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Abstract

Purpose — The aim of this paper is to empirically describe and analyze factors deemed to be relevant for the
successful provision of coordinated paediatric oncology care by physicians and nurses involved.
Design/methodology/approach — A qualitative case study primarily consisting of interviews.

Findings — The paper’s findings indicate that certain factors (i.e. distinct mission, clear treatment protocols
and support from external stakeholders) relevant for the provision of coordinated paediatric oncology care
have not received sufficient attention in previous research. In addition, emphasis is placed on the necessity of
facilitating constructive working relationships and a bottom-up perspective when pursuing improved care
coordination.

Originality/value — The factors described and analyzed may act as insights for how paediatric oncology
might be improved in terms of care coordination and thus facilitate care integration. In addition, the paper’s
findings identify factors relevant for further empirical studies in order to delineate their generalizability.
Keywords Paediatric oncology care, Care coordination, Care integration, Care quality

Paper type Research paper

Introduction

Survival rates for paediatric cancer patients have dramatically improved in recent decades,
often attributed to international collaborative efforts to validate protocol-driven treatments
as a viable route towards successful treatment outcomes (Pui et @/, 2011; Unguru, 2011). With
major strides in strict medical outcomes having been achieved, other effects of the treatment
and medical/social rehabilitation for the child, as well as his or her family, were identified at
an early stage as important aspects for further study (Bradlyn et al, 1996). Consequently,
although medical considerations are and will continue to remain relevant in the provision of
improved and adequate care for paediatric oncology patients (Pui et al, 2011), the necessity of
paediatric care coordination has become a prominent topic in research as well as in practice
(De et al, 2011).

Care coordination should be understood as a “team-driven activity that organizes and
drives service integration” (Kuo ef al., 2018, p. 224). It has been found to be directly correlated
with patients’ satisfaction and the perceived quality of the care provided (Matlow et al., 2006).
Moreover, failure to provide coordinated care has a substantial impact on the healthcare
system’s ability to efficiently utilize available resources (Zurynski et al, 2019;
Eriksson et al, 2020). In order to develop coordination of care provision, notions related to
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both general management and organizational theory have been given major influence,
however, not with unanimous success (Kaehne, 2019). The substantial reliance of
policymakers on top-down policy initiatives and interventions when attempting to
increase care coordination produces difficulties in achieving actual change as they rarely
have the desired effect on healthcare professionals’ practices, often arising from a failure to
consider the social context of implementation (Yong and Cameron, 2019). Physicians and, to
some extent, nurses are the professional groups which, historically as well as currently, have
demonstrated the most difficulties in engaging in improvements in the quality of healthcare
in relation to a broader definition of quality, improved care coordination for example, which
does not reflect solely their own immediate interaction with the patients (Berwick, 1989,
Blumenthal, 1996; Reay and Hinnings, 2009; Arman et al, 2014; Currie and Spyridonidis,
2016; Gadolin, 2017). The unwillingness of physicians and nurses to engage in quality
improvements in terms of a broader understanding of quality is often reflected in the fact that
healthcare professionals frequently encounter obstructions to care coordination related to
communication and collaboration across professional and organizational boundaries (cf.
Jolanki et al., 2017; Fraser, 2019).

In reviewing the idea of coordinated care, Ehrlich ef al. (2009) argue that the literature
is more concerned with providing superficial descriptions of concepts that might facilitate
it, such as collaboration and knowledge transfer, while offering “little discussion of the
actual practice that might be implemented in order to enact them” (p. 619), a notion
seemingly still relevant today (Hughes et al., 2020). Care coordination has been emphasized
as vital in counteracting the fragmented care that a/l children with special healthcare needs
face (Cohen et al., 2011; Kuo et al., 2014; Edelstein et al., 2017), along with cancer patients in
general (Cortis ef al, 2017; Gadolin et al., 2020). Nonetheless, given the major emotional
difficulties for family members when a child is diagnosed with cancer, often related to a
perceived uncertainty with regard to the medical treatment process (Clarke and Fletcher,
2003; Svavarsdottir, 2005; Bjork et al, 2005; Klassen et al, 2008), the necessity of
coordinating paediatric oncology care cannot be overstressed (Matlow ef al., 2006; Baker
et al, 2008; Stark et al., 2016; Kaye et al., 2017).

