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CHAPTER 3

The previous chapter discussed the main concepts and the relationships between them. It also 
presented a conceptual framework developed for this thesis. This chapter describes how the 
conceptual framework is used to understand and address the relations between knowledge co-
creation and empowerment in the context of patient-centred care through a transdisciplinary 
multiple case study approach. It specifi es the research questions, describes the diff erent case 
studies, addresses the specifi c methods that were applied, and elaborates on the validity and ethical 
considerations of this research.

3.1 | rESEarch QuEStionS

As presented in Chapter 1, the aim of this thesis is to obtain a better understanding of the processes 
of knowledge co-creation and empowerment to enhance patient-centred care. In order to realize 
this aim, the research of this thesis has been guided by the following main research question:

How can knowledge co-creation and empowerment processes enhance patient-centred care?  
         

This main research question will be answered by studying three sub-research questions based on 
the relationships between the key elements (three levels) of the framework presented in Chapter 
2: (1) the reciprocal relationship between knowledge co-creation and patient-centred care; (2) the 
reciprocal relationship between knowledge co-creation and patient empowerment and (3) the 
relationship between health professional empowerment and knowledge co-creation and patient 
empowerment. From these three elements, the following research questions were formulated:

RQ 1:  How can knowledge co-creation support patient-centred care, and vice versa?

RQ 2:  How can knowledge co-creation strengthen patient empowerment, and vice versa?

RQ 3:  How can health professional empowerment strengthen knowledge co-creation and 
 patient empowerment?       

The abovementioned research questions are addressed via fi ve case studies which will be discussed 
in more detail in section 3.3.

3.2 | rESEarch aPProach

For this thesis, multiple qualitative transdisciplinary case studies have been developed. 

3.2.1 | caSE StudY aPProach 

The research questions have been addressed via a multiple case study design (Eisenhardt and 
Graebner, 2007; Yin, 2009; Thomas, 2011; Gerring, 2004). According to Gerring (2004: p.342), case 
study research involves the “intensive study of a single unit with an aim to generalize across a larger 
sets of units.” This approach was found to be relevant for investigating contemporary phenomena 
within a real-time context (Yin, 2009), using multiple sources of information within a certain space 
and time (Hancock and Algozzine, 2016; Baxter and Jack, 2008). By using multiple case studies, an 
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in-depth understanding of the concepts of knowledge co-creation and empowerment in relation 
to patient-centred care was obtained in diff erent care contexts and with a variety of stakeholders in 
the Netherlands. The case studies were developed partially in parallel, but the most of the research 
was sequential, with research in one setting following another (De Vaus and de Vaus, 2001). 

3.2.2 | tranSdiSciPlinarY aPProach

Within the single case studies, the guiding principles of transdisciplinary research have been applied. 
A transdisciplinary research approach has been defi ned by Klein et al. (2001: p.7) as “a new form of 
learning and problem solving involving cooperation among diff erent parts of society and academia 
in order to meet complex challenges of society”. By including knowledge from both societal actors 
and diff erent academic disciplines (Pohl and Hadorn, 2007; Klein et al., 2001), a transdisciplinary 
approach has been found useful for solving complex problems in the real-world (Hadorn et al., 
2008; Gray, 2013), such as enhancing patient-centred care. The concept of patient-centred care by 
itself already underlines the importance of including non-academic knowledge of – in this case – 
patients and their caregivers.  

An explicit goal of transdisciplinary research is thus to involve societal actors through participatory 
processes (Gray, 2013; Hadorn et al., 2008). Within the case studies, in particular those described in 
Chapter 6 to 8, end users – patients and health professionals - were involved in decision-making 
processes regarding the research. In these processes, the principles of diff erent participatory 
approaches were used, such as Interactive Learning and Action – Chapter 6 and 7 (Broerse and 
Bunders, 2000; Broerse, 1998). Because of its specifi c emphasis on the participatory process, 
Participatory Action Research (Shamrova and Cummings, 2017; Baum et al., 2006) was chosen as a 
suitable research approach for the case study described in Chapter 8. Throughout the case studies, 
the principles of ‘generating a shared vision’, ‘developing trust’, ‘stimulating learning’, ‘integrating 
knowledge’ (Betten et al., 2013), ‘changing and studying the current practice’ and ‘expanding the 
participation and scope of the work based on emergent fi ndings’ (McTaggart, 1991) were pursued. 
The participatory processes stimulated the integration of perspectives through knowledge co-
creation (Hadorn et al., 2008) and generated a shared responsibility (Ruddy and Rhee, 2005; 
Gordon et al., 2014).

