2008; Petty & Cacioppo, 1981). But to
achieve tailored care, “customization” to individual
preferences within each segment (or subgroup) of the
target population is also necessary (Hawkins et al.,
2008). Figure 1 shows the distinction between these tailoring components, and the relation to previous and
current research.
The first step is to use a survey to segment the TJA
patient population (Dekkers, 2020; Groeneveld et al.,
2019). To achieve tailored health services, customization (Step 2) is needed and preferences of individual
patients within each segment should be considered.

Purpose
The overall purpose of our research project was to
improve the TJA patient experience using tailored information and communication services for this patient
group. To customize these services, this study aimed to
qualitatively examine the individual differences in TJA
patient preferences regarding communication and
information provision throughout the patient journey.

Copyright © 2020 The Authors. Published by Wolters Kluwer Health, Inc.
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Figure 1. Framework for tailoring based on definitions by Hawkins et al. (2008).

Methods
Patients with TJA took part in a generative design
research study (Sleeswijk Visser et al., 2005). Generative
design research is defined as “an approach for codesigning and co-creating that is focused on the front
end of the design development process” (Sanders &
Stappers, 2012, p. 25). In generative sessions, participants are seen as “experts of their own experience”
(Sleeswijk Visser et al., 2005) and fulfill an active role in
reflecting on their experiences, memories, and hopes for
the future. In this study, participants collected photographs and created both a timeline of their TJA patient
journey and two collages describing their current experience and future ideal. The creation of and reflection
on these visual artifacts allowed for the elicitation of
tacit or even latent knowledge about their experiences—
more than, for example, regular interviewing or observations—which, in turn, lead to a better understanding
of the user experience (Sanders, 1999). In this study, the
generative approach was used for discovering individual differences in TJA patient preferences to design tailored services (e.g., patient information provision) in
follow-up studies. Such generative techniques allow
people (i.e., patients) without design training to be more
involved in this design process (Sanders & Stappers,
2012, p. 25).
The study was conducted from February to May
2017. After review, the local Medical Research Ethics
Committee (MREC) decided (January 5, 2017, file
17-008) that this study falls outside the scope of the
Dutch law concerning research involving human beings
(Dutch abbreviation WMO).

Participants
Eligible participants were patients from the TJA population at the Reinier de Graaf Hospital (Delft, the
Netherlands) who had participated in the previous survey study described in the introduction. These participants had undergone surgery between October 2015
and October 2016 at the study site. Patients were eligible for inclusion in this survey study if they (1) were of
adult age (>18 years), (2) were proficient in Dutch, (3)
were capable of providing informed consent, and (4)
had undergone only one TJA surgery at the start of the
study. Eligible patients were contacted in chronological
order based on surgery date, to reduce selection bias. A
total of 191 patients were included in the survey study. A
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subset of these study participants were recruited for the
current study; these patients were also contacted in
chronological order of surgery date. The sample size for
the current study was set at 10% of the survey sample
(n = 19). Additional recruitment would have occurred
to reach data saturation, but this was not necessary.

Procedure
The study procedure consisted of two parts: an individual part including a set of preparatory exercises followed
by a group session. Each participant completed the preparatory exercises in the week prior to their scheduled
session. The group sessions were organized at the participating hospital, with the exception of one session,
which was held at the Delft University of Technology,
Faculty of Industrial Design Engineering (Delft, the
Netherlands). All participants provided written consent
prior to inclusion. Prior to consent, participants received
information about the study including subject protection. It was clearly stated that they were free to choose
what information to share during the exercises, and that
they were free to cancel participation at any time. It was
also explained that participant data were coded so that it
could be used anonymously, and that participants’ information and data were safely stored at the study location
accessible only to researchers.

Preparatory Exercises
Each participant received two preparatory exercises
1 week before their session date. The exercises were
given to participants to let them actively and broadly
think about their personal preferences and their TJA
patient experience before attending the group session,
so that they were better prepared for diverse and creative thinking during group sessions. It is considered
essential to include these assignments in protocols for
generative research (Sanders & Stappers, 2012, p. 55).
To facilitate participants’ thinking about their personal preferences in daily life, participants completed
Exercise A. The instructions for this exercise were as
follows: “Please take up to three photographs of things
from daily life that you generally like or dislike. These
can be favourite pastimes, objects, or anything else that
comes to mind. Write a short description of each photograph. You can take pictures with your smartphone or
camera, or collect pre-existing images. Please send the
images by e-mail, or bring them to the group meeting.”
Copyright © 2020 The Authors. Published by Wolters Kluwer Health, Inc.
Number 5 on behalf of the National Association of Orthopaedic Nurses.

