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Abstract

Introduction Patients with cancer require specialized care from different care providers, challenging continuity of care in
terms of information, relationships, and/or management. The recognition of discontinuity of care has led to different initia-
tives by the healthcare system over the years. Yet, making use of the theory on boundary objects and brokers, this research
explores the active role of patients themselves in resolving discontinuity along their care trajectories.

Methods Semi-structured interviews were conducted with 33 patients to unravel the discontinuities that they experience
and their attempts to resolve these. Interview data were analyzed using directed-content analysis informed by concepts from
boundary crossing literature (i.e., data were searched for potential boundary objects and brokers).

Results To re-establish continuity of care, patients actively use the objects and people provided by the healthcare system
when these meet their needs. Patients also introduce own objects and people into the care trajectory. As such, information
and management discontinuity can typically be resolved. Relational continuity appears to be more difficult to resolve, in
some cases leaving patients to take drastic measures, such as changing care providers.

Discussion The use of boundary crossing theory in improving care from a patient perspective is relatively novel. When
patients and providers together address the objects and people that support establishing continuity of care, a continuous
care process may be encouraged. We advocate an integrated approach, rather than provider or healthcare system initiatives
exclusively, to patient care and continuity.
1 Introduction care provided by different care providers [1, 2]. Continuity
of care is threatened as a consequence [3-5]. Patients are
required to navigate between different care providers, but
experience boundaries between them. These boundaries are

“When you start talking about a radiologist and an intern-
ist, an oncologist and an assistant here, and an intern, resi-

dent—well, how should I know?” (patient being treated for
cervical cancer).

Patients requiring substantive specialized care are often
treated by different care providers. Because of complex
needs, they receive consultation and treatment from multi-
ple healthcare specialties. Yet, as a result of specialization,
patients experience a lack of coordination that integrates the
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typically considered as relatively impermeable barriers to
communication and coordination, and undeniably lead to
discontinuity of care with occasionally severe consequences
(e.g., psychological distress or medical errors with higher
rates of hospitalization) [6—12]. Meanwhile, research has
convincingly shown that boundaries are not insurmountable
and offer opportunities for change [13—18]. Accordingly, by
understanding the discontinuities that patients experience,
and considering these as opportunities to reestablish con-
tinuity, healthcare systems may optimize their approaches
towards increasingly specialized patient care [19].

Patients’ experiences of continuity and discontinuity can
be understood along three dimensions: informational, rela-
tional and management [7]. Discontinuity along the informa-
tional dimension refers to a lack of relevant patient informa-
tion amongst different care providers (e.g., on prior events),
but also includes deficits in the care provider’s knowledge
about the patient’s preferences, values, and context. The
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Key Points for Decision Makers

Patients are very active in (re-)establishing continuity of
care across their own care trajectories, but relational con-
tinuity in particular requires special attention and efforts
from both patients and providers.

The boundary crossing theory, addressing how peo-

ple bridge and connect different settings, may support
patients and providers to establish continuity of care in
the current context of increasingly fragmented healthcare
systems where patients are seen by multiple doctors in
different settings.

An integrated approach towards continuity of care that
takes full advantage of both providers’ and patients’ roles
may provide new opportunities for healthcare to enhance
the patient experience.

