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CHAPTER 7

aBStract11

Interventions to empower patients are seldom based on clear defi nitions and constructions. In 
addition, the eff ectiveness of current empowering education interventions have been suboptimal. 
Greater insights are thus needed into how these education interventions could contribute to 
patient empowerment and what information should then be provided and how. Living daily with 
a disease, patients have experiential knowledge regarding their empowerment and information 
needs. Participatory research – in which patients are involved – could lead to interventions better 
aligned to their needs and contexts. Hence, the aim of this study is to gain insight into the co-
creation of an empowering education intervention, consisting of patient information for Dutch 
urological cancer patients. An empowering patient-education intervention was co-created using 
the participatory approach Interactive Learning and Action. As an initial programme theory, the 
empowerment intervention model of Bravo et al. (2015) was used. To contextualise the programme 
theory, semi-structured interviews (22 patients and 17 professionals) and an online survey (259 
patients) took place. Subsequently, co-creation sessions were organised to develop a design for 
patient information. Patients addressed the importance of personalised and integrated information 
on trans-mural pathways, including options for self-management and considerations for diagnostic 
and therapeutic options. Professionals considered it important to align patient information with 
evidence-based information and current practices. A blueprint for a website was developed which 
(1) is personalised at diff erent levels; (2) provides a uniform overview of information on diff erent 
disease and care steps based on clinical guidelines; and (3) contains tools for facilitating shared 
decision-making and self-management. The programme theory successfully guided the co-creation 
of an empowering patient-education intervention. The programme theory – combining patients’ 
empowerment needs with the development of an education intervention – is a valuable template 
for developing future interventions. 

11 Petit-Steeghs, V., Pittens, C.A.C.M., Oosterman, J., Broerse, J.E.W. Co-creating an empowering patient-education 
intervention: the development of patient information for urological cancer patients. Journal of Qualitative 
Health Research         
The original abstract of the manuscript has been adapted for this thesis.
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7.1 | introduction

Patients are increasingly expected to be responsible for their own disease and care management, 
but often experience diffi  culties in doing so (Jerant et al., 2005). A lack of relevant knowledge, the 
complexity of the benefi ts and disadvantages of treatments, and insecurities regarding the care 
process limit their capacity to make informed choices (Balogh et al., 2011; Schulz and Nakamoto, 
2013). Various scholars suggest that empowerment could contribute to better informed, confi dent 
and autonomous patients (Prigge et al., 2015; Bergsma, 2004). Through patients’ empowerment 
there is a shift in health professionals’ power and responsibilities, which is expected to improve the 
quality of care and subsequently patients’ health outcomes (Crawford et al., 2002; Grit et al., 2008).

Various studies indicate that increasing knowledge about disease and care processes (Wilkes et al., 
2000; Davison and Degner, 1997) and improving patients’ capacity to become more involved in 
their care process are a prerequisite for empowerment (Schulz and Nakamoto, 2005; Schulz and 
Nakamoto, 2011; Aujoulat et al., 2007). Patients’ education – such as through information materials 
– could enable them to make better informed choices (Schulz and Nakamoto, 2013; Schulz and 
Nakamoto, 2005; Schulz and Nakamoto, 2011; Wilkes et al., 2000; Balogh et al., 2011; Davison and 
Degner, 1997). 

Despite the growing attention for empowerment, there is still no clear and generally accepted 
defi nition. The concept of empowerment is multi-layered and multi-dimensional, making it diffi  cult 
to apply it consistently and operationally (Gibson, 1991). Of the most common defi nitions, the focus 
diff ers from (1) a transformative process; (2) principles and ethos; to (3) empowerment interventions 
(Bravo et al., 2015). Consequently, empowerment has diff erent connotations in diff erent contexts 
and population groups (Jupp et al., 2010; Zimmerman, 2000). 

As a result, empowerment interventions are seldom based on clear defi nitions and constructions 
(Mason et al., 2008). In addition, the eff ectiveness of current empowering (education) interventions 
have been suboptimal (Mason et al., 2008; Samoocha et al., 2010; Viklund et al., 2007; Kuijpers et al., 
2013). Patient versions of clinical guidelines are for instance limited adopted (Loudon et al., 2014). 
There is a need for greater insights into how patient education interventions could contribute to 
their empowerment and what information should then be provided and how. 

