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Abstract

Background: In contemporary health care, patient-centered care has emerged as a pivotal paradigm shift that redefines the
traditional physician-centric model. Particularly in the context of cancer care, marked by itsintricate nature and emotional impact,
there is a pressing requirement to rethink how health care is delivered. In this context, comprehensive cancer care networks
(CCCNs) provide a new means of structuring and delivering quality cancer care, recognizing each patient’s unique preferences
and needs.

Objective: Thisstudy aimed to establish a consistent definition and framework for patient centeredness in CCCNs, facilitating
the integration of a patient-centered approach to enhance care quality.

Methods: We conducted an umbrella review focusing on generic and oncol ogy-specific dimensions of patient centeredness to
establish the definition and framework. The datawere analyzed and synthesi zed using an inductive category devel opment approach,
which guided the derivation of dimensions for the framework. The review was complemented by a survey of 23 key stakeholders
within CCCNs and a focus group with patient representatives. This process involved iterative group discussions to achieve
consensus on the framework and definition.

Results: The study presents arobust definition and framework of patient centerednesstailored to CCCNs, validated by aninitial
agreement rate of 96% among survey respondents. Patient centerednessin aCCCN is defined as a philosophy of care prioritizing
the physical, emotional, and social needs and personal values of patients with cancer at every step of the patient pathway. In
patient-centered CCCNSs, patients are empowered and engaged in becoming active partners in health care in relation to their
individual preferences and capabilities, with the goal of providing personalized, high-quality, holistic care with the best possible
outcomes. The framework comprises 8 primary dimensions: empowering patients, engaging and involving patients, treating the
patient as a unique person, enhancing the therapeutic relationship, enhancing a patient-centered culture, providing holistic care,
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recognizing and supporting the health care professional as a person, and coordinating care. Each dimension is supported by
specific subdimensions and actionabl e patient-centered activities that facilitate practical implementation.

Conclusions: The results provide a comprehensive perspective on the complex elements that compose patient-centered care
within CCCNs in Europe. This contributes to a better understanding and application of patient centeredness in cancer care and
possibly other contexts. The results presented in this paper promiseto support cancer care networks and other health care contexts
in creating a pati ent-centered environment where patientsfeel genuinely heard, valued, and actively engaged in their care decisions.

(JMIR Cancer 2025;11:€59683) doi: 10.2196/59683
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Introduction

Background

In the realm of contemporary health care, the concept of
patient-centered care has emerged as a pivotal paradigm shift
that redefines the traditional physician-centric model [1].
Patient-centered careimplies empowering and engaging patients
asactive partnersin their health care and ensuring their distinct
preferences and needs are addressed [2]. The concept has been
associated with multiple improved patient outcomes,
encompassing higher patient satisfaction, increased patient
safety, and better adherence to treatment plans while
simultaneously reducing health care expenses. In addition, the
focus on patient centeredness corresponds with ethical ideals
such as respect for people, beneficence, and autonomy [3-5].

Patient Centerednessin Cancer Care

Particularly in the context of cancer management, a domain
characterized by its intricate nature and emotional, financial,
and physical impact, thereis a pressing requirement to rethink
how health care is delivered by placing patients at the heart of
their care [6,7]. This becomes particularly evident when
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considering current statistics. For instance, 30% to 55% of
patients with advanced cancer have an unfulfilled information
need [8]. Similarly, 10% to 24% of patients with newly
diagnosed cancer report unfulfilled information needs. During
the treatment phase, this unmet information need is reported by
up to 97% of patients[9,10]. Further statistics show that >20%
of patients do not feel sufficiently incorporated into
decision-making processes, and >25% do not understand
answerstotheir questions. These statisticsareillustrative of the
insufficient integration of patient centeredness in health care,
thus clearly falling short in meeting the needs and preferences
of patients.

Comprehensive Cancer Care Networks

The evolving understanding of cancer as a complex illness has
prompted areorientation in how cancer careisstructured, giving
rise to comprehensive cancer care networks (CCCNSs). These
networks encompass various units across different institutions,
covering the entire spectrum of a patient’s pathway through
cancer—from diagnosisto treatment, foll ow-up, supportive and
palliative care, and rehabilitation. These units are represented
asdotsin Figure 1 [11].
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Figure 1. Key elements defining a comprehensive cancer care network (image based on CanCon Guide).

A - Network

The tumor management groups within the CCCN are
interprofessional, multidisciplinary, and tumor specific. The
collaborative goal of the network isto deliver all-encompassing
cancer care, focusing on enhancing outcomes and promoting
consistent, high-quality care[11]. Hereby, it hasbeen recognized
that a patient-centered approach, as a cornerstone of modern,
high-quality care, isindispensable[1]. Therefore, by recognizing
the uniqueness of each patient’s situation, preferences, and
needs, CCCNs seek to transition to a more personalized and
tailored approach to cancer care [11].

Aims

To support the shift toward a more personalized and tailored
approach in cancer care, this paper aimsto advance the concept
of patient-centered care in CCCNs by proposing adefinition, a
comprehensive framework, and actionable strategies. Such a
definition and framework can serve as afoundational platform
for effective communication, research, and discussion.
Furthermore, while existing models have defined genera
elements of patient-centered care [10] and identified barriers
[12], thereisalack of practical guidancefor CCCNsto enhance
patient centerednessin their care practices.

Methods

To develop a definition, framework, and actionable strategies
for patient centeredness within CCCNs, an umbrellareview, a
survey with CCCN stakeholders, and 2 focus groups with patient
representatives were conducted. The subsequent section will
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display how these methodologies were integrated and
harmonized.