3.3 | caSE SElEction

For this thesis, fi ve case studies were selected. All fi ve cases are initiatives that were: (1) initiated by 
stakeholders within the fi eld, (2) set up to improve current care services, (3) focused on involving 
and empowering patients and (mostly implicitly) health professionals; and (4) conducted within 
the Dutch health care context. Another criteria for selecting the cases was (5) the diff erentiation 
between the case studies in terms of disease type, aim, specifi c focus on knowledge co-creation 
and empowerment and the methods that were applied. This diff erentiation enabled comparisons 
between the cases, enhancing the generalization of the fi ndings and gaining an in-depth 
understanding. Finally, the cases had to be directed to one or more of the research questions 
described in section 3.1 and together they had to cover all study questions posed in this thesis. 
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Case 1: Parental experiences with Congenital Diaphragmatic Hernia care 
The fi rst case study – discussed in Chapter 4 – concerned the improvement of the quality of 
care for children with Congenital Diaphragmatic Hernia (CDH) by obtaining insights into parental 
experiences and needs. In recent years, the mortality rate of this patient group has decreased, 
resulting in a growing group of patients with long-term complications and complex care needs, 
impacting the quality of life of both children and their families. The study was fi nancially supported 
by Lung Foundation Netherlands and Foundation NutsOhra.

In the period April 2015 – March 2016 the experiences and needs of parents with a child with CDH 
living in the Netherlands were studied via a qualitative research approach. Experiences and needs 

Based on abovementioned criteria, fi ve cases were selected: 

1. Parental experiences with Congenital Diaphragmatic Hernia care 

2. Client-centred maternity care from women’s perspectives     

3. Co-creating care pathway management 

4. Co-creating an empowering patient-education intervention 

5. Empowering patients and health professionals to address sexual health

Table 1 gives an overview of the fi ve cases, describing how the diff erent cases relate to the 
concepts and which steps of the knowledge co-creation process were taken to include stakeholders 
throughout the process. These cases will be discussed in more detail below.
Table 1: Overview case studies 
 

Case # Chapter # Topic Articulation  Integration Embedment 
Case 1 Chapter 4 Knowledge co-creation 

and empowerment to 
enhance PCC 

Yes Yes, externally (see 3.5) Attention for 
dissemination and 
implementation in 
clinical guidelines 

Case 2 Chapter5 Knowledge co-creation 
and empowerment to 
enhance PCC 

Yes Limited via a project 
partner (see 3.5) 

Attention for 
dissemination 

Case 3 Chapter 6 Patient and health 
professional 
empowerment to 
improve knowledge 
co-creation strategies 

Yes Yes, externally (see 3.5) 
and internally via co-
creation sessions 

Yes, steps for 
implementation were 
taken. 

Case 4 Chapter 7 Knowledge co-creation 
to enhance patient 
empowerment 
strategies and vice 
versa 

Yes Yes, externally (see 3.5) 
and internally via co-
creation sessions 

Yes, steps for 
implementation and 
dissemination were 
taken. 

Case 5 Chapter 8 Patient and health 
professional 
empowerment to 
improve knowledge 
co-creation strategies 
and vice versa 

Yes Yes, externally (see 3.5) 
and internally via co-
creation sessions 

Yes, steps for 
implementation and 
dissemination were 
taken. 

 
  

 Table 1: Overview case studies
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were articulated via a discourse analysis of weblogs (n=17) written by parents and three online focus 
groups (n=29). The experiences and needs articulated were integrated via discussions with the 
research team and resulted in recommendations for improvement measures. Attention was given 
to embedding these improvement measures into clinical guidelines. Through this study insights 
were obtained into how parents articulated the care needs of their children with CDH and their 
ideas for improvement as well as to what extent they were empowered to ensure that the care is 
centred on the needs of their children.