Consequently, while previous research has established the necessity of coordinating
paediatric oncology care, it has been less useful in providing context-specific details in
relation to its actual execution. In combination with the notion that physicians’ and nurses’
involvement is pivotal, but often difficult to attain, in successfully implementing quality
improvements in healthcare (e.g. Gadolin and Andersson, 2017; Andersson and Gadolin,
2020), it is necessary to study the factors deemed to be of relevance for these professional
groups when providing coordinated paediatric oncology care. In an effort to contribute to
such studies, the aim of this paper is to empirically describe and analyze factors deemed to be
relevant for the successful provision of coordinated paediatric oncology care by physicians and
nurses involved, through the provision of detailed empirical accounts that might act as
insights for how to improve paediatric oncology in terms of care coordination and thus
facilitate care integration (cf. Kaehne, 2019).

Methods and setting

Given the nature of the paper’s research aim, the study’s initial task was to identify a case
were the paediatric oncology care provided was deemed to be successful in relation to care
coordination. Labelling care as successfully coordinated poses challenges as success may be
dependent on a certain perspective or perspectives indicative of success, such as patients’ and
their families’ perceiving the care provided as cohesive. The paediatric cancer care provided
by healthcare actors in a region in western Sweden was identified as suitable in relation to
these criteria, due to patients’ and their families’ assessments of the care provided in terms of



quality and cohesiveness. The regional perspective was chosen due to the fact that complex
care needs to be designed in alliance with, and taking into account, multiple actors relevant to
the system. Further, it is considered that there is a high level of independence for regional
governance in the Swedish healthcare system, and, due to regional sovereignty, the regional
level is where practical and strategic adjustments can be made. Moreover, representatives of
aregional strategic improvement intervention had identified the paediatric care in the region
as a suitable example of how paediatric care could be organized within the whole region due
to outstanding results in relation to integration, coordination and efficacy. The region’s
paediatric oncology care was consequently deemed to be of relevance for this paper’s
research aim and hence constitutes the case for this study.

Paediatric oncology in the region is structured around the collaboration between seven
different hospitals, the largest of which, the university hospital, is situated in the regional
capital and houses the region’s paediatric oncology centre. It consequently constitutes the
hub for collaboration within the region. The university hospital is responsible for updating
and implementing research-based treatment protocols, as well as organizing ongoing
professional education within the region as a whole. It also houses the region’s highly
specialized care. Interventions in relation to the treatment of a specific patient that requires
highly specialized care are therefore performed here. Moreover, all diagnoses of paediatric
cancer are formally performed at the university hospital. The other six county hospitals
involved in the collaboration are responsible for all other medical treatment provided for
patients within their geographical area after diagnosis. However, healthcare professionals at
the county hospitals maintain an intimate collaboration with their colleagues at the
university hospital, usually experts within the sub-speciality of paediatric oncology,
throughout the medical treatment of each patient. This study focuses broadly on the
coordination of the care provided: from the child’s first contact with the healthcare system,
throughout initial treatment and rehabilitation and also coordination with relevant actors
extrinsic to the healthcare system (cf. Eriksson and Hellstrom, 2020).

Data collection primarily consisted of qualitative interviews, which were deemed highly
relevant as they enabled the perceptions and understandings of actors to be examined (Stake,
2010). The interviewees were mainly physicians and nurses as the involvement of these
groups of professionals is considered critical but often difficult to obtain in relation to
improvements in the quality of healthcare (Berwick, 1989; Blumenthal, 1996; Reay and
Hinnings, 2009; Arman ef al., 2014; Currie and Spyridonidis, 2016; Gadolin, 2017), but also due
to the fact that it was mainly them who had the initial contacts with the patients and their
families. The bulk of the interviews were conducted at the university hospital as it housed
most of the region’s expertise in relation to paediatric oncology. The first interview was
carried out with the operations manager (a physician), and the second interview was with the
operations manager and the quality improvement worker appointed to the department.
These two had previously tried to delineate the success factors perceived by physicians and
nurses involved in the collaboration, which was discussed as part of these interviews. The
factors provisionally identified were included in the semi-structured interview guide, which
enabled the interviewer to steer the conversation towards the phenomena being studied,
while simultaneously allowing both the interviewer and the interviewee to elaborate upon
relevant topics (Kvale, 2007). All interviews following these two initial interviews started with
the open question: “What do you perceive to be the success factors for the coordination of
paediatric oncology care?” Once the interviewees had exhausted the success factors that they
personally perceived, questions regarding the provisionally identified success factors were
asked, provided they had not been addressed organically during the interview, which was the
case more often than not. Moreover, following first-level interpretations of the data collected
(cf. Alvesson and Skoldberg, 2009), the perceived consensus of success factors identified was
discussed on a continuous basis with the informants interviewed at a later stage of the study.
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In addition to the initial interviews with the operations manager and the quality improvement
worker, five interviews were conducted at the university hospital with three physicians and
two nurses (who were tasked with facilitating coordination of the care).