Figure 2. Timeline template sent to participants 4 days before the session, using a patient journey structure (originally in Dutch).

To help participants think about their overall TJA
patient experience, Exercise B consisted of a timeline
template that was sent by regular mail. This template is
shown in Figure 2. The following instructions were
given: “Please put the most important moment [of your
TJA patient experience] in the timeline. You can use
keywords or short sentences to do so. We would also like
to ask you to mark the best and worst experience of the
entire process. Bring the timeline to the group meeting.”

Group Sessions
Based on guidelines for generative research, we included
between five and seven participants per session, as this
provides enough opportunity to exchange experiences,
while keeping group dynamics manageable for the session leader (Sleeswijk Visser et al., 2005).
During the session, participants visualized or
described (1) a part of the patient journey they had not
looked forward to, but that had turned out better than
expected and (2) an “ideal” experience of the TJA experience, within physical limits (e.g., recovery time).
Visual and textual stimuli (stickers with adjectives or
generic shapes and colors) were provided to facilitate
diverse visualizations or descriptions. Figure 3 gives an
impression of the materials and tasks carried out by
participants. After each creative act, participants individually presented their materials and the group was
invited to compare their experiences and perspectives,
evoking discussions on differences and similarities
between individual experiences. One researcher acted
as the session leader, whereas the other assumed the
role of note taker. In total, the session was planned to

last 2 hours. Table 1 gives a detailed outline of the generative session.
All participants received a gift card (20 Euros) as a
token of appreciation for their participation. Participants
were also given a stamped postcard addressed to the
researcher, to note any additional thoughts they had
after the session and to share these with the researchers.

Analysis
Directly after each session, the session leader and note
taker discussed what they viewed as the session’s most
important statements and aspects. In addition, each session was audio recorded and transcribed. The transcripts
were used as the main data source for the analysis. The
stories that participants told to explain the timeline and
collages they created and their shared reflections on differences and similarities were particularly rich and useful for designing services (Sleeswijk Visser et al., 2005;
Stappers & Sanders, 2003), such as tailored information
provision. The analytic framework was similar to a
grounded theory approach (Corbin & Strauss, 1990) in
the sense that structures and patterns in data were discovered without preset expectations. Rather than being
hypothesized in advance, such patterns were discovered
during analysis. To this end, data were abstracted and
interpreted to produce information and eventually,
knowledge about the subject being studied (Ackoff, 1989;
Sanders & Stappers, 2012, pp. 200–201).
Specifically, this meant that the researchers reread
the transcripts several times to become familiar with
the data. Qualitative content analysis was used to extract
categories and themes from the transcript (Graneheim

Copyright © 2020 The Authors. Published by Wolters Kluwer Health, Inc.
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Figure 3. Photograph of the materials used, and activities carried out by participants in the generative session.

& Lundman, 2004). Several measures to promote trustworthiness of this study are outlined next.
To promote credibility of the results, the first author
coded the full transcripts of three sessions, which
included sorting and interpreting meaning units. This
resulted in a preliminary set of themes and data categories, an example of which is given in Table 2. Peer
debriefing between the first and second authors was
used to check and refine this preliminary outcome
(Baarda et al., 2014, p. 245). Finally, data saturation was
checked using transcript data from the final session.
That is, we used this transcript to verify no new categories of data were formed by additional meaning units
(Baarda et al., 2014, p. 221). Verbatim quotes from the
transcripts ensured mutual exclusivity between categories of data.

To ensure the dependability of the data collection
process, all four sessions were organized within a limited period of time, and specifically focused on the differences and similarities in patient preferences regarding the TJA patient experience. Finally, to provide
insight into the transferability of the findings, specific
details regarding the study setting and participant characteristics were summarized (see the subsection
“Limitations of This Study and Future Research”).

