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Executive Summary  

Task 4 within Work Package (WP) 6 is focused on advancing patient-centeredness within 
Comprehensive Cancer Care Networks (CCCNs) and Comprehensive Cancer Centres (CCCs). 
The primary goal was to establish a consensus among WP participants regarding the definition 
and dimensions of patient-centeredness in CCCNs. The results were achieved using a 
systematic meta-review and a WP survey, resulting in a unified definition and model for 
patient-centeredness in CCCNs. Additionally, an extensive list of patient-centered activities 
was generated to support the practical implementation of the established model. 

Subsequently, these outcomes were applied to fulfil the second objective of task 4.1, which 
aimed to enhance the methodology for patient pathway development and implementation 
outlined in iPAAC WP 10 with a focus on patient-centered practices. The obtained results 
(definition, model, and patient-centered activities) were utilized to formulate a set of design 
principles for patient-centered pathways. The design principles, were then utilised to 
formulate new patient-centered practices for incorporation into the iPAAC method, aligning 
with each phase of the pathway lifecycle. An initial evaluation involving five experts from 
European Cancer Care Organizations yielded promising results, supporting the ongoing 
development of these patient-centered practices. 
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Definition and dimensions of patient-centeredness in CCCNs 

1.1 Methods 
The first objective was to reach consensus between the participants of the work package, on 
the definition and dimensions of patient-centeredness in comprehensive cancer care 
networks (CCCNs). To accomplish this, a systematic meta-review focusing on generic and 
oncology-specific dimensions of patient-centredness was conducted. The following search 
string was used in a PubMed query in February 2023:  

(patient centered*[Title] OR person centered*[Title] OR patient centred*[Title] OR person 
centred*[Title]) AND (defin*[Title] OR concept*[Title] OR framework[Title] OR model[Title] OR 
element*[Title]) AND ((meta-analysis[Filter] OR review[Filter] OR systematicreview[Filter]) 
AND (english[Filter] OR german[Filter])) 

Out of initial 119 publications, 17 articles were selected and included in the final dataset. 
Furthermore, an additional search in other databases led to the inclusion of two more articles 
in the final set, while an exploration of grey literature yielded four additional sources that 
were incorporated. Table 1 displays the final set of included sources.  

Table 1: Final set of included sources in meta-review on patient-centeredness 

Source Nr. in Works Cited 

Brickley et al. 2020 [8] 

Byrne et al. 2020 [2] 

Castro et al. 2015 [13] 

Evans et al. 2015 [23] 

Geriatrics Society 2016 [6] 

Giusti et al. 2020 [22] 

Holmström and Röing 2010 [9] 

Langberg et al. 2019 [18] 

Louw et al. 2017 [20] 

Mead and Bower 2000 [19] 

Mitchell et al. 2020 [11] 

Olson et al. 2021 [5] 

Ouwens et al. 2010 [12] 

Pel et al. 2021 [17] 

Robinson et al. 2008 [7] 

Santana et al. 2018 [1] 

Scholl et al. 2014 [4] 
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Additional search in related databanks 

Greene et al. 2012 [14] 

Zucca et al. 2014 [15] 

Search for grey literature 

British Columbia Ministry of Health 2015 [3] 

NHS 2017 [16] 

OECI 2021 [21] 

WHO 2007 [10] 

 

The findings from the meta-review were methodically employed in a 
deductive category formation process to establish a definition and model 
of patient-centeredness within CCCNs. Subsequently, the proposed 
definition and model were incorporated into a survey (questions can be 
found in the appendix) that was distributed to all members of WP6 within 
the CraNE network (see Figure 1). After receiving and analysing a total of 
23 complete responses, adjustments were made to the proposed definition 
and model of patient-centeredness.  

1.2 Results: Definition and model of patient-centeredness in 
CCCNs 
Out of the 23 participants who completed the survey, 22 participants either strongly agreed 
(n = 11) or agreed (n = 11) with the proposed definition of patient-centeredness in CCCNs. The 
comments received from the participants supported the revision of the definition. Notably, 
participants highlighted that the level of patient involvement as "active" partners in care 
should also consider a patient's mental and physical capabilities. While not all comments could 
be incorporated to avoid overloading the definition, they were still valuable in revising the 
proposed model of patient-centeredness. 

Drawing upon the meta-review and survey findings, the following revised definition for 
patient-centeredness in a CCCN is proposed, with changes indicated by underlining:  

Patient-centeredness in a Comprehensive Cancer Care Network (CCCN) is a philosophy of care 
prioritising cancer patients' physical, emotional, and social needs, as well as personal values 
on every step of the patient pathway. In patient-centered CCCNs, patients are empowered and 
engaged to become active partners in healthcare in relation to their individual preferences and 
capabilities with the goal of providing personalised, high-quality, holistic care with the best 
possible outcomes. 
 

Figure 1: Method employed to 
establish definition and model of 

patient-centeredness within CCCNs 
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The proposed model of patient-centeredness in a CCCN received agreement from 96% (n = 
22/23) of survey participants. It consists of eight primary dimensions of patient-centeredness 
in a CCCN and respectively two to four subdimensions for each dimension. A subdimension 
represents a deductively formed category inside a dimension. Considering the meta-review 
and survey feedback, a revised model is suggested. A new subdimension called "Co-creation 
of services and systems" was added to the existing dimension of "Engaging and Involving 
Patients." It is described as “Patients should be provided with opportunities to support the 
design and make improvements to healthcare services and systems”. 

On the 5th of June 2023, the combined results of the systematic review and survey were 
presented in the WP6 meeting, and a final consensus was achieved on the definition and the 
dimensions of patient-centeredness in a CCCN context (see Figure 2). Please, note that the 
arrangement of the boxes in the model does not imply a specific meaning. 

 

Figure 2: Model of patient-centeredness in CCCNs 

In the survey, participants from WP6 were also inquired about the present state of patient-
centered care implementation in CCCNs, using the developed dimensions as a reference. The 
outcomes are graphically presented in Figure 3. It is evident from the results that most 
respondents indicated partial implementation across the dimensions. Nevertheless, 
differences between the dimensions can be observed. For example, coordinating care seems 
to be implemented in practice to a larger extent compared to providing holistic care or 
engaging and involving patients. 
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Figure 3: Results of WP6 survey (n = 23), Status quo of implementation of patient-centered care in CCCNs 

In the following, the dimensions and subdimensions that align with the proposed model of 
patient-centeredness in CCCNs, along with their descriptions are presented. As described 
above, a subdimension represents a deductively formed category inside a dimension. 
Furthermore, concrete patient-centered activities that were gathered during the review and 
survey process, which have the potential to facilitate the practical implementation of each 
subdimensions, are listed under their respective subdimensions. Please be aware that cells 
highlighted in light purple signify that at least one of the sources associated with that activity 
is related to an oncology setting. Additionally, details or clarifications written in purple have 
been incorporated into the table through an interactive process, which involved focus groups 
with three patient representatives. It's crucial to emphasize that certain activities may have 
relevance across multiple dimensions, and there are evident synergies and overlaps among 
various subdimensions. Consequently, activities have been primarily allocated to specific 
subdimensions based on their primary focus. 

Table 2: Legend of table with dimensions and subdimension of patient-centeredness in CCCNs 

No.  Dimension Description/ Tool Support Sources 

No. of 
Dimension 

Dimension Nr. 

Description of Dimension  

[x-y] 

No. of 
Subdimension 

Subdimension X 

Description of Subdimension X 

[x-y] 

 Patient-centered activity within subdimension X 
with potential to facilitate its practical 
implementation  

- Specific tool support/description of patients-
centered activity added through focus group with 
patient representatives  

[x-y] 

 Patient-centered activity within subdimension X 
with potential to facilitate its practical 
implementation  

(Line highlighted in purple, as at least one of the 
sources associated with this activity are set in an 
oncology setting) 

- Specific tool support/description of patient-centered 
activity 

 

[x-y] 
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1.2.1 Dimension “Empowering Patients”  
No.  (Sub-) Dimension Description/ Tool Support Sources 

1 Empowering Patients 

Empowering patients refers to the process of enhancing patients' knowledge, skills, and self-awareness while also fostering their confidence to actively 
participate in care. 

[1–20]  

1.1 Information 

Patients are actively provided with and have access to tailored information. 

[1–13, 17, 20]   

 Share (tailored) information with the patient - Timely, accurate, and complete information sharing 
- Availability in different languages 
- For example, about condition, own influence on condition, care stages 

and process, individual and diagnosis-specific characteristics of illness, 
what to expect during and after treatment, minimizing costs, nutrition, 
prognosis, side-effects/ symptoms, treatment options and rationale, 
updates on condition and treatment etc.  

[1–12, 21] 
 

 Provide procedures to specify how and by whom patients are 
informed  

- Ensure that patients have a fixed contact person [21]  

 Ensure access to care plans/ health records for patients - All programs/software should potentially also be usable by patients, 
check for compatibility with different hardware/ systems 

- Also documents from the tumor board  

[1, 10]  

 Give access to audio recordings and written summaries of clinical 
consultation if appropriate 

 [10] 

 Provide written information in conjunction with verbal information 
during consultations   

- During consultation provide patients with the information about a contact 
person, who they can contact, if questions arise later  

[10] 
Survey 
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 Provide sufficient time with healthcare providers to ensure that there 
was enough time to provide all information, answer all questions, 
explore worries and concerns 

 Survey 

 Inform patients about possibilities to be involved in clinical trials - These possibilities should be realistic for patients and further 
(understandable) information should be retrievable from the website of 
the house or from a different information source 

- Desirable would be a solution similar to clinicaltrials.gov, but presented in 
a way that is understandable for patients and available in different 
languages. 