In addition, one interview was conducted at each county hospital. As these hospitals were
smaller, every physician and nurse at the respective paediatric care unit could potentially be
involved in the care of paediatric cancer patients. Interviews were therefore conducted with
those with most experience of the phenomenon studied, that is, the physician and the nurse most
actively involved in the paediatric oncology care provided at the hospital. These interviews
were conducted in pairs so that the study would benefit from two parties being able to discuss
success factors from two distinct professional perspectives and thus provide complementary
points of view and together provide a more nuanced and richer description of perceived success
factors (cf. Morris, 2001; Wilson et al, 2016). A total of six paired interviews were consequently
performed, incorporating six physicians and six nurses. The case study comprised a total of 13
interviews, consisting of ten physicians (including the operations manager), eight nurses and
one quality improvement worker. All interviews were transcribed verbatim.

Three observations were also carried out as a supplement to the aforementioned interviews.
One of them was conducted at a regional meeting to discuss desired improvements to all
paediatric care within the region. This meeting focused on how the regional paediatric oncology
care could constitute a source of inspiration for other areas of care to improve their operations.
The other two observations were conducted at meetings with participants from the seven
different hospitals. These meetings were ongoing, taking place once every six months. The
observations enabled the interviews to be performed in a more informed fashion as the
dynamics for the collaboration were experienced first-hand (cf. Alvesson and Skoldberg, 2009).
Moreover, it was possible to further discuss topics of interest identified at these meetings with
the interviewees and thus in more detail.

The data were analyzed utilizing a conventional content analysis (Hsieh and Shannon,
2005), with the empirical data first read and re-read on multiple occasions. All data relevant to
understanding the factors and prerequisites enabling the coordination of paediatric oncology
care were then sorted. In accordance with the paper’s aim, further coding of the data sorted
was subsequently performed in order to present sub-categories enabling a more
comprehensive and detailed description of the success factors identified. The quotes
presented are illustrative of these interpretations (cf. Silverman, 2001). The results section
below will present the factors identified as relevant for success.

Factors perceived as relevant for success

Formalized collaboration

All interviewees affirmed the formalized collaboration between the seven hospitals as
fundamental to the success of paediatric oncological care in the region. This formalized
collaboration creates a network where parties interact on a regular basis through biannual
physical gatherings. This establishes an arena for healthcare professionals engaged in
paediatric oncology care from right across the region to socialize and become acquainted with
each other. These gatherings — a consequence of the formalized collaboration with the
university hospital acting as the hub — enables everyone engaged in the paediatric oncology
care process to put a “name and a face” to every other individual involved in it, regardless of
whether they are employed at a remote hospital. This socialization process was deemed to be
a basic prerequisite for all of the interviewees in enabling them to actively seek advice and
support from other healthcare professionals engaged in the paediatric care process. The
formalized collaboration of regional paediatric oncology care enabled a network
incorporating regular physical gatherings of everyone engaged in care provision, acting as



a “springboard” for further conversations and learning among all employees involved in the
regional paediatric oncology care.

The regularity of this contact led to the representatives of each hospital acknowledging a
joint responsibility for each patient, further enabling an open and constructive dialogue
between all parties. As a physician (P1) put it when asked to reflect upon the difference
between the collaboration within paediatric oncology care and the collaboration with other
departments/wards at the university hospital:

Many of us are reluctant to call other departments at the university hospital to ask for medical
advice. I have personally been met on many occasions with scepticism and an unpleasant attitude
when I have done so. Of course, that severely obstructs collaboration. The contact within the
paediatric care collaboration is characterized by the opposite. We all feel like we are colleagues,
despite us working at different places.

Secondments at the university hospital

Physicians and nurses at the county hospitals are able, and encouraged, to take secondments
at the university hospital for a period of at least three months. Most of them have already
done so, and personnel at both the university hospital and the other hospitals emphasize that
it has greatly increased their ability to — collectively — provide coordinated care through
facilitating a range of positive effects. First and foremost, the healthcare professional
involved in the secondment is able to expand his or her knowledge and experience
surrounding the care and treatment of children with cancer through learning and discussions
with the region’s leading experts within the field. Furthermore, and even more substantively
than the regular regional meetings, the secondments provide the opportunity to build
stronger collegial and personal relationships with employees at the university hospital, which
by extension makes it easier for the individual on secondment to engage in further contact in
order to discuss patients and their treatments. In addition, employees returning from
secondments are able to disseminate new insights and knowledge at their own hospital that
they have acquired through interaction with experts within the field. In summarizing the
benefits of secondment, one of the nurses (N1) at a county hospital stated that:

The most obvious benefit is that we get to know each other, which makes our future collaboration
that much easier and smoother. For instance, we know who to call and they know who is calling.
I think that is the cornerstone for coordinating the care we provide.