Umbrella Review

Theumbrellareview, that is, areview compiling evidence from
multiple systematic reviews[13], was performed in accordance
with the framework proposed by Brocke et al [14]. Thereview
aigns with the specifications of the PRISMA (Preferred
Reporting Items for Systematic Reviews and Meta-Analyses)
statement. The PRISMA checklist is provided in Multimedia
Appendix 1 [15]. The objective of the review was to provide
an overview of the generic and oncology-specific dimensions
of patient centeredness, including any actionable
patient-centered activities that may aready be derived from
literature, to enhance patient centeredness in practice. An
umbrella review was chosen to provide a comprehensive
overview of the concept of patient centeredness while still
accounting for the large number of publications on the topic.
The following search string was used in a PubMed query:
(patient centered* [ Title] OR person centered*[Title] OR patient
centred* [ Title] OR person centred*[Title]) AND (defin*[Titl€e]
OR concept*[Title] OR framework[Title] OR model[Title] OR
element*[Titl€]).

Hereby, the terms patient- and person-centered care were used
interchangeably. Although slight conceptual differences are
described in some sources [16], they are more commonly
described as synonyms[2,17]. Filters used to narrow down the
search included English or German language. Furthermore, due
to the nature of an umbrella review, only reviews, systematic
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reviews, and metareviews were included in the search. No
restrictions were made concerning the date of publication.

The search intentionally included studies beyond oncology,
given that general research on patient centeredness is likely
applicable to oncology as well. Restricting the search would
have overlooked valuable literature. To ensure relevance and
validity specific to oncology, we conducted the survey and focus
groups with stakeholders from the cancer field.

Hickmann et al

The initial search of the databank identified 121 records. In
addition, a search of gray literature using Google and Google
Scholar with the term “patient centeredness’ combined with
those used in the PubMed query yielded 4 more sources, which
were included. After a 2-stage screening process by 2
independent researchers (EH and PR), 23 records were included
in the final set of publications (Figure 2 [15]).

Figure2. PRISMA (Preferred Reporting Items for Systematic Reviews and Meta-Analyses) flow diagram of the literature selection process.
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We decided to refrain from searching further databases, as a
saturation point was reached where no new dimensions of patient
centeredness were identified by adding further reviews to the
set of included articles. Articles were chosen for inclusion in
the study if their main emphasiswas on defining or investigating
the concept of patient centeredness, whether in ageneral health
care context or specifically within thefield of oncology. Articles
were excluded if they concentrated solely on patient
centeredness related to other specific diseases outside of
oncology. Thisapproach aimed to ensurethat the study remained
aligned with its focus on oncology while allowing a broader
exploration of patient centeredness as a concept. Furthermore,

Records excluded for the following reasons:
n=80
- Review on a specific disease (except cancer)

Review on a specific procedure (eg. anesthetics and clinical trials)

- Focus on a model of communication
- Commentaries

Records excluded for the following reasons:
n=22
- Review on a specific disease (except cancer)

Review on a specific procedure (eg. anesthetics and clinical trials)

- Focus on a model of communication
- Commentaries

articles were included if they focused on patient centeredness
inanetwork of health care providers. Articlesthat solely focused
on a particular disease (except cancer), specific medical
procedures (such as patient centeredness during sedation or
clinical trials), communication models, or commentaries on
exigting articleswere excluded. A list of the 23 included records,
including their publication year, country, and focus, can be
found in Multimedia Appendix 2 [10,17-38].

To extract information from the articles, an inductive category
formation approach was used following the guidelines proposed
by Mayring [39]. The steps displayed in Figure 3 [39] were
performed.

Figure 3. Inductive category formation approach based on the methodology by Mayring [39].
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The aim of the inductive category development was to identify
dimensions relating to patient centeredness. To define initial
categories and levels of abstraction, we used the overview of
patient-centeredness dimensions by Langberg et al [18] as our
foundation. This model is the most recent and comprehensive
available, effectively integrating and expanding upon earlier
frameworks such as that of Mead and Bower [19]. The study
by Langberg et a [18] was selected not only for its up-to-date
synthesis of insights but also because it remains generic enough
to encompass a broad range of applications without
concentrating on a specific stakeholder. Consequently, the
following five dimensions proposed by Langberg et a [18]
served as the starting point for our umbrella review: (1)
biopsychological, (2) patient asaperson, (3) sharing power and
responsibility, (4) therapeutic alliance, and (5) coordinated care.
Asdescribed by Mayring [39], this was a deductive element in
the process, and further categories (ie, dimensions) were then
inductively added if the material that wasworked through could
not be sorted into one of the existing categories.

Theinductive category development was performed by 1 of the
reviewers (EH) and constantly reviewed through group
discussionswith 2 further independent researchers (PR and HS).
In case of dissenting views, consensus was reached through
majority or through consultation of further researchers. This
was an ongoing process used to revise and refine the categories
and rules (step 4). Consequently, changes to the existing
categories of Langberg et al [18] were made, as refined
dimensions could be identified. For instance, “sharing power
and responsibility” was differentiated into 2 categories:
“engaging and involving patients’ and “empowering patients.”
After several rounds of revision, 8 categories were identified.

In this manner, the findings from the umbrella review,
encompassing both generic and oncol ogy-specific dimensions,
were methodically used to establish afirst draft framework of
patient centeredness within CCCNs consisting of 8 main
dimensions and associated subdimensions. The framework and
its dimensions were aso used as a basis to formulate a first
approach to a definition for patient centerednessin CCCNSs.

Furthermore, in each subdimension, actionable activities that
could already be retrieved from the literature were recorded in
a Microsoft Excel document. These patient-centered activities
were collected to support theimplementation of the dimensions
in practice.

Survey With Key Stakeholdersin CCCNs

Subsequently, the proposed definition and framework of patient
centeredness within a CCCN were transposed into a survey
(Multimedia Appendix 3). The survey aimed to revisetheresults
obtained in the umbrella review to make them more
practice-oriented and applicable to the CCCN context. The
reporting of the survey aligns with the CHERRIES (Checklist
for Reporting Results of Internet E-Surveys) checklist for
reporting results of e-surveys[40].