Results
A total of 19 patients with TJA participated in the four
sessions, which were organized between February and
May 2017. Sessions 1 and 2 had five participants,
Session 3 had six. In the last session, only three patients

Table 1. Detailed Outline of the Generative Session
Step (Duration)

Activity

Participant Actions

Remarks

Goal

Visualize or describe a part of the
patient journey they had not
looked forward to, but that had
turned out better than expected

Visual and textual stimuli were provided to
inspire participants

Each participant has a
personal account of a
key experience

One participant was asked to present his or her creation; other
participants were subsequently
invited to elaborate or indicate
differences and similarities based
on their own experiences

One researcher moderates the discussion,
the other takes notes

Unravel, e.g., emotional
aspects of the experiences in-depth; gain
insights into similarities and differences
among patients

Imagining ideal
TJA experience

Individually envisioned an “ideal”
experience of the TJA procedure,
within physical limits (e.g., recovery time)

Similar setup to Step 2

Each participant has a
personal account of
an ideal experience

5 (15–30 minutes)

Discussing ideal
experience

Similar to Step 3

Similar to Step 3

Similar to Step 3

6 (10 minutes)

Closing

1 (10–15 minutes)

Introduction

Introduce themselves, receive explanation about session setup

2 (15 minutes)

Constructing past
experience

3 (15–30 minutes)

Discussing past
experiences

(10 minutes)

Break

4 (15 minutes)

Note. TJA = total joint arthroplasty.
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Table 2. Example of Qualitative Content Analysis for a Subset of Data for the Theme of “Differences in
Information and Communication Needs”
Meaning Unit (Excerpt)

Interpreted Meaning Unit

“[The surgeon] had already
told me you could get
infected during surgery
[…] so yeah” (S3).

Participant experienced the
information given as open

“[…] I have no one at
home who can take care
of me, so [the fact] that
a rehabilitation ward is
available here in the hospital, that was never …
they refused to tell me
that” (S2).

Participant had the feeling
that information was
deliberately withheld

[Participant recalling the
discussion with the
surgeon about surgery:]
“I don’t know anything
about that. I just said,
I hope you have a sharp
knife” (S2).

Participant is not interested
in knowing all the details
of the surgery

Category

Theme

Some participants prefer
open and full information
about TJA and adjacent
procedures

Contrasting needs regarding information
provision and communication

Some participants place less
value on detailed TJArelated information

Note. TJA = total joint arthroplasty.

participated due to unexpected cancellations. These
patients had undergone TJA, on average, 7 months
before their participation (SD 1.6 months, range 4.6–
10.7 months). Participant background characteristics
are presented in Table 3.
The accounts of participant experiences were rich
and vivid, and participants actively responded to each
other’s experiences and opinions at each session. Data
analysis of the last three participants did not result in
any new themes or categories, which means data saturation was achieved. The following themes were found:
(1) Participants indicated differences in information
needs: some participants wanted open and full information, whereas others valued this less. (2) Participants
reported differences in their support needs post-surgery,
such as hospital discharge or rehabilitation. (3) There
were differences in participant preferences for a social
connection with care providers. These themes are discussed in detail later; Table 4 provides an additional
summary. Quotes in the text are provided with a session
number, abbreviated as (S).

Differences in Information Needs
Participants reported contrasting needs regarding information provision from care providers. Several participants
were pleased that they had received detailed information

from care providers. This included a participant who
could monitor her own (minor corrective) surgery (S1),
and one participant who was clearly informed about the
risks of surgery: “[The surgeon] had already told me you
could get infected during surgery […] so yeah” (S3). In
this case it helped the participant to accept potential
postoperative complications. Giving specific information
after the operation about the amount of blood loss was
also valued by one patient (S3). Some participants also
had the feeling that processes were not communicated
well or that information was even deliberately withheld:
“[…] I have no one at home who can take care of me, so
[the fact] that there is a rehabilitation ward available
here in the hospital, that was never … they refused to tell
me that” (S2). At least five participants seemed to find
open and full information provision important. In addition, examples were mentioned of care providers using
terms and phrases that patients were unfamiliar with,
causing confusion (S3). One patient stressed the need for
dispersed and repeated information provision “because
people never remember everything” (S3).
Others (n = 2) placed less value on receiving open
and full information. For instance, one participant
recalled saying, when discussing the operation with the
surgeon, “I don’t know anything about that. I just said, I
hope you have a sharp knife” (S2). Several other