Case 2: Client-centred maternity care from women’s perspectives 
The second case study focused on possible improvements for the quality of care in the maternal 
care context. The aim of the study – described in Chapter 5 – was specifi cally to provide 
recommendations on how to better align maternity care services with women’s needs by analysing 
women’s perspectives and experiences with maternity care and the level of client-centred care. This 
study was conducted in the period 2014-2016 and was part of a larger monitoring and evaluation 
study of a regional maternity care network in the northwest Netherlands in collaboration with 
Network Birth Care North West Netherlands. The study was funded by the Netherlands Organisation 
for Health Research and Development (ZonMW).

The perspectives of women who had given birth less than one year ago in the northwest Netherlands 
region were investigated via a qualitative study consisting of six focus groups (n=43) and semi-
structured interviews (n=20). The articulated knowledge was discussed with a project manager of 
Network Birth Care North West Netherlands and presented during a conference to relevant health 
professionals in the region. This study provided insights into what client-centred maternity care 
means based on clients’ articulated perspectives on good quality care. In addition, clients’ ideas for 
improvement and about how their empowerment could play a role in ensuring these improvements 
were brought forward. 

Case 3: Co-creating care pathway management 
The third case study – see Chapter 6 – focused on involving patients in co-creating Care Pathway 
Management (CPM). Although CPM aims to enhance the value for patients by restructuring 
care services, patients are barely involved in these processes. Therefore, this study aimed to 
acquire insights into how patients can be meaningfully involved in CPM. This study was part 
of a collaborative project between Erasmus MC Cancer Institute and the Athena Institute (Vrije 
Universiteit Amsterdam), which was set up to involve patients in research, policy and care at a more 
structural level. The study was funded by the Dutch Cancer Fund (KWF) and conducted in the period 
January to December 2016. 

A pilot was set up to monitor and evaluate the implementation of patient involvement in co-creating 
CPM for the disease types Sarcoma and GIST at Erasmus Cancer Institute in the Netherlands, using 
the Interactive Learning and Action methodology. Throughout the study refl ection was stimulated 
on both the care pathways and the development process, with a goal of overcoming expected and 
encountered barriers to involving patients in processes of knowledge articulation, integration and 
embedment. The trajectories of the two disease types were conducted in succession, through which 
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the intermediate results of the fi rst trajectory were implemented in the second. Qualitative data was 
collected via interviews (n=24), participatory observations and interactive refl ections (n=2). For the 
observations conducted to monitor the process of patients’ involvement, the evaluation framework 
of Caron-Flinterman (2005) was used. This framework was set up to assess the eff ectiveness of 
patient involvement in research agenda-setting. Patients’ articulated improvements for current 
care pathways, which were integrated with health professionals’ perspectives during co-creation 
sessions, and embedded into the CPM process and a grant proposal. In addition, insights were 
obtained into how patients and health professionals could be empowered to involve patients in 
co-creating CPM. 

Case 4: Co-creating an empowering patient-education intervention 
The fourth case study – described in Chapter 7 – was a collaboration project between the European 
Association of Urology and the Athena Institute (Vrije Universiteit Amsterdam) set up to develop 
information for urological (bladder, kidney and prostate) cancer patients. The reason for setting up 
this project arose from the lack of access of patients to clinical guidelines. The study was conducted 
in the period of December 2015 to March 2017 and aimed to off er insights into the development of 
an empowering educational intervention. Financial means to conduct the study were provided by 
the Netherlands Organisation for Health Research and Development (ZonMW).

An empowering patient-education intervention was co-created by patients and health professionals 
following the principles and guidelines of the participatory approach Interactive Learning and Action 
(Broerse and Bunders, 2000; Broerse, 1998). The participatory process was comprised of four phases: 
(1) initiation and preparation, (2) collection of information, (3) integration of information, and (4) 
development and implementation. As an initial programme theory, the empowerment intervention 
model of Bravo et al. (2015) was used. To contextualise the model, semi-structured interviews (22 
patients and 17 professionals) and an online survey (259 patients) were conducted. Subsequently, 
co-creation sessions (n=8) were organised to design a blueprint for patient information. The patient 
information was embedded nationally via relevant websites, and locally via patient record systems 
of various Dutch hospitals.

