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CHAPTER 6

aBStract10

Care pathway management (CPM) intends to enhance the quality of care by restructuring care 
services. As recipients of care, patients have relevant experiential knowledge on the provision 
of care, but they are rarely involved in CPM due to various barriers. This study aims to acquire 
insights into how patients can be involved in CPM in a meaningful manner. The implementation 
of patient involvement in the co-creation of two care pathways at Erasmus MC Cancer Institute 
(the Netherlands) was assessed, using the Interactive Learning and Action methodology. Refl ection 
was stimulated both on the care pathways and the development process to overcome expected 
and encountered barriers to involving patients. Qualitative data was collected via interviews, 
participatory observation and informal conversations. For analysis, the evaluation framework of 
Caron-Flinterman et al. (2005) and the criteria for knowledge co-creation of Pittens (2013) were 
used. Patients indicated specifi c improvements for current pathways regarding communication, the 
assistance of a nurse, and transmural care. However, the co-creation process encountered several 
barriers, including limited opportunities to overcome patients’ knowledge gap on medical care 
services, limited time, and uncertainties about responsibilities. Moreover, participatory refl ection 
to enhance the co-creation process was constrained by power imbalances between patients and 
health professionals, and health professionals’ restricted perceptions of their role. To enhance the 
meaningful involvement of patients in CPM, constraints in joint refl ection on the co-creation process 
have to be overcome. The use of a bottom-up approach and digital refl ection methods, as well as 
the inclusion of refl ection skills in professionals’ education, are recommended.

10 Petit-Steeghs, V., Schuitmaker-Warnaar, T.J., Pruijssers, F.A., van Oortmerssen, G., Broerse, J.E.W. Co-creating 
care pathway management by stimulating refl ection. International Journal of Care Coordination
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6.1 | introduction 

Care pathways, also known as clinical or critical pathways, are increasingly developed and used in 
health systems worldwide. By developing care pathways, multidisciplinary guidelines are translated 
into local structures and subsequently care services (Schrijvers et al., 2012). Care pathways can be 
used as structured interventions for continuously managing diff erent care specializations (Campbell 
et al., 1998). This method, also known as Care Pathway Management (CPM), aims to evaluate and 
improve the quality, coordination and patient satisfaction of current care services provided to a 
specifi c patient group within a defi ned period of time (Vanhaecht et al., 2010). 

CPM is often implemented by care coordinators. Health professionals are involved in this process 
and the ownership is occasionally transferred to them. Although the aim of CPM is to improve 
patients’ care by restructuring care processes, patients are rarely actively involved in CPM (Vanhaecht 
et al., 2009; Cooper et al., 2015). By focusing mainly on the organizational aspects of care, patients’ 
needs are overlooked (Faber et al., 2014). Yet, CPM can have disadvantages for patients, such as 
depersonalizing services and limiting care options (Schrijvers et al., 2012). In addition, patients – as 
the recipients or end users of care pathways – have experiential knowledge on care services. This 
experiential knowledge can make a valuable contribution to the development of care pathways 
by defi ning clinical outcomes measures, improved access and navigation across services and 
formulating information needs (Smith and Ross, 2007). 

Since the 1980s, patients’ experiential knowledge has been increasingly acknowledged as a 
legitimate source of information. A broad range of initiatives has been set up to involve patients 
within diff erent areas of health care improvement, including guideline development, assessing 
the quality of care and the development of self-management tools. However, studies show many 
cases of tokenism in which patients’ involvement was treated as a box-ticking exercise (Ocloo and 
Matthews, 2016; Supple et al., 2015). It is argued that to meaningfully involve patients, they should 
be included as equal partners in a knowledge co-creation process (Gustavsson and Andersson, 
2017). This process consists of three steps. First, patients’ implicit knowledge is made explicit 
(knowledge articulation); integrated with that of researchers and health professionals (knowledge 
integration); and sustainably implemented in health care innovations (knowledge embedment). In 
many cases, patients have diffi  culties in articulating their needs and ideas due to limited medical 
knowledge or being unable to think at a more abstract level (van der Ham et al., 2014). Furthermore, 
their impact on knowledge integration processes was found to be limited because of the higher 
status of scientifi c (and professional) knowledge (van de Bovenkamp and Zuiderent‐Jerak, 2015) 
and limited interaction and learning among stakeholders (Pittens, 2013; Caron-Flinterman et al., 
2005). Embedment of integrated knowledge is even more challenging and rarely takes place 
(Pittens, 2013). With regard to CPM, patient involvement has been generally confi ned to knowledge 
articulation by consultation through, for instance, interviews (Everink et al., 2017). Therefore, this 
study aims to acquire insights into how patients’ involvement in co-creating CPM can be realized 
in a meaningful manner. 
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6.2 | mEthodS 