Table 3. Participants’ Background Characteristics
n (%) or M ±SD (Range)
Characteristic

Current Study Sample (n = 19)

Survey Sample (n = 191)

Sex: male

7 (37)

74 (39)

Age (years)

67 ± 7.5 (46–76)

71 ± 8.7

Type of surgery: numbers (and percentages
per group) of total hip arthroplasty patients
(other participants had received a total knee
arthroplasty)

13 (68)

106 (55)

Copyright © 2020 The Authors. Published by Wolters Kluwer Health, Inc.
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Table 4. Themes Regarding Individual Differences in Total Joint Arthroplasty Patient Needs and Preferences
Theme

Specification

Examples

Differences in
information needs

Varying needs for open
and honest information
Assessment and adaptation of communication

Some patients want open and full information, others need fewer details and
try to have faith in the surgeon
Shared responsibility of care providers and patients to assess communication
preferences and adapt accordingly

Differences in support
needs post-surgery

Different needs and preferences regarding hospital discharge
Adaptation to personal
wishes in rehabilitation
Extent and type of guidance in rehabilitation

Create a checklist for discharge based on medical conditions, home circumstances, social support
Adapt rehabilitation to patient’s wishes, capabilities, physical status, and medical history
Some patients need little guidance in rehabilitation, others want or may need
more than what is currently being provided; related to complications, social
connections, physical fitness

Differences in preference
for a social connection
with care providers

Some patients find social connection or rapport with the surgeon more important than others

participants felt that it was also important to just have
faith in the surgeon and the process, leading to disagreement on this topic between participants (S3). Some participants (n = 2) thought that the need for open, full
information is also dependent on the person’s own attitude and previous experience: “I also have trust, but
through experience I have, if you have worked in this
field, you know a bit more about how this works, really”
(S3). This critical attitude was also mentioned as a disadvantage because patients could make the process
harder for themselves.
In light of the above, the presence of formal (hospital-provided) information was satisfactory for at least
two patients, but three patients thought that this information should be better adapted to their personal circumstances, such as the presence of social support and
possible complications. As such, participants mentioned that care providers should assess and adapt their
information provision to patients to accommodate these
individual differences (S3). Three participants indicated
that it is the patient’s responsibility to discuss their questions and preferences: “Listening is important, but […]
as a patient, you also need to indicate yourself where
you have pain, what you’re feeling, what your attitude in
life is” (S1). However, it was added that “this may be
pretty hard” for some patients, as “everyone has the
right to know everything [about the operation] but not
everyone can [indicate] this” (S3).

Differences in Support Needs Post-surgery
Participants also reported differences in their postoperative support needs. Specific comments were made
regarding the guidance around and criteria for hospital
discharge; participants also indicated different personal
preferences for their rehabilitation. These aspects are
discussed next.

Different Needs and Preferences Regarding
Hospital Discharge
Six patients believed that the period to discharge and
transfer to home should be more flexible (S3, S4). One
patient (S3) was frustrated by the rigid use of protocol
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for discharge from the hospital: “So I was still in the
hospital, and the bed was soaked [with wound fluid].
[…] So, I said, but that’s not OK, right? ‘Yes, but you can
walk a bit, right? […] well, then you can go home’” (S3).
In this case, the patient had to undergo corrective surgery due to a bacterial infection. Another participant
indicated that being alone at home was especially hard
the first days after discharge: “That was worse than I
had imagined, to really manage on your own at home.
[…] Or you would need a spouse at home or a partner,
but [for me] that wasn’t the case” (S2). For a participant
(S4) without a partner, practical support at home was
hard to arrange. This participant really valued being
allowed to stay in hospital longer (S4). Reflecting on
these experiences, in one session (S1) a checklist for discharge was suggested that took a patient’s medical condition, home circumstances, and the presence of peer
support into account.
A lack of communication about the transfer home
was also particularly stress-inducing for several patients:
“It’s unclear when you go into hospital how that will go.
There’s a decent person that knows the way who takes
care of it. But you only see them once you go home. And
that causes much uncertainty” (S2). In this case, the
transfer nurse played an important role, but there was
also need for more information about this person.