Survey 

 Provide a website with information on the CCCN  - Navigation support 
- Information on healthcare providers 
- Units, patient advisory council etc.  

Survey 

 Make an information and support center available and easily 
accessible for staff, patients, family members and caregivers  

- Inform about the information and support center [21]  

 Make sure patients understand the provided information   Survey 

1.2  Education 

Patients are educated about their disease, including skill-building activities. 

 

 Provide health education/ management programs  
 

- Possibly also on soft skills, such as communication for patients [1–12] Survey 
 

 Perform online evidence-based health education  [10, 21] 
 

 Make use of waiting rooms and other public spaces for opportunistic 
health education  
 

- A designated individual should be responsible for a well-targeted 
collection of brochures and up-to-date informational materials  

- Actively curate a diverse selection of providers and advocate for the 
visibility of rare disease 

- Exercise caution in accessing materials when the quantity is limited, and 
ensure strategic distribution to maximize impact 

[10] 
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1.2.2 Dimension “Engaging and Involving Patients”  

 Ensure access to patient advocacy/ advisory services 
 

 [1, 11] 
 

 Make patient discussion groups available, joint offers with self-help - These should be as disease specific as possible Survey 

1.3 Motivation 

Patients are motivated to become empowered and engaged in their healthcare. 

 

 Motivate patients to inform themselves and be involved/ engaged in 
their care 

- Provide contact points, patient advisory board 
- In relation to capabilities 

[9]  

No.  Dimension Description Sources 

2 Engaging and Involving Patients 

Engaging and involving patients refers to the active role of patients in healthcare, either independently through self-management activities or in collaboration 
with healthcare professionals through shared decision-making and care planning.  

[1–20] 

2.1 Self-Management  

Recognition and active support of the patient’s ability and responsibility to self-manage his or her disease. 

[1, 2, 4, 5, 8, 
10, 11, 13–15]  

 Provide patients with self-management tools - For example, patient passports for recording their cancer journey 
- Include regular evaluations with the patients to track progress and 

enhance motivation 

[1, 2, 8, 10, 
14, 15] 
Survey 

 Provide self-management training programs for patients  - Online or in person [1, 2, 8, 10, 
14, 15] 

 Provide patients with navigation assistance - In the healthcare system 
- Along their patient journey 
- Provide patients with information on contact options to the navigation 

assistance 

[11, 14] 
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 Design healthcare facilities and services providing navigation  [1, 14] 

 Support self-management of pain  Survey 

 Initiate specific engagement programs for patients - Ex. Self-initiated follow up for patients, life after cancer – enhancing 
survivorship, cancer thriving and surviving 

Survey 

2.2 Participation in care planning  

Active participation of and collaboration with patients under consideration of patient's preferences for involvement. 

[1–5, 8, 9, 13, 
16] 

 Patients are given the opportunity to: i) say what and who matters to 
them ii) are supported to ensure this is achieved iii) have this 
regularly reviewed 

- Create opportunities for integrating the needs and expectations of 
patients and families 

- Provide patient-friendly information/ communication to support choices, 
show available options 

[2, 4]  

 Co-designing and/ or discussing care plans with patients - Finding common ground on what the problem is and agreeing on a 
management 

[1, 9] 
Survey 
 

 Set joint goals with patients  [1]  

 Stimulate patients to ask questions  - Provide patients with possible questions that may be relevant (Tool: 
Question Prompt Sheets) 

[8] 
Survey 

 Find out and respect the degree to which patients want to be and can 
be involved in care planning  

 [15]  

2.3 Shared decision-making  

Patients and caregivers work together to reach the best possible decision for the patient. 

[1, 2, 5–8, 10, 
14–17] 

 Physicians and medical staff recognize the patient as competent to 
make decisions and value their lived experience  

 [2]  

 Perform shared/ informed decision-making - Ensures SDM on basis of best-available evidence 
- Couple with patient preferences for SDM 

[1, 5–8, 14–
17] Survey 
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 Offer a clinical decision support/ shared decision-making systems  
 

- No "persuasion" to clinical decisions or for research, instead better 
information on necessities 

[5, 14] 

 Provide communication and negotiation skills trainings to patients 
that lead to meaningful participation in decision-making 

 [10] Survey 

 Provide decision-making tools  [7, 10, 16, 17] 

 Exchange clinical and experimental knowledge  - Between doctors, nursing staff, other patients, and the patient [13]  

 Find out and respect the degree to which patients want to be 
involved in decision-making processes 

- 40% to 64% mismatch between preference and actual experience of 
decision making 

- Provide detailed information beforehand 

[15]  

2.4 Co-creation of services and systems 

Patients should be provided with opportunities to support the design and make improvements to healthcare services and systems. 

Survey 

 Co-create patient information with patients and/or patient 
representatives 

 Survey 

 Co-create care pathways  Survey 

 Give patients the possibility to speak out   Survey 

 Involve patients, their organizations and support groups in the 
planning and organization of services 

- Develop healthcare professional and patient groups who work together 
as one group to develop services based on patient needs 

- For example, specific survivorship groups 
- Encourage patients to network on an EU and global level to identify 

approaches in other centers that may be suitable. 

[21] 
Survey 

 Organize public and patient involvement events, panels, and 
committees 

 Survey 

 Engage patients in strategic planning, design of guidelines and policy   [3] 
Survey 
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1.2.3 Dimension “Enhancing the Therapeutic Alliance” 

 Develop (disease specific) patient representative groups within a 
healthcare institution/ network  

- Can address clinical, operational, and research activities 
- Integrate caregivers in representative groups  
- Organize a separate group for relatives 
- Ensure that they are represented in relevant activities 

Survey 

 Advertise and promote work and support given by patient 
representatives 

- Ensure that staff know about and are confident to reach out, ask for 
patient support in projects 

- Actively utilize support by patients in projects 

Survey 

 Offer participatory events, meetings, publications about current 
programs or projects inside the CCCN  

- Development of networking days, where patients and caregivers/ staff 
attend and participate together 

Survey 

 Embed patients at key stages in the hierarchical governance structure 
of the CCCN  

- The level of formal obligation that patients have/ should receive in 
supporting governance structures should be addressed 

Survey 

 Provide an infrastructure with an explicit representative to support 
the development of volunteering 

- Support networking of full-time staff with volunteers 
- Minimize the burden on volunteers 

[10, 16] 
Survey 

No.  Dimension Description Sources 

3 Enhancing the Therapeutic Alliance  

Enhancing the therapeutic relationship involves placing significant value on the relationship between caregivers and patients, with a focus on building a 
constructive partnership that prioritizes effective communication and is grounded in trust, respect, and compassion. 

[1–8, 10–14, 16, 
18–20, 22] 

3.1 Clinician-patient communication 

Communication and understanding between patients and caregivers are fostered. 

[1–8, 10–14] 

 Listen carefully / Active listening  [1–3, 6, 8, 13, 
14]  Survey 

 Answer questions   [11] 
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 Communicate clearly in relation to patient’s needs and capabilities   
 

- Cancellations should be clearly communicated and explained [14]  

 Communicate timely   [11] 

 Talk with (not to or about) the patient  [11]  

 Use non-verbal communication  [8] 

 Take your time   [5, 8] 
Survey 

 Provide concise, simple, harmonized, and effective communication 
and counselling protocols for health practitioners 

 [10] 
Survey 

3.2 Respectful and compassionate care 

Patients are treated with respect and compassion. 

[1, 3, 7, 8, 11–
14, 16] 
 

 Be empathetic   [14] 

 Be warm, friendly, and approachable   [11, 16] Survey 

 Be interested in the patient  [8] 

 Introduce yourself   [16] 

 Be polite  [16] 

 Treat patients with dignity and respect  [7, 11, 13, 16] 

3.3 Trusting relationship 

Trustful patient-caregiver relationships are sought and strengthened.  

[1, 2, 6, 8, 11, 
13, 14, 16, 22] 

 Be sincere and truthful    [2, 8, 11, 13, 14] 

 Ensure one primary or lead point of contact for the patient on the 
healthcare team  

 [6, 8]  Survey 

 Structure appointment system to allow patients to see the same 
professional over time 

 [22] 
Survey 
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1.2.4 Dimension “Treating the Patient as a Unique Person” 

 Be professional  [16] 

 Check in on patients  [11] 

 Protect patients’ privacy - In consultation/ examinations 
- When communicating 

[8, 11, 16] 

 Design spaces and health care facilities, so that privacy is protected  [1, 14] 

 Provide means for direct interaction between patients and 
healthcare providers 

 Survey 

No.  Dimension Description Sources 

4 Treating the Patient as a Unique Person 

Treating the patient as a unique individual entails acknowledging the patient's distinctive needs, preferences, values, feeling, beliefs, concerns, ideas, and 
expectations. An effort is made to get to know the patient, and care is personalized respectively. 