Distinct missions

Another success factor that many of the interviewees reflected upon was the influence of
distinct missions in relation to the collaboration between the seven hospitals. Although
representatives from each hospital noted a mutual dependency between the seven hospitals,
and especially between the university hospital and the respective hospitals within the
collaboration, a congruent and accepted division of labour also exists between them. It entails
the university hospital having the mission to diagnose and initiate treatment for all new
cancer patients. Unless requiring specific expertise, subsequent treatment of the cancer, as
well as secondary infections and illnesses, is undertaken by the respective county hospital.
The interviewees deemed that clarity in relation to both mission and main responsibilities
reduced misunderstandings and miscommunication between all employees involved in care
provision, and thus facilitated coordination.

Clear treatment protocols

Perceived clarity in relation to treatment protocols was closely linked to the aforementioned
success factor. A specific treatment plan is in place for every major paediatric cancer
diagnosis. As these plans are perceived to be legitimate by the healthcare professionals
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involved, they are followed meticulously and thus used to standardize the treatment given to
each patient. The clarity of the treatment protocols, as well as their acceptance and
concomitant compliance with them, ensures that everyone involved in care provision knows
what measures to take, when and by whom. Moreover, it facilitates the provision of
information to both the patient and family members regarding the care process. The
physicians and nurses involved in care provision believe that formulation of the treatment
protocols was made possible in part due to the relatively short and intensive course of the
disease. Paediatric cancer is described by the interviewees as a form of dichotomy, “it either
goes well or it goes badly”, as one of the physicians (P2) put it. This shared sense of urgency
facilitates standardization of the care provided, as it is perceived as central in ensuring the
chance of a favourable outcome. Another aspect strengthening the professionals’ confidence
in standardized treatment procedures is the relatively limited influx of new patients. “Thereis
no room for personal interpretations” is the reasoning provided by one of the nurses (N2)
interviewed — the best available research and practical knowledge must be applied in order to
ensure the patient’s well-being and the outcome of the treatment.

Teamwork

Well-functioning teamwork at each hospital is also highlighted by the interviewees as a
prerequisite for facilitating coordination of the care provided. Many of them emphasized their
feeling that there is genuine encouragement from all professionals in the team, and that every
member of the team should be actively engaged in the provision of care. Analogously, there is
no perception of professional hierarchies hindering or inhibiting the teamwork — which the
interviewees often feel to be the case in other healthcare contexts. The fundamental reason for
this is emphasized as the dense and intensive treatment for children with cancer as it bonds
the members of the team together and makes teamwork central in delivering the best care
during the treatment. Moreover, several of the interviewees testified that they enjoy good
social relationships with colleagues outside of work, which is highly likely to influence the
prospects of cooperation within the team. Another aspect that is perceived to weld the team
together, and thus facilitate the provision of coordinated care, is the team’s shared view of
patients and their families. The close and intense contact with them during treatment creates
relationships that “go beyond” what many of the interviewees perceive to be common in other
care provision processes. In describing the team’s perception of the patient, one of the
physicians (P3) interviewed stated that “we view our patients differently. We do not even call
them patients, we call them children.” Moreover, the relationship that forms between the team,
the patient and relatives induces a sense of security as they get to know each individual
member of the team and hence know which of them is suitable for direct queries.

Support from external stakeholders

Many of the prerequisites for the successful coordination of regional paediatric care were
perceived as having been made possible due to the funding and support of external actors, the
Swedish Childhood Cancer Fund being the most prominent, with its main contribution being
the monetary resources it provides for the internal and external elements of paediatric cancer
care, as well as putting the focus on paediatric cancer care as an important phenomenon in
society. The monetary contributions enable the hospitals involved in the collaboration to
undertake certain actions and activities that would otherwise not have been possible as they
are not included in the regional financing. For instance, they finance salaries for physicians
and nurses in different parts of the system, mainly in order to cover vacancies for staff on
secondment at the university hospital. Moreover, funding has made it possible to hire nurses
with the focus on integration of services outside the hospital setting. This is mainly arranged
in the form of participation in schools and other social situations, through explaining and
normalizing the child’s challenges and answering questions from children, other adults and



teachers. Most physicians and nurses interviewed accentuated both the importance of
external funding in enabling finance of activities central to care coordination and the fact that
it facilitated a more holistic approach to the care provided. When speaking about the
necessity of taking a holistic approach towards the coordination of the care provided and the
facilitatory role of external funding, the operations manager stated that:

The sick child is a part of a family, a part of a class in a school, a member of a football team, and a
member of society. Cancer affects all these situations and relationships. We need to be aware of that
and counteract the potentially negative impact that the cancer might inflict at all levels of the social
plane for the child.