Living daily with a disease, patients have experiential knowledge regarding their empowerment 
and information needs (Caron-Flinterman et al., 2005). To develop an empowering educational 
intervention, in the form of a patient information tool, it is therefore valuable to include patients’ 
views (Viklund et al., 2007). Participatory research – in which patients are involved – could lead to 
interventions better aligned to their needs and contexts (Abma, 2006; Wright et al., 2006; Aranda 
and Street, 2001). Hence, this study aims to off er insights into the development of an empowering 
educational intervention using participatory research in which patients and health professionals co-
create a patient information tool.
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7.2 | thEorEtical BacKground 

In designing any intervention, it is valuable to use a programme theory, which consists of a set 
of statements that explain why, how and under what conditions the programme eff ects occur 
(Sidani and Sechrest, 1999). Through programme theory, research inputs and activities are aligned 
to contribute to the intended outcomes (Funnell and Rogers, 2011; Scheirer, 1987). An informed 
programme theory is therefore key for a successful intervention. To design a programme theory 
for empowering patient information, the model of Bravo et al. (2015) was used as a starting point 
(see Figure 7). This model, developed to enable the design and evaluation of empowerment 
interventions, integrates existing defi nitions and constructions (Thomas and Velthouse, 1990; Prigge 
et al., 2015; Small et al., 2013) and has a multi-level perspective (Bravo et al., 2015). 

According to the model, patients’ empowerment level is based on ‘ethos’ at three levels: (1) patient; 
(2) health provider; and (3) health system. The level of empowerment can be determined by two 
types of indicators: patients’ capacities / states and resources of empowerment (‘state’) and patients’ 
empowerment ‘behaviours’. The state focuses on what patients need in terms of capacities and 
resources to become empowered. Behaviour refl ects a reaction to the ‘state’ and comprises actions 
that increase the state of empowerment. It includes shared decision-making, self-management and 
patient activation. The relation between state and behaviour is reciprocal, meaning one person’s 
resources infl uence another’s behaviour which in turn leads to gaining certain resources. Together, 
the indicators infl uence patients’ quality of life and well-being, and subsequently their clinical 
outcomes.

 Figure 7: Conceptualization model Patient Empowerment (Bravo et al., 2015)
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7.3 | mEthodS 

This intervention design study, conducted between December 2015 and March 2017, was a 
collaboration between Vrije Universiteit Amsterdam, the European Association of Urology (EAU), 
and the Dutch patient organisations Prostate Cancer Foundation and the Foundation Living with 
Bladder and Kidney Cancer. 

7.3.1 | contEXtual inFormation

An intervention was set up to develop empowering information for urological cancer patients in the 
Netherlands. The incidence of urological (prostate, bladder and kidney) cancer in the Netherlands 
is relatively high compared to other cancer types (around 20%) and with 22,754 cases in 2017 
one of the most prevalent diseases (IKNL, 2015). Urological cancer patients often cope with (long-
term) physical and psychosocial consequences, aff ecting their quality of life (Sanda et al., 2008). 
The chronic nature of the disease and the diversity of treatment options call for more patient 
empowerment (McAllister et al., 2012). 

7.3.2 | ParticiPatorY aPProach

A participatory research was conducted to contextualise the programme theory based on the 
model of Bravo et al. (2015). The participatory process was based on the principles of the Interactive 
Learning and Action (ILA), comprising four phases: (1) initiation and preparation; (2) collection of 
information; (3) integration of information; and (4) development and implementation (Broerse and 
Bunders, 2000). 

Phase 1: Initiation and preparation 
During this fi rst phase, the programme context and conditions were defi ned, based on current 
literature and informal talks with project team members and relevant stakeholders. 