[1, 2, 4–9, 11, 
13–15, 17–20, 
22, 23] 

4.1 Knowing the patient  

Caregivers strive to get to know their patients in relation to their individual circumstances. 

[6–8, 11, 14, 17] 

 Create a dialogue with patients to develop understanding of their 
situation in the context of their everyday lives 

 [8] 
Survey 

 Perform a holistic needs assessment to elicit patients’ priorities   Survey 

 Continuously review patients’ goals in relation to their current care 
plan 

 [6] 

 Also address patient needs, not only the disease  [17] 

 Find common ground based on patient preferences  [7, 14] 
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1.2.5 Dimension “Providing Holistic and Specialised Care” 

 Respect the patient as a person with unique preferences, values, 
and needs  

 [11] 

 Provide time before consultations for physicians to prepare   Survey 

4.2 Personalization of healthcare 

Healthcare provision is personalized to patients’ circumstances and preferences and based on the best-available evidence. 

[1, 2, 5, 6, 8, 9, 
11, 14, 15, 17, 
20, 22, 23] 
Survey 

 Create processes and structures that allow flexibility in service 
delivery and care practice 

 [22] 

 Create an individualized care plan based on patients’ goals and 
preferences 

- Also consider mobility, hospital-home distance, family and support  [6] 
Survey 

 Use knowledge of the patient as a unique person for effective 
interactions 

Be responsive to patients’ individual preferences, values, and needs 

- If possible, also include brief conversation about the patient's private life [8, 14]  
 
[1, 5, 8, 9, 11, 
17] 

 Create partnerships with community organizations - Patients may (if possible) prefer the convenience of home- or 
community-based care  

[1, 23] 

 If possible, enable home care possibilities  - Patients may (if possible) prefer the convenience of home- or 
community-based care 

[23] 

No.  Dimension Description Sources 

5 Providing Holistic and Specialised Care  

On one hand, providing holistic care emphasizes the vital role of addressing not only the physical requirements of patients but also their emotional, social, 
and spiritual needs. On the other hand, specialized care plays a crucial role in tailoring interventions and treatments to specific medical conditions, ensuring 

[1–5, 10–16, 
18–20, 22, 23] 
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precision and effectiveness in addressing the unique healthcare needs of individual patients.  This approach recognizes the interconnectedness of these 
dimensions in shaping patients' overall health outcomes.  

5.1 Integrating medical and complementary care 

Complementary care is recognized and supported as an integral part of holistic care provision. 

[1, 4, 5, 11–13, 
20, 22, 23] 

 Ensure an early identification of patients who can benefit from 
palliative care 

- Complex health and social needs at the end of life, if not adequately 
addressed, result in poor patient outcomes and experiences, as well as 
high costs to the system due to inappropriate utilization of acute care 
services 

- Despite its significant potential cancer patients continue to be referred 
to palliative care programs in low numbers and late in their cancer 
journey 

- Network of social services, palliative care, hospice 

[15, 23]  
 

 Provide access to ancillary disciplines and services - For example, rehabilitation, ambulatory services, hearing aid 
manufacturer, social services, physiotherapy 

-  

Survey 

 Provide advice on complementary medicine - For example, acupuncture, hypnosis, meditation etc.  
- Different access options in different public health systems 

Survey 

 Promote continuation of normality and self-identity  - Participating in regular personal life activities 
- Providing meaningful activities for inpatients 

[22] 

 Ensure best possible physical comfort  - Pain, fatigue 
- Holistic pain management 

[15] 

 Support patients’ management of symptoms, side-effects, and co-
morbidities 

- If possible and wanted, enable care at home Survey 

 Provide relevant support  - Could, for example, be from a social worker or a patient association/ 
charity 

- Also, contacts to service providers (wig makers etc.) 

Survey 
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5.2 Emotional and social support 

Emotional and social support is repeatedly offered to patients. 

[1, 4, 5, 10, 11, 
13–16] 

 Provide a supportive and accommodating environment - Environments that are welcoming, comfortable, and respectful 
- An organizational culture that respects everyone’s values and choices 

[1, 10, 13, 14] 

 Provide contacts and funding for self-help programs  [10] 

 Offer religious spaces  [1, 14] 

 Refer to appropriate (cancer-specific, if necessary) patient or peer 
support/ advisory groups  

 [10, 11] Survey 

 Use social prescribing - An approach that connects people to activities, groups, and services in 
their community to meet the practical, social and emotional needs that 
affect their health and wellbeing 

Survey 

 Ensure that patients are offered spiritual care support  [16] 

 Provide emotional support - Distress, anxiety, depression [4, 5, 15] 

 Be sympathetically present   [4, 5, 15] 

 Offer access to onco-psychology services  Survey 

5.3 Family and Friends 

Family/ friends are recognized and respected as central to patients' well-being. 

[4, 5, 10–12, 
14–16, 22] 

 Ensure that families are offered spiritual care support  [16] 

 Discuss which family members or/ and friends the patients want to 
be involved in their care and be responsive to wishes 

 [4, 5, 11, 12, 14, 
16, 22] 
Survey 

 Address the needs of family and friends - For example, information needs  [22] 

 Offer appropriate and flexible visiting policies - Possibly also for overnight stays [10] 
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1.2.6 Dimension “Recognizing and Supporting the Caregiver as a Person” 

Survey 
 Facilitate healing relationships   [14] 

 Welcome participation of family and friends in consultations - Arrange appointments accordingly [15] 

No.  Dimension Description Sources 

6 Recognizing and Supporting the Caregiver as a Person 

Recognizing and supporJng the caregiver as a person emphasizes the significance of acknowledging the pivotal role of caregivers, their disJncJve 
challenges, and providing them with mulJ-faceted support, including emoJonal, informaJonal, and instrumental assistance. 

[1, 2, 4, 5, 7, 8, 
10, 14, 16, 18, 
18, 19, 22] 

6.1 Personal qualities  

The caregiver possesses personal qualities necessary to perform patient-centered care. 

[2, 4, 5, 8, 10, 
18] 

 Commitment to job   [5] 

 Commitment to quality  [10] 

 Respect, Non-judgmental behavior  [2] 

 Self-reflective behavior - Self-aware of own limitations 
- Clarity of own beliefs and values 

[4, 5, 8] 

 Empathy, Compassion  [4, 8] 

 Honesty  [4] 

6.2 Training and qualification 

Caregivers are continuously trained and qualified.  

[1, 2, 5, 7, 10, 
14, 16, 22] 

 Ensure an appropriate skill mix   [5] 

 Encourage life-long learning, personal growth, and development - Training also through internal exchange in the team, thus appreciation 
of special skill 

[10] 
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Provide continuing professional development possibilities in different 
formats 

- External training offers the opportunity to exchange experiences across 
institutions, so that experiences can also be transferred across regions 

[2, 5, 7, 10, 16] 

 Implementation of educational programs, standardized training  [1, 16] 

 Trainings in:  
- Building a trustful relationship with patients 
- Leadership 
- Developing tailored interventions 
- Positive first impression 
- Confidentiality  
- Holistic perception of human organism 
- Patient-centeredness (interpersonal skills) 
- Communication (e.g., announcement of diagnosis) 
- Customer service training  
- Adaptation to different cultures  
- Self-care 

- For all new physicians and retraining as needed based on patient rating 
of clinician communication. 

- Translation of education programs into practice through continued 
professional education and mentorship 

[10, 14, 16, 22] 
Survey 

 Implement professional education and accrediting bodies   [1, 16] 

 Promote evidence-based practice  [10] 

6.3 Support 

Caregivers are secured and supported to enable them to perform their everyday tasks.  

[1, 10, 16] 

 Instill importance of taking care of one's own health and well-being  [10] 

 Ensure continuous support to caregivers along the whole process of 
care 

 Survey 

 Ensure staffing standards  - Quantity and workforce mix for different levels and types of health 
facilities  

[10] 
Survey 

 Provide financial security  [10] 
Survey 

 Ensure that staff are offered spiritual/ psychological care support   [16] 
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1.2.7 Dimension “Coordinating Care” 

Survey 
 Provide performance-based incentive packages/ awards - Possible, nominated by patients 

- Public acknowledgements of model staff 
- Ex. Daisy awards for nursing staff 

[1, 10] Survey 

 Ensure that caregivers also have information detailing support 
systems available to them  

 Survey 

 Provide employee assistance programs   Survey 

 Provide leisure activities/ (discounted) sport programs for staff - For example, staff choir 
- Consider networking with other institutions 

Survey 

 Support transportation: car parking facilities, discounted fees for 
public transport, accommodation for staff traveling long distances 

 Survey 

 Support harmonization of work and family  - For example, childcare services Survey 

No.  Dimension Description Sources 

7 Coordinating Care 

Coordinating care highlights the need to optimize care processes, promote access, and ensure continuity of care for an efficient and smooth care 
management that prioritizes patient needs and outcomes. 

[1, 4–7, 10–15, 
17, 18, 20, 22, 
23] 

7.1 Access to care 

Patients have timely and affordable access to care.  