Case 5: Empowering patients and health professionals to address sexual health 
The fi fth case study, described in Chapter 8, explored patients’ and health professionals’ 
empowerment needs to address sexual health. Sexual health is currently still an overlooked subject 
in Dutch care services. This study was part of a collaboration project set up by Erasmus MC and 
the Athena Institute (Vrije Universiteit Amsterdam), which aimed to explore patients’ and health 
professionals’ needs to address sexual health in the context of Anorectal Malformations and 
Hirschsprung disease. A second goal was to use this understanding to develop a tool that is aligned 
with patients’ and health professionals’ needs. The study was conducted between December 2017 
and April 2019 and fi nancially supported by the Dutch subsidy provider Innovatiefonds. 

To develop the empowerment tool, the Participatory Action Research approach was used (Shamrova 
and Cummings, 2017; Baum et al., 2006). The study consisted of three steps. First the empowerment 
needs of patients and health professionals were articulated through interviews (n=22), three online 
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focus groups (n=24) and a questionnaire (n=38). Second, co-creation sessions were organised with 
patients (n=4) and health professionals (n=9) to integrate the needs into an empowerment product 
– in the form of a website. Third, a questionnaire evaluated the expected results of the website on 
the empowerment of patients (n=13) patients’ parents (n=8) and health professionals (n=13). The 
website was implemented nationally via the collaborating hospitals and by addressing the topic in 
the clinical guidelines.

3.4 | rESEarch mEthodS

To collect the data for the fi ve case studies, primary qualitative research methods were employed. 
Qualitative methods were found to be most useful for gaining a holistic and integrated overview of 
the topic (Miles et al., 2014). Through qualitative research a better understanding can be obtained 
by identifying motivations, experiences and perceptions of involved stakeholders (Gray, 2013; Green 
and Thorogood, 2018). In this case, the perspectives of patients and health professionals were 
studied by using the following qualitative methods: interviews (case 2 to 5), focus groups (case 
2), online focus groups (case 1 and 5), weblog analysis (case 1), co-creation sessions (case 3 to 5) 
and participant observations (case 3). The qualitative data was in some cases complemented with 
quantitative data when found to be necessary to validate qualitative fi ndings among a larger patient 
group. This quantitative data was collected via online questionnaires (case 4 to 5).

3.5 | rESEarch tEamS

A transdisciplinary research team was set up per case study. The research teams came together 
before each research phase to discuss the plans and to refl ect on the activities and fi ndings of 
the previous phase. Table 2 gives an overview of all members of the team (researchers, project 
managers, patients, patients’ parents and health professionals) per case. Health professionals from 
diff erent health care organizations in the Netherlands were involved. In all the teams, the author of 
this thesis acted as the main executing researcher. 

When executing the research, the researchers who were involved in the research teams fulfi lled 
various roles. Besides their role as a scientist – setting up the research design and conducting 
data collection and analysis (Pohl et al., 2010) – researchers acted as process facilitators, change 
agents and refl exive practitioners (Wittmayer and Schäpke, 2014). As a process facilitator, the 
researchers facilitated collective learning processes (Pohl et al., 2010). To stimulate learning, the 
researchers aimed to build trust and provide a neutral space in which participants could interact 
equally (Loorbach, 2007). In their role as change agents, researchers aimed to address real-
world challenges by participating in current processes (Miller, 2013; Thomas, 2011). This included 
motivating and empowering participants to address current problems. Within their fi nal role as 
refl exive practitioners, researchers were refl exive about their own norms and values and those of 
the diff erent actors involved (Hadorn et al., 2008; Stirling, 2006; Schön, 2017). Through this refl exive 
attitude, researchers aimed to improve the research process.  
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3.6 | ValiditY