The survey was developed using LimeSurvey, a robust online
tool that has demonstrated reliability and efficacy acrossvarious
projects. To enhance the survey’s clarity, apreliminary test was
conducted with 3 stakeholders, resulting in minor refinements
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to the wording. In addition, the platform’s inbuilt consistency
check was used and did not identify any errors. The survey
procedure did not require further approvals.

The survey was distributed among key stakeholders of CCCNs
across various European countries. These stakeholders were
identified based on their involvement in the CraNE Joint Action
(European Network of Comprehensive Cancer Centers),
facilitating the identification of 77 potential recipients with
relevant experiencein CCCNs. Key stakeholders are health care
providers, such asoncol ogistswho offer direct patient care, and
managers of health care organizations responsible for the
administration and coordination of services. Methodologists,
such as medical guideline devel opers, play acrucia role as key
stakeholders by setting care standards and ensuring that CCCNs
operate based on the latest evidence-based practices.
Representatives from national authorities and both international
and national health organizationsare also integral stakeholders,
asthey provide essential regulatory oversight and are involved
in shaping policies that impact CCCNSs. Including patient
representatives ensures that the patient voice and perspective
are central to the care process, addressing their needs and
preferences effectively. In addition, researchers contribute their
expertise by integrating scientific advancementsand innovative
approaches into cancer care. Together, these key stakeholders
represent the comprehensive spectrum of expertise and
experience required to deliver holistic and effective care in
CCCNs.

The survey was disseminated through email, which included a
hyperlink to access the online questionnaire. Participants were
informed that the estimated time required for compl etion of the
survey was approximately 20 to 30 minutes. Participants had
the option to review their responses by using the back button
throughout the survey. No incentives were provided for
completing the survey.

Participants were asked to provide insight on the following
subjects:

- Their level of agreement or disagreement with the proposed
definition and framework of patient centeredness within a
CCCN (5-point Likert scale).

« Recommendations for modifications to the suggested
description and framework of patient centeredness within
a CCCN (open text).

- What actionable and concrete patient-centered activities
are currently being undertaken or could potentialy be
undertaken within CCCNs to enhance each of the 8
dimensions (open text).

- The extent to which patient-centered care is currently
reflected in the operational practices of CCCNs concerning
each specific dimension (5-point Likert scale). This topic
was not confined to the particular CCCN where the
participant works; instead, it encompassed their perspective
on all CCCNsin general.

The survey consisted of 33 questions, organized into 10 groups,
with each group displayed on a separate page. During the 3
weeks that the survey was available online, 34 potential
participants visited the first survey page, and 23 complete
responses were collected. This corresponds to a response rate
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of 30%. It was not possible for participants to make duplicate
entries. Table 1 illustrates the specific stakeholder groups of a

Table 1. Stakeholder groups of survey respondents (N=23).

Hickmann et al

CCCN that participated in the survey.

Stakeholder group

Respondents, n (%)

Headlth care provision

Cancer organization

Public health institute

Network management and certification
Research

Cancer patient organization

Ministry of health

Other

8(35)
4 (17)
4(17)
2(9
2(9
14
1(4
14

The results obtained from the survey, especially qualitative
feedback from open-text questions, prompted adjustments to
the proposed definition and framework of patient centeredness.
Participants' input informed these changes, ensuring the
definition and framework remained relevant and practical for
CCCNs. This iterative process underscores the importance of
stakehol der engagement in refining patient-centered care models.
Furthermore, thelist of actionable patient-centered activitiesin
the respective subdimensions could be expanded significantly.

Focus Group With Patient Representatives

A focus group with 3 patient representatives, selected from the
patient representative board of the medical university in
Dresden, was performed. They were chosen because each
representative had first-hand experience with cancer and
possessed >3 years of experience serving on the board of
representatives. Furthermore, theseindividual s served as contact
people and spokespeople within the cancer care network in
Dresden, providing guidance and advice to patientswith cancer
and fellow representatives. Thereby they offer acomprehensive
understanding of the patient perspective across the entire care
spectrum.

The focus group was facilitated in the following manner: in
August 2023, apreparatory 1-hour kick-off meeting took place.
The purpose of this session was to introduce the study’s goals,
methodology, and initial findings. Following this, the patient
representatives were requested to individually contemplate the
preliminary results, express their thoughts, and contribute
additional instances of patient-centered activities. These
examples could either be ones they had personally encountered
during their care or ones they would have desired within the
specific context.

In October 2023, the focus group was conducted with the same
3 patient representatives. This approach should not be confused
with a group interview, where the researcher directs questions,
guidesthediscussion, or interactsindividually with participants.
Instead, in a focus group discussion, researchers act as
moderators, facilitating group discussions among participants
[41]. After a short introduction, each theme was discussed
separately, and the results of the individual contemplations of
each patient representative were discussed together. Commonly

https://cancer.jmir.org/2025/1/e59683

agreed-upon aspects were added to definitions of themes and
specified in the list of patient-centered activities.

Ethical Considerations

Participants in both the survey and focus group were informed
about the study’s purpose and methodologies. By proceeding
with the survey or participating in the focus group, they provided
their consent to partakein the research. All collected datawere
aggregated to maintain  participant anonymity and
confidentiality. Participants of the focus group received a
compensation of €90 (US $104) per hour for their involvement,
acknowledging their time and contribution to the research. No
incentives were provided for survey completion. The study
received aretrospective ethical exemption (dated April 29, 2025)
from the ethics board of the Technische Universitat Dresden.

Positionality Statement

Our research team comprises a diverse group of individuals
with varied backgrounds and roles within the health care
ecosystem. Some of us are researchers affiliated with
universities, with expertise in health care management and
business informatics. We bring an academic perspective that
values evidence-based approaches and systematic analysis to
understand complex health care systems. Others in our team
arepractitionersdirectly involved in cancer care or work within
cancer organizations, contributing valuable on-the-ground
insights from daily interactions with patients and health care
systems. Our collective experiences and professiona
backgrounds inevitably shape our approach to this research,
infusing it with both theoretical rigor and practical relevance,
as we strive to enhance patient-centered care.