[1, 4, 5, 10–12, 
14, 15] 

 Secure e-mail access for patients to their clinicians   [14] 

 Enable direct access to specialty care clinicians   [14] 

 Ease appointment-making process 

Suitable appointment scheduling 

- Avoid longer waiting times  

 

[10, 14, 15] 
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 Affordability of care - Including complimentary care and therapies, dental, pharma care, 
ambulance, financing nursing home 

[1, 14] 

 Ensure easy access/ direct communication channels between 
patients and caregivers AND/ OR 

Provide a distinct communication possibility to the service, which 
can forward queries from patients, so that they can be answered 
quickly 

- Contact to clinical staff in case of emergencies  [21] 
Survey 

 Ensure universal access to primary and secondary care  Survey 

7.2 Continuity of care 

Coherent and seamless, high-quality delivery of care. 

[1, 4–6, 10–14, 
22, 23] 

 
Ensure interprofessional leadership teams   [10] 

 Implement patient pathways across different providers, establish 
cooperation pathways across specialisms and network partners 

- Evaluate and update regularly to ensure access, continuity of care and 
optimization of processes  

- Seamless, loss-free, standardized communication pathways between all 
supply partners 

- Manage care transitions  

[14, 22, 23] 
Survey 

 Organize services in networks/ hub and spoke model of care   Survey  
 

Perform follow-ups after treatments and procedures  [11, 12] 
 

Coordinate with community resources  [6, 14] 
 

Ensure seamless flow of information between all relevant 
stakeholders 

 [1, 14, 23] 

 
Establish communication protocols across disciplines   [10] 

 
Introduce and strengthen models of care - New models of care across services and settings [10] 
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 Provide a defined discharge procedure, including giving information 
of further treatment, follow-up, re-admission, and home care to 
patients  

Provide discharge summaries and care plans 

 [21] 
Survey 

 Involve and support the main family caregiver  Survey 

 Establish a nurse navigator/ contact nurse to coordinate the whole 
pathway of care 

 Survey 

 Perform a multidisciplinary tumor board to mutually decide on the 
treatment and next steps for patients  

- Possibly with patients Survey 

 Define wait times until diagnosis   Survey 

7.3 Optimization of processes 

Processes are redesigned and optimized to enhance effectivity. 

[7, 10–12, 14, 
17, 22] 

 
Create protocols for discharge and referral   [10] 

 
Work efficiently  [7, 14] 

 
Pre-visit outreach to patients by medical assistance to ensure focus 
on important problems in encounter and that patients brings all 
relevant documents 

- Provide pre-visit education/ information [14] 
Survey 

 
Minimize clinical wait times  [14] 

 
Dedicate case managers for cancer patients/ Oncology nurse with 
case management task 

 [12] 
Survey 

 
Send reminder notices for specific interventions   [10] 

 
Ensure transparent, accessible, and understandable service protocols 
that improve patient flow 

 [10] 
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1.2.8 Dimension “Enhancing a Patient-Centered Culture” 

 Lean process review all services in regular intervals with the aim of 
optimizing efficiency  

 Survey 

 Continuous quality improvement   [6] 

No.  Dimension Description Sources 

8 Enhancing a Patient-Centered Culture  

Enhancing a patient-centered culture emphasizes the need for a profound cultural transformation, whereby patient-centeredness is deeply embedded in 
the underlying philosophy and organizational structure of the healthcare network. 

[1–6, 10, 12, 14, 
16, 22] 

8.1 Philosophy  

A philosophy of patient-centered care, reflected throughout the entire network. 

 

 
Position patient-centered care as a major priority in the CCCN  [2] 

Survey  
Open spaces for patient-centered care despite competing priorities   [2] 

 
Ensure responsiveness of the entire care team to patient and family 
needs 

 [14] 

 
Inculcate a culture of reflective practice  [10] 

 
Corporate responsibility for equality and diversity of patients and 
staff 

 [16] 

 Establish trust and respect as core values of the CCCN  Survey 

 Establish a patient charter: key rights and responsibilities of people 
receiving care 

- Emphasize patient-centered care as a patient’s right 
- Make certain that there is an accountable individual responsible for 

keeping the patient charter up-to-date and “alive” 

Survey 

8.2 Organization [1–3, 5, 10, 16] 



 

  
   

CraNE Joint Action is funded by the European Union. Views and opinions expressed are however those of the 
author(s) only and do not necessarily reflect those of the European Union or European Health and Digital Executive 
Agency (HaDEA). Neither the European Union nor the granting authority can be held responsible for them. The 
authors are not responsible for any further and future use of the report by third parties and third-party translations. 

Page 27 of 49 
 

The network is organized in a manner supporting patient-centered care. 
 

Establish services promoting a patient-centered culture  - Interpretation and language services, access to information [1, 3, 5, 16] 
 

Address systematic barriers to a patient-centered culture  - Leadership, policy, culture [2, 5] 
 

Implement organizational system support  [3, 5] 
 

Support innovation and risk-taking potential  [5] 
 

Introduce a strategic framework for patient-centeredness  [5] 
 

Implement change management aimed an anchoring patient 
centered care in everyday culture  

- Regular evaluation of the changes implemented. [3] 

8.3 Teamwork 

Teamwork, team building and team development are fostered throughout the network.  

[1, 3–6, 10, 12, 
14, 16, 22] 

 
Establish and strengthen a multidisciplinary and interprofessional 
patient care team 

- Provide a detailed job description for each team member, incorporating 
duties and responsibilities as a team member 

- Make sure that teams are flexible in composition and adaptable to 
changes in patients’ health statuses, circumstances, and goals 

[6, 10, 12] 

 
Encourage teamwork and team building  - Organize team events 

- Share power in the team, also between the hierarchies 
- Share responsibilities 

[1, 5] 

 
Make patients into integral team members  [6] 

 
Ensure strong team leadership committed to a patient-centered 
culture  

 [3, 16, 22] 

 
Provide trainings on team development and effective teamwork - Training on group dynamics, communication, negotiation skills, conflict 

resolution 
[10] 
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Patient-centered pathway development and implementation 

2.1 Methods 
Based on the results presented above, the second objective of task 4.1 was then to 
enhance the methodology for patient pathway development and implementation 
created in iPAAC WP 10 with patient-centered practices. To do this the results 
obtained above were used to assemble a set of design principles for patient-centered 
pathways, utilizing the method by Möller et al. 2020 [24] (Figure 4). Clearly not all, 
dimensions of patient-centeredness in a CCCN are also applicable to a patient pathway 
development method, therefore, the results were filtered for applicability. As an 
example, the topic "patient engagement" has significant potential to be addressed 
within a patient pathway, such as involving patients in the design of the pathway or 
incorporating shared decision-making modules. However, the personal qualities of 
care providers, such as job commitment, honesty, empathy, and compassion, are 
challenging to enhance through patient pathways as they are more closely tied to 
individual attributes rather than structural components of the pathway itself.  
 

 
Figure 4: Design Principle Development Approach (Möller et al. 2020 [24]) 

Next to the review a second knowledge base (step 4 in Figure 4) was used to formulate 
the design principles. This knowledge base refers to patient-centered elements, which 
are already evident in existing pathway development and implementation methods. 
Herby, patient-centered elements pertain to any steps aiming to create a pathway, 
which meets the needs and objectives of patients. Examples are co-designing 
pathways with patients or incorporating elements into the pathway, which 
systematically elicit the needs of patients on the pathway. Pathway development 
methods. Therefore, the pathway development methods, listed in Table 3, were 
systematically screened for information pertaining to patient-centered development 
and implementation of pathways. The list of methods was retrieved and updated from 
prior work done in IPAAC.  
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Table 3: Pathway development and implementation methods 

Source Nr. in Works Cited 

Bisanz, DeJesus and Saddler, 
1999 

[25] 

Cancer Care Ontario, 2017 [26] 

Ferrante et al., 2016 [27] 

Flores et al., 2018 [28] 

Harkleroad et al., 2000 [29] 

McLachlan et al., 2019 [30] 

Richter and Schlieter, 2020 [31] 

Vanhaecht et al., 2012 [32] 

Wicke et al., 2004 [33] 

 
The results, both from the review and from the existing pathway development 
methods were utilized to formulate the meta-requirements and design principles for 
patient-centered pathway design and implementation, displayed in  
Among the nine methods detailing steps for pathway design and implementation, only 
four addressed patient-centered elements. These elements are listed below in Table 
4 in correspondence to the patient pathway lifecycle phase, in which take place. 
Shifting from a paternalistic to a more patient-centered healthcare model, it is 
necessary to prioritize patients’ needs and experiences at every step of the journey. 
However, in existing pathway development and implementation methods, it can be 
summarized that the integration of patients and their perspectives remains 
insufficient, unstructured, and inconsistently harmonized.  
 
Table 4: Status quo of patient-centredness in pathway development and implementation methods 

Pathway Lifecycle 
Phase 

Preparation and Analysis Development and 
Implementation 

Continuous 
Improvement 

Phase  
Purpose 

To assess the need for 
pathway development, 
initiate and plan the pathway 
project, set-up the pathway 
working group, define the 
pathway scope, analyse the 
pathway environment (incl. 
local/ regional/ national 
context), and to analyse and 
assess the existing evidence 
base (e.g. guideline 
recommendations). 

To design and approve a 
disease-specific, evidence-
based patient pathway, 
pilot test, evaluate and 
revise pathway, set up and 
carry out implementation 
plan, communicate 
pathway and enable its 
usage in practice 
(messaging and 
dissemination strategy), 
prepare for continuous 
pathway evaluation. 
 