Internal validity 
The concept of internal validity – or credibility – refers to whether researchers’ constructions are 
grounded in the constructions of the research participants (Flick, 2018). When these constructions 
are grounded, the research approach and fi ndings are in line with generally accepted phenomena 
and observations (Guba and Lincoln, 1989). Diff erent strategies have been applied to increase the 
internal validity of the diff erent case studies and the thesis in general: (1) triangulation, (2) reaching 

 Table 2: Overview members of the research teams per case study

# Case  # Chapter Role  Organization 

Case 1 Chapter 4 3 researchers Athena Institute - Vrije Universiteit Amsterdam 

2 project managers Lung Foundation Netherlands 

3 parents of patients Platform CHD 

3 health professionals  
- 1 paediatrician  
- 1 paediatric pulmonologist 
- 1 paediatrician-neonatologist 

Erasmus MC Rotterdam  
Radboud UMC Nijmegen 

Case 2 Chapter 5 3 researchers Athena Institute - Vrije Universiteit Amsterdam 

1 intern Vrije Universiteit Amsterdam 

1 project manager Network Birth Care North West Netherlands 

Case 3 Chapter 6 4 researchers Athena Institute - Vrije Universiteit Amsterdam 

4 patient representatives Patient Platform Sarcoma (former Contact 
Group GIST and Contact Group Sarcoma) 

2 care coordinators Erasmus MC Cancer Institute Rotterdam 

1 manager Erasmus MC Cancer Institute Rotterdam 

Case 4 Chapter 7 3 researchers Athena Institute - Vrije Universiteit Amsterdam 

2 interns Vrije Universiteit Amsterdam 

2 patient representatives Leven met Blaas- of Nierkanker 
ProstaatKankerStichting  

5 health professionals 
- 4 urologists 
- 1 nurse 

Antoni van Leeuwenhoek Hospital Amsterdam  
Rijnstate Hospital Arnhem  

1 project manager European Association of Urology 

Case 5 Chapter 8 3 researchers Athena Institute - Vrije Universiteit Amsterdam 

2 interns Vrije Universiteit Amsterdam 

4 patient representatives Vereniging Anusatresie  
Vereniging Ziekte van Hirschsprung  
VSOP Dutch Genetic Alliance 

12 health professionals  
- 4 paediatric surgeons 
- 2 paediatricians 
- 3 nurse (specialists) 
- 2 sexologists 
- 1 psychologist  

Erasmus MC Rotterdam  
Radboud UMC Nijmegen  
UMC Utrecht 
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data saturation, (3) member checks, and (4) refl exivity (Thomas and Magilvy, 2011). These strategies 
were helpful in increasing the descriptive validity (strategies 1 and 2), interpretive validity (strategies 
1-4) and theoretical validity (strategies 1 and 3) of the research carried out for this thesis (Flick, 2018). 

First, triangulation was applied at diff erent levels: (1) methodological, (2) multiple, (3) data, and (4) 
investigator (Gray, 2013). ‘Methodological triangulation’ was reached by using a variety of methods 
– consisting of both qualitative and quantitative approaches – that were appropriate and feasible for 
collecting data to answer the research questions. Through the use of multiple methods, observers 
and theories within a case study, ‘multiple triangulation’ was reached. ‘Triangulation of the data’ was 
applied by gathering data from multiple regions or organizations (space triangulation) and from 
a wide range of informants (person triangulation), enabling the possibility to verify participants’ 
viewpoints against those of other participants. Finally, ‘investigator triangulation’ was used to reduce 
researcher bias by involving multiple researchers in the design, data collection and data analysis 
stages of the case studies. Discrepancies in interpretations of the data were discussed amongst the 
researchers until consensus was established. 

Second, data saturation was reached by continuing data collection until no new issues or topics arose 
(Flick, 2018). In line with other research, data saturation emerged in every study after approximately 
12 in-depth interviews (Guest et al., 2006) or three or four focus groups (Gray, 2013).