Results

Overview

Informed by the umbrella review and survey findings, the
subsequent framework (Figure 4) for patient centerednessin a
CCCN was established. It consists of 8 main dimensions, each
with 2 to 4 subdimensions. The framework is primarily
applicable within a European context because, while the
literature includes diverse perspectives from outside Europe,
the survey itself was conducted exclusively with European
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participants. The dimensions do not have a specific order or
hierarchy. Dimensions are interconnected, so a higher degree
of implementation in one dimension can facilitate an easier
implementation in another. For instance, if patientsin a CCCN

Hickmann et al

are already largely empowered, it will be easier to foster their
engagement. A patient-centered culture will support the
formation of atherapeutic alliance.

Figure 4. Framework of patient centeredness in comprehensive cancer care networks (CCCNSs; icons created by Freepik, Kliwir art, and Samber The

Labs from flaticon).
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Out of all survey participants, 96% (22/23) of the participants
either “agreed” or “strongly agreed” (on a5-point Likert scale)
with the initial framework of patient centerednessin a CCCN,
which was developed based on the umbrella review results.
Feedback from the survey guided revisions to the framework.
Particularly, the input from the participant who did not agree
with the framework prompted us to add a new subdimension,
“cocreation of services and systems” under the existing
dimension of “engaging and involving patients” This
subdimension underscores the significance of involving patients
in the design and improvement of health care services and
systems, thereby enhancing their patient centeredness.

While the focus group with patient representatives did not result
in any changesto the framework itself, adjustments were made
to dimension descriptions, and additional examples of
patient-centered activities were incorporated. Especialy
regarding patient-centered activities, patient representatives
contributed unique insights and real-life examplesfrom apatient
standpoint that had not been integrated before. These
modifications, prompted by the focus group discussions, are
indicated in Multimedia Appendix 4 [10,17-38].
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In the following subsections, the individual dimension and
subdimensions of the framework for patient centeredness in
CCCNswill be described, including exemplary patient-centered
activities that have the potential to facilitate the practical
implementation of patient centeredness in each subdimension.
It isimportant to note that certain activities may be relevant to
multiple dimensions, and there are clear synergies and overlaps
between the different dimensions. Therefore, a primary
allocation has been made to assign activities to specific
subdimensions based on their primary focus. As the list of
potential activities is very extensive, only examples will be
provided in the following, while the complete list can be
retrieved in Multimedia Appendix 4. In addition, the data
gathered from the survey regarding the current state of
implementation of patient-centered care within the operational
practices of CCCNs are discussed individualy for each
dimension, referred to as the “ status quo.”

Empowering Patients

Patient empowerment refers to the process of enhancing
patients knowledge, skills, and self-awareness while also
fostering their confidence to actively participate in care [2].
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Three subdimensions, displayed in Figure 5, were formed: information, education, and motivation.
Figure 5. Subdimensions and examples of patient-centered activities in the dimension “empowering patients.”.
( Information h
Patients are provided with and have access to tailored information
For example, provide written information in conjunction with verbal
\_ information during consultations Y.
( Education )
Patients are educated about their disease, including skill-building
Empowering activities
tients . .
I \_ For example, provide health education programs J
( Motivation )
Patients are motivated to become empowered and engaged in their
health care
L\ For example, motivate patients to inform themselves Y.

Information refers to patients being provided with and having
access to tailored information. Exemplary patient-centered
activitiesfound in the literature include ensuring accessto care
plans and health care records [20,21]; providing patients with
access to audio recordings or written summaries of clinical
consultations [21]; and making an information and support
center available and easily accessible for staff, patients, family
members, and health care professionals [22]. Examples of
further activities that emerged through the survey include
allocating sufficient time during consultations, establishing an
informative website, and ensuring patients understand the
provided information. An approach, such as the teach-back
method [42], could be used for this purpose. The second
subdimension focuses on patient education. Exemplary
patient-centered activities found through the review process
include providing health education and management programs
[10,20,21,23-31], using waiting rooms and other public spaces
for opportune health education [20,25], and ensuring access to

https://cancer.jmir.org/2025/1/€59683
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patient advocacy and advisory services [10,20]. An additional
activity from the survey is providing discussion groups for
patients. Finaly, the last subdimension emphasizes the
importance of patient mativation. Hereby, health care providers
can actively seek to motivate patients to engage in and take
control of their health care[27]. Within the survey, respondents
described the status quo of the dimension “ empowering patient”
as follows: 17% (4/23) to alittle extent, 61% (14/23) to some
extent, 13% (3/23) to a large extent, and 9% (2/23) to a
considerable extent.

Engaging and I nvolving Patients

The dimension “engaging and involving patients’ refersto the
active role of patients in health care, either independently
through self-management activities or in collaboration with
health care professionals through shared decision-making and
careplanning [2]. Figure 6 displaysthe 4 formed subcategories:
self-management, participation in care planning, shared
decision-making, and cocreation of services and systems.
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Figure 6. Subdimensions and examples of patient-centered activities in the “engaging and involving patients’ dimension.
é Participation in care planning )
Active participation of and collaboration with patients under consideration of
patient’s preferences for involvement
\_ For example, set joint goals with patients and stimulate patients to ask questions y,
4 I

Engaging and

Shared decision-making
Patients and caregivers work together to reach the best possible decision for the

patient

involving

patients \_ For example, provide decision-making tools and exchange clinical and experimental knowledge J

—
é Self-management )
Recognition and active support of patients’ ability and responsibility to self-manage
their disease
\_ For example, provide patients with navigation assistance along their patient journey J
é Cocreation of services and systems )
Patients should be provided with opportunities to support the design and make
improvements to health care services and systems
L\ For example, cocreate patient information and develop patient representative groups J