Concluding discussion

In describing and analyzing the success factors that physicians and nurses deemed to be
relevant for the successful coordination of paediatric oncology care provided by a region in
western Sweden, this paper provides empirical accounts that may be complementary to
previous research that has established that clinical networks are vital when seeking to achieve
successful care coordination and its associated benefits, though often highlighting the that fact
that, despite being vital, it is difficult to engage clinical staff (e.g. Greene et al, 2009; Ferlie et al,
2013; Brown et al, 2016). While some of the factors described, such as teamwork and the
necessity of collaboration, have been highlighted previously as fundamental underpinnings for
care coordination (Kuo ef al, 2018), research has also emphasized the major difficulties in
achieving them in a healthcare setting (Gadolin and Wikstrom, 2016). The empirical
descriptions of these factors provided by physicians and nurses may consequently provide
further information on how they might be achieved in paediatric oncology care.

The other factors described in this paper — the importance of distinct missions, clear
treatment protocols and support from external stakeholders — have not attracted the same
attention within the literature which seeks to delineate factors necessary for clinical networks
and care coordination. Whereas clear treatment protocols have been identified as relevant for
the successful treatment of paediatric cancer (Pui et al, 2011; Unguru, 2011), this paper
highlights its potentially interrelated effect on the coordination of care provision. Moreover,
given the seeming ambiguity in identifying distinct missions as a relevant factor, as successful
collaboration is often founded on allowing the collaborators to influence the work undertaken
(Eriksson et al.,, 2020), we argue that this factor should be studied in greater detail in order to
outline how it influences the ability to coordinate paediatric oncology care. The finding that
support from external stakeholders is pivotal in executing certain actions and activities is
problematic as it suggests that coordination of care is contingent on the benevolence of parties
separate from its financiers. Efforts aiming to increase coordination in paediatric care should
thus ensure that funding for all activities and actions identified as relevant is secured in order to
safeguard its feasibility. Further research is encouraged in other contexts in order to delineate
whether these factors are unique to the case studied or if they are indicative of factors relevant
for the coordination of paediatric oncology care in general.

Overall, the findings of this paper support the notion that a bottom-up perspective is
beneficial in ensuring the coordination of care (cf. Kaehene, 2019), as many of the initiatives
vital for it are the result of the active engagement of the healthcare professionals involved in
care provision, and that constructive working relationships are pivotal in pursuing all kinds
of quality improvements contingent on collaboration (cf. Gadolin and Andersson, 2017).
The factors identified in the paper also highlight the fact that, regardless of context, research
with the aim of studying success factors in care coordination must also include the lived
experiences of the healthcare professionals engaged in its provision. Without such inclusion,
there is a risk that important aspects vital to understand the holistic nature of successful care
coordination within a particular context are left unelucidated. Moreover, the paper also
underlines the fact that coordination is vital in all sequences of care provision; from the child’s
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initial contact with the healthcare systems, throughout treatment and rehabilitation, and also
in relation to other parts of the child’s life outside the hospital setting. As this study focuses on
the perceptions of physicians and nurses, future studies could potentially explore success
factors perceived by actors who are more involved in the later stages of care provision; given
that this paper highlights the fact that the factors facilitating care coordination have to be
adapted to how the cancer is perceived to be affecting the child, as well as the child’s family, at
each specific point in time.

In order to further understand factors relevant for successful care coordination from the
perspectives of the child and the child’s family, as well as to facilitate what is frequently the
general aim of an increased focus on the “customer” in the delivery of and improvements to
public services (e.g. Needham, 2006; Osborne et al, 2021), further studies could also
potentially focus on these narratives in outlining additional factors. Such studies could
complement the literature focussing on clinical networks by highlighting actors/
organizations that — from the perspectives of the child and the child’s family — might be
relevant for the successful coordination of paediatric oncology care and thus enhance the
holistic nature of contemporary public service delivery (cf. Osborne et al., 2013).
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