To assess and 
communicate the effects 
of the pathway 
implementation based on 
defined indicators, to 
monitor pathway usage, 
deviations from pathway 
steps, to identify 
necessities for pathway 
refinements, revise 
pathway and to 
implement refinements. 
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Ferrante et al. 
(2016) 

  - Personalize care in 
relation to patients’ 
individual preferences 
and needs. 

- Provide alternative 
pathways to manage 
discovered interactions 
between patient 
comorbidities and the 
chosen treatment.  
 

- Collect patient 
feedback to 
continuously improve 
pathway.  

Harkleroad, 
Schirf, Volpe, & 
Holm, (2000) 

- Define patient-centered 
outcomes for pathway. 

- Develop a patient 
version of the pathway. 
 

 

Richter & 
Schlieter, (2020) 

- Clarify and evaluate 
current evidence and 
organization of the care 
process from a patient and 
family perspective. 

- Define process and 
outcome indicators for 
pathway and variance 
monitoring from a patient 
and family perspective.  

- Establish a development 
team including 
representatives of interest 
groups.  
 

- Develop a patient 
version of the pathway. 
- Integrate pathway in 

electronic patient record.  

- Evaluate outcome 
indicators and variance 
monitoring from a 
patient and family 
perspective.  

Vanhaecht et al. 
(2012) 

- Define treatment pathway 
regarding the inclusion 
and exclusion criteria of 
the patient group.  

- Establish a development 
team including 
representatives of interest 
groups.  

- Evaluate current 
organization of the care 
process from a patient and 
family perspective.  

- Analysis of existing care 
processes by patient 
associations. 

- Include patients in 
(re)design of the care 
process by organizing 
interviews, focus groups or 
conducting surveys on 
patient satisfaction, 
expectations, and 
preferences. 

- Map the patient's passage 
through the care process.  
 

- Redefine patient group 
through evidence. 

- Develop a patient version 
of the pathway.  

- Integrate pathway in 
electronic patient record. 

- Let the pathway be 
tested by patients.  

- Evaluate outcome 
indicators and variance 
monitoring from a 
patient and family 
perspective. 

 
2.2.2 Design principles for patient-centered pathway design and implementation. 
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To offer precise directives for the formulation and execution of a patient-centered 
pathway, the design principles were subsequently systematically integrated into the 
stages of the patient pathway design lifecycle, as outlined in the iPAAC method. The 
lifecycle comprises three main phases:  

i) Preparation and analysis 
ii) Development and implementation 
iii) Continuous improvement  

This resulted in concrete patient-centered practices, which are presented in 2.2.3 
Integration into patient pathway design lifecycle (IPAAC method). A summative 
overview of the method can be found in Figure 5. 
 

 
Figure 5: Overview of process from literature review to patient-centered extension of pathway method 

2.1.1 Evaluation 
Both the design principles and patient-centered practices, presented in the following 
chapter, were evaluated, and revised with a focus group consisting of five experts from 
European Cancer Care Organizations with substantial experience in designing and 
implementing patient pathways in practice. The focus group was conducted online for 
1.5 hours in June 2023. The design principles and patient-centered practices were 
provided to the participants beforehand and presented again during the focus group 
session. Parallel to the focus group, each participant completed a survey, in which 
Likert scales were utilized to receive a concrete assessment the relevance and 
feasibility of the individual patient-centered practices. While relevance was defined as 
the appropriateness and significance of the practices to enhance patient-centered 
care in the pathway development and implementation method, feasibility was 
referred to as the practicality or possibility of implementing the patient-centered 
practices in "real life". The average ratings on relevance and feasibility, as provided by 
the participants of the focus group, can be found in the last column of Table 8, Table 
7, and Table 8.  
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The discussions in the focus group were utilized to refine the patient-centered 
practices, especially to add more details to their descriptions. The participants were 
also asked about the need for enhanced patient-centeredness in pathway design and 
utilization, as well as an evaluation of the design principles in table 3. All participants 
agreed with the design principles to a large (n = 2) or very large (n = 3) extent.  When 
asked for the current need for more patient-centredness in patient pathway 
development and utilization most participants (n = 3) stated that the need is present 
to a “large extent” (“some extent” n = 1, “very large extent” n = 1). Furthermore, the 
participants affirmed that the proposed extension would support a stronger focus on 
patient-centeredness during patient pathway development and utilization to a large 
extent (n = 3) or to a very large extent (n = 2).  

2.2 Results 

2.2.1 Patient-centered elements in existing pathway development methods 
Among the nine methods detailing steps for pathway design and implementation, only 
four addressed patient-centered elements. These elements are listed below in Table 
4 in correspondence to the patient pathway lifecycle phase, in which take place. 
Shifting from a paternalistic to a more patient-centered healthcare model, it is 
necessary to prioritize patients’ needs and experiences at every step of the journey. 
However, in existing pathway development and implementation methods, it can be 
summarized that the integration of patients and their perspectives remains 
insufficient, unstructured, and inconsistently harmonized.  
 
Table 4: Status quo of patient-centredness in pathway development and implementation methods 

Pathway Lifecycle 
Phase 

Preparation and Analysis Development and 
Implementation 

Continuous 
Improvement 

Phase  
Purpose 

To assess the need for 
pathway development, 
initiate and plan the pathway 
project, set-up the pathway 
working group, define the 
pathway scope, analyse the 
pathway environment (incl. 
local/ regional/ national 
context), and to analyse and 
assess the existing evidence 
base (e.g. guideline 
recommendations). 

To design and approve a 
disease-specific, evidence-
based patient pathway, 
pilot test, evaluate and 
revise pathway, set up and 
carry out implementation 
plan, communicate 
pathway and enable its 
usage in practice 
(messaging and 
dissemination strategy), 
prepare for continuous 
pathway evaluation. 
 

To assess and 
communicate the effects 
of the pathway 
implementation based on 
defined indicators, to 
monitor pathway usage, 
deviations from pathway 
steps, to identify 
necessities for pathway 
refinements, revise 
pathway and to 
implement refinements. 

Ferrante et al. 
(2016) 

  - Personalize care in 
relation to patients’ 
individual preferences 
and needs. 

- Provide alternative 
pathways to manage 

- Collect patient 
feedback to 
continuously improve 
pathway.  
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discovered interactions 
between patient 
comorbidities and the 
chosen treatment.  
 

Harkleroad, 
Schirf, Volpe, & 
Holm, (2000) 

- Define patient-centered 
outcomes for pathway. 

- Develop a patient 
version of the pathway. 
 

 

Richter & 
Schlieter, (2020) 

- Clarify and evaluate 
current evidence and 
organization of the care 
process from a patient and 
family perspective. 

- Define process and 
outcome indicators for 
pathway and variance 
monitoring from a patient 
and family perspective.  

- Establish a development 
team including 
representatives of interest 
groups.  
 

- Develop a patient 
version of the pathway. 
- Integrate pathway in 

electronic patient record.  

- Evaluate outcome 
indicators and variance 
monitoring from a 
patient and family 
perspective.  

Vanhaecht et al. 
(2012) 

- Define treatment pathway 
regarding the inclusion 
and exclusion criteria of 
the patient group.  

- Establish a development 
team including 
representatives of interest 
groups.  

- Evaluate current 
organization of the care 
process from a patient and 
family perspective.  

- Analysis of existing care 
processes by patient 
associations. 

- Include patients in 
(re)design of the care 
process by organizing 
interviews, focus groups or 
conducting surveys on 
patient satisfaction, 
expectations, and 
preferences. 

- Map the patient's passage 
through the care process.  
 

- Redefine patient group 
through evidence. 

- Develop a patient version 
of the pathway.  

- Integrate pathway in 
electronic patient record. 

- Let the pathway be 
tested by patients.  

- Evaluate outcome 
indicators and variance 
monitoring from a 
patient and family 
perspective. 

 

2.2.2 Design principles for patient-centered pathway design and implementation 
The results from i) the meta-review on patient-centeredness as well as ii) the status-
quo of patient-centeredness in existing pathway development methods were utilized 
to formulate the meta-requirements and design principles for patient-centered 
pathway design and implementation, listed in Table 5. The design principles are 
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marked with a “D” if they address the design process. In contrast, they are marked 
with a “P” if the system features or components of a patient-centered pathway are 
addressed. These (marked with “P”) will, therefore, be more commonly referenced in 
the development stage of the pathway design process. 
 
Table 5: Meta-requirements and design principles for patient-centered pathways (P = Product, D = Design) 

Nr.  Meta-Requirement (MR)/ Design Principle (DP) P/D Sources 
MR 1: Empower patients to proliferate their knowledge, skills, and self-awareness.  [1, 2, 4–10, 13, 

16, 18–21] 

DP 1.1 Provide patients with tailored healthcare information. P [1–10, 13, 20, 
21] 

DP 1.2 Educate patients about their disease, including skill-building activities. P [1–10, 21] 
DP 1.3 Motivate patients to become empowered and engaged in their healthcare. P  
MR 2: Engage and involve patients to support their active role as co-producers of their 
healthcare. 

 [1–10, 13, 16, 
18–20] 

DP 2.1 Support patients’ ability and responsibility to self-manage their disease. P [1, 2, 4, 5, 8, 
10, 13] 

DP 2.2 Actively involve patients in care planning under consideration of their preferences. D [1–5, 8, 9, 13, 
16]  

DP 2.3 Patients and caregivers should work together to reach the best possible decision 
for the patient (Shared decision-making). 