A case study was conducted from January to December 2016 to assess patients’ involvement in the 
development of two care pathways at Erasmus MC Cancer Institute in the Netherlands. This initiative 
derived from the Institute’s intention to institutionalize patient involvement in care, research and 
policy, as indicated in its long-term policy plan. 

6.2.1 | caSE

This study focuses on the care pathways of Soft Tissue Sarcoma (Sarcoma) and Gastrointestinal 
Stromal Tumour (GIST). The focus on these cancer types was chosen because of existing collaborations 
with the patient organisations. Within the scope of this study, a care pathway encompasses all 
clinical decisions from the moment of a patient’s referral to the hospital until the treatment has 
been completed, the patient is discharged or has died. At Erasmus MC Cancer Institute, each care 
pathway trajectory consists of a kick-off  meeting with a leading health professional and sessions 
with health professionals from various specializations. Involvement of patients normally depends 
on the wishes of the leading health professional, varying from inviting zero to several participating 
patients attending none to joining all sessions (apart from the kick-off  meeting), but is mostly 
confi ned to consultation. It was decided to involve patients throughout the process and to monitor 
this closely. 

Participants comprised patients and health professionals. All health professionals working with the 
two groups of patients were invited by the care coordinators via email. A representation of all 
relevant specializations (surgeon, internist-oncologist, radiologist, radiotherapist and pathologist) 
was sought. For the Sarcoma and GIST pathways, eight and fi ve health professionals respectively 
were contacted. Because radiotherapy is seldom used in GIST treatment, radiotherapists were not 
invited for the GIST trajectory. Respectively fi ve and three health professionals accepted the invitation. 
The pathologist declined because he did not regard his presence as relevant. One radiotherapist 
and one internist-oncologist did not participate because their perspective was represented by a 
colleague. For both trajectories, the surgeon was the driving force in the professional team. Patients’ 
representatives were recruited via newsletters of the patient organizations Contact Group Sarcoma 
and Contact Group GIST as well as direct contact by an involved health professional with the aim 
to recruit at least two patients. Two Sarcoma and fi ve GIST patients joined the trajectories. Patients 
diff ered with regard to age, gender, treatment location and disease type. 

Patients were invited to join both the kick-off  meeting and the sessions. During the 90-minute 
kick-off  meeting, the methodologies were introduced and the CPM process was discussed. 
For the Sarcoma and GIST pathways, respectively four and three sessions were organised. The 
sessions took approximately 1.5–2 hours and were facilitated by care coordinators. Possibilities for 
improving current pathways and measuring relevant health outcomes were discussed. To increase 
the representativeness of patients’ input, the experiences of fellow suff erers – collected via nine 
interviews with Sarcoma patients and the forum of Contact Group GIST – were included. The 
trajectories were conducted consecutively (see Figure 6 for the timelines of both trajectories).
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6.2.2 | mEthodologY

To investigate the case in situ, the methodology Interactive Learning and Action (ILA) was used. ILA 
is a participatory approach for building knowledge among stakeholders with diverse skills, interests 
and roles (Broerse and Bunders, 2000; Caron-Flinterman, 2005). ILA actively involves participants 
in the monitoring process and enhances refl ection among participants. Refl ection is defi ned by 
Nguyen et al. (2014) as a process of engaging in attentive, critical and iterative interactions with 
one’s thoughts and actions and their underlying frame, with a view to changing them and the view 
on the change itself. By stimulating learning, refl ection is expected to overcome current barriers to 
involving patients in knowledge co-creation processes (Pittens, 2013).