Self-management involves recognizing and actively supporting
the patient’s ahility and responsibility to manage their disease.
An exemplary patient-centered activity within this subdimension
isthe provision of self-management tools[20,21,23,25,32,33].
An example of this, which was described in the survey, is a
patient passport, which patients can use to record their cancer
pathway. Further patient-centered activitiesin this subdimension
include self-management training programs[20,21,23,25,32,33]
and providing patients with navigation assistance [10,32].
Examples of additional activities outlined in the survey
encompass supporting the self-management of pain and initiating
specific patient engagement programs, such as self-initiated
follow-upsfor patients. The subsequent subdimension describes
patients participation in care planning. Hereby, patients
personal preferences and capabilities for participation must
always be considered. Patient-centered activities described both
in the literature and the survey consist of setting common goals
with patients [20], encouraging patients to ask questions [23],
co-designing and discussing care plans [20,27], and providing
opportunities for integrating patient needs [25,31]. Within the
third subdimension, shared decision-making, patientsand health
care professionals engage in a collaborative process aimed at
reaching the optimal choicesfor patients’ well-being. Exemplary
patient-centered activities in this subdimension encompass
offering a clinical decision support system [28,32], providing
decision-making tools [21,30,34,35], and exchanging clinical
and experimental knowledge [36]. Another example from the
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survey is training patients in communication and negotiation
skills. The fourth subdimension concerns the cocreation of
services and systems, focusing on the organizational level. Itis
considered an essential aspect of patient centeredness because
a service or system can arguably only achieve true patient
centeredness if patients are involved in its design and
implementation. Patients need to be provided with opportunities
to participate in shaping and improving health care servicesand
systems actively. The survey revealed various activities that
illustrate this concept, for instance, (1) jointly developing patient
information and patient pathways, (2) involving patients, their
affiliated organi zations, and support groupsin the planning and
coordination of services; and (3) engaging patientsin strategic
planning, guideline formulation, and policy development.
Hereby, as in other dimensions, it is essential to alocate
economic resources to carry out these activities. Within the
survey, respondents described the status quo of the dimension
“engaging and involving patients’ as follows: 17% (4/23) to a
little extent, 57% (13/23) to some extent, 17% (4/23) to alarge
extent, and 9% (2/23) to avery large extent.

Enhancing the Therapeutic Relationship

The dimension “enhancing the therapeutic relationship”
underscoresthe significant importance placed on therelationship
between health care professionals and patients [18-20]. Three
distinct subcategories have been identified: clinician-patient
communication, respectful and compassionate care, and a
trusting relationship, which are displayed in Figure 7.
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Figure 7. Subdimensions and examples of patient-centered activities in the “enhancing the therapeutic relationship” dimension.
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Within the realm of physician-patient communication, efforts
aredirected toward nurturing comprehensi on between the parties
involved. Patient-centered activities pertinent to this
subdimension encompass active listening [20,23-26,32,36],
engaging in timely communication [10], using nonverbal cues
[23], and dedicating sufficient time [23,28]. An additional
activity assembled from the survey involves implementing
concise, straightforward, and effective communication and
counseling protocols. To foster respectful and compassionate
care, the literature highlights patient-centered activities, such
as being empathic [32], warm, friendly, and approachable
[10,34]; demonstrating genuineinterest in the patient [23]; using
polite introductions [34]; and treating the patient with dignity
and respect [10,30,34,36]. The final subdimension pertains to
the pursuit and reinforcement of atrusting relationship between
the patient and the health care professional. Patient-centered
health care professiona activities identified in the literature
encompass the virtues of sincerity, truthfulness, and
professionalism [10,23,25,32,34,36]; safeguarding the patient’s
privacy [10,23,34]; and ensuring a designated primary point of

contact for the patient [23,26]. Further activities brought to light
through the survey involve structuring the appointment system
to facilitate continuity of care with the same health care
professional over time and establishing mechanisms for direct
patient-professional interaction, for example, by implementing
platforms or tools that enable secure communication between
patients and health care professionals, such as telemedicine or
patient portals. Within the survey, respondents described the
status quo of the dimension “enhancing the therapeutic
relationship” asfollows: 22% (5/23) to alittle extent, 30% (7/23)
to some extent, 39% (9/23) to alarge extent, and 9% (2/23) to
avery large extent.

Treating the Patient as a Unique Person

Treating the patient as a unique person entails acknowledging
the patient’s distinctive needs, preferences, values, feelings,
beliefs, concerns, ideas, and expectations. An effort is made to
get to know the patient, and care is personalized, respectively
to the obtained knowledge [18,19,25]. Two subcategories,
displayed in Figure 8, were formed: knowing the patient and
personalization of health care.

Figure 8. Subdimensions and examples of patient-centered activities in the dimension “treating the patient as a unique person.”.

—

/_

Knowing the patient
Caregivers strive to get to know their patients in relation to their
individual circumstances

\_ For example, address patients’ needs more than the disease Y,

Treating the

-

patientas a
unique person

-\

Personalization of healthcare
Health care provision is personalized to patients’ circumstances and

For example, create processes and structures that allow flexibility in service

\

preferences

delivery and care practice J

Knowing the patient entails health care professionals making
concerted effortsto comprehend their pati ents within the context
of their specific situations. Noteworthy patient-centric activities
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within thisdimension, asfound in existing literature, encompass
continually reassessing a patient’s objectives vis-a-vis their
ongoing care plan [26], prioritizing patient needs beyond their
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medical condition [35], and identifying common ground based
on patient preferences [30,32]. In addition, the survey yielded
further examples of activities, including conducting
comprehensive needs assessmentsto uncover patients’ priorities
and giving physicianstimeto prepare before consultations. The
second subdimension describes how health care provision is
personalized to patients circumstances and preferences.
Patient-centered activities outlined in the literature entail
leveraging the knowledge of the patient as an individual to
facilitate effectiveinteractions[23,32], cultivating collaborations
with community organizations [20,43], enabling home-based
care possibilities [37], and creating an individualized care plan

Hickmann et al

[26]. Within the survey, respondents described the status quo
of the dimension “treating the patient as a unique person” as
follows: 4% (1/23) to no extent, 17% (4/23) to a little extent,
35% (8/23) to some extent, 35% (8/23) to a large extent, and
9% (223) to avery large extent.