Adaptation to Personal Wishes in Rehabilitation
At least four patients indicated that flexibility throughout rehabilitation is important. For example, a patient
argued that “it’s very important that […] both physician
and physical therapist, […] and that you look very critically at what goals you want to reach” (S2). She also
argued that “they shouldn’t [adapt rehabilitation] to
your age category, but to your fitness.” Conversely, one
patient was negative about “standard rehabilitation”
that did not account for his specific needs. In some
cases, patients could indicate what they wanted: “Yes, I
told them myself what I like and what I need. […] I benefited quite a bit from [doing this]” (S2). To summarize
the discussions on this subject, it appears that the rehabilitation plan should include a patient’s wishes, capabilities, physical status, and medical history.
Copyright © 2020 The Authors. Published by Wolters Kluwer Health, Inc.
Number 5 on behalf of the National Association of Orthopaedic Nurses.

Extent and Type of Guidance in Rehabilitation
Patients also differed as to how much and what kind of
guidance they preferred during rehabilitation. Several
patients (n = 5) reported that the rehabilitation process
was smooth and that little guidance was needed. For
instance, one participant recalled: “I needed to do those
[exercises] and that helped me […] Well, I just did that
and it only got better, only better” (S2). One patient
thought that all the instructions after surgery made
rehabilitation seem “like boot camp” (S4), and she exercised casually after surgery.
Most patients indicated that the physical therapist
(PT) provided clear feedback on exercises and physical
behavior (S1, S2, and S4). For instance, one participant
especially valued that the PT clearly indicated that an
activity was off-limits: “At some point I said, I could cycle
again. […] and he was like, ‘don’t do that!’ So I thought
the physical therapist was very clear about that” (S1).
There were also participants who independently supported or arranged their own rehabilitation. One patient
noted, “that PT I went to, she said […] ‘just do the exercises with the cycling and your legs and all.’ So, I said,
well, then I’ll just go to [the gym] […]. Then I’ll do it
myself” (S3). Another participant (S2) purchased a step
counter to keep track of his progress and made adjustments in his home. Some participants (n = 2) adapted
their own pain medication, or found alternative means
of managing postoperative pain (S4). These participants
seemed to only need a little guidance from care providers during this phase.
In contrast, other participants (n = 7) reported problems or struggles relating to rehabilitation, and implicitly
or explicitly indicated that more guidance was needed (n
= 5). In one extreme case, a lack of clear information on
recovery led to a long period of distress, “When you meet
with the Physician Assistant after six months, you’re like,
Oh, I’m no good, I’m still limping. And then that man
says, ‘completely normal. You’re doing great. It’s really
normal that it hurts.’ And here I was, thinking all the time
that I should be running around all fit” (S2). Another participant expressed, “I find this hard, my limits… what I
can and can’t do. [My surgeon] is not in favour of physical therapy, he just prefers walking and that’s it. […]; I
want to have some more guidance.” In this case, the therapy could have been adapted to the patient’s wishes, but
still she felt that “the rehabilitation process is a process of
searching. […], that’s the only thing that disappoints me,
so to say” (S1). This was a participant who had always
been very physically active and who valued her independence. However, it was also said that more guidance
was especially needed for patients who were not very
motivated to start moving again (S1).
Finally, whereas some participants managed modifications in their homes independently, in Session 2 it
was noted that these adaptations should be guided by
care providers. In all, there were considerable differences in how patients managed the rehabilitation process versus what they expected of it, which seemed to be
related to their own goals, postoperative complications,
personal circumstances, and social connections, as well
as physical fitness. As one participant said: “If you’ve
been [fit and active] your entire life, then you just don’t

know better. […] and then [rehabilitation] takes a bit
more energy” (S1).

Differences in Preference for a Social
Connection With Care Providers
The importance of a social connection between patient
and care provider was valued differently. One participant indicated that, “sometimes [communication] could
be a bit lighter, more humorous, I think. […] Of course,
it’s, […] in fact it’s very enjoyable, that you can walk
again. I would [put] more humour in the process” (S2).
The sociability of a surgeon was specifically valued by
an S4 participant, and another participant (S3) even
indicated that he switched to this surgeon because he
felt he had a “better connection” with him. Another participant disagreed, arguing that “it’s great if the physician is nice, but […] if they are just functional and have
good professional knowledge, that comes first” (S3).