6.2.3 | data collEction

Data was collected via interviews, participatory observations and informal conversations. In line with 
the ILA methodology, changes were made based on intermediate fi ndings. 

a) Interviews: Before the kick-off  meeting and after the last session, semi-structured interviews 
were conducted with all invited participants. The Start Interviews (SIs) focused on participants’ (1) 
experiences and perspectives regarding patient involvement and (2) expectations of the trajectory. 
The End Interviews (EIs) were held to refl ect on participants’ experiences regarding their participation, 
the process and outcomes. One of the health professionals was not willing to participate in the EIs of 
both care pathways. The interviews were conducted by telephone and took 25–60 minutes. 

b) Participatory observations: Participatory observations were used to monitor the quality of the 
process of patient involvement. Researchers recorded their observations of the (non-)verbal 

 Figure 6: Timeline case study
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6.2.4 | StratEgiES to StimulatE rEFlEction

To stimulate refl ection throughout the trajectories, the strategies listed below were applied. These 
strategies evolved, adapting to stakeholders’ feedback and researchers’ observations. 

• Researchers encouraged individual participants to refl ect during the interviews and informal 
conversations by posing critical supplementary questions and clarifying other perspectives. 

communication in fi eld notes. An observation model (Table 7) was used, based on the evaluation 
framework of Caron-Flinterman et al. (2005) created to assess the quality of patient involvement 
in research agenda-setting, including both process and outcome criteria (Caron-Flinterman, 2005; 
Caron-Flinterman et al., 2007). The process was evaluated by looking at stakeholder diversity 
and methods of inclusion, and the structure and management of the process. To what extent this 
involvement led to actual changes is evaluated by measuring the direct and indirect outcomes of 
the process. The researchers actively participated by assisting in the implementation of measures to 
improve the co-creation process.

c) Informal conversations: Throughout the trajectories, researchers had informal conversations with 
the participants, during which researchers asked participants to refl ect on the process and provided 
additional information. After each session, the researchers and care coordinators mutually refl ected 
on the process of the previous session and identifi ed lessons learnt.

Process  Outcome 

Stakeholder involvement Structure Interaction Direct Indirect 

Equality 
- Amount and proportion of 
stakeholders present 
(patients, 
(health)professionals, 
facilitators) 
- Knowledge / power 
balance between 
stakeholders 
 
Representation  
(through diversity in: 
education, ethnicity, age, 
treatment plan, care 
organisation, membership 
patient organization) 
- Representation grassroots  
- Representation patient 
population 

Transparency 
- Roles 
- Aims 
- Decision-making  
- Activities 
 
Flexibility 
- Structure 
- Stakeholder roles  
- Flexibility determining 
actors and factors 
 
Feasibility 
- Available time 
- Available staff 
- Financial means 
- Physical burden 
- Logistics 
 
 

Facilitation interaction 
- Seating arrangement 
- Lay-out room  
- Possibilities input (amount of 
contact moments, amount of 
time within session available to 
give input) 
 
Atmosphere 
- Type of atmosphere (open, 
respectful, safe) 
- Vibe-defining factors 
- Vibe-defining actors 
 
Attitude stakeholders 
- Verbal (positive expressions 
of stakeholders with regard to 
patient involvement, positive 
responses on patients’ ideas) 
- Non-verbal (eye contact, 
body language, conversation 
tone) 
 
Input patients 
- Amount of input (how often, 
how much) 
- Initiator (self, facilitator, other 
stakeholders) 

Content input patients  
- Subjects from patients  
- Subjects patients’ input 
is asked for  
 
Quality input patients  
- Unicity 
- Value 
 
Integration input patients 
- Amount of integrated 
input  
- Type of integrated 
input  
 