Providing Holistic Care

Providing holistic care emphasizes the vital role of addressing
not only the physical requirements of patients but also their
emotional, social, and spiritual needs [18,19,31,38]. The
dimensionisfurther divided into 3 subdimensions, as displayed
in Figure 9: integrating medical, specialized and supportive
care, emotional and social support, and family and friends.

Figure 9. Subdimensions and examples of patient-centered activities in the dimension “ providing holistic care.”.
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Medical, specialized, and supportive care are recognized as
interconnected dimensions in shaping patients' overal health
outcomes. Hereby, specialized care plays a cruciad role in
tailoring interventions and treatments to specific medical
conditions, ensuring precision and effectiveness in addressing
the unique health care needs of individual patients. Furthermore,
supportive care is recognized as an integral part of care
provision. Patient-centered activities sourced from the literature
encompass initiatives such as identifying patients who could
benefit from early paliative care [33,37], facilitating the
continuity of everyday routines and self-identity [17], ensuring
optimal physical comfort [33], and specifically addressing the
needs of survivors (eg, fear of recurrence) [35]. Examples of
other activities mentioned in the survey include providing access
to auxiliary disciplines or guidance on supportive care
possibilities. The second subdimension, focused on emotional
and social support, underscores the provision of emotional and
social assistance. Literature highlights measures such as
cultivating a supportive and accommodating environment
[20,21,32,36], alocating resources for self-help programs[21],
offering spaces for religious practices [20,32], and providing
emotional support while being empathetically present [28,31,32].
The survey aso draws attention to the importance of accessto
psycho-oncology services. Thethird subdimension, family and
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friends, acknowledges the central role of these individuals in
patients well-being. Notable patient-centered activities
delineated in the literature include ensuring the availability of
spiritual care support for families [34], addressing the needs of
family members and friends [17], and encouraging the
participation of family and friends in consultations [33]. As
publicized in the survey, an additional patient-centered activity
involves establishing an appropriate and flexible visiting policy.
Within the survey, respondents described the status quo of the
dimension “providing holistic care” as follows. 9% (2/23) to
no extent, 13% (3/23) to a little extent, 39% (9/23) to some
extent, 35% (8/23) to a large extent, and 4% (1/23) to a very
large extent.

Recognizing and SupportingtheHealth CareProvider
asaPerson

“Recognizing and supporting the health care provider as a
person” emphasizes the significance of acknowledging the
pivotal role of health care professionals; the unique challenges
they face; and the need to provide multifaceted support,
including emotional, informational, and instrumental assistance
[18-20]. The concept delineates 3 distinct subdimensions:
personal qualities, training and qualification, and support, which
are displayed in Figure 10.
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Figure 10. Subdimensions and examples of patient-centered activities in the dimension “recognizing and supporting the health care provider as a

person.”.
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Inthefirst subdimension, the health care professional embodies
personal qualities essential for patient-centered care. The
literature underscores traits such as commitment to their job
[28], dedication to quality [21], fostering respect and
nonjudgmenta behavior [25], exhibiting self-reflective behavior
[23,28,31], demonstrating empathy and compassion [23,31],
and adhering to principles of honesty [31]. The second
subdimension emphasizes the continuous training and
qualification of health care personnel. Exemplary activities
found intheliterature include ensuring awell-rounded skill mix
[28]; promoting lifelong learning [21]; offering opportunities
for continuous professional development [21,25,28,30,34];
advocating evidence-based practice[21]; and providing training
in patient centeredness, effective communication, and self-care
[21,22,32,34]. The third subdimension pertains to supporting
health care professionals to enable them to carry out their daily
tasks effectively. Activities deemed patient centered, both within

the literature and gleaned from the survey, involve delivering
sustained support to health care professionals throughout the
care process, ensuring financial stability, providing
psychological assistance, implementing incentive packages
based on performance, offering recreational programs, and
fostering a balance between work and personal life [21,34].
Within the survey, respondents described the status quo of the
dimension “recognizing and supporting the heath care
professiona as a person” as follows: 9% (2/23) to no extent,
35% (8/23) to alittle extent, 35% (8/23) to some extent, 17%
(4/23) to alarge extent, and 4% (1/23) to a very large extent.

Coordinating Care

Coordinating care highlightsthe need to structure care processes,
promote access, and ensure the continuity of care [18,20]. This
concept unfolds into 3 subdimensions, as displayed in Figure
11: access to care, continuity of care, and optimization of
processes.

Figure 11. Subdimensions and examples of patient-centered activities in the dimension “coordinating care.”.
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In the access to care subdimension, the emphasisison timely  within this subdimension, as documented in the literature,

and affordable care provision. Notable patient-centered activities
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clinicians [32], providing direct access to speciaty care
clinicians[32], implementing suitable appointment scheduling
[21,32,33], and ensuring care affordability [20,32]. The survey
further highlighted an additional activity: ensuring universal
access to both primary and secondary care. The second
subdimension, dedicated to continuity of care, revolves around
delivering coherent, uninterrupted, high-quality care.
Patient-centered activities highlighted in the literature include
establishing interprofessional leadership teams [21], using
patient pathways [32], conducting posttreatment follow-ups
[10,29], and guaranteeing the seamless flow of information
[20,32,37]. In addition, the survey revealed further activities,
such asinvolving and supporting the primary family caregiver,
instituting a nurse navigator, and defining wait times for
diagnosis. Hereby, achieving a delicate balance between
standardizing high-quality care and permitting adequate
flexibility and individualization becomes essential. The third
subdimension, optimization of processes, focuses on refining
processes to enhance effectiveness. Patient-centered initiatives

Hickmann et al

sourced from the literature encompass developing discharge
and referral protocols[21], ensuring efficient workflow [30,32],
minimizing clinical wait times[32], fostering continuous quality
improvement [26], appointing case managers or oncology nurses
with case management dutiesfor patientswith cancer [29], and
implementing transparent and understandabl e service protocols
to improve patient flow [21]. Within the survey, respondents
described the status quo of the dimension “coordinating care’
as follows: 13% (3/23) to a little extent, 39% (9/23) to some
extent, 35% (8/23) to a large extent, and 13% (3/23) to avery
large extent.