Phase 2: Contextualising programme theory  
Interviews were conducted with 22 Dutch urological cancer patients and 17 health professionals. 
Patients were recruited via the Dutch patient organisations. In addition, fl yers were disseminated in 
hospitals in the Netherlands. Health professionals were recruited via the network of the EAU and 
the Dutch Association of Urology. In recruiting, it was intended to ensure a good representation of 
treating hospitals in the Netherlands. Table 8 and Table 9 give an overview of the characteristics of 
the interviewed patients and health professionals. Interviews were face to face (n=29) and by phone 
(n=10) and took approximately 60-90 minutes. An interview guide structured the interviews. For 
patients, the interviews consisted of a timeline interview in which patients discussed their disease 
and care process in a chronological order. Each step was related to their experiences with and 
needs for information and empowerment (including the concepts of the model of Bravo et al. 
(2015). The same topics were discussed with health professionals, although no timeline was used.
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To validate the fi ndings of the patient interviews, an online survey (Survey Monkey) was disseminated 
through the patient organisations and several hospitals. The survey comprised 38 open and 
closed questions, clustered in three parts: (1) demographics and disease and care characteristics; 
(2) information provision; and (3) empowerment. The survey questions were specifi ed by patient 
group. The survey was completed by 259 patients (see Table 10).

 
  

Aspect Category Kidney NMI Bladder MI Bladder Prostate Total 

Gender Women 2 1 2 0 5 

  Men 5 3 3 6 17 

Ethnic background Dutch 7 4 5 6 22 
 Non-Dutch 0 0 0 0 0 

Highest education level obtained12,13 Primary 0 0 0 0 0 
 Secondary 2 0 2 2 6 
 Tertiary 4 3 3 4 15 

Region North 0 0 0 0 0 
 North-West 2 3 2 2 9 
 South-West 0 0 2 1 3 
 South-East 0 0 0 0 0 
 East 1 0 1 0 2 
 Mid 4 1 0 3 8 

Table 8: Characteristics interviewees patients (N = 22)

[NMIBC = Non-Muscle Intensive and MIBC = Muscle Intensive] 

12 The classifi cation of the educational background of patients into a lower (primary), middle (secondary) or higher 
(tertiary) educational background, was based on the educational system in the Netherlands. Primary education: 
basic education, HAVO and VWO-middle school, MBO1; Secondary education: HAVO, VWO and MBO2-4; 
Tertiary education: HBO, WO and PhD (Centraal Bureau van de Statistiek, 2016)   
13 The educational background of two of the patients interviewed is unknown.

 Table 9: Characteristics interviewees health professionals (N =17)
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 
 

 
 
  

Aspect Category Kidney Bladder Prostate Total 

Gender Women 3 2 3 8 
  Men 1 4 4 9 

Profession Urologist 2 4 3 9 
 Nurse  2 2 4 8 

Region hospital North 1 0 0 1 
 North-West 1 2 0 3 
 South-West 0 0 2 2 
 South-East 0 1 1 2 
 East 2 0 0 2 
 Mid 0 2 4 6 

Academic hospital Yes 1 3 4 8 
 No 3 3 3 9 
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Phase 3: Integration of information into a design for a patient information tool 
For each urological cancer domain, two co-creation sessions with patients and health professionals 
were organised (see Table 11 for participants’ characteristics). Each session lasted for three hours 
and was moderated by the fi rst author and a colleague. In the fi rst session, the structure, format 
and required content were determined, based upon the output of phase 2. In the second session, 
participants refl ected upon the draft and attention was given to language, visualisation and 
implementation.

Phase 4: Development and implementation of the patient information tool 
Based on the outcomes of phase 3, a fi nal template was developed by professional text writers. 
Feedback on this draft version was obtained via the participants of phase 3 and the members of the 
project group. Subsequently, potential implementation steps were discussed with the project group.

 
 
 
 
 
  
  

Aspect Category Kidney NMI Bladder MI Bladder Prostate Total 

Gender Women 9 12 6 0 27 
  Men 8 24 23 177 232 

Age <25  0 0 0 0 0 
 25- 39 1 0 1 0 2 
 40-59 7 5 6 20 38 
 60-75 8 25 18 136 187 
 >75 1 6 4 21 32 

Ethnic background Dutch 14 35 27 170 246 
 Non-Dutch 3 1 2 7 13 

Highest education level obtained14 Primary 2 2 5 33 42 
 Secondary 4 7 8 44 63 
 Tertiary 11 27 16 100 154 

Region North 1 4 1 8 14 
 North-West 9 9 6 93 117 
 South-West 1 7 7 15 24 
 South-East 3 3 4 24 34 
 East 0 3 5 12 20 
 Mid 2 9 4 22 37 

Member patient organisation Yes 10 30 15 51 106 
 No 7 6 14 126 153 

Metastases Yes 8 2 12 61 83 
 No 9 34 17 116 176 

[NMI = Non-Muscle-Intensive and MI = Muscle-Intensive] 