importance of (ongoing) relationships between patients and
providers is captured in the relational dimension: relational
discontinuity refers to the absence of such relationships. Fur-
thermore, discontinuity along the management dimension
refers to circumstances in which patients receive care from
different providers that is not connected in a coherent way
[5, 10]. Continuity and discontinuity of care should not be
viewed as rigid opposites, but as two ends of a spectrum:
care experiences may tend, to a greater or lesser extent,
towards one end [20]. The recognition of discontinuity of
care has led to different initiatives in the healthcare sys-
tem over the years (e.g., facilitating communication via the
electronic medical record, improving patient education, and/
or introducing discharge planning), but the active role that
patients themselves play is typically overlooked.
Accordingly, in contrast to much research on continu-
ity and discontinuity of care, which has largely focused
on how discontinuity is resolved (and continuity estab-
lished) from a provider or organizational perspective, this
research invites patients to consider what discontinuities
they experience, and how they (attempt to) resolve them.
The theory on boundary crossing is particularly helpful to
improve understanding of the relatively unknown role of
the patient in resolving discontinuity at boundaries [17, 21,
22]. Within the field of integrated care, as in other fields
concerned with collaboration across boundaries, this theory
has received growing interest [23, 24]. It offers potential
approaches to cross boundaries; the most notable approaches
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are boundary objects and brokers. Boundary objects and bro-
kers are objects and people, respectively, that bring different
social worlds or working practices together or bridge the
gap between them [25-28]. Boundary objects are typically
portrayed as “both inhabiting several intersecting worlds
and satisfying the informational requirements of each of
them”—hence, they are a “means of translation” [22, 29].
According to Star, boundary objects can be interpreted flex-
ibly, are tailored to local information and work needs, and
are dynamic in use within and across practices [17, 29].
Brokers—sometimes referred to as boundary subjects—
have been depicted as “interlocutors”: translating, coordinat-
ing, and aligning different perspectives or meanings across
practices [30-33]. As boundary objects and brokers arise
from both information and work needs, we posit that they
may resolve discontinuity in care trajectories along all three
dimensions depicted above [29].

Examples of objects and people introduced by the health-
care system to bridge boundaries (i.e., intended boundary
objects and brokers) are numerous (e.g., the electronic medi-
cal record or a care coordinator), but the necessity and pro-
ductivity of these objects and people—as experienced by
patients—remain a largely unexplored area. As the bridging
capacity of boundary objects and brokers is not an inherent
property of the object or the person, but rather comes to life
in active work and sense-making, we aim to explore whether
the objects and people that are introduced by the healthcare
system (i.e., intended boundary objects and brokers) are pro-
ductive to patients [22, 25, 34]. Secondly, we aim to explore
whether patients introduce objects and people themselves to
(re)establish continuity of care. In doing so, the active con-
tribution of patients, as potential levers for effective change,
might be more successfully utilized [19].

2 Methods
2.1 Study Design and Sample

This study is part of a larger action research project on col-
laborative care, called ZOUT (a Dutch acronym for “The
right care at the right place in Utrecht”). The aim of that
project is to explore the current interprofessional collabo-
ration within a regional healthcare system (Utrecht, The
Netherlands), but especially to delve into possibilities for
improvement.

In this exploratory study, interviews with patients diag-
nosed with cancer were conducted to unravel the disconti-
nuities that patients experience and their attempts to resolve
these. Patients diagnosed with cancer were selected because
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of the inherent complexity and fragmentation of cancer care,
for which achieving continuity of care across the cancer care
pathway is particularly complex. Patients were invited to
participate by email based on their indication in another,
related study that they could be approached for comparable
research into cancer care. Of the 127 invited patients, 88
patients did not respond and six did not want to participate.
The remaining 33 patients received an information sheet
about the study, including study procedures, and were then
approached to schedule an appointment for the interview.

2.2 Data Collection and Analysis

Using video or audio calls, two researchers with back-
grounds in biomedical and educational science (DV and
SeH) conducted semi-structured interviews with 33 patients
diagnosed with cancer. The interview questions were pilot
tested in an interview with both researchers present. At the
start of the interviews, consent was obtained (in addition to
the written consent in the other, related study that they par-
ticipated in) to record the interview. Patients could ask ques-
tions about the information they had received in advance.
On average, an interview lasted 55 min (range 23-95 min)
and followed the interview guide that focused on mapping
the patient’s trajectory and the collaboration between dif-
ferent healthcare providers in particular (see the electronic
supplementary material). In light of the theoretical nature of
the boundary crossing concepts, patients were not asked to
identify (dis)continuity, (intended) boundary objects or bro-
kers themselves, rather these were identified in the patients’
stories by the researchers.