Satisfaction process 
- Reactions of 
stakeholders 

Learning processes 
stakeholders 
- Substantial (content) 
- Procedural (with regard 
to patient involvement) 
- Reflection (regarding 
roles, knowledge and 
perspectives) 
 
Learning processes 
organization 
- Substantial (content) 
- Procedural (with regard 
to methods and process 
of patient involvement) 
- Reflection (regarding 
roles, knowledge and 
perspective) 

 

 Table 7: Observation model to evaluate the patient involvement in the knowledge co-creation process, based 
on the evaluation framework of Caron-Flinterman (2005)
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• During the sessions, researchers stimulated group refl ection by posing questions, asking for 
clarifi cations or giving additional information. Through their participation, researchers aimed to 
improve the quality of the patient involvement process. At the same time, researchers tried to 
remain neutral by maintaining a balance between their ‘insider’ and ‘outsider’ role. 

• A group refl ection was organised during the third (Sarcoma) and second (GIST) CPM session, 
facilitated by the researchers in collaboration with the care coordinators. For the Sarcoma care 
pathway, the Dynamic Learning Agenda (DLA) was used as a refl ective method, which supports 
learning processes by addressing challenges through refl ection (Regeer et al., 2009). Based on 
participants’ feedback that this method was too time-consuming, another refl ective method 
was developed for the GIST care pathway. This method made an inventory of participants’ 
positive and negative experiences by placing the statement: “I think it is good that …”, or “I think 
it would be good that…” and the underlying reasons and causes. 

Through these strategies, researchers tried to stimulate refl ection on patients’ involvement in co-
creating CPM (single-loop learning), decisions based on their involvement (double-loop learning) 
as well as underlying perspectives for these decisions (triple-loop learning) (Argyris and Schön, 
1978).

6.2.5 | data analYSiS

The interviews were recorded and transcribed verbatim. The MAXqda 2007 software programme 
was used to conduct a thematic analysis of the interviews. The transcripts were coded via a 
combination of closed and open coding. Codes were derived from the observation model (Table 7) 
and the assessment criteria of Pittens (2013). Although there is overlap, the criteria of Pittens (2013) 
more specifi cally focus on knowledge co-creation. The fi eld notes were coded manually based on 
the coding scheme of the interviews. The categorized segments were clustered into sub-themes 
and structured according to the three steps of the knowledge co-creation process. Subsequently, 
the categories and themes were discussed among the researchers.

6.2.6 | EthicS

In accordance with Dutch law, ethical approval by a formal medical ethical committee was not 
required for this study. The researchers adhered to the national Code of Ethics for Research in 
the Social and Behavioural Sciences involving Human Participants (VCWE, 2016). All participants 
received prior verbal and written information about the study objectives and the possibility to 
withdraw from the study at any moment without giving reason. All data was anonymized before 
analysis and stored securely.

6.3 | rESultS 

The results are structured according to the three steps of knowledge co-creation and we fi rst 
present the fi ndings in relation to the outcomes, followed by the fi ndings on the process. 
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6.3.1 | articulation oF PatiEntS’ and ProFESSionalS’ KnowlEdgE 

Outcomes: Both Sarcoma and GIST patients indicated that current communication was limited. 
Specifi cally, the lack of communication after the fi rst consult and about future steps in their care 
during transfers was mentioned, as well as the limited possibilities to pose questions after the 
consult. Although physicians indicate that patients can always contact them, patients feel unable 
to do so because of the health professionals’ busy schedules. Patients also highlighted that due 
to the short time between diagnosis and initial treatment there was little time to refl ect, which 
is needed for shared decision-making. Both groups, but specifi cally the GIST patients, indicated 
problems regarding transfers. Patients were frequently not, or not in a timely fashion, transferred to 
a specialized centre. Moreover, patients felt that treating physicians lacked attention for caregivers, 
health practitioners such as physiotherapists or psychologists, and the reintegration into daily 
activities. Health professionals’ input was mainly focused on translating current practices into a 
care pathway and formulating practical limitations for implementing evaluation methods and 
improvement measures. The radiologist, for instance, mentioned that giving patients access to 
X-rays before the consult could cause confusion because nuances in the accompanying texts are 
left out. 