Table 10: Characteristics respondents online survey (N = 259)

14 The classifi cation of the educational background of patients into a lower (primary), middle (secondary) or 
higher (tertiary) educational background was based on the educational system in the Netherlands. Primary 
education: basic education, HAVO and VWO-middle school, MBO1; Secondary education: HAVO, VWO and 
MBO2-4; Tertiary education: HBO, WO and PhD (Centraal Bureau van de Statistiek, 2016)
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7.3.3 | data analYSiS

The interviews were transcribed verbatim. Subsequently, all transcripts were analysed via the 
qualitative data analysis programme MAXqda 2007. First, deductive analysis took place, based on 
the main concepts of the model of Bravo et al. (2015). Second, insights within the main concepts 
were identifi ed via an inductive approach comprising three steps: (1) open coding (identifying, 
categorising and describing insights); (2) axial coding (creating subcategories); and (3) selective 
coding (developing a storyline). The survey data were analysed via descriptive analysis using 
Microsoft Excel and the same coding structure. The data from each question were analysed by 
cancer type and educational background. Extensive notes of the co-creation sessions gave input 
on whether the diff erent stakeholders’ views complemented each other and were integrated into 
decisions on the development of patient information. 

7.3.4 | EthicS

Based on Dutch law, ethical approval of a formal medical ethical committee was not required 
because this study was non-invasive and participants were over 18 years. The research complied 
with the national Code of Ethics for Research in the Social and Behavioural Sciences involving 
Human Participants (VCWE, 2016). All respondents received written and verbal information about 
the aim of the study and that they could withdraw from the study at any time without giving 
reasons. All data were anonymised before analysis and storage.

7.4 | rESultS 

The results are structured and described based on the phases of the ILA approach: collection of 
information (phases 1 and 2), integration of information (phase 3), prioritization and implementation 
of the programme (phase 4). 

7.4.1 | contEXtualiZing ProgrammE thEorY 

Patients’ and health professionals’ articulated experiential knowledge regarding empowerment and 
information provision are described in line with Bravo et al. (2015) 

 

Aspect Category 
WG1:  
Kidney 

WG2: 
NMI Bladder 

WG3:      
MI Bladder 

WG4:  
Prostate 

 
Total 

Gender Women 3 4 3 2 12 
  Men 4 3 4 7 18 

Role Urologist 3 2 3 3 11 
 Nurse  1 2 2 2 7 
 Patient representative 3 3 2 4 12 

Presence Session 1 7 6 7 7 27 
 Session 2 5 7 6 8 26 

 Table 11: Characteristics participants co-creation sessions (n=30)

[NMI = Non-Muscle-Intensive and MI = Muscle-Intensive] 
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Ethos 
Patients’ views on autonomy, self-determination and power within the health care relationship were 
found to underlie their empowerment level. Almost all consulted patients indicated wishing to be 
involved in the care and decision-making process. However, the extent to which they want to 
be autonomous diff ered, depending on their self-determination. Most consulted patients viewed 
decision-making as a mutual responsibility. Regarding their involvement, most patients described 
the wish to be informed. A few patients, mostly affi  liated with a patient organisation, view a more 
extended responsibility in arranging the best care for themselves by, for example, asking for second 
opinions and contacting health insurance companies. Regarding self-determination, many patients 
indicated that it is important to speak up for yourself, because as a patient you are subject to 
the care process and potential consequences. The power of the relationship between patients 
and health professionals diff ered, depending on the personality, skills and views of both parties. 
Assertive patients, who would like to be in control, ensure that an equal relationship is established 
by testing health professionals’ knowledge via other resources. An information imbalance, but also 
the patients’ dependence on their health professional and their emotions, contributed to a negative 
power balance. As a patient illustrated:

And then I did not really know what was going to happen. Since it was a shock that I was 
 admitted for 3 days, I also did not ask for it. (I5)

At the level of health professionals, the respect for patients’ autonomy and the care relationship 
were discussed. Many health professionals, and especially the specialist nurses, regard the decision 
as the patient’s choice. However, some health professionals indicated they are responsible for 
helping patients to make a well-informed choice, indirectly steering their decision-making. The 
ethos of the health care system level was less explicitly identifi ed. However, the optimisation of the 
use of health services was described by the hospitals’ development of decision aids helping patients 
to make informed choices that fi t their needs. 