The interviews were transcribed ad verbatim,
anonymized, and uploaded to the qualitative data analysis
software NVivo 12 for analysis. We used the directed-con-
tent analysis method informed by conceptually theoretical
concepts stemming from the literature on boundary cross-
ing [35]. These concepts guided the initial development of
the codebook, and were complemented by inductive coding.
Each transcript was coded independently by two researchers
(DV, SeH), with discrepancies reconciled through negotiated
consensus. A third and fourth researcher (EdG, LB) were
consulted when consensus could not be reached.

Coding matrices and crosstabs were used to explore the
experience of (dis)continuity across patients, and to find
out if and how patients responded to that. For each patient,
several expressions of the same (dis)continuity experience
were counted as one. Data saturation was considered to
have been reached, although saturation is a contested con-
cept in the qualitative research domain [36]. Given the fact
that the interpretation of data was primarily guided by the
researchers’ theoretical and methodological expertise on
(dis)continuity and boundary crossing, participants were not
asked to provide feedback on the data [36]. The standards

for reporting qualitative research (Consolidated Criteria for
Reporting Qualitative Research [COREQ]) were applied
[37].

3 Results

At one or several points across their care trajectories, all 33
patients experienced continuity of care, and 30 out of 33
patients also experienced discontinuity of care (Table 1). Of
the three dimensions of discontinuity, discontinuity along
the relational dimension was experienced most often, across
all age categories and types of cancer and independently of
gender. Relational discontinuity referred to either a lack of
trust or a sense of being known or seen, as well as the lack
of sustainable, ongoing relationships:

Well, I’d have liked to wait a day longer to discuss the
results rather than talk to another doctor about it, and
to have a choice about that. So I’d have liked them to
say “You can come on Monday and talk to another doc-
tor than the one who operated on you or you can come
on Tuesday and talk to your own surgeon.” (Patient 20)

This excerpt signals how discontinuity in one domain can
be associated with pursuing continuity in another. Providing
test results quickly (important for information continuity) in
this case resulted in discontinuity in the relational domain
(receiving these results from another care provider). Experi-
ences of information discontinuity were mostly the result of
conflicting information: “It’s the surgeon telling me ‘I’d have
your lymph nodes removed’ even though the dermatologist
had said ‘Are you sure you really want to have that done?’”
(patient 5).

The majority of the patients, except for those who suf-
fered from skin cancer, also experienced a form of discon-
tinuity in the management of their care. Particularly often,
patients missed a coherent referral management strategy
addressing their psychosocial problems associated with
their illness experiences: “Well, in the hospital you're in the
hospital and you have an operation and what I really miss is
the psychological part [...] Because in my experience, you
have to check out everything for yourself, you have to ask
everywhere. Just give us some guidance” (patient 33).

Table 1 shows that, regardless of the extent to which
patients experience discontinuity, the vast majority of them
uses (initiated by the system) or introduces (introduced by
themselves) objects and people to (re-)establish continuity
of care.

Examples of objects and people that patients used or
introduced across their care trajectories are listed in Table 2
and discussed below.
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Table 1 Number of

) L Age Gender Type of cancer Discontinuities ~ Objects People

discontinuities and use of

objects and people for each T I M R Initiated Introduced Initiated Introduced

patient 1 50-70 Female Intestinal o 0 0 0 Vv v v v
2 70-80 Male Prostate 0O 0 0 0 - - v v
3 50-70 Male Skin 0 0 00 VvV v v v
4 50-70 Male Multiple 1 0 1 0 VvV - v -
5 70-80 Male Skin 1 1 00 VvV - v v
6 50-70 Male Skin 1 0 01 Vv v - v
7 70-80 Female Skin 1 0 0 1 - - - -
8 50-70 Female Breast 2 0 0 2 Vv v v
9 50-70 Male Intestinal 2 0 11 v - v v
10 80+ Male Skin 2 1 01 Vv - v v
11 50-70 Female Breast 3 3 00 VvV v v v
12 <50 Female Breast 3 0 21 Vv v v -
13 <50 Female Skin 3 2 01 - v v v
14 50-70 Female Breast 4 2 0 2 Vv v v v
15 70-80 Female Breast 4 0 2 3 - - - v
16 70-80 Female Intestinal 4 0 1 3 VvV - v v
17 50-70 Female Lung 5.0 05 Vv - v v
18 50-70 Male Multiple 5 3 3 2 - - v v
19 50-70 Female Breast 6 4 5 0 Vv v v v
20 50-70 Female Breast 7 5 1 4 v - v v
21  50-70 Female Breast 7 2 2 4 v - v -
22 80+  Female Multiple 7 1 52 Vv v v v
23 50-70 Female Multiple 7 1 61 v - v v
24 50-70 Female Multiple 7 3 33 Vv v v v
25 <50 Female Breast 8 1 3 5 Vv v v v
26 50-70 Female Breast 9 4 5 5 - v v -
27 70-80 Male Intestinal 9 6 6 5 VvV - - v
28 80+ Female Breast 0 6 5 2 VvV v v v
29 50-70 Male Intestinal 10 8 6 3 VvV v v v
30 70-80 Male Multiple 1 2 75 v - v v
31 70-80 Female Breast 12 3 6 4 VvV v v v
32 <50 Female Cervical 12 4 3 6 VvV v v v
33  50-70 Female Multiple 24 14 10 6 vV v v v