Process: Patients and health professionals also identifi ed issues related to their involvement in the 
process. Patients valued the encouragement of care coordinators and health professionals to share 
their knowledge. In addition, patients expressed their appreciation of researchers’ support in giving 
additional information. 

I appreciated your [the researchers’] support throughout the process. I furthermore valued the 
 suffi  cient opportunities to give input and that you actively asked me to share my perspective … 
 As a result, I felt comfortable to participate and ask questions when something was unclear. (EI8_ 
 Patient Sarcoma)

Participation was, however, sometimes discouraged by health professionals’ results-oriented 
attitude. When the provided input was not directly related to the end terms of CPM, such as 
addressing a personal anecdote, evaluating the initiative or explaining the methodologies, some 
health professionals appeared absent by, for instance, looking at their mobile phone: “Some health 
professionals’ lack of interest dissuaded patients from asking their questions.” (EI4_ Professional 
Sarcoma). 

Most patients pointed out that the discussions during the CPM sessions were not always accessible 
for the ‘general’ patient. The Sarcoma patients specifi cally indicated the diffi  culty in participating 
because they felt they had to go along with health professionals’ way and pace of working. As 
a result, they did not have enough time to ask for explanations. Because the GIST sessions were 
diffi  cult to plan, the kick-off  meeting was too long ago for patients to remember the methodologies 
that were explained. In addition, preparation materials were sometimes lacking or sent too late 
to prepare properly. Patients’ lack of insights into hospital logistics and unfamiliarity with medical 
concepts and jargon hindered them from formulating their own knowledge. In addition, both 
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patients and health professionals indicated that patients’ input was not always well aligned because 
of diffi  culties in thinking in a more abstract and generic way.

Although patients acknowledged that it was impossible to truly represent the large diversity of 
patients, they felt that they could do this suffi  ciently because they were aware of the experiences 
of fellow-suff erers through the interviews and forum. Contact with fellow suff erers during the 
trajectory was, however, a challenge, because the time between meetings was usually too short to 
organize consultations. In addition, one of the patient organizations had relatively few members 
and therefore limited possibilities for outreach in consulting fellow suff erers. 

Some health professionals and a few patients commented on the effi  ciency of the process. 

The process could be much more effi  cient. Also for the patients who came several times. 
 Discussing the methodologies was really a waste of time. It does not make any sense. We 
 already know those things. (EI4_ Professional Sarcoma)

This feedback was given informally and during the interviews, but not mentioned during the 
group refl ections. These health professionals indicated that their eff orts in the CPM process were 
constrained by their heavy workload. Compared to their other activities, involvement in CPM was 
not a high priority. According to these professionals, time could be saved by incorporating lessons 
from previous trajectories and by setting up the care pathway – which is already known – before the 
start of the sessions. Ineffi  ciency was also mentioned by two health professionals regarding patients’ 
involvement. They advised consulting patients only on specifi c topics via phone or email. Two GIST 
patients also mentioned that participation was quite time-consuming and greater effi  ciency was 
desirable. In addition, a few health professionals thought the group refl ections took too much time. 
Although they would like to have a voice in the CPM process, refl ecting on the process was seen 
as a task of the care coordinators. On the other hand, other health professionals and most patients 
indicated that joining all the sessions created a safe atmosphere and resulted in unexpected lessons. 
Two health professionals specifi cally mentioned that the refl ections were valuable in generating 
new ideas, such as the need for involving patients in evaluating the care pathways, which was an 
eye-opener for them. 

