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“The way is the goal, because very often the goal is in the way”
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Cover Image

Helena Almeida (11 April 1934 – 25 September 1918) was a Portuguese artist, known 
for her bringing together different artistic disciplines and approaches. In her work 
she combines photography, performance art, body art, painting and drawing and she 
turns her canvases into three-dimensional objects. She identifies herself with the 
being of her work by employing her body. Doing so, she explores and questions spatial 
constructs (in- and exclusion) and the relationship between artist and viewer, subject 
and object, like I do in my research. 

In the image on the front page, Helena Almeida is behind a see-through gauze screen, 
seemingly performing with the canvas. She writes “ouve-me” (Portuguese for “hear 
me”) behind the gauze. As in many of Almeida’s works, the border between visibility 
and invisibility, appearance and disappearance, speech and silence is the subject of 
exploration. In my thesis, I also explore these themes.

“Ouve-me” is part of the 1978/1979 trilogy “Sente-me, Ouve-me, Vê-me” (“feel me, hear 
me, see me”).

Susan_Binnenwerk_Correctieronde1.indd   9 27/11/2019   10:13:12



Susan_Binnenwerk_Correctieronde1.indd   10 27/11/2019   10:13:12



Chapter 1 
General introduction

Susan_Binnenwerk_Correctieronde1.indd   11 27/11/2019   10:13:14



12

C
ha

pt
er

 1

General introduction

Patient participation is a popular concept in the context of health care in the 
Netherlands. The experiential knowledge of patients1 about their illness, disability and 
the care they receive, has been increasingly acknowledged as valuable, as it is assumed 
that their unique perspective can contribute to a better quality of care (Barnes, 
2005; Bate & Robert, 2006; Crawford et al., 2002; Schipper, 2011; Teunissen, 2014). Also, 
patient participation has positive connotations of democratic rights, empowerment, 
self-reliance, involvement and having a voice (Beresfood & Branfield, 2006; Cornwall 
& Shankland, 2008; Crawford et al, 2002). Patients have become more involved in 
policy practices within health care organizations and they increasingly participate in 
research, either through involvement in setting research agendas or as a partner in the 
research process (Abma & Broerse, 2007, 2010; Schipper, 2011; De Wit, 2013; Teunissen, 
2014). Furthermore, funders highlight the value of patient participation, by setting 
conditions for patient involvement in research projects, in order to obtain funding.

Historically, research on patient participation has focused solely on discussions 
around the added value of participation and the conditions for involvement (Dedding 
& Slager, 2013). Thus, less attention has been paid to the way patient participation 
can evolve in the context of health care practices and to the complexities that can 
come along with it. Additionally, the meaning of participation has rarely been studied, 
because its meaning appears to be self-evident. In everyday practice, health care 
organizations have many questions how to give form to patient participation and 
how to “put it into practice” (Raad voor Gezondheidsonderzoek, 2007). These questions 
emphasize the necessity of understanding both the meaning and the ways in which 
patient participation can evolve and flourish.

To begin with, the aim of this thesis is to learn about the meaning of patient 
participation in everyday health care and research practices, and about the way 
patient participation can evolve. It describes an explorative journey through the 
landscape of the participation of patients in health care practices and in health care 
research (health care institutions). At different places in this landscape, striving for 
participation has become visible: patients have become involved in policy practices in 
long term care facilities through client councils, health care centers try to contribute 
to the goal of participation of clients in society, and patients have become research 

1 For the sake of readability we use the word patient or client in this thesis, although we are 
aware that this word contains a certain meaning in itself. With this term we refer to people 
who receive care and support because of their illness or disability.
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partners in participatory research. Throughout this journey, we will look in different 
places where the process of participation emerges (case studies).

Furthermore, as researchers we do not only want to have a look at different places in 
the landscape from an outsider’s standpoint. We ourselves also want to contribute to 
the values of patient participation. We do this by our research approach of responsive 
evaluation. Within this tradition, involvement of all stakeholders (including patients) 
is an important notion. Participation of all those involved and stimulating a mutual 
learning process by fostering a dialogue is an important goal. So during our journey we 
not only study patient participation as outsiders, but we also try to “do” and contribute 
to patient participation ourselves. These insights also contribute to our understanding 
of, and learning about responsive evaluation and other participatory approaches, 
of which relational complexity is a key element (Abma et al, 2019). Therefore, this 
study is also relevant from a scientific perspective and contributes to thinking about 
epistemological and methodological notions and underpinnings of participatory 
approaches.

In the next paragraph we start by describing patient participation in the social 
historical context. After that, we make explicit our own position in the landscape 
of patient participation: we describe the theoretical, epistemological underpinnings 
and the moral horizon of the responsive evaluation approach, and discuss the ways in 
which this approach is connected to the values of patient participation. We continue 
by introducing our guiding research questions and describing our research design 
and the chosen methodology. Finally, we present an outline of the thesis.

Domain: the landscape of patient participation in health care 
and research

The issue of participation was initially raised in the 1960s, within the context of the 
disability movement and the patient organizations, that placed it on the policy agenda. 
People with disabilities experienced feelings of social isolation, marginalization and 
stigmatization and wanted to strive for more participation and inclusion in society. 
They no longer wanted to be reduced to their disability; they wanted to be seen as 
human beings with the same human rights as anybody else. Therefore, they took action 
against the medical model, that reduced them to a disability, label, or diagnosis. These 
people wanted more attention on the way their disability was socially constructed, 
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instead of being understood as an attribute of an individual. It was similarly argued 
that well-being and quality of life should be prioritized, instead of solely focusing on 
physical health. Those involved were also critical towards the paternalistic stance of 
doctors and other professionals. Instead of a patronizing attitude, they wanted to have 
more autonomy and self-determination. The slogan “nothing about us, without us” 
represented their main value. In short, the activism of the disability movement evoked 
discussions about participation from an emancipatory viewpoint of human rights 
infringements and provoked a shift from the medical model to the social model of 
health and illness (Oliver 1990, 1996; Carel, 2008; Piskur et al., 2014). Thus, participation 
came up as a topic from social activism and the desire for equal rights for people with 
disabilities and the strive for inclusion in society.

The actions of the disability movement affected the way health and disability were 
conceptualized in health care. It provoked a shift towards more attention for the lived 
experiences and impact of impairments and disabilities on the life of individuals. In 
2001, the World Health Organization (WHO) introduced the concept of participation 
in the International Classification Model (ICF). In this model participation is defined 
as “involvement in a life situation” or as “the lived experience of people in the 
actual context in which they live” (WHO, 2001). Since then, participation has been 
recognized as an important element related to health. Due to this inclusion in the 
ICF, participation has become a therapeutic goal and outcome measure in clinical 
rehabilitation and rehabilitation research (Hammel et al., 2008; Worrall et al., 2011; 
Piskur et al., 2014).

The strive of the disability movement to have a voice and the slogan “nothing about 
us, without us” also elaborated in the participation of patients and clients in decision-
making and policy in health care organizations. This involvement can be seen as a 
democratic or ethical requirement, related to notions of empowerment and the right 
to be involved in decisions, concerning a person’s own care and treatment (Beresford 
& Branfield, 2006; Cornwall & Shankland, 2008; Crawford et al, 2002). Additionally, 
the assumption is that involvement can contribute to improvements in the quality 
of care (Barnes, 2005; Bate & Robert, 2006; Crawford et al., 2002; Schipper, 2011). In the 
Netherlands (as well as in several other countries, including Australia, Belgium and 
Ireland) the democratic right of patients is even supported by legal frameworks that 
formally outline the involvement of patients in decision-making processes and policy 
making in health care organizations (Baur, 2012; Abma & Baur, 2014a, 2014b; O’Dwyer 
& Timonen, 2010; Petriwskyj, Gibson & Webby, 2014; Van Malderen, 2016). These 
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organizations have the legal obligation (Wet Medezeggenschap Cliënten Zorgsector) 
to establish a client council (Van der Voet, 2005).

The activism of the disability movement also initiated a debate about the involvement 
of people with disabilities and chronic illness in health care research. The slogan 
“Nothing about us, without us” was the starting point for emancipatory research, 
which departs from the viewpoint that people with disabilities and chronic illness 
should not be studied by academics as objects, but should instead be involved as 
active participants in the research (Nierse & Abma, 2011; Barnes, 1996, 2003; Finkelstein 
1999; French and Swain 1997; Oliver 1992; Zarb 1992). This has led to participation of 
people with disabilities and patients in research, varying from involvement in setting 
research agendas to becoming a research partner that is involved in all stages of 
research (Abma, Nierse & Widdershoven, 2009; de Wit, 2013; Teunissen, 2014; Schipper, 
2011). This is known as patient and public involvement (PPI) (Tritter, 2009; Barnes & 
Cotterell, 2012).

Recently, participation has also become an important concept in Dutch society. In his 
yearly speech in 2013, the Dutch king introduced the concept “participatory society”, 
which subsequently influenced government concepts concerning the social domain 
(Transitiecommissie Sociaal Domein, 2016). In this “participatory society”, every citizen 
must take responsibility for his or her own life and environment, while the role and 
facilitation of the government decreases. All people, including those in vulnerable 
situations, should participate and take this responsibility. This also affects health 
care organizations and health care professionals, due to financial cutbacks. More care 
is expected to be given by a person’s informal network, like their family and friends 
(Grootegoed, van Barneveld & Duyvendak, 2014; Bredewold et al., 2018). In terms of 
health care, a person’s own responsibility and participation are emphasized, while 
self-reliance has become increasingly important. Participation, taking responsibility 
and contributing to society is expected from all citizens. Therefore, participation has 
also become an important endeavour on a societal level.

As we can derive from this overview, patient participation is a widely used but not a 
well-defined concept. In the landscape of health care and research, it is associated with 
different meanings, at different times, and in different socio-cultural contexts. There 
is no clear, commonly accepted definition; participation cannot be operationalized, as 
scientists often prefer. We consider participation as an ambiguous concept. Ambiguity 
is characterized by different thoughts and meanings in different contexts, concerning 
a certain issue. This means that our research explicitly focuses on polyvocality and 
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the process of sense-making (Weick, Sutcliffe & Obstfeld, 2005; Abma, 2000; Abma & 
Noordegraaf, 2003). This implies that, in order to understand the complexity of patient 
participation, we need to include various perspectives. We have to study and include 
the perspectives of health care practitioners and other professionals like researchers, 
managers and policymakers, as well as the perspectives and voices of those who are 
invited to participate but who are often less well heard and listened to, such as patients 
and their families, and informal caregivers and volunteers. Moreover, it implies that 
we need to study participation in various settings, because its meaning is both time- 
and context-dependent. Therefore, a responsive research approach is a suitable and 
appropriate research design.

In the following section we describe our research approach and methodology, which 
provides us the opportunity to value polyvocality and the involvement of all people 
in order to learn about patient participation in diverse health care practices, including 
our own responsive evaluation context and our own attempt to contribute to patient 
participation. After we have described the theoretical, epistemological underpinnings 
of responsive evaluation and its position in the landscape of patient participation, we 
elaborate on the practical implications and the chosen research design in this thesis.

Our own position in the landscape of patient participation: 
responsive evaluation as a participatory research approach

Responsive evaluation is a participatory research approach, that aims for evaluating 
practices with all involved stakeholders. As such, the approach itself can be seen as 
a participatory practice. Responsive evaluation derives from the assumption that 
social reality is a constructed reality. This aligns with social-constructionism, a 
theory which posits that people actively give meaning to the social world (Schwandt, 
2002; Gergen, McNamee & Barrett, 2001; Guba & Lincoln, 1989; Stake, 2004). There are 
multiple perspectives and social reality is constructed by these different perspectives. 
Research from this perspective does not focus on gaining objective knowledge. 
Instead, to understand social realities, we have to understand different experiences, 
meanings and thoughts. From a social-constructionist approach, meanings and 
lived experiences are also related to political dimensions: meaning making can be 
seen as a result of different perspectives, in which some are more dominant than 
others. Obtaining access to these experiences and thoughts requires hermeneutic 
or interpretative approaches. These approaches acknowledge the complexity and 
ambiguity of contexts, and regard people as actors that give meaning to situations 
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and events interactively (Schwandt, 2002; Abma, Leyerzapf & Landeweer, 2016). A 
responsive approach is one of these interpretative approaches.

Within a responsive methodology, the different meanings of all those involved in a 
certain context are important and valued. This approach was introduced by Stake 
(1975), as a reaction to more traditional instrumental ways of evaluation. Stake started 
to evaluate practices using criteria determined by those involved, instead of by 
pre-defined evaluation criteria that were developed from a managerial or researcher 
perspective. The evaluator or researcher is a “social anthropologist” who engages 
him- or herself in the practice and familiarizes him- or herself with people’s daily 
activities and social relations. This provides the opportunity for the researcher to 
build a relationship and become personally engaged with those involved, through 
prolonged collaboration. This helps illuminate the perspectives of others (Stake in 
Abma, Nierse & Widdershoven, 2009).

Guba and Lincoln (1989) have built further on this notion of a multi-perspective 
approach by not only evaluating the multiple stakeholder perspectives, but also 
actively involving those stakeholders in the process of evaluation (Greene & Abma, 
2001). From this point of view, evaluation should be more than just an instrumental 
and technical practice, as this undermines moral responsibilities and processes of 
meaning making and identity formation. Furthermore, evaluation is not simply a way 
to describe the different meanings in a certain context, it is also a particular form of 
learning (Schwandt, 2002). It aims to contribute to self- and mutual understanding 
of all the people involved, via interactional learning in the evaluation practices. The 
evaluator does not stand outside or above this process, but is instead a facilitator 
and social commentator embedded in the practice. The evaluator not only tries to 
illuminate all the different perspectives, he or she also tries to foster “negotiation” 
between the stakeholders, in order to reach a consensus or shared understanding of 
a phenomenon (Abma, Nierse & Widdershoven, 2009).

Multiple perspectives, the strive to actively involve all stakeholders, and mutual 
learning processes are important aspects of the responsive approach. Abma has 
adjusted this approach to health care programs and health care research, contexts 
wherein hierarchic relations between patients and professionals as well as moral 
and existential issues are very prominent (Abma & Noordegraaf, 2003; Abma & 
Widdershoven, 2014). Abma also adds new elements to this context, including a 
narrative approach, because in narratives the meanings of people can be expressed 
and can go beyond just factual accounts. Narratives carry multiple meanings and 
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moral values and can help to bring these (sometimes conflicting) values to the surface. 
Therefore, different narratives are useful vehicles for interpretation and dialogue 
(Abma, 1999; Abma, 2003; Abma & Widdershoven, 2005). Additionally, the responsive 
approach relates to care ethics and dialogue (inspired by Gadamer, 1960) to guide the 
relational processes of learning and interaction among those involved in the research 
process, and to envision and facilitate mutual learning processes and understanding 
by this dialogue (Abma, 2001; Abma & Widdershoven, 2014; Visse & Abma, 2018).

Abma also adds a social-critical perspective (Abma, 2005; Abma, Leyerzapf & 
Landeweer, 2016). This means that in the evaluation of health care practices, as 
mentioned above a context with strong hierarchical relations, the notion of including 
marginalized voices is an important goal to foster a fair and balanced dialogue. This 
approach, therefore, tries to include the voices of people that are hardly heard; it aims 
to contribute to democratization by furthering the creation of open spaces, in which 
all people that are involved can come together, including those with marginalized 
voices, and aims for a deliberative dialogue within these open spaces to promote social 
justice and fairness (Baur et al., 2010; Abma et al., 2017). As such, responsive evaluation 
has a moral horizon: it strives for the transformation of practices in order to create 
social change. The concept of open spaces articulates the central focus of Abma’s 
responsive evaluation and is an important orientation in this thesis.

As previously mentioned, we want to explore the meaning and the way patient 
participation evolves in ways that value polyvocality and the nuances of context. 
Therefore, the participation of those involved in the diverse practices is an important 
notion within our own research approach. This means that this thesis is about 
patient participation, and that we also want to explore this in a participatory way. 
That makes this thesis multi-layered and provides an opportunity to explore our 
questions on different levels: we can learn from the different case studies about the 
different meanings and perspectives on participation and understand the way in 
which, through these practices, a process of participation can evolve. Additionally, 
we can learn how to foster the process of participation. In so doing, we not only study 
participation, but we also “do” participation. This is guided by a normative stance: we 
want to “do participation” from a moral horizon of social justice, or even more specific: 
social inclusion, which contributes to good care and good life. We try to be reflexive 
with regard to unintended and unconscious forces of power, which are intrinsically 
connected to our own moral perspective. At the same time, we reflect on how we can 
use these forces of power positively.
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This challenges us to leave the position of learning from a relatively outsiders position 
(learning as a researcher from health care and research practices), and instead enter 
the ambiguous everyday practice of people who do participation themselves. At 
the same time, this offers us the chance to critically reflect on, and learn from our 
own attempts to strive for participation and inclusion, from a responsive evaluation 
approach. Reflecting on our own practices introduces insights from an insider 
perspective, exploring what happens when we try to strive for patient participation 
ourselves through responsive evaluation. What happens when we try to create 
dialogue, and try to further an open space where different perspectives can be 
brought together in order to come to mutual understanding? How can the experiential 
knowledge of patients and the expert knowledge of professionals be brought together 
in this open space and how can a process of mutual learning be fostered by responsive 
evaluation? Additionally, what do we experience ourselves through such an attempt? 
This all implies that we ourselves as researchers become entangled in participation. 
Our own experiences become important ‘data’ in this research process; they interfere 
and resonate with what we learn from our case studies within the divers health care 
practices.

This situated and value-based epistemology offers opportunities to critically reflect 
on what it means to work on and for participation. It challenges us to leave what 
Kunneman (2012) in line with Schön (1983) metaphorically calls the ‘higher moral 
ground’ on which to judge others. Instead we work from within the messy and muddy 
practice of participation (Cook, 2009) and we enter what Wierdsma (2014) aptly calls the 
“avoided places”2, to open ourselves to the complexity of participation. This attitude of 
openness includes opening ourselves to the perspectives and voices that may not fit 
into our own framework and value commitment. This is also hard work, like we will 
illuminate, because it generates a complex of emotions and feelings, that we cannot 
and do not want to control. Working through these experiences and reflecting on them 
is therefore an essential part of the work in all our research projects.

The main research question is based on notions of the ways in which the responsive 
evaluation approach relates to patient participation, as well as our aim to learn about 
the complexity of patient participation, how patient participation evolves, and how 
open spaces for patient participation can emerge in health care institutions:

2 Wierdsma (2014) has introduced the Dutch concept “de plekken der moeite”. This concept is 
not easy to translate, because it contains different meanings: Wierdsma refers to places that 
are difficult and complicated, being there takes effort. Therefore, these places are rather 
avoided. In this thesis we have chosen to use “avoided places” as translation of the concept 
“ de plekken der moeite”.
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How to further the emergence of open spaces in health care institutions with 
participatory approaches and what is the importance of such open spaces for 
patient participation and inclusion?

To find answers to this central research question we use two guiding sub questions:

What does patient participation mean to those involved in everyday health care 
and research practices and how do the different meanings and perspectives of 
participation interact?

What do our findings imply for the further development of responsive evaluation 
and other participatory research approaches?

From the description of the landscape of patient participation, our own position in this 
landscape and the notions of a responsive evaluation approach, the concretization of 
the main concepts in this guiding question can be derived. To further the emergence 
refers to the fact that we “do participation”; we actively want to contribute to the 
emergent creation of an open space within the everyday context of health care 
and research practices (health care institutions). A space in which the experiential 
knowledge and voice of patients are relatively new, in contrast to the established 
expert knowledge of professionals. This open space does not occur naturally, as comes 
to the fore in the many questions that arise in the everyday practice in health care and 
research contexts about “how to put patient participation into practice”. It takes effort 
and facilitation to bring the perspectives, experiences and knowledge of all involved 
together and create a communicative space for dialogue and mutual understanding, 
like we aim for in responsive evaluation. Furthermore, the meaning and value of 
patient participation is part of our exploration, we see it as an ambiguous concept 
with multiple (perhaps conflicting) meanings for those involved. It is a co-creation 
process, in which different meanings and perspectives of participation interact and 
all involved relate to each other, including we ourselves as researchers. It is about 
collaboration. In addition, hierarchical power relations are at stake and can influence 
which experiences and knowledge can be part of the open space within health care 
institutions. This also implies boundaries. Finally, the research question makes our 
moral horizon explicit: we want to know how to further inclusion of patients in order 
to contribute to good care and a good life.
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In the following section we elaborate on the practical implications of this theoretical 
and epistemological notions of the responsive evaluation approach, by describing our 
research methodology.

Research methodology

Case studies with a responsive evaluation approach
In order to find answers to our research questions we studied patient participation in 
diverse health care and research practices. The diverse contexts can be seen as case 
studies of that specific natural setting, in which the meanings and perspectives (of 
participation) of all involved was the focus, as well as how the different meanings (of 
participation) interacted and how participation among all involved emerged. In each 
of the case studies we used a responsive research design. The responsive methodology 
itself aims for participation: it tries to contribute to the emergence of an open space 
in which the knowledge and perspectives of all involved can be expressed and can 
interact, and aims to include the perspectives of those voices that are not heard 
easily. In the context of health care, this is often patients’ voices. From a responsive 
methodology perspective, the assumption is that through dialogue it is possible to 
contribute to the emergence of an open space; a space in which various perspectives 
and forms of knowledge can be explored openly, can be brought together and can 
be integrated: the experiential knowledge of patients and clients as well as practical 
and scientific knowledge of health care professionals. In this open space dialogue 
can enhance the personal and mutual understanding of all involved and bring new 
insights (fusion of horizons). We therefore have a moral horizon with our research 
approach: doing justice to the inclusion of all stakeholders and trying to further the 
emergence of an open space that also includes knowledge that is often not expressed 
or heard, the so-called silenced knowledge.

Knowledge production through responsive evaluation is context bound, aims to 
contribute to empirical, practical issues and problems, and values the contribution 
of different kinds of knowledge. This relates to what Gibbons et al. (1995) describe as 
modus 2 knowledge. This implies that responsive evaluation derives from the idea that, 
in order to contribute to knowledge production, the research questions (and related 
quality criteria) are not decided only by the scientific community, and that efforts to 
represent an objective reality are not the main goal (as it is in modus 1 knowledge). 
It acknowledges the fact that within these contexts, scientific knowledge is just one 
form of knowledge and that, within practices, different kinds of knowledge interact.
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Building further on these notions of Gibbons et al. (1995), Kunneman adds another 
element to modus 1 and modus 2 knowledge (2009, 2010). Knowledge and knowledge 
development are also related to interests and values of all stakeholders, within 
a certain context. These values and interests should be made explicit in order to 
contribute to the understanding of the definition of problems and solutions. Thus, this 
concerns moral and existential learning processes. Kunneman refers to this as modus 
3 knowledge; existential and moral learning processes are related to technical and 
organizational questions in a certain context. It is about existential and moral insights 
in the context of knowledge-intensive organizations (2007, 2010). Modus 3 knowledge 
is not simply about objective, scientific knowledge and technical and professional 
expertise, but also about moral learning. It is about values and the normative stance 
of the stakeholders involved. Responsive evaluation also has elements of this modus 
3 knowledge, because the values of different stakeholders are important and because 
responsive evaluation has a normative stance and wants to contribute to the social 
inclusion of all involved.

In the different case studies within this thesis, the underlying values of a responsive 
approach are present. Depending on the purpose of the study, these elements are 
made more or less explicit. We have chosen our data generation and sense-making 
methods in line with the underlying values of the responsive approach and related to 
the purpose of the different case studies. We have chosen these methods to maximize 
participation and to stimulate personal and mutual learning, in order to understand 
the different perspectives of those involved. We therefore used qualitative methods 
like semi-structured interviews, focus groups, participant observations and creative 
methods. In line with this, we used quality criteria and procedures that suit qualitative 
research, like credibility, reliability and transferability (Mays & Pope, 2000; Barbour, 
2001; Frambach, 2013), and more specific the responsive tradition, like authenticity and 
fairness (Guba & Lincoln, 1989; Abma, 1996, 2006; Abma et al, 2019) in order to ensure 
the rigour and quality of our research.

Auto-ethnography
As described in the above part, we do not have a distant and neutral position in the 
context of our research. We “do participation” ourselves, because participation of all 
involved in a certain practice is at the core of the responsive approach. This means 
that responsive evaluation gains meaning through everyday practice. We ourselves 
can understand, because we are situated and embedded within and entangled in 
relationships with people in our everyday research practice, as well as with the wider 
social world around us. In line with the interpretative and phenomenological strand 
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of this research, we are embodied and enworlded human beings (Råheim et al, 2016). 
This implies that as researchers, we should be transparent about our own position 
and constantly reflect on it. Our position and frame influences the meaning-making 
process itself. The researcher has his or her own perspective on social reality, that 
relates to his or her own position, personal history and context. It influences the way 
social reality is experienced and the way meaning is given to that reality. It is not 
possible to “undo” this and or have a neutral stance. Therefore, it is important to make 
this position explicit in the research and reflect on it (Alvesson & Skjöldberg, 2000).

This also implies that we can learn from our own experiences in everyday practice 
about what it means to “do participation”. At the beginning of this study, the reflection 
process started with individual reflections, which gradually developed into more 
structured dialogical reflection between the researchers and supervisors involved. 
This is called an auto-ethnography, which is writing about personal experiences 
and their relation to the specific socio-cultural research context (Ellis and Bochner, 
2003; Snoeren, Niessen and Abma, 2012; Bos, 2016). It offers the opportunity to derive 
meaning from personal experiences and identities in order to theorize about certain 
contexts, in this case the context of “doing participation”. These personal reflections 
are therefore important and contribute to the learning process of “doing participation”, 
especially when these reflections are shared, brought into dialogue and become 
related to the specific socio-cultural context (the context in which the responsive 
evaluation evolved). After all, in responsive evaluation the researcher is part of a 
mutual learning process during research. Mutual learning, through dialogue, by 
working together with all those involved and learn from the different perspectives 
and experiences of people, also affects the researcher. This can bring new insights. 
Reflections also contribute to the understanding of “doing participation”. This learning 
and reflection process also relates to modus 3 knowledge. This knowledge is not only 
about facts and objectivity, but also about underlying values and interests. It is about 
existential and moral learning processes; different values can be brought in and lead 
to normative learning within professional contexts. This implies that we make explicit 
what normally remains under the surface when we only focus on modus 1 and modus 
2 knowledge.

During the various studies and over the years the main researcher, Susan Woelders, 
kept a logbook in which she wrote down her lived experiences, a process commonly 
practiced within qualitative research (Råheim et al, 2016). This proved to be a fruitful 
way to work through and ‘digest’ complicated feelings and emotions that came up, 
when confronted with tensed and difficult situations during the research process. 
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Writing can be therapeutic and helps to analyze situations. Writing slows down 
and this was exactly what was needed in some situations (Ulmer, 2017). Problematic 
situations could not be easily resolved because they concerned moral and existential 
questions. The accompanying emotions and feelings could not be ‘’glossed over’’ in a 
superficial way. Therefore, the logbook helped to slow down and reflect on these issues, 
and to have a dialogue with other people, including the supervisors, to understand 
them. For this thesis we have selected the most pressing issues, which have not been 
integrated into the usual publications, but are revealing about what it means to “do 
participation”. So, from these auto-ethnographical accounts, we derive important 
understandings about participation and about the complexities encountered by 
researchers, that are trying to further participation in the light of inclusion in a 
participative manner.

The auto-ethnographical reflections brought several themes concerning “doing 
participation” to the fore, including the different (and sometimes conflicting) 
meanings and values of participation, the moral and existential complexities that 
can come along with it, and how power interferes with the emergence of open spaces 
for patient participation. In the general discussion we reflect on these themes and 
relate them to relevant theories, such as the work of Habermas, Fricker, Foucault and 
Kunneman, which help us to answer our research questions. This “thinking with 
theory”, as introduced by Jackson & Mazzei (2013), can be seen as a dialogue between 
theory and empirical findings in everyday practice; the connection and interference 
between theory and practice can transform and change both elements, as they are 
connected in a horizontal way.

Outline of the thesis

In this thesis we want to contribute to the understanding of the complexity of 
patient participation within health care institutions. In addition, we ourselves want 
to contribute to the value of patient participation. We do this by our participatory 
research approach of responsive evaluation. We aim for the emergence of an open 
space, in which the knowledge and perspectives of all involved can be expressed, 
interact and can foster mutual learning processes through dialogue. Therefore, we not 
only study the different meanings and values of patient participation within health 
care practices from an outsider’s position, we also explore what “doing participation” 
means when we want to contribute to the inclusion of diverse forms of knowledge 
and perspectives within the open space, particularly the experiential knowledge and 
perspectives of patients that are often not heard. As described in our methodology, two 
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elements contribute to our exploration: the case-studies and the auto-ethnographical 
reflections. These two elements are also connected and intertwined.

The thesis consists of three parts. Part A describes case studies that relate to patient 
participation, in the context of patient involvement in policy making processes within 
health care organizations. Part B describes a case study of a responsive evaluation 
study in which the perspectives and experiences of patients (people with aphasia) on 
participation are explored in the context of rehabilitation health care and support. 
Part C describes a case study related to patient participation in the context of research. 
This case study concerns our own experiences with inclusive research and working 
together with people with intellectual disabilities.

Part A, B and C consist of one or more case studies that have been published as journal 
article or book chapter. Also, they include auto-ethnographical reflections. These 
reflections concern our own experiences and the complexities we have encountered 
within the specific context that is described in the related case study or studies. They 
detail the critical moments during the research process; moments where we entered 
the “avoided places” (Wierdsma, 2014), where slow questions and challenges came to 
the surface and in which the meaning of “doing participation” was put to the test. The 
chapters and reflections in this thesis are not presented in chronological order of when 
we conducted the studies or published our articles. The order is instead guided by what 
we discovered about the relational complexity of patient participation along the way, 
and about the increasing awareness of our own entanglement and involvement in 
this complexity. The auto-ethnographical reflections, in combination with the case 
studies, offer a fertile ground to learn about patient participation and help us to find 
answers to our research questions. We answer these research questions in the general 
discussion.
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Abstract

The collective involvement of patients and clients in health care organizations is 
valued in our Western society. In practice, giving form to this involvement seems 
to be a complex process. In this paper we present our learning experiences with a 
process of enhancing the involvement of older people in a residential care home in 
the Netherlands, by using a participatory action research approach, called PARTNER. 
This approach is inspired by responsive evaluation and developed for the context of 
long-term care. We use concepts of Habermas’ theory to understand what happens 
when trying to create communicative spaces through dialogue. Our learning history 
shows that the involvement of residents is not an easy task, because power issues 
are at stake. System values seem to dominate the lifeworld and expert knowledge 
seems to be more valued than expressed emotions and narratives of residents. 
Researchers who use participatory action research must be aware of these issues of 
power, often hidden in language and discourse. Dialogue can be a vehicle to enhance 
mutual understanding, when attention is paid to underlying values, assumptions and 
meanings of all people. Then, the gap between system and lifeworld can be bridged 
and communicative spaces can be opened up.
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The collective involvement of residents in elderly care

Introduction

The collective involvement of patients and clients in decision-making and policy is 
considered of value in health care organizations in our Western society. Involvement 
can be seen as a democratic or ethical requirement, related to notions of empowerment 
and the right to be involved in decisions concerning one’s care and treatment as well as 
health care policy (Beresford & Branfield, 2006; Cornwall & Shankland, 2008; Crawford 
et al., 2002). Also, involvement can contribute to an improvement in quality of care 
(Barnes, 2005; Bate & Robert, 2006; Crawford et al., 2002; Schipper, 2011). In several 
countries like Australia, Belgium, Ireland and the Netherlands, legal frameworks 
support the involvement of clients in the decision-making processes and policy 
making within health care organizations (Baur, 2012; O’Dwyer & Timonen, 2010; 
Petriwskyj, Gibson & Webby, 2014; Van Malderen, De Vriendt, Mets & Gorus 2016). In 
the Netherlands, for example, health care organizations have the legal obligation (Wet 
Medezeggenschap Cliënten Zorgsector) to establish a client council, based on the idea 
that the daily experiences should reach the board of the health care institution and 
that decisions of the board should match this input from clients (Van der Voet, 2005).

Despite the assigned value of involvement and the support of legal arrangements, 
collective involvement is in practice a complicated and complex process (Abbott, 
Fisk & Forward, 2000; Baur, 2012; Petriwskyj, Gibson & Webby, 2015; Van der Meide, 
Olthuis & Leget, 2015, Van Malderen et al., 2016; Woelders, Abma, Visser & Schipper, 
2015). Health care organisations often choose a managerial or a consumer approach to 
give shape to involvement, but this has its shortcomings (Abma & Baur, 2014a). These 
approaches leave little room for the voices of clients themselves and approach them 
as independent, autonomous persons. In practice, clients need help to articulate their 
voices (Baur, 2012; O’Dwyer and Timonen, 2010; Petriwskyi et al., 2014). Besides this 
issue, formal ways of involving clients in client councils are based on institutional 
democratic representation and council members are often led by the more active 
and vital clients or family members, and may not adequately represent the values 
and interests of all clients, including those who are not assertive and in vulnerable 
situations. Moreover, client councils are frequently reactive and responding to 
strategic policy issues, and do not have enough room to actively set the agenda. As a 
result, members often feel they do not have enough influence. Underlying asymmetric 
relationships and power issues in relation to professionals and management are often 
at play (Baur, 2012; O’Dwyer & Timonen, 2010; Petriwskyj et al., 2014). This makes a 
health care organisation a complex context to work towards including voices of clients 
and patients.
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Background

The shortcomings of organizing formal ways of involvement via client councils were 
also experienced by management of health care organizations, leading to the wish 
for alternative forms of involvement. In this context we started a research project in 
a residential care home in the South of the Netherlands. First, we wanted to explore 
the involvement of clients in the formal resident council, from the perspectives of all 
people (management, care professionals and residents) (Baur, Abma & Widdershoven, 
2010). This study showed that the client council felt that they had hardly any 
influence on policy processes and managers felt that client councils were more of a 
hindrance than an equal sparring partner. These frustrations revealed a context of 
asymmetric relationships and differing outlooks among parties. While managers were 
oriented towards information exchange, council members expected more horizontal 
deliberation. An additional tension was that managers focused on long-term strategic 
issues for future clients (mergers, outsourcings, etc), whereas client council members 
concentrated on the daily life issues of current residents (activities, meals, gardens). 
In short, seen through a lens of the theory of Habermas, the system-world dominated 
the life-world in the context of this formal client council (Baur & Abma, 2011).

These experienced shortcomings of formal involvement via client councils in the 
practice of the residential care home set in motion the search for alternatives. We 
explicitly wanted to engage with all those involved (residents and professionals) to 
take into account their perspectives and involve them in the research process instead 
of doing research on them (ICPHR, 2013; Kemmis, 2008; Reason and Bradbury, 2008). 
Therefore we started a Participatory Action Research (PAR) in another residential care 
home, with and for older people living in the residential care home in order to learn 
how to involve them in a more direct, participatory manner and to strive for change 
in daily practice (Abma & Baur, 2014b; Baur 2012). Our PAR approach has been inspired 
by the tradition of responsive evaluation (Abma, Leyerzapf & Landeweer, 2016; Abma, 
Nierse & Widdershoven, 2009; Guba & Lincoln, 1989; Maurer & Githens, 2009; Stake, 
2004). The aim of responsive evaluation is to create mutual understanding between 
people through dialogue. It is based on the idea that in dialogue the perspectives 
of people can merge and lead to new insights and understandings (Gadamer, 1960; 
Widdershoven & Abma, 2007). This is strongly linked to Habermas’ concept of 
communicative action and the creation of communicative spaces as important notion 
in action research (Abma et al., 2016; Habermas, 1987; Wicks & Reason, 2009). In our 
PAR approach we therefore are committed to the value of participation of all those 
concerned around an issue or situation and striving for social change in which all 
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human beings can flourish (ICPHR, 2013; Kemmis, 2008; Reason & Bradbury, 2008). We 
do this by action (dialogue) as a way to learn and generate new knowledge.

The aim of our initial PAR in a residential care home in the South of the Netherlands 
was to search for alternatives to formal ways of involvement like the client council 
(Baur, 2012; Baur & Abma, 2014a). As mentioned before, the involvement of all people 
was an important goal but we explicitly wanted to start in the lifeworld of residents 
themselves as an alternative for the more system-world led client council. This 
commitment was also given in by concerns over the marginalized position of older 
people in our society more in general and notions that residents need help to articulate 
their voices (Abma, 2018; Barnes, 2005). Besides that, health care organisations are 
often hierarchically organized, in which the expert-knowledge of professionals is 
often highly valued and dominates the lay-knowledge of clients and patients (Abma, 
2018; Barnes, 2012).

In our PAR we started to work with a group of residents who talked about their 
experiences and concerns with living in the residential care home and about their 
wishes for practice improvements and change. This group was led by a facilitator 
(the researcher). The group chose one concrete theme to work on (in this case the 
meals that were provided). They thought about practical improvements around their 
issues and concerns (step 1). As a following step, the stories of the residents and their 
suggestions for improvement were brought into a separate deliberation in a group of 
professionals, who were involved with the chosen theme (in this case the meals, so 
care workers, volunteers and restaurant staff were involved). The professionals could 
formulate their perspectives regarding these issues themselves, in their own group 
(step 2). Then residents and professionals came together and talked about their issues 
and solutions, in order to come to practical solutions together through dialogue (step 
3 and 4) (Abma & Baur, 2014b). Finally, residents and professionals came to agreement 
about collaborative action to come to these practical improvements (step 5). To stress 
the importance of partnership relations of all involved, this specific form of PAR is 
called the PARTNER approach by us (Abma & Baur,2014b; Baur, Abma, Boelsma & 
Woelders, 2013).

The experiences with this PAR approach in the residential care home stimulated us 
to experiment with the PARTNER approach in seven other nursing and residential 
homes and three other health care organizations (an organization for people with 
physical disabilities, a rehabilitation centre and an organization for mental care) 
between 2011 and 2016. The PARTNER approach can be seen as a concrete form of 
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PAR, inspired by responsive evaluation, for the context of long term care. We wanted 
to find out how our approach worked out in diverse contexts, with people from these 
organizations as facilitators of the participatory action learning process, without 
us as researchers being the motor of change ourselves. We did not want to fall into 
the trap of resident involvement being an ad hoc activity, based on project money 
and disappearing or resulting in business-as-usual when the researchers leave. In 
other words, we wanted to create a more sustainable start-off for change by assisting 
people in residential care institutions to become the motor of change themselves 
and to develop capacities to sustain changes that had been made. Our role changed 
from leading the action research projects to the role of supporting people with the 
PARTNER approach.

In this article we will focus on one of the residential care homes in which we 
introduced the PARTNER approach in order to enhance the involvement of residents. 
We chose one case to present an in-depth understanding of the dynamics of the 
participation process (Abma & Stake, 2014). Inspired by responsive evaluation, we 
wanted to include the perspectives of all people, especially of those whose voices are 
not easily heard (the residents). Furthermore, we wanted to create a communicative 
space, in which dialogue could lead towards mutual understanding and the possibility 
that different perspectives could lead to new knowledge and insights in order to bring 
change (practical improvements). The aim of this article is to shed light on this process 
of involving residents in a health care organization by dialogue amongst all those 
involved. What can we learn about this learning process in relation to the praxis of 
action research? And what lessons can we derive from it about the participation of all 
those involved? We will use concepts of Habermas’ theory in order to understand what 
can happen during PAR initiatives and learn lessons about PAR and our own role as 
researchers in the context of health care organizations. By doing so, we shed light on 
the dynamics and the role of power, dialogue and striving for mutual understanding.

Our PAR approach in a residential care facility

In our PAR approach to study what happened in a residential care facility called 
River View, we followed an emergent design based on the issues of people involved. To 
gain an in-depth understanding of the context, the people and the process, we used 
participant observations during all meetings, informal talks and ten semi-structured 
interviews, focusing on motivations, expectations, relationships and communication, 
difficulties and tensions in the process and the practical changes achieved.
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As described in our introduction, people of the organization were the facilitators of 
the participatory action learning process. Besides studying the learning process, the 
researcher involved (first author) also supported the facilitators of the project. In 
addition to informing them about the content and the different steps and stages 
in the PARTNER approach, the researcher facilitated the facilitators and was a 
Socratic guide behind the scenes, in order to create mutual understanding and create 
opportunities for dialogue among people during the research process to enhance their 
understanding. Regular moments for reflections with facilitators and other people 
involved were part of the process. We are aware of the fact that our role differed from 
the traditional participatory action researcher who is directly working with all people 
involved in the process. We were a bit more distanced, and this outsider role enabled 
us to stimulate reflexivity among all involved.

During the whole research process, the researcher kept a log to describe the process 
and methodological notions in detail. The log was also used as a reflection tool about 
the process and the role of the researcher herself (first person reflection) and was the 
starting point for reflection in the research team consisting of four academic scholars 
(second person reflection). As already mentioned, our role differed from the role of a 
more traditional researcher who is working more in the concrete practice herself. This 
had also consequences for the reflection process. We tried to stimulate reflection with 
and between the participants in River View and reflected with the facilitators on a 
regular basis. But our own reflection process was more at distance and took place in 
our own research team (instead of reflection with all participants of the PAR where 
the researcher is one of all the participants).

Setting
River View was a residential care home for older people, situated in a lively 
neighbourhood of a city in the Netherlands. It provided care to 100 residents who all 
lived in their own apartments. Residents were not able to live independently anymore 
(due to somatic and/or cognitive impairments) and lived in River View permanently. 
They received support from the staff for personal and medical care, cleaning of the 
apartments and serving their meals. Care was available 24 hours a day. The average 
age of the residents was 81 years.

The management of River View was faced with problems of client involvement in 
policy making. Until recently, clients were involved in