Separate numbers may exceed the total number of (dis)continuities due to overlap along the distinct dimen-
sions of (dis)continuity

T total, I informational, M management, R relational, Initiated initiated by the system, introduced intro-
duced by patients themselves

Table 2 Examples of objects

Objects People

and people patients used to : P

re-establish continuity of care Initiated Introduced Initiated Introduced
Electronic medical record Notebook/diary General practitioner Self
Information leaflet Recorder Case manager Partner
Appointment card Internet forum Nurse Friend

Initiated initiated by the system, introduced introduced by patients themselves
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3.1 Objects Initiated by the System to Establish
Continuity

Numerous objects are initiated by the system and identified
by patients: 27 out of 33 patients (82%) recognized that the
system initiated an object to establish continuity of care (i.e.,
intended boundary objects). These objects ranged from the
electronic medical record to patient information leaflets. The
use of objects occurs across all ages, sexes, and among all
types of cancer.

However, not all of these objects were deemed necessary
by patients, or perceived as enhancing the patient experi-
ence: “No, I didn’t feel the need for them [information leaf-
lets]” (patient 1). Also, the effectivity of the objects was
questioned. A patient explained that she wanted to consult
her medical record to establish (information) continuity,
but that accessing her medical record in fact only had the
opposite effect and caused confusion: “Well that really, uhm,
uhm, freaked me out. And I read it on Friday afternoon,
just before the weekend. So there’s no one available then”
(patient 20).

In line, other patients recognized the difficulty of com-
prehending medical information themselves: “Well, then you
just think: what is this actually saying? Because I don’t know
what it means” (patient 33). They avoid using the object for
that reason and advise care providers accordingly for using
the medical record: “If I could offer one piece of advice to
uhm... uhm... doctors, it would definitely be to remember
that people read their own medical records too” (patient 20).

3.2 Objects Introduced by Patients to Establish
Continuity

Patients also actively introduce objects themselves to estab-
lish continuity of care. It became clear from about half of
the patient stories (17/33) that they introduced one or sev-
eral objects throughout their trajectories. The objects that
patients introduced range from the use of notebooks to pre-
pare and answer questions to organizing all information in
one folder:

So I had a notepad at home and I’d think, oh yeah, I
have to ask about this and that. Because when you’re
sitting there, you can’t think of any questions. So I
actually write things down, when I have an important
appointment I always write everything down. (Patient
14)

Yes. I made a file for the breast operation... because it’s
all pretty confusing and you can look up a lot of things
on the internet... so I thought, well I’ll just make a
separate folder [...] I even have the operative report in
there. I asked for it afterwards [...]. And that’s, that’s,

that’s extra information you don’t get when you come
in for a check-up. (Patient 28)

3.3 Relying on Objects for Information,
Management, and Relational Continuity

Although the number of experiences of discontinuity along
the informational dimension across all patients was the low-
est, it most often elicited the use of objects. For example, the
use of the internet: “No, no, not really. Because I remember I
googled it and then I was like uh oh, it’s this, shit, this is it”
(patient 13). Object use for establishing continuity along the
management dimension was often related to bringing clarity
in turbulent times (““it is a rollercoaster”), for example, using
an agenda within the electronic medical record.