Behaviours of empowerment 
Empowerment behaviours relate to ‘things patients do’. Bravo et al. (2015) make a distinction 
between (1) shared decision-making by taking an active role in consults and making informed 
decisions; (2) self-management by choosing meaningful and realistic goals and taking steps to 
achieve them; and (3) empowerment of themselves.

Consulted patients considered shared decision-making as important. Yet, half of them felt they did 
not have a real choice in their care process. In the opinion of some interviewed patients, not all 
health professionals can handle patients taking this role: 

I don’t think health professionals like patients to have their own ideas … I have the feeling that 
 health professionals are very resistant to assertive patients or patients who know what they 
 want. They fi nd empowered patients diffi  cult to cope with. (I6)

Moreover, suffi  cient knowledge is considered essential to become involved in decision-making. 
Although 90% of the patients in the survey indicated that they received written information 
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from the hospital, only half of them felt they were suffi  ciently informed and equipped to make a 
good decision. Much of the current information is related to anticipated treatment steps and less 
information is provided about diagnostic and treatment options, which are considered essential in 
making well-informed decisions.

Although health professionals also think that shared decision-making is important, many of them 
(in particular the urologists) also experience it as challenging to answer ‘even more questions’ in the 
limited available time. Other challenges relate to the support of less-educated and health literate 
patients and diff erences in patients’ experiences regarding the quality of life. This was also implicitly 
expressed by patients by explaining that the impact of treatment decisions is experienced and 
valued diff erently by individual patients. To make an informed decision, not only knowledge about 
available options, but also (diff erences in) the impact on the quality of life should be included. 

Information needs regarding self-management were related to managing both the physical and 
psychological consequences of the disease. Most consulted patients articulated the wish to have 
more knowledge about the side-eff ects of treatments, like erectile dysfunction, fatigue and problems 
with incontinence and concentration, to enable them to control these eff ects or fi nd a way to live 
with them. Stress and depression were frequently mentioned as psychological consequences of the 
disease. Because of the limited support available, patients sought psychological help themselves or 
developed ways to cope with these consequences themselves.

Sometimes you will be referred to psychosocial support, but mostly you have to seek help 
 yourself … It would be good if every patient has a contact person who informs about what is 
 going to happen and helps to deal with the emotional consequences. (I1) 

Although most patients we consulted looked for more information (empower themselves), the 
degree depended on their coping. A few patients did not look for information, because they did 
not want to feel like a patient, did not want to know everything or had already given up. In the 
survey, patients pointed out that information they were looking for related – for instance – to 
alternative available treatments (12%) and experimental treatments (20%), prognostics (15%), risks 
and side-eff ects (15%), incontinence (15%), sexuality (17%) and psychological support (8%). Internet 
was the main information source – all interviewed patients and about half of the survey respondents 
searched online for additional information – but also patient organisations and (occasionally) peers 
were mentioned. More knowledge contributed to activating patients to become involved in their 
care process and gave them more control over the disease and their life. 

Retrospectively, I think that by being active [searching for information] you get a grip on the 
 situation. Otherwise you just let it happen. There are a lot of things you cannot control, but by 
 doing these things [like searching for information], you have the idea you can do something for 
 yourself. (I3) 

Empowering interventions 
Empowering interventions could be implemented by health professionals (individual-focused) or 
health care systems (group-focused). Concerning the former, the need to facilitate shared decision-
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making was voiced by both patients and health professionals. Many interviewed patients believe 
that conversation skills, examples of questions and decision-making aids, could help them to 
articulate their point of view and have an equal conversation with the health professional; 19% 
indicated that they received a decision aid; and 74% mentioned that this aid helped them in making 
decisions. In addition to shared decision-making, health coaching related to the impact on daily life 
was preferred by some interviewed patients. A need for group-focused empowering interventions 
was expressed in relation to patient education – via information materials – on the care process 
and the available diagnoses and treatment options. Various patients explicitly mentioned patient 
education as an important step towards shared decision-making.

Empowerment capacities, states and resources 
Regarding their empowerment capacities, states and resources, patients mentioned the aspects: 
(1) knowledge, skills, and attitudes; (2) perceived personal control; and (3) feeling respected. Many 
patients consider a relation with the health professional, based upon respect and mutual trust 
and in which all options can be openly discussed, as highly important. Feeling respected and a 
basic level of knowledge about disease and care processes were seen as critical for optimal shared 
decision-making.