Discussion
This study aimed to qualitatively examine the individual
differences in TJA patients’ preferences regarding communication and information provision throughout the
patient journey to customize health services for this
patient group. Participants indicated differences in
these needs: they differed in how strongly they desired
open and full information. Participants also reported
differences in their support needs throughout the care
process; specifically, the timing of hospital discharge
should be more flexible, and patients should be able to
have more influence on rehabilitation goals. In addition, although some patients need little guidance in
rehabilitation and mostly manage themselves, others
want or may need more guidance than currently provided. This need was influenced by postsurgery complications, social connections, and physical fitness. Finally,
there is a difference as to how participants value social
connection or rapport with care providers.
As shown in previous research (Berg et al., 2019;
Klemetti et al., 2015), the preferences for information
provision differed between individual participants.
Participants’ current statements reveal additional contextual factors such as a patient’s previous experience,
attitude toward care processes, and social support that
determines a patient’s information needs. Regarding the
hospital discharge, patients in the current study indicate that the presence of social support should be taken
into account, as this is known to influence the postdischarge experience for patients with TJA (Fielden et al.,
2003; Marcus-Aiyeku et al., 2015; Webster et al., 2015).
Patients without a partner/carer at home may need
more support, for instance in adapting the home to
physical limitations following the operation. The role of
a discharge planning mentor was mentioned (Fielden
et al., 2003), and this study emphasizes the importance
of clearly communicating the presence and role of such
a person, if available. Patients’ personal rehabilitation
goals and expectations need to be managed (Aasvang
et al., 2015; Marcus-Aiyeku et al., 2015), but the participants in this study also stated that they wanted to influence the goal setting process and that their personal
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factors needed to be taken into account. Sociocultural
factors are also indicated as important determinants for
a successful return to desired physical activities
(Webster et al., 2015), but in this study, these were only
mentioned in the context of guidance and feedback during rehabilitation. The need for more intense feedback
and guidance on recommended levels of physical activity has also been mentioned (Fielden et al., 2003), and
this study also notes factors (such as postoperative complications and social connections) that influence this
need for guidance.

Implications for Nursing Practice
First, this study points to the limits of a generic approach
to TJA patient education. Second, this study as well as
previous research supports the use of segmentation and
customization mechanisms defined by Hawkins et al.
(2008) to realize tailored healthcare services for patients
with TJA. That is, the subgroups from previous research
can be used to broadly differentiate support services for
each subgroup. For example, patients in the “managing” role may benefit from expanded information and
guidance, because of the relatively high preferences for
open communication in this subgroup. These patients
could receive more information compared with patients
in the “optimistic” or “modest” roles. Additionally, the
information may be differently framed between subgroups: For instance, patients in the “modest” role show
higher anxiety compared with the other groups, so communication toward this subgroup could be aimed at
reassurance.
Segmentation is achieved in the above examples.
Beyond these adaptations, the current study provides

guidance to customize health services for each subgroup
and achieve tailored care. For instance, patients in the
managing role might receive a more elaborate rehabilitation guidance program. Based on this study, such an
additional support service can be customized using an
individual patient’s physical activity goals, physical status, and medical history. For example, one patient might
be physically fit and have ambitious activity goals (e.g., to
be able to go skiing) whereas another may simply want to
lift a grandchild safely and pain free. Both patients participate in the guidance program, but the specific recommendations could be different for these two patients
based on their physical status and activity goals. This
way, the subgroup-specific service could be customized
to optimally manage patient expectations and improve
the postsurgery patient experience. Figure 4 provides an
impression of this customization mechanism.
In the development of tailored services for patients
with TJA, novel information technologies could be useful for organizational optimization and better access to
healthcare services (Jansson et al., 2019). Examples can
be found of technology-supported patient education in
orthopaedic settings (Laude et al., 2017), but the use of
technology should be expanded for it to support tailored
information provision. For instance, physical activity
goals have been mentioned in calls for personalized
rehabilitation (Aasvang et al., 2015; Webster et al.,
2015); results from this study can be used to design processes that incorporate these personal differences. In
this light, it was interesting that one participant bought
a step tracker to monitor progress independently, suggesting that such devices may be acceptable to at least
some current and future patients with TJA to support