Relational continuity was the only dimension of continu-
ity for which objects appeared of little help. In exceptional
cases, patients resolved discontinuity along the relational
domain using objects, avoiding face-to-face interactions in
doing so:

No, that’s uhm... we had to fill in a questionnaire
[at the hospital] about our dealings with our general
practitioner, I think. And my husband wrote that down
[poor communication with general practitioner]... And
I think she read it and then she started showing more
of an interest. (Patient 16)

Yet, patients occasionally chose to leave the relational
discontinuity unresolved and sought healthcare somewhere
else instead:

So, uhm, well, then you just wait a few weeks for her
and you think: okay, nothing’s going to come of this.
Hahaha. And then I lost all motivation to have another
check-up in July. I got a call to go for a check-up [from
hospital A] and I said: *I'm out of the country and uhm
I’ll make an appointment another time.” Anyway, I did
do that later at hospital B. (Patient 26)

3.4 People Initiated by the System to Establish
Continuity

In addition to the use of objects by the majority of patients,
most patients (29/33) also referred to at least one person
introduced by the healthcare system to help them throughout
their care trajectory (i.e., intended brokers). These people
included the nurse practitioner (especially in the case of
breast cancer) and the general practitioner.

However, comparable to what patients experienced
regarding objects provided by the system, not all people that
the system offers to help enhanced the patient experience.
Disagreement on the necessity and effectivity of the general
practitioner to translate and coordinate care was the highest.
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Some patients expected the general practitioner to have this
translating and coordinating role and were disappointed if
he or she did not fulfill this role. Others recognized this
role of the general practitioner but had no need for that or
considered it ineffective:

Patients have a lot of questions a lot of the time and
they ask them at the most impossible moments and
they need somewhere to go to get answers. And their
general practitioner doesn’t know enough of the whole
picture to be able to make a decision. It has to be
someone who has a close relationship with the spe-
cialist. (Patient 27)

Similarly, the role of the nurse practitioner was appre-
ciated differently by different patients. However, most of
the patients considered the nurse practitioner important for
continuity of care within the hospital:

No, no. No, I just think that they really shouldn’t
underestimate the role of the nurse practitioner... And
there should also really uhm....uhm.... be time for that,
say... because you see an oncologist, a surgeon, a, a,
a, uhm.... plastic surgeon, a radiologist. You see them
all and you build up relationships with them, but they
aren’t constant factors and she’s the only constant fac-
tor. (Patient 24)

3.5 People Introduced by Patients to Establish
Continuity

Throughout their care trajectories, 28 out of 33 patients also
actively introduced people to establish continuity them-
selves: family and friends were often taken to consultations
or asked for help otherwise. In other situations, patients
translated between different perspectives themselves.
Patients translated and coordinated between different
healthcare providers or organizations, either because they
seized that role or because they had the feeling that the
design of the healthcare system required them to do so: “Of
course I made sure by asking the surgeon and the derma-
tologist whether their findings would be passed on to my
general practitioner too” (patient 10). To some extent, either
or not using objects, patients may also act as an interlocutor
between their own experiences. A notebook, for example,
may act as a means to manage knowledge from diverse prac-
tices within a person over time. In addition, they bridged
between the healthcare system and their family and friends:

So my sisters saw it, my husband, my mother. I said, if
you want, you can come with me to where the screens
are and you can see where I am now and what they’re
doing to me. That way you’ll see that it’s not scary. It’s
intense, but it’s not scary [...] So, well, they said that
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it did help them understand what I’'m going through.
(Patient 32)

Moreover, occasionally people and objects were
employed simultaneously: “I printed out two questionnaires,
one for myself... And the other one for my friend, or who-
ever was going with me, so that we could copy down the
answers on it” (patient 14).