I mean, when you have read suffi  cient information beforehand, you will have a more clear idea.
 Then you will be better prepared and able to hold the discussion and for instance ask: “Why are 
 we not doing this or considering this option?” (I3)

In the interviews, health literacy and self-effi  cacy were mentioned only in the context of other 
potential patients. A few patients and health professionals believed that less educated patients are 
less able to become empowered, since they are less knowledgeable about their disease and care 
process and less aware of their own infl uence on health behaviour. 

Moderators of health professionals and patients 
In the interviews and survey, few moderators for patients were explicitly mentioned and showed 
much overlap with ‘ethos’. Regarding personal characteristics, the extent of patients’ involvement in 
the care process and decision-making is, among others, related to their assertiveness.

Moderators for health professionals were also implicitly mentioned. Based on interpretations of 
the interviews, it appeared that the information provision was infl uenced by providers’ professional 
goals. A few urologists mentioned that it was not their role to explain the situation and future care 
steps nor to provide patients with (written) information. Such a role was attributed to a nurse.

7.4.2 | intEgration oF inFormation into a dESign For a PatiEnt inFormation 
          tool

Overall, participants preferred an individualised group-focused empowering intervention that 
provides an overview of reliable information on the diff erent disease and care steps, and includes 
information and tools contributing to shared decision-making (e.g. treatment decision aids, tools 
for patient–doctor conversations).
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Patients and health professionals gave diff erent types of input, which were complementary. As one 
participant mentioned: “The physicians and nurses have sometimes other perceptions than what a 
patient would like to know.” Where patients valued the intelligibility and connotation of the wording, 
health professionals paid more attention to the correctness of the texts. Consensus was found in 
formulations that were both comprehensible and correct. For instance, ‘return of the disease’ for 
‘relapse’ and ‘cell research’ for ‘cytology’. Patients also addressed the importance of complete, 
transparent, personal and ultimately empowering information. Personalisation for diff erent sexes 
was, for instance, expressed through the need for information about distinctive symptoms for men 
and women and illustrated materials for each sex. The need for comprehensive information was 
highlighted by, for example, the request to add information on experimental treatment options and 
treatments off ered abroad. Health professionals, on the other hand, emphasised the relevance of 
the information to the Dutch context, organisational diff erences or uniformity within the patient 
group. The relevance of certain diagnostic and treatment options were for instance discussed. In 
addition, health professionals mentioned feasibility and implementation issues, such as embedding 
in the current processes for providing information. 

When deciding on the content of the information materials, there was a need to balance these 
perspectives. An example of such balance was the decision to mention the existence of experimental 
and alternative therapies in the materials, but without addressing specifi c therapies and by adding 
the recommendation to discuss these therapies with the treating physician. This consensus took into 
account patients’ need to be informed about these possibilities and health professionals’ concern 
about information that was outdated or not evidence-based. Another example was mentioning the 
urgency of certain care steps, including patients’ wish to have a time indication for the expected 
care process and health professionals’ perspective that it is hard to give a precise indication due to 
existing insecurities. 

7.4.3 | dEVEloPmEnt and imPlEmEntation oF thE PatiEnt inFormation tool

Based on the integrated information, a template for a website was developed, comprising a 
simplifi ed care pathway. This stepping stone for patient information contributed to the integration 
and uniformity of available knowledge, which is in line with the (inter)national standards. There 
are small diff erences in the steps depending on the urological cancer, but the pathways generally 
consisted of the following steps: (1) complaints; (2) consultations; (3) diagnosis; (4) discussion of 
diagnostic results; (5) treatment; (6) follow-up; and (7) possible recurrence. For each step in the care 
process, customized information is provided by using multiple-layered webpages via which patients 
can determine for themselves (by clicking or using hyperlinks) what and how detailed information 
they would like to receive. Information is layered and stratifi ed for diff erent patient types and 
disease stages. It also aimed to layer the information for diff erent educational backgrounds. This 
was done by fi rst mentioning only basic information, with links to more detailed information. In the 
future, audio-visuals will be added to further meet the needs of less literate patients. Personalisation 
helps patients to integrate and interpret the information. The website also includes tools to facilitate 
shared decision-making (e.g. treatment decision aids, tools for patient–doctor conversations) and 
self-management (e.g. tips on the use of stoma-materials and coping). Besides the website, the 
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information materials were integrated into existing relevant national websites and linked to patient 
records of several hospitals.