6.3.2 | intEgration oF PatiEntS’ and ProFESSionalS’ KnowlEdgE into 
 dEciSionS on cPm       

Outcomes: Patients and health professionals articulated knowledge that was complementary. While 
patients’ input was mainly focused on creating a more transparent and empowering care pathway, 
professionals’ input generally addressed the effi  ciency, feasibility and practical implementation of 
improvement measures. The diff erent types of knowledge were integrated into decisions on the 
inclusion of certain communications and care steps in the care pathways and the content and use 
of evaluation instruments. For instance, the decision to write a job profi le to employ a specialist 
nurse was based on patients’ feedback on the limited chances to pose questions and professionals’ 
remarks about the lack of a case manager. Patients’ comment that limited attention is paid to 
reintegration into daily life and health professionals’ input that these services cannot be provided in 
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a hospital setting led to the decision to look at transmural care pathways within CPM.

Knowledge integration generated (mutual) learning among participants. Patients became more 
aware of the considerations in organizing care services and therefore became more sympathetic 
to health professionals’ perspectives. Professionals learned about patients’ needs and obtained 
insights into how the activities of diff erent disciplines are connected. In relation to the care pathway 
Sarcoma, several health professionals expressed their surprise about patients’ level of thinking. 
Moreover, patients and health professionals gained experience in how patients could be involved in 
CPM and what specifi c knowledge patients could add. 

Although professionals’ actions are targeted on improving patients’ quality of life, this project 
 showed that professionals’ ideas on patients’ needs are not always in line with patients’ wishes. 
 That was an eye-opener for them. Professionals became aware that patients can have a valuable 
 input. (EI12_ Patient Sarcoma)

Process: According to both patients and health professionals, the use of preparation materials, the 
professional way the sessions were facilitated, and the positive atmosphere during the sessions 
stimulated interaction and helped participants in integrating their knowledge. Participants showed 
interest in each other’s opinions and ideas by listening carefully and asking for each other’s views. 
Much time, however, was spent on clarifying the concepts and articulating knowledge, which 
restricted the time to actually discuss and integrate views. As a result, decisions were not made, for 
instance, on the accessibility of radiology reports and assigning a person responsible for improving 
the provision of information. 

In my opinion there was too little attention for the things we would like to change. We for 
 instance discussed the use of surveys and the opportunities of certain measurements, but 
 decisions were not made. (EI6_ Professional Sarcoma)

Knowledge integration was also constrained by the unequal quotas of knowledge and power 
between patients and health professionals. Sarcoma patients were sometimes hesitant to argue 
against health professionals’ views, because the latter were considered more knowledgeable about 
the organizational aspects of care. Moreover, health professionals acted and communicated more 
freely than patients. Health professionals were ‘at home’, while patients were invited into the medical 
world to which they had to adapt, leading to a more reactive attitude. 

What I found diffi  cult is that as an outsider you are introduced in a medical culture you are not f
 amiliar with and into a group of people who sees each other on a regular basis or are at any 
 event used to deliberate with one another. (EI10_ Patient Sarcoma)

On the other hand, GIST patients were a majority in the team and therefore much better able to 
steer the session. Regarding the process, some patients and professionals mentioned they hesitated 
to openly discuss some issues with respect to knowledge integration, e.g. they thought that patients’ 
non-relevant input made the process less effi  cient than it might have been. One health professional 
specifi cally addressed the diffi  culty of criticizing the process because of patients’ eff orts.
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Well, if patients prefer professionals to join the group discussion, it is not for me to question this 
 idea. I mean, those patients come here for the fi rst time, get explanations about patient 
 involvement. Then I cannot say: “I don’t feel like it.” (EI4_ Professional GIST)

Refl ection on the knowledge integration process was also hindered by the previously mentioned 
belief that it is the care coordinator’s responsibility to refl ect on the process. Decisions on how 
to improve the integration process – such as to shorten the group refl ection and to develop the 
initial GIST pathway before the trajectory – were made only during informal conversations, without 
patients’ presence. 

6.3.3 | EmBEdmEnt oF intEgratEd KnowlEdgE into cPm

Outcomes: The minutes of the sessions demonstrated that the results of knowledge integration 
on CPM were taken up by the care coordinators in the CPM pathway. In addition, the intention to 
include patients’ input in the long term was expressed. Patients were involved in writing a follow-
up proposal on developing transmural care pathways in CPM, but no further appointments on 
future collaborations were made. Furthermore, most participants mentioned that there was limited 
feedback on the follow-up. Several patients indicated the wish for continuing future collaboration 
through regular contacts between patient representatives and health professionals in which they 
evaluate current care services. 