3.6 Relying on People for Information,
Management, and Relational Continuity

Patient experiences with regard to employing people to (re-)
establish continuity of care were mostly related to experi-
ences of discontinuity along the informational and manage-
ment dimension. Again, discontinuity along the relational
dimension remained mostly unresolved. Following man-
agement discontinuity (e.g., long waiting times), support
was often found amongst family members or friends. When
patients faced information discontinuity, they often felt the
need to align perspectives themselves:

And, if I remember correctly—it was almost five years
ago now—I noticed a subtle difference between the
dermatologist and the surgeon [...] No, that just makes
it easier. It did make me feel like: This is real life. This
is a real choice, it’s really up to me. (Patient 5)

When patients experienced relational discontinuity,
intended brokers by the system were of less help. In line
with the earlier excerpt on how the efforts from care provid-
ers to minimize (information) discontinuity only increased
(relational) discontinuity, people introduced by the system
may also have the opposite effect of what was intended.
In fact, when the introduction of an intended broker raises
expectations of relational continuity in patients, and these
expectations are not met, things only got worse:

And when I send an e-mail uhm to the attending nurse
in hospital B and I get a reply four days later say-
ing ‘Go see your general practitioner,’” then I’'m like:
thanks, but no thanks. So I broke off all contact with
her. I was like, I really don’t want to have anything to
do with her anymore. I also told my specialist, don’t
ever mention her name to me again. It made absolutely
no sense, I said. It would defeat the purpose. (Patient
27)

4 Discussion

In considering new interprofessional approaches towards
increasingly specialized patient care, the healthcare sys-
tem might benefit from understanding the discontinuities
that patients experience, and if and how they re-establish
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continuity. This study explored patients’ experiences with
regard to discontinuity along the informational, relational,
and management dimensions, as well as their actions to deal
with it. Based on our analysis from a boundary crossing
perspective, this study demonstrates that patients are very
active in resolving discontinuity (or establishing continuity)
across their own care trajectories. They often employ the
objects and people that are provided to them by the health
care system (i.e., intended boundary objects and brokers),
especially in the case of information and management dis-
continuity, but also introduce objects and people to establish
continuity in their care trajectory themselves.

Yet, the productivity of objects and people in establish-
ing continuity of care, and accordingly their classification
as boundary objects and brokers, should not be taken for
granted. The current study showed how information leaf-
lets, for example, introduced by the healthcare system as an
(intended) boundary object, do not always have a bridging
function. Similarly, a general practitioner may be a broker,
but may also be experienced as “just one of the care pro-
viders involved.” Moreover, theoretically the objects intro-
duced by patients in this study (e.g., the notebook or the
self-created folder with collected information) to establish
continuity may not (yet) be considered boundary objects in
the traditional sense of the concept. Currently, these objects
appear to be used only by the patients themselves, and
can thus not be said to “inhabit intersecting worlds,” even
though patients did report how these objects satisfied their
own informational requirements in their trajectories of care
across different practices [22]. Accordingly, we argue that,
rather than debating the definitions of boundary objects and
brokers, it is particularly the underlying rationale of bound-
ary objects and brokers—bridging different worlds—that
may help in understanding and advancing continuity of care.
As such, the added value of using concepts as boundary
objects and brokers to advance continuity of care does not
lie in prescribing the use of certain objects and people, but in
understanding why and how objects and people support and
sustain continuity of care differently for different patients.

The extent to which objects and people bridged different
worlds in the current study varied for the three dimensions
of discontinuity. Patients often relied on objects and people
to resolve discontinuity along the informational dimension,
and to a lesser extent in response to discontinuity along
the management dimension. Although discontinuity along
the relational dimension was experienced most often, it
remained largely unresolved—patients rather changed care
providers to avoid it. In the light of previous research point-
ing to relational continuity as the dimension of continuity
that patients value the most, this is particularly relevant [7,
38, 39]. The core of the difference may be in the nature of

the discontinuity: the nature of the patient—provider rela-
tionship prevents the use of a “cookbook™ approach and
requires a more contextual, individualized understanding of
individual needs and preferences [40, 41]. Relational conti-
nuity is a “two-way street” where the face-to-face interaction
between patient and provider is key. In contrast, information
and management continuity benefit from general initiatives
at the system level, e.g., by initiating intended boundary
objects (e.g., automated exchange via the electronic medical
record) or intended brokers (e.g., the general practitioner) to
establish continuity across a patient’s trajectory.