7.5 | diScuSSion 

This study showed that using a programme theory, based on the empowerment theory of Bravo 
et al. (2015), was valuable for better aligning the participatory research process towards the 
empowerment needs of urological cancer patients. 

In line with other studies, participants regarded shared decision-making and self-management as 
highly desirable outcomes of empowerment (Aujoulat et al., 2007; Anderson and Funnell, 2010). 
Currently, patient information however merely advises on expected diagnostic and treatments steps, 
which does not suffi  ciently support patients in making informed choices. Therefore, an intervention 
was created consisting of online patient information which (1) is personalised at diff erent levels; 
(2) provides a uniform overview of relevant information on diff erent care steps based on clinical 
guidelines; and (3) contains information and tools facilitating shared decision-making and self-
management. This patient information could be used as a template for other disease types.

Multiple studies stress that patients’ empowerment could imply a personal change (Aujoulat et al., 
2007; Bravo et al., 2015; Chamberlin and Schene, 1997; Feste and Anderson, 1995). The developed 
patient information aims to bring about such a change by functioning as an empowerment tool. 
This tool is developed using the model of Bravo et al. (2015) as a programme theory, taking several 
empowerment-infl uencing factors into account. The patient information stimulates education 
by increasing knowledge and developing skills, which was considered an important step for the 
activation of shared decision-making and self-management. The literature also recommends this 
form of patient education (Aujoulat et al., 2007; Bravo et al., 2015). Personal change should not, 
however, be seen in isolation from other infl uencing factors, such as patients’ ethos, personal values 
and social context. As Schulz and Nakamoto (Schulz and Nakamoto, 2011; Schulz and Nakamoto, 
2005) emphasise, empowerment must be accompanied by a volitional component, which is also 
referred to as the ‘meaning’ dimension in the empowerment model of Thomas and Velthouse 
(1990). 

By using layered digital information the tool aims to include patients with a low level of health 
literacy, but assumes that patients seek additional information and have ICT resources and skills. 
Due to these prerequisites, the tool excludes patients who do not have these resources and skills 
nor show health-seeking behaviour. From earlier research, we know that these patients tend to have 
a lower level of income, education or literacy, which might exacerbate their vulnerability (Helsper 
and Van Deursen, 2017; Helsper and Reisdorf, 2017). As a result, the implementation of eHealth 
information and services may further widen health-related disparities (Bodie and Dutta, 2008; Neter 
and Brainin, 2012). To counteract the exclusion of this vulnerable group as much as possible, the 
information is provided for each step of the clinical care pathway and the tool will be connected to 
electronic patient records. As a result, health professionals will be better able to assist vulnerable 
patients in obtaining access to and using the tool.   
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The patient–professional relationship is also important for patient information in general. As Anderson 
and Funnell (2010) address, patients’ empowerment implies a paradigm shift in professionals’ notion 
of patients as being dependent on their advice towards becoming critical patients who make 
autonomous informed decisions. In line with our fi ndings, they emphasise that interventions, and 
therefore professionals’ goals, should contribute to patients’ capacity to become such a patient. 
Similar to what Aujoulat et al. (2007) defi ned as the inter-personal dimension, our fi ndings describe 
empowerment as an interactive process of communication and education in which knowledge and 
power are shared. The patient information therefore provides tools to support the interaction with 
health professionals. 

A strength of this study is that the intervention design is based on a programme theory, enabling 
the future evaluation of the patient information developed. A limitation is that the aim to develop 
information materials was determined prior to the study and other relevant types of information 
provision such as group-focused empowerment interventions were excluded.

7.6 | concluSion

This study showed that programme theory, based on the model of Bravo et al. (2015), was useful for 
co-creating an empowerment intervention. A follow-up study is recommended on how far and (in 
what way) the intervention led to increased empowerment of urological cancer patients. A realist 
evaluation could test and refi ne the programme theory (Kazi, 2003). 



101

CO-CREATING AN EMPOWERING PATIENT-EDUCATION INTERVENTION 

7