Process: Care coordinators took several measures to implement participants’ feedback on the 
CPM process. Among others, the group refl ection was shortened and the initial pathway was to 
be developed before the sessions. This fl exibility of adapting the trajectories motivated health 
professionals to continue, but there was less fl exibility in further adapting CPM methodologies to 
be more effi  cient. Patients’ feedback on the diffi  culty of grasping the methodologies and concepts 
and therefore giving input did not directly lead to changes in the process.

6.4 | diScuSSion 

This study showed that patients were able to make specifi c suggestions for improving current CPM 
pathways in relation to communication, the assistance of a nurse and transmural care. In addition, 
a follow-up proposal on the development of transmural care pathways was submitted. Patients’ 
involvement stimulated mutual learning, increasing their empowerment. The process of knowledge 
co-creation could, however, be improved. Patients showed diffi  culties in articulating their knowledge 
owing to unfamiliarity with the medical methodologies and the organizational aspects of care. 
There was limited time to capture the concepts or to consult grassroots’ support, necessary to 
validate patients’ input among fellow-suff erers. Power imbalances and a lack of prioritization of the 
CPM process (and refl ection on it) by health professionals, also highlighted by Vennik et al. (2016), 
limited the space to refl ect at an interactional level, which is necessary to integrate knowledge. 
Embedment of the integrated knowledge was hindered due to uncertainties about responsibilities.

The group refl ections set up to overcome the above-mentioned barriers to knowledge co-creation 
were, however, not well received by many of the participants, particularly the health professionals. 
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Refl ection was seen by most health professionals as the care coordinator’s area of responsibility. 
The group refl ections were regarded as an extra activity in addition to the CPM trajectory, which 
they already regarded as a low priority compared to their ‘primary’ work, rather than an integral 
part of their work. Based on informal conversations, we hypothesize that the top-down decision 
to set up the project and the extra workload due to the relocation of the Institute also contributed 
to the limited motivation to refl ect on the process. Moreover, refl ection was impeded because 
neither patients nor health professionals felt comfortable about expressing critical views in a mixed 
setting due to the unequal quotas of power. These factors acted as a pragmatic boundary, such 
as described by Collins and Ison (2006), undermining the possibility of shifting from involvement 
to triple-loop learning - also referred to as social learning. The care coordinators, considered to 
be change agents within the process, went along with the health professionals’ need for effi  ciency 
to keep them on board. This decision further impeded triple-loop learning. In the interviews and 
informal conversations refl ection did take place, but on an individual instead of group level. 

To improve patients’ involvement in co-creating CPM, barriers to group refl ections have to be 
overcome. Based on the outcomes of this study, we suggest that care management should involve 
participants in setting up initiatives to involve patients in order to detect and overcome potential 
barriers (such as time constraints) at an early stage and stimulate commitment. Within this stage it 
is important to create possibilities for participants to express their concerns outside group meetings 
in order to mitigate power imbalances. Digital refl ection methods could also be useful for giving 
anonymous feedback. Furthermore, health professionals should be empowered to have a refl ective 
interaction with patients by adding transdisciplinary refl ections in the medical training curriculum. 
This could also help in overcoming restricted perceptions of appropriate roles. In tandem, showing 
the eff ectiveness of refl ection should help in stimulating a culture in health care organizations that 
values refl ective approaches(Thompson and Thompson, 2018). 

6.5 | concluSion

Patients’ input resulted in specifi c improvements for current pathways. However, the co-creation 
process encountered various challenges. To meaningful involve patients in co-creating CPM, barriers 
to group refl ections have to be overcome. A bottom-up approach, digital refl ection methods and 
including refl ective practices in health professionals’ education are suggested as possible solutions. 
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