Enhancing a Patient-Centered Culture

Enhancing a patient-centered culture underscorestheimperative
of aprofound cultural shift, where patient centeredness becomes
deeply ingrained in the foundational philosophy and
organizational structure of the health care network [20,24,25].
This dimension, displayed in Figure 12, is segmented into 3
subdimensions: philosophy, organization, and teamwork.

Figure 12. Subdimensions and examples of patient-centered activities in the dimension “enhancing a patient-centered culture.”.
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In the philosophy subdimension, patient-centered care permestes
the entire network. Patient-centered activities documented in
the literature within this subdimension encompass positioning
patient-centered careasamajor priority inthe CCCN, fostering
a culture of reflective practice [21], and embracing corporate
responsibility for equality and diversity [34]. Thisimplies that
all stakeholders, for instance, medical staff and management,
value the concept of patient centeredness and promote the
conceptual framework. Additional patient-centered activities
surfaced from the survey, including positioning patient-centered
care asaprimary priority within the CCCN, ingtilling trust and
respect as core values of the CCCN, and establishing a patient
charter. The second subdimension, organization, revolves around
structuring the network to support patient-centered care. This
encompasses patient-centered activities outlined in the literature,
such as establishing services that promote a patient-centered
culture [20,24,28,34]. This could, for instance, include
interpretation, language, or information services. Further
activities found in the literature include introducing a strategic
framework for patient centeredness [28] and implementing
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change management aimed at anchoring patient-centered care
in the everyday culture of the network [28]. Teamwork,
including team building and development, is the final
subdimension in the dimension “enhancing a patient-centered
culture” Exemplary patient-centered activities found in the
literature include establishing and strengthening a
multidisciplinary and interprofessional patient care team
[21,26,29], encouraging teamwork and team building [20,28],
and ensuring a strong team leadership committed to a
patient-centered culture [17,24,34]. Within the survey,
respondents described the status quo of the dimension
“enhancing a patient-centered culture” as follows. 9% (2/23)
to no extent, 13% (3/23) to alittle extent, 65% (15/23) to some
extent, 4% (1/23) to alarge extent, and 9% (2/23) to avery large
extent.

Defining Patient Centerednessin CCCNs

Informed by the umbrella review and survey findings, the
subsequent definition for patient centeredness within a CCCN
wasformulated: patient centerednessin aCCCN isaphil osophy
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of care prioritizing the physical, emotional, and social needs
and personal values of the patients with cancer at every step of
the patient pathway. In patient-centered CCCNSs, patients are
empowered and engaged in becoming active partnersin health
careinrelation to their individual preferences and capabilities
with the goa of providing personalized, high-quality, holistic
care with the best possible outcomes.

Out of the 23 participants who completed the survey, 22 (96%)
either strongly agreed (11/23, 48%) or agreed (11/23, 48%) with
the proposed definition of patient centerednessin CCCNs. The
comments received from the partici pants supported therevision
of the definition. Notably, participants highlighted that the level
of patient involvement as “active” partnersin care should also
consider apatient’smental and physical capabilities. Therefore,
the phrase “and capabilities” was added to the definition after
analyzing the results of the survey. The participant who
disagreed with the definition supported the revision of the
framework but did not provide additional comments specifically
addressing the definition. The feedback from patient
representatives during the focus group did not lead to changes
in the definition.

Discussion

Principal Findings

This study examines the concept of patient-centered care within
the context of CCCNSs in Europe. In this context, the study’s
findings elucidate a comprehensive definition and framework
of patient centeredness. The identified framework, comprising
8 primary dimensions and 24 subdimensions, provides a
structured understanding of the diverse facets that constitute
patient-centered care. The combination of methods—an umbrella
review, asurvey of key stakeholders, and feedback from patient
representatives—contributes to the robustness of the study’s
findings by capturing both theoretical and a multitude of
practical perspectives.

Theoretical and Practical Contribution

The theoretical contribution of this paper liesin its support for
the further conceptualization of patient centeredness within
health care, particularly in the context of oncology and CCCNs.
By using a robust method and delineating a comprehensive
framework consisting of 8 primary dimensions and their
corresponding subdimensions, this study refines and expands
the understanding of patient-centered care. The framework not
only encompasses the conventional theoretical elements of
patient-centered care but also tailors them to suit the complex
dynamics of CCCNSs. The foundational principles, which could
potentially apply to other medical conditionsaswell assingular
cancer care ingtitutions, were primarily derived from the
umbrellareview. However, the emphasis on cancer, particularly
within the context of care delivery in CCCNs, was established
by incorporating reviews specifically addressing patient
centeredness in oncology, conducting surveys with key
stakeholders within CCCNs, and facilitating the focus group
with patients with cancer.

From a practical standpoint, the intention of this paper is to
provide health care professionals, managers and coordinators
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of health care services, authorities, and further CCCN
stakeholders with guidance to support the implementation of
patient-centered care. Thus, the aim of this paper isto empower
CCCNs in establishing an environment where patients feel
genuinely heard, valued, and actively engaged in care. The paper
offers concrete guidance and inspiration on what
patient-centered activities can be put into action by CCCNsto
enhance their focus on patients. The establishment of a
consistent definition and framework of patient centerednessin
CCCNs provides a foundation for health care institutions to
prioritize patient needs and preferences, potentially leading to
improved patient outcomes and experiences. By identifying
specific actionable activities under each subdimension of the
framework, the study providestangible actionsthat CCCNscan
take to implement patient-centered care effectively (complete
list provided in Multimedia 4). These practical insights go
beyond vague principles, empowering CCCNs and health care
professionals with targeted strategies to, for instance, enhance
patient engagement, promote a patient-centered culture, and
establish effective therapeutic rel ationships.

In Multimedia Appendix 4, only the activities highlighted in
light red, aswell asthe results obtained through the survey and
the focus groups, are in direct relation to cancer care. The
relevance of these activitiesto alternative contexts and diseases
remains uncertain and necessitates further examination and
empirical validation. However, the remaining actionable
patient-centered activities exhibit ageneric essence, suggesting
their potential pertinence to diverse health care domains and
institutions. Thisassumption laysthe groundwork for their likely
applicability to arange of health care entities beyond the scope
of this study.

Comparison With Prior Work

This study shares several similarities with existing
conceptualizations of patient centeredness, while aso
introducing notable differences. As the study is rooted in a
thorough analysis of existing literature and frameworks, key
principles, such as the therapeutic alliance, engagement, and
holistic care, are integrated [18,19,31]. To discern the
differences, especially in comparison to the dimensions
established by Langberg et a [18], building on the study by
Mead and Bower [19], is interesting, as this was the starting
point for the category formation approach used in this study.
Therefore, the dimensions formulated by Langberg et a [18]
are clearly reflected in the results of this study. However, anew
dimension, “enhancing a patient-centered culture,” was added.
Furthermore, the dimension “ sharing power and responsibility”
was divided into the 2 distinct concepts of patient engagement
and empowerment [2]. Notably, the subdimensions provided
in the framework of patient centeredness in CCCNSs exhibit
further differences. For instance, “providing holistic care
which aligns with the “biopsychological” dimension by
Langberg et a [18], now includes involvement of family and
friends.

These differences may stem from several factors, the most
obvious being the focus on cancer care in CCCNs, informed
incorporation of literature based in oncology, the survey with
key CCCN stakeholders, and the focus group with patient
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representatives in the field of oncology. Therefore, these
delineations may be unique to the realm of cancer care in
CCCNs. Another possibility is that the concept of patient
centeredness has advanced in the last 5 years. This may be
especially true, as other studies published at alater point intime
(Multimedia Appendix 2) were also used as a basis for this

Overall, our findings align with and extend existing theories of
patient-centered care, reinforcing the notion that patient
centeredness goes beyond mere patient satisfaction and, for
instance, involves active patient participation, individualized
care, and the recognition of the patient’s psychologica and
emotional state[18].

Limitations

A limitation of this study, which warrants consideration, isthe
limited number of both included papers and participants. An
umbrella review was chosen because of the large nhumber of
publications on the topic of patient centeredness. Only using
existing reviews as a basis may warrant limitations, as it
facilitates a dependence on the high quality of the performed
reviews, and certain aspects of patient centeredness may have
been missed. For instance, the topic of cancer survivorship is
not addressed as prominently as we might have expected.
Including more databases might have highlighted this topic
more effectively. However, we observed a saturation of
information regarding each dimension and subdimension, which
likely moderated this effect. In addition, survey participantsare
experts in CCCNs with extensive experience either working
within them or collaborating closely. Therefore, despite the
limited number of participants, the quality of their responsesis
substantial.

It should also be considered that a patient-centered approach
can vary from one patient to another. The diverse range of
patient requirements, considerations, and preferences plays a
role here. For instance, the level of activeinvolvement a patient
desiresintheir care can differ greatly. A patient-centered activity
listed in Multimedia Appendix 1 may be ideal for one patient
but unnecessary—or even unwelcome—for another. Moreover,
the activities presented encompass a spectrum of possibilities
aimed at enhancing patient-centered care. However, their
suitability, feasibility, and acceptance can differ across various
scenarios, necessitating further evaluation and testing. As the
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umbrellareview focused exclusively on publicationsin English
or German, it becomes imperative to conduct evaluations in
various countries and among diverse cultural backgrounds.

Future Research

Building on the foundation established by this study, severa
promising avenues for future research emerge. One potential
direction is to conduct empirical investigations that assess the
implementation and effectiveness of the proposed
patient-centered activities within CCCNs. This could involve
longitudinal studiestracking patient outcomes, experiences, and
health care provider practices before and after adopting certain
activities. Such research could shed light on the tangibleimpacts
of patient-centered care on patient satisfaction, treatment
adherence, and overall well-being. In addition, these studies
could help confirm the study’s relevance in broader contexts,
such as specific cancer care ingtitutions or health care settings
outside Europe.

In addition, exploring the contextual factors that facilitate or
hinder the integration of specific patient-centered activities
could provide insights into the dynamic nature of health care
systems and inform strategies for successful implementation.
Factors such as the competence and mindset of the medical
team, economic constraints, legislation, and theinteroperability
or current state of digital health technologies may significantly
influence the success of specific activities.

In terms of implementation support, reviews, best practices,
and specific tool support would be desirable to enhance and
facilitate the implementation of theindividual patient-centered
activitiesin CCCNSs.

Conclusions

This study contributes to the understanding of patient-centered
care in the unique context of cancer care. By providing a
comprehensive framework and definition, the study equips
CCCNs, and possibly also individual cancer care ingtitutions,
with actionable patient-centered activities to foster an
environment where patients are actively engaged, valued, and
empowered intheir cancer care pathway. As health care systems
strive to prioritize patient centeredness, the insights presented
here hold the potential to reshape cancer care practices and
inspire broader improvements in health care delivery.
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