D [2, 5–8, 10, 16] 

DP 2.4 Involve patients in the design of healthcare services and systems. D [5, 21] 
MR 3: Provide holistic care, emphasizing the individual needs, feelings, and expectations of 
patients. 

 [1–5, 10, 13, 
16, 18–20, 22] 

DP 3.1 Personalize healthcare provision in relation to patients’ individual circumstances 
and preferences.  

D [1, 2, 5–9, 20, 
22] 

DP 3.2 Repeatedly offer patients emotional and social support, which includes recognizing 
family and friends as central to patients’ well-being.  

P [1, 4, 5, 10, 13, 
21, 22] 

DP 3.3 Provide access to caregivers, ancillary disciplines, as well as non-medical care 
provision.  

P [1, 4, 5, 13, 20, 
22] 

MR 4: Support caregivers in providing patient-centred care.  
 

 [1, 2, 4, 5, 7, 8, 
16, 18, 19, 22] 

DP 4.1 Continuously train and qualify caregivers in the provision of patient-centred care.  D [1, 2, 5, 7, 10, 
16, 22] 

DP 4.2 Provide structures supporting caregivers in performing their everyday tasks.  P [1–8, 10, 13, 
16, 18–20, 22] 

DP 4.3 Establish a patient-centred culture and working environment.  P [1–3, 6, 10, 16] 
MR 5: Coordinate and continuously improve care to prioritize patients’ needs and outcomes.  
 

 [1, 5–7, 13, 18, 
20, 22] 

DP 5.1 Optimize and redesign processes to enhance effectivity.  D [7, 22] 
DP 5.2 Ensure continuity in high-quality care delivery.  D [1, 4–6, 8, 10, 

13, 21, 22] 
DP 5.3 Instil robust mechanisms to capture and address patients’ feedback, concerns, 

experiences, and outcomes.  
D [1, 8, 16, 21] 

 

2.2.3 Integration into patient pathway design lifecycle (IPAAC method) 
Each patient pathway lifecycle phase, i) Preparation and analysis, ii) Development and 
Implementation and iii) Continuous Improvement, will be discussed concerning its 
potential to enhance patient-centeredness, reasoning based on the design principles. 
A table is provided in each section to summarize the specific patient-centered 
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practices recommended as an extension to the existing iPAAC development method. 
It should be noted that certain design principles are relevant to more than one phase 
of the pathway lifecycle and are therefore referenced more than once. Additionally, 
the paper revisits patient-centered practices already established in the iPAAC method, 
providing more extensive details than previously presented. The objective is to offer 
a comprehensive overview and reinforce the significance of these patient-centered 
approaches. 

2.2.3.1 Preparation and Analysis  
The aim of the pathway lifecycle phase “preparation and analysis” is to systematically 
prepare and plan the pathway development and implementation process. Utilizing the 
design principles for digital patient-centered pathways identified, there are several 
starting points for adding patient-centered practices to the phases of screening, 
project management, and the preparation of pathway analysis and evaluation (see 
Table 6).  
Table 6: Patient-centered practices to enhance the patient pathway lifecycle phase “Preparation and Analysis” 
(R = Relevance, F = Feasibility, both rated from 1 = Poor, 2 = Fair, 3 = Good, 4 = Very Good, 5 = Excellent) 

Phase Patient-Centered Practices Associated DP Evaluation 

Sc
re

en
in

g 

Utilize the pathway to optimize and redesign processes, focusing 
on patient-centered aspects, such as continuity of care, 
communication, or transparency. 

DP 5.1, 5.2 R = 4,6 
F = 4,0 

Collect feedback from patients, their families and/ or patient 
representatives to gain insights into the environmental context, 
the necessity for a pathway, and specific problem areas the 
pathway should address. 

DP 2.4 R = 4,0  
F = 2,6 

Pr
oj

ec
t M

an
ag

em
en

t 

Specify the patient group in terms of their general willingness 
and capability to be engaged in care.  

DP 2.2, 3.1 R = 3,4 
F = 2,0 

Ensure that patient(s) (representatives) are part of the pathway 
development team and that they can substantively engage in 
every development stage. 

DP 2.4 R = 4,0 
F = 2,8 

Explore opportunities to collaborate with the local community 
connected to the specific condition. 

DP 3.2, 3.3 R = 4,2 
F = 2,8 

When training the development team on the pathway 
development process, place the patient in the centre of 
attention, e.g., address the need for: 

- incorporating methods and tools that can enhance 
patient engagement and empowerment, 

- seeking opportunities to inform and educate patients 
about their condition, 

- designing flexible pathways that accommodate 
individual preferences and needs. 

DP 4.1, 4.3 R = 4,6 
F = 3,6 

An
al

ys
is/

 
Ev

al
ua

tio
n 

Pr
ep

ar
at

io
n 

Clarify and evaluate the current care process from the 
perspective of patients and involving patients. 

DP 2.4 R = 4,4 
F = 3,0 

Prepare for pathway evaluation by defining measures that 
capture the patient’s perspective of outcomes and experiences. 

DP 5.3 R = 4,8 
F = 3,2 



 

  
   

CraNE Joint Action is funded by the European Union. Views and opinions expressed are however those of the 
author(s) only and do not necessarily reflect those of the European Union or European Health and Digital Executive 
Agency (HaDEA). Neither the European Union nor the granting authority can be held responsible for them. The 
authors are not responsible for any further and future use of the report by third parties and third-party translations. 

Page 36 of 49 
 

Use the information obtained through the patient-focused 
measures to support understanding of patient’s goals, values, 
and preferences, individualize care and optimize processes. 

DP 2.2, 2.3, 
3.1, 5.1 

R = 4,8 
F = 3,4 

 
Pathway design methods typically involve an initial screening phase to acquire a 
comprehensive understanding of the existing environment and available evidence. It 
aims to determine the need for developing and implementing a pathway for a specific 
patient type, such as breast cancer patients or diabetes patients  [31]. Incorporating 
pathway objectives relating to patient-centeredness, such as enhanced patient 
communication, coordination, transparency, or continuity of care, can already support 
a more patient-centered development of the pathway and contribute to optimizing 
and redesigning processes in a patient-centered manner (DP 5.1, DP 5.2). Herby, 
patients, or patient representatives should be involved in identifying the specific 
problem areas that the pathway should address. Already in this early developmental 
stage, feedback from patients, families, or patient representatives can provide 
valuable insights into the environmental context and the necessity for developing a 
pathway (DP 2.4).  

After deciding to implement a pathway, the project is initialized [31]. This involves 
specifying the patient group addressed with the pathway. It is essential to consider 
the extent to which these patients are generally capable or willing to engage in the 
healthcare process (DP 2.2, DP 3.1). Factors such as median age, health status, and 
levels of health literacy significantly influence patients' abilities to participate in 
engagement activities [34]. While individual differences exist, a general pattern can 
be discerned based on the medical condition.  

Setting up the project also includes assembling a multidisciplinary pathway 
development team. To ensure a patient-centered pathway, it is crucial to guarantee 
patients a central position within this team (DP 2.4). By actively involving patients 
throughout the entire development process, it can be ensured that the pathway 
adequately addresses their needs [35, 36]. However, it is important to note that the 
participating patients should possess a comprehensive understanding of the specific 
disease and the organizational aspects of healthcare to contribute to the discussions 
actively. Therefore, patient representatives familiar with the specific condition are 
also well-suited as team members. Notably, patient involvement is already an 
established component during the development of clinical guidelines, serving as an 
indicator of guideline quality [37]. Adopting a similar approach in the context of 
patient pathway development is highly desirable. Furthermore, the development 
team needs to explore opportunities for partnering with the community connected to 
the specific condition [35]. Such collaboration can prove advantageous not only during 
the initial stages of pathway development but also in later stages, particularly when 
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incorporating community services into the pathway (DP 3.2, DP 3.3). By engaging with 
community resources and services, the pathway can effectively address the holistic 
needs of patients and enhance their overall healthcare experience – also across 
institutional borders. 

The multidisciplinary development team will require training on the development 
process (DP 4.1). Herby, placing the patient at the center of attention should be 
emphasized and can support the development of a patient-centered culture (DP 4.3). 
Various topics can be discussed during these training sessions to ensure the patients’ 
perspective is considered throughout the pathway. This can be achieved by applying 
methods and tools that can enhance patients' engagement in their healthcare journey 
[38], seeking opportunities to inform and educate patients about their condition (DP 
1.1, DP 1.2), designing a flexible pathway that accommodates individual preferences, 
and addressing issues that impact patients' quality of life-related to treatment, such 
as financial concerns, transportation, or employment (DP 3.1). It is also crucial to 
consider these aspects when establishing the project plan. Substantive patient 
involvement should be a goal at every stage of the development process [36].   

After project initiation, the current organization of the care process should be 
assessed. When examining the current care process, patients and their families are 
described as one of the four perspectives which should be considered [31] (DP 2.4). 
Interviews, focus groups, storytelling, shadowing, or surveys on patient satisfaction, 
expectations, and preferences may be valuable tools to analyse existing care 
procedures from a patient perspective. Vanhaecht et al. (2012) [30] also describe the 
involvement of patient associations during this review.  