Third, summaries of the focus groups, co-creation sessions and most of the interviews were sent to the 
participants for a member check. Participants were asked to refl ect on and react to these summaries, 
thereby checking whether their interpretation of the conversations resonated with participants 
conclusions (Meadows and Morse, 2001). After the interviews and focus groups, respondents were 
asked to refl ect on the process of the conversations. For example, they were asked whether the 
atmosphere encouraged them to share their experiences. The co-creation sessions of three of 
the case studies were evaluated via a group refl ection or an online questionnaire. Participants’ 
interpretations were also validated by discussing the fi ndings within the transdisciplinary project 
groups consisting of amongst others patients and health professionals (see Table 2). In addition, the 
research results of various cases have also been validated by presenting them during meetings or 
conferences of patient and/or health professional organizations.

Last, researchers’ ability to act refl exively, stimulated a continuous reciprocal infl uence between 
the researcher and the research (Attia and Edge, 2017). This ongoing-process helped to identify 
possible biases or assumptions and their impact on the research process. 

External validity 
External validity – or transferability – refers to the degree to which the data can be generalized to 
situations outside the context of the research (Gray, 2013). The use of a multiple case study design 
enabled studying the topic in diff erent contexts (Yin, 1994; Miles et al., 2014). The fi ve case studies 
focus on diff erent disease types and care contexts in the Netherlands. The results of these studies 
enabled a more meta-level refl ection on the topic, which can be tested in other care contexts in 
the Netherlands (Gray, 2013). In addition, the external validity has been strengthened by repeatedly 
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comparing the fi ndings with relevant present literature (Riege, 2003; Onwuegbuzie and Leech, 
2007).

3.7 | EthicS

Following the criteria of the Medical Ethical Committee of Vrije Universiteit Medical Centre, the 
case studies did not fall within the remit of the Dutch Medical Research Involving Human Subjects 
Act. The studies were not-invasive and did not include medical research. Therefore, an offi  cial 
ethical approval from a Medical Ethical Committee was not needed following Dutch regulations. 
Researchers performed their ethical responsibility as a continuous refl ection process (Gray, 2013; 
Silverman, 2016). The activities that were conducted to warrant this ethical responsibility comply 
with the nationally established Code of Ethics for Research in the Social and Behavioural Sciences 
involving Human Participants (VCWE, 2018). Based on this code, the following ethical considerations 
were taken into account. 

First, research participants of all case studies received written and/or verbal information on the 
nature and purpose of the study, incentives for participation and the possibility to withdraw at 
any time without giving reasons. This information allowed participants to make a well-thought 
decision on their consent for involvement (Silverman, 2016). Verbal informed consent was obtained 
for recording the interviews and co-creation sessions. Because of the absence of pre-set research 
questions, informed consent was renegotiated regularly for participants that participated in diff erent 
research stages (Fitzgerald et al., 2002). In addition, privacy was not only defi ned by the content of 
disclosure but also by being empathetic and intuitively assessing the specifi c situations (Silverman, 
2016).

Within the transdisciplinary, qualitative case studies, the researchers developed close relationships 
with the research participants in which they discussed personal matters and perspectives (Punch, 
2013). It was therefore especially important that the discursive activities were conducted in a 
trustworthy manner, minimizing potential harm. To prevent harm, respondents’ participation was 
voluntary. They were not obliged to answer questions and could withdraw from the study at any 
time. Furthermore participants’ information was treated confi dential. All data were anonymised 
and securely stored on an internal server of the Athena Institute (Vrije Universiteit Amsterdam) and 
a protected personal cloud server maintained by the researchers on SURFdrive2. During the case 
studies, researchers went even further than minimizing potential harm by evidencing their intent 
to create positive benefi ts for the participants. Acting ethically in this thesis research meant that 
the case studies were designed in such a way that participants’ empowerment would be enhanced 
by improving their knowledge and skills. By being involved in knowledge co-creation processes, 
patients became aware of their experiential knowledge. In addition, researchers provided patients 
who participated in the studies with additional information on topics like care logistics, the principles 

2 SURFdrive is a personal cloud storage service for the Dutch education and research community, off ering 
students and staff  an easy way to store, synchronise and share fi les in the secure and reliable SURF community 
cloud (www.surfdrive.nl).
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of value-based health care or the content of clinical guidelines, based on patients’ specifi c 
information needs.         
 