Relational continuity may rather benefit from initiatives
on a more personal level, specifically bridging differences
between care providers and patients, i.e., “humanization
of care.” Humanization of care adopts a more holistic per-
spective to the process of care and interactions compared
to other, well known concepts such as patient-centered or
person-centered care [42]. It explicitly focuses on all the
stakeholders involved in the care process (i.e., patient as well
as provider) and accordingly may best address the relational
aspect of care. Patient—provider relationships mostly benefit
from a basis of trust and a sense of being known or seen
[43-45]. Especially when patients expect such properties
in relationships with their providers (in their relationships
with intended brokers in particular), relational discontinu-
ity is a hidden risk. Moreover, our findings indicate that
patients may face difficulties raising relational discontinu-
ity with their providers. Accordingly, the role of providers
may be to actively seek patient feedback, put the subject of
relational continuity explicitly on the agenda with patients
and develop more positive and sustainable relationships with
their patients [46, 47].

While the theory on boundary crossing is more often used
in considerations to improve interprofessional care, its use
in understanding care from a patient perspective is relatively
novel [48, 49]. The importance of involving the patient per-
spective has been widely recognized over the last decade,
but research is often limited to rather “passive” patient par-
ticipation [50-52]. Again, the question is often about how
patients can be empowered to play an active role in their
care process, as if patients are not yet seen as active play-
ers [38, 53, 54]. By approaching the care process the other
way around, starting from the role of the patient, this study
responds to previous calls to shift from the traditional view
of the patient as a “passive recipient of care” to the new view
of patients as “integral to the improvement of the innovation
process” [55-58].

This study revealed that patients already make a sub-
stantial contribution to establishing continuity of care. In
contrast to previous studies, we found that patients are, to
different degrees, active in managing their care [7]. Their
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active role has turned out to be most evident in situations
of discontinuity along the informational and management
dimension. Our results suggest that patients employ (bound-
ary) objects especially to resolve information and manage-
ment discontinuity, and that they take on a coordinating role,
or even broker, mostly when they experience discontinuity
along the informational dimension. Accordingly, instead of
continuing to explore what patients might be able to add, we
advocate (1) gaining more insight into what patients already
contribute, and (2) providers to start routinely asking their
patients about, and acting upon, the objects and people they
rely on to do that while explicitly addressing expectations on
relational continuity. It is time to put a hitherto mainly theo-
retical concept in practice: addressing (intended) boundary
objects and brokers in daily care may provide opportunities
to respond to those and to take healthcare to the next level.

The main strength of this study is the examination of
patient experiences from a boundary crossing perspective,
highlighting patients’ active roles in establishing continu-
ity of care by using and introducing objects and people
(intended boundary objects and brokers). A limitation
may be that these objects and people were identified in the
patients’ stories by the researchers rather than by the patients
themselves, and may thus be underestimated. Furthermore,
the majority of the patients included in this study had practi-
cally completed their care trajectories. Emotions and feel-
ings regarding their experiences of discontinuity may thus
have been weakened or forgotten. However, since we primar-
ily focused on their actions upon experiences of disconti-
nuity—and not on the experiences themselves—we do not
expect this to have had a significant impact on our results.
Rather it may have helped because patients could now view
their care process from a distance.

Advocates for patient involvement argue that seeking the
active contribution of patients and families in the coordina-
tion of care can help mitigate the complexity of the spe-
cialized healthcare system, and lead to improvements in
care continuity. This study extends and develops the line of
argument for patient participation by exploring the role that
patients already have in crossing the boundaries between
multiple care providers. We do not argue for initiatives
from the healthcare system exclusively to resolve this in the
future, but for an integrated approach in which the contribu-
tions of all are acknowledged to collectively improve care.
Improved understanding of how patients employ objects
and people to address discontinuity, and where they need
help, may support the healthcare system to negotiate its way
through the multitude of dependencies and influences that
complicate the increasingly specialized, collaborative patient
care.
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