In preparation for evaluating the implemented pathway, it is essential to incorporate 
patient-focused measures [31] (DP 5.3), such as quality of life, satisfaction, ability to 
work, symptom and side-effect management, and patient experiences [35]. Herby, 
patient-reported outcome and experience measures (PROMs and PREMs) should be 
utilized to gather insights that only patients themselves can provide, including data on 
their health perspective, psychological well-being, and pain [39, 40]. Utilizing these 
measures can also enhance patient engagement by promoting communication 
between patients and healthcare professionals. Moreover, the findings derived from 
PROMs and PREMs can help understand patient goals, values, and preferences, 
potentially leading to more individualized care and shared decision-making (DP 2.2, 
DP 2.3, DP 3.1). As deliberated in the focus group during the evaluation, it appears 
that Patient-Reported Outcome Measures (PROMs) have achieved a relatively strong 
foothold in healthcare, whereas the assimilation of Patient-Reported Experience 
Measures (PREMs) into operational procedures is still in its nascent stages. Some 
examples of tools that can be used are the Patient-Reported Indicator Surveys of the 
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OECD [41], or the Patient-Centered Outcome Measures of ICHOM (The International 
Consortium for Health Outcomes Measurement) [42]. Current projects in this field 
that should be mentioned include the EUonQoL (Quality of Life in Oncology: 
measuring what matters for cancer patients and survivors in Europe), aiming to 
develop, pilot and validate the EUonQoL-Kit, a patient-driven, unified system for the 
assessment of quality of life based on evaluations and preferences of cancer patients 
and survivors [43] and Colive Cancer, a national project in Luxembourg aiming to 
collect experiences of cancer patients to evaluate and improve the country’s care [44].  

2.2.3.2 Development and Implementation 
The pathway lifecycle phase, “development and implementation,” aims to design, 
pilot test, and implement the pathway. Considering the design principles for patient-
centered pathways, the following patient-centered practices were identified (see 
Table 7).  

Table 7: Patient-centered practices to enhance the patient pathway lifecycle phase “Development and 
Implementation” (R = Relevance, F = Feasibility, both rated from 1 = Poor, 2 = Fair, 3 = Good, 4 = Very Good, 5 = 
Excellent) 

Phase Patient-Centered Practices Associated DP Evaluation 

De
ve

lo
pm

en
t 

Maximize possibilities along the pathway for patient information 
and education, e.g., by:  

- detailing when and by whom patients are informed, 
- providing tailored information and health education 

programs, 
- providing access to consultation summaries.  

DP 1.1, 1.2 
 

R = 4,4 
F = 3,6 

Integrate a shared decision-making (SDM) module and 
consequently accommodate for different pathway variations. 

DP 2.2, 2.3 R = 4,8 
F = 3,4 

Provide (digital) SDM tools to caregivers and patients.   DP 2.3, 4.2 R = 4,4 
F = 3,6 

Explore further possibilities for pathway steps in which patient 
feedback can help determine pathway variations or tasks. 

DP 2.2, 3.1, 
4.3 

R = 4,6 
F = 3,4 

Maximize possibilities along the pathway to enhance patients’ self-
management, e.g., by: 

- offering access to self-management tools, 
- collaboratively developing a self-management plan, 
- offering specific self-management trainings. 

DP 2.1 R = 4,8 
F = 3,8 

Continuously offer emotional and social support along the 
pathway, e.g.,:  

- providing information on self-help programs, spiritual 
care, or peer groups, 

- assessing and being responsive to the extent to which 
patients want family and/ or friends involved in their 
care.  

DP 3.2 R = 4,8 
F = 3,2 

Facilitate access to carers, ancillary disciplines, and non-medical 
care provision.  

DP 3.3 R = 4,2 
F = 2,6 
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Develop a patient version of the pathway and give patients access. DP 1.3, 2.1, 
5.1 

R = 4,6 
F = 3,8 

Im
pl

em
en

ta
tio

n 
an

d 
U

sa
ge

 Educate pathway users on patient-centred topics, e.g, about:  
- patient empowerment and engagement,  
- SDM,  
- newly introduced self-management or information 

tools, and 
- communication.  

DP 4.1, 4.2 R = 4,6 
F = 3,6 

Control, monitor and document unpredictable and unexpected 
deviations from the pathway. 

DP 3.1 R = 4,4 
F = 2,8 

 
A central step of the development process is creating the care pathway model [31]. 
With this regard, there are several opportunities to enhance patient-centeredness. 
First, the pathway should be reflected in terms of maximizing the possibilities for 
patient information and education (DP 1.1, DP 1.2). This can, for instance, include  

- providing procedures to specify how and by whom patients are informed,  
- providing tailored information to patients [21],  
- providing access to health records and audio recordings or written summaries 

of consultations, 
-  making use of waiting rooms or other public spaces for opportunistic health 

education (WHO 2013),  
- providing health education programs or  
- making patient discussion groups available [1].   

Furthermore, any informational material that is available for the patient group 
addressed, including brochures, handouts, patient decision aids, or reliable websites, 
should be researched, collected, and possibilities sought to provide these documents 
along the pathway.  

Second, a shared decision-making (SDM) module should be integrated into the 
pathway design if alternative treatment options exist. Only if patients are aware of 
their options and physicians elicit the diverse patient preferences and circumstances 
a high-quality decision for a patient can be made [45]. Consequently, pathways should 
be sufficiently adaptable to accommodate different choices that patients may make 
when presented with the same options [46]. Each option carries its own unique set of 
risks, benefits, and side effects. Effectively involving the patient is indispensable in 
identifying the most suitable treatment [47] (DP 2.2, DP 2.3). To support caregivers 
and patients in the SDM process, respective tools should be available (DP 2.3, DP 4.2), 
e.g., Option Grids [38] or preference assessments [48]. If SDM tools are not available 
yet for the respective patient group, their systematic development should be initiated. 
Also, during the development of these tools, patients should be integrated into the 
process (DP 2.4).  
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In addition to the SDM module, it is important to explore further activities in which 
feedback and interaction with patients play a crucial role in shaping various aspects of 
the pathway (DP 2.2, DP 3.1, DP 4.3). To achieve this, the development team must 
identify opportunities within the pathway where physicians and medical staff can 
gather information about patient preferences. Specific prompts can be incorporated 
into the pathway to ensure that patients are asked about their preferences in relation 
to transportation, work requirements, housing, finances, nutrition, or patient 
engagement (alternatively referred to as patient participation [49]. A valuable tool in 
regard to participation is the Patient Preferences for Patient Participation measure 
[50]. It enables patients to indicate their preferences early on in the pathway. This 
information can guide the level of patient participation offered throughout the 
pathway, for example, in relation to SDM or the amount of self-management tasks the 
patient is expected to perform independently. For evaluation purposes, the same 
measure can be used later in the pathway to assess patient experiences, thereby 
allowing for an evaluation based on the initially stated preferences regarding 
participation [50]. Similarly, an IT literacy measure could be used to evaluate if and 
what kind of digital health applications may be helpful to patients. When 
systematically used to obtain personal information, pathways can become tools that 
help standardize the integration of patient preferences and combine them with the 
best available evidence for different options [36]. In this manner, an individualized 
care plan is established based on the patient’s goals and preferences (DP 3.1).  

An additional patient-centered aspect that should be incorporated into the design of 
the care pathway is the support of patients in self-managing their disease (DP 2.1). 
This can be achieved by offering access to self-management tools, such as patient 
portals or personal health records [51], in which patients are educated and can 
simultaneously manage their personal health information, transmit monitoring data, 
or request appointments. These tools can be customized to the individual patient, 
allowing them to track variables such as weight, water intake, or exercise levels. Also, 
recommending or providing access to mobile health apps or a patient diary can 
facilitate the self-monitoring process and enhance patient motivation (DP 1.3). 
Collaboratively developing a self-management plan [52] can assist patients in setting 
realistic goals and identifying incremental steps to achieve better healthcare 
outcomes. Depending on the patient population, offering specific self-management 
training programs can also benefit [1, 10].  

In order to enhance patient-centeredness, it is essential to provide holistic care that 
considers the emotional and social aspects of patients' well-being [3, 18, 19]. Thus, 
ongoing emotional and social support should be offered throughout the whole patient 
journey of the pathway (DP 3.2). Support should especially be provided in essential 
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decision-making and stressful situations, e.g., after diagnosis. Such support could be 
provided through self-help programs [10], social prescribing [53], spiritual care [16], 
or peer groups [10]. In a broader sense, creating a supportive and accommodating 
environment is crucial. This can be accomplished through an organizational culture 
that respects individual choices, fosters comfortable and welcoming atmospheres, 
and provides religious spaces (DP 4.3). The well-being of patients is often closely tied 
to their relationships with family and friends. Therefore, similar to eliciting patients' 
preferences for participation, it is also essential to assess their preferences regarding 
the involvement of family and friends early [4, 5] (DP 3.2). Accordingly, the information 
needs of family and friends can be addressed [22], and they can be welcomed to 
participate in consultations or decision-making processes [15].   