Figure 4. An example of customization for individual patients within a (targeted) service. Left: A patient has indicated to a physical therapist (PT) that her personal goal is to be able to go skiing again. The PT gives contextualized information based on this
goal, and at home (bottom), the patient uses a rehabilitation device to do exercises that are contextualized toward the skiing
goal. Right: A scenario in which the patient discusses the goal of being able to safely lift his grandchild again. (These scenarios
were drawn as a starting point to discuss medical feasibility with healthcare providers, i.e., whether it is safe and reasonable to
specify contextualized exercise schemes for individual patients.)
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their rehabilitation. Daily step counts have already been
suggested as an objective measure in orthopaedic rehabilitation (Crizer et al., 2017).
Although this study specifically focuses on differences in personal preferences regarding the style of
communication and information provision, it should be
noted that participants also mentioned care provider
behaviors and dispositions that are important for all
patients: having an attentive attitude and treating
patients kindly; taking patients and their physical complaints seriously; and behaving flexibly and responsively
to patients’ needs. These aspects are also mentioned as
generic components of compassionate care (Sinclair
et al., 2016) or patient-centered TJA care (MarcusAiyeku et al., 2015). Leaving efforts to personalize the
patient experience aside, the importance of these generally valued behaviors and the need to improve these
should also be stressed (Lown et al., 2011).

Limitations of This Study and Future Research
First of all, because of the study design we were unable
to evaluate patients’ experiences over time and while
patients were in the process of preparing for surgery or
recovery. As for the credibility of the results, data saturation appeared to be achieved; in addition, 12 participants gave feedback on intermediate results and they
mostly recognized themselves in the outcomes.
However, it remains questionable whether patients with
knee and hip replacement can be pooled, as their preferences and experiences may be too different (Aasvang
et al., 2015), although this did not seem to be the case
during the group sessions. Most participants in this
sample had undergone a total hip arthroplasty, so credibility for patients with total knee arthroplasty may be
limited. A final limitation to the credibility of the findings lies in the possible recall bias of participants.
In addition, it could be that the specific study context
limits the transferability of the results. That is, the experiences of patients with TJA outside the Netherlands (or
even the specific study site) may vary because the typical TJA process may be different (e.g., if the hospital
stay is longer, or if patients are discharged to a skilled
facility more often). The sample of this study appears to
be similar to the survey study sample, but a selection
bias could have occurred because participation may
have been appealing to a specific subset of patients (i.e.,
those eager to communicate about their experiences).
Most participants in this sample also had a similar cultural background (native Dutch), which may limit transferability across cultures. For instance, in cultural contexts other than the one in this study there may be less
room in general to adapt rehabilitation to patients’ personal wishes, or to develop a social connection with
care providers.
Furthermore, it remains uncertain whether and how
implementation of patients’ suggestions will improve
the patient experience: research and development of
services for patients with TJA that incorporate the
insights from this study and the survey study (Groeneveld
et al., 2019) is thus needed. It also remains uncertain
whether personal preferences (e.g., for open and full
information) are more prominent in certain subgroups

(e.g., the first subgroup, displaying strong communication preferences). This could be further studied.
Finally, this study itself appeared to be beneficial for
some participants. In all, at least three participants indicated that talking about their experiences and sharing
them with other patients supported emotional closure
of the events surrounding their TJA. This is in line with
a therapeutic effect of participating in qualitative interviews found in other cases (Murray, 2003), and further
exploration of this effect may be worthwhile.

Conclusions
In TJA, processes like information provision and communication are key determinants of the patient experience. However, to optimize these aspects of care, differences in patient communication needs and capabilities
need to be accounted for. Subgroups of patients with
TJA similar in their clinical, psychological, and communication characteristics can be used to create targeted
information strategies. In addition, this study confirms
that personal preferences should also be considered: an
individual patient’s mindset, social support, physical
condition, and medical history should guide the tailoring of services for patients with TJA. Beyond these factors, this study also provides suggestions on how these
factors could be incorporated into the TJA patient journey, both before and after surgery. These findings can be
further validated by developing and evaluating tailored
services for patients with TJA.
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