Also, relating to holistic care, it is important to facilitate access to ancillary disciplines 
and non-medical care provision for patients (DP 3.3). While the care pathway itself 
already supports the integration of different disciplines, it would be beneficial also to 
provide structured information on relevant service providers, such as hearing aid 
manufacturers, wig makers, and podiatrists, as well as complementary medicine 
services like acupuncture meditation, and hypnosis. Non-medical care provision may 
also include providing inpatients with meaningful activities or promoting the 
continuation of normality and self-identity for outpatients [22]. Additionally, 
establishing partnerships with community organizations, as mentioned earlier, can 
contribute to maintaining normality by enabling the delivery of safe treatments 
outside of the hospital setting, such as chemotherapy infusions or wound care [1, 23].   
Once the initial draft of the care pathway has been revised to incorporate the 
described patient-centered practices, a pathway version and representation format 
dedicated to being used by patients should be developed. This version could, for 
instance, be more text-based and use plain language [31, 32]. This patient version can 
serve as a valuable tool for aligning the expectations of patients with those of other 
members of the development team [32]. It can also further support the process's 
optimization from a patient perspective (DP 5.1). To make this pathway version 
accessible to patients, a digital application linked to the hospital information system 
could guide patients through their personalized care pathway, assisting them in 
navigating the healthcare network and providing tailored information at each step 
[54]. Such an application would not only support self-management activities (DP 2.1) 
but could also enhance patient motivation or treatment adherence (DP 1.3) and foster 
the feeling of control over their situation.  

Implementing the pathway involves the information and education of pathway users, 
especially physicians, nurses, and administrative staff.  Next to an initial presentation 
indicating why the pathway was developed and what procedural changes this implies, 
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additional training on patient-centeredness is necessary [32] (DP 4.1, DP 4.2). This 
implies training sessions on: 

- the definition, concept, benefits, and methods of empowering and engaging 
patients in their care, 

- the concept of SDM, skills needed to perform and support SDM, and possibly 
new tools that are being introduced to help this process, 

- the (new) mechanisms in the pathway ensuring patient-centered care, such as 
self-management tools, information provision, or the Patient Preferences for 
Patient Participation [50] measure.  

Further possible training topics relating to patient-centered care may include building 
a trusting relationship with patients, developing and applying tailored interventions, 
understanding holistic perceptions of patients, improving interpersonal skills, 
effective communication, customer service training, adapting to different cultures, 
and promoting self-care [10, 14, 16, 22]. A possibility to enhance the translation of the 
trained concepts into practice would be to provide mentorship or even accreditation 
programs [1, 10, 16]. Also, supporting caregivers in delivering patient-centered care is 
crucial, which can, for instance, be achieved by providing practical tool support to 
implement patient-centeredness (and/or patient engagement and empowerment), 
ensuring financial security, maintaining staffing standards, offering spiritual and 
psychological care to staff, supporting work-life balance, and providing opportunities 
for leisure activities (DP 4.2). 

After implementing the patient-centered pathway and its daily use, a flexible 
alignment of treatment processes may still be necessary due to the individuality of 
treatments or individual patient needs and preferences [31] (DP 3.1). Alongside the 
various pathway options, accounting for different decisions, this implies that a 
pathway could include functions to control, monitor, and document unpredictable and 
unexpected changes. Burwitz et al. (2012) [55] emphasize the importance of process 
components and mechanisms that enable agile responses to individual circumstances 
during the execution of clinical pathways. For example, a process-based pathway 
modification could involve the physician adding an additional treatment step not 
originally part of the pathway based on the individual situation and reasoning. A 
decision-based modification could include assigning the patient to a pathway, even if 
not all inclusion criteria are met. Document-based modifications may involve 
additional documents for treatment decisions or documentation purposes. 

2.2.3.3 Continuous Improvement 
The aim of the pathway lifecycle phase “continuous improvement” is to continuously 
develop the pathway further based on evaluation results, pathway usage, changing 
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environments, requirements, and new evidence. Considering the design principles for 
patient-centered pathways identified in this study, continuous improvement can be 
enhanced by patient-centered practices, as presented in Table 8. 
 
Table 8: Patient-centered practices to enhance the patient pathway lifecycle phase “Continuous Improvement” 
(R = Relevance, F = Feasibility, both rated from 1 = Poor, 2 = Fair, 3 = Good, 4 = Very Good, 5 = Excellent) 

Phase Patient-Centered Practices Associated DP Evaluation 

Ev
al

ua
tio

n 

Assess patient-reported measures (PROMs) defined in phase one 
and, if necessary, improve accordingly.  

DP 5.3 R = 4,0 
F = 3,6 

If not introduced already, include specific patient empowerment, 
patient engagement, and SDM measures to the evaluation 
process, such as:  

- the “Patient Activation Measure” 
- the “Patient Empowerment Scale” 
- the “Patient Preferences for Participation” 
- “CollaboRATE”, “SDM-Q-DOC”, “OPTION” 

DP 1.1, 2.1, 
2.3, 5.3 

R = 4,4 
F = 3,0 

Fo
llo

w
-U

p 

Engage with patients and their families to ensure their 
perspectives and experiences of the pathway are continuously 
incorporated. 

DP 2.4 R = 4,8 
F = 3,2 

Continuously search for and update the pathway regarding new 
evidence on patient-centeredness. 

DP 4.3, 5.1 R = 4,6 
F = 3,2 

 
During the evaluation of the implemented pathway from the patient and family 
perspectives [31, 32], the PROMs and PREMs defined at the end of the “preparation 
and analysis” phase of the pathway lifecycle should be assessed (DP 5.3). Specific 
measures for patient empowerment, patient engagement, and SDM can be employed 
if not already introduced. Examples of such measures include the Patient Activation 
Measure, the Patient Empowerment Scale [56], or the Patient Preferences for Patient 
Participation [50]. These indicators provide insights into patients' ability and 
motivation to actively participate in their own care process, leading to a more 
comprehensive understanding of the patient's experiences and self-management 
capabilities (DP 1.1, DP 2.1, DP 2.3, DP 5.3). The evaluation should also include 
assessing practical patient engagement tools introduced, examining their 
effectiveness and feasibility within the specific patient pathway context. While there 
may be existing studies and first evidence on such tools [38] it is crucial to conduct an 
individual evaluation to determine their suitability as part of the individual pathway, 
their added value, their usability, and the effort required by both patients and 
healthcare professionals to use the tools in practice. This evaluation process can also 
help identify additional needs for training and education of the users. Furthermore, it 
is essential to assess the quality of the SDM process using measures such as patient 
questionnaires (e.g., "CollaboRATE"), provider questionnaires (e.g., "SDM-Q-Doc"), 
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observer-based coding schemes (e.g., "OPTION"), and mixed instruments, as listed in 
Gärtner et al. (2018) [46]  (DP 2.3, DP 5.3,).  

Following the initial evaluation, a responsible person or team should be designated 
for the continuous follow-up of the pathway [31]. This individual or team should 
actively engage with patients and their families, ensuring their ongoing involvement 
and incorporating their perspectives and experiences with the pathway (DP 2.4). This 
collaborative approach enables capturing valuable information that can be used to 
improve the pathway and continuously align it more closely with the patient's needs 
and preferences. Additionally, as patient-centeredness is a relatively new concept, it 
is crucial to proceed to search for new evidence on the topic, including patient 
engagement and empowerment. If applicable, this new evidence should be integrated 
into the pathway to ensure its ongoing relevance and effectiveness (DP 4.3, DP 5.1).  

Dissemination activities 

The results of Task 4.1 were disseminated as shown in Table 9.  
 

Table 9: Dissemination activities in task 4.1 

Publication Description 
Hickmann, E., Richter, P., Schlieter, H., 
Cemazar, M., Dudek-Godeau, D., 
Grapentin, N., Griesshammer, E., Jelenc, 
M., Liutkauskienė, S., Ravaud, A., 
Troussard, X., Wesselmann, S. (2024): 
“Navigating Patient-Centered Care: A 
Conceptual Framework for 
Comprehensive Cancer Care 
Networks.”, in: BMC Medical Education. 
(Manuscript submitted) 

The manuscript includes the definition 
and framework of patient-centeredness 
within Comprehensive Cancer Care 
Networks (CCCNs). It elucidates each 
subdimension within the framework 
and includes an appendix listing all 
patient-centered activities 
comprehensively. 

Richter, P. (2024): “Navigating Patient-
Centered Care: A Conceptual 
Framework for Comprehensive Cancer 
Care Networks.”, presented as a poster 
presentation, 36th German Cancer 
Congress. 

The presentation introduces the 
definition and framework of patient-
centeredness within Comprehensive 
Cancer Care Networks (CCCNs). 
Additionally, it showcases exemplary 
dimensions within the framework along 
with corresponding patient-centered 
activities. 

Hickmann, E., Richter, P., Schlieter, H. 
(2024): “Design Principles for Patient-
Centered Pathway Development and 
Implementation”, in: European 

The existing state of patient-
centeredness in the development and 
implementation methods of patient 
pathways, along with design principles 
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Conference on Information Systems 
(ECIS 2024). (Manuscript submitted) 

 

for developing patient-centered 
pathways, is outlined, and discussed. 
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Appendix A: WP6 Survey on Patient-Centeredness in CCCNs 
Appendix A displays the survey, which was disseminated amongst members of WP6. 
It is based on the systematic meta-review of generic and oncology-specific dimensions 
of patient-centeredness. In total, 23 responses were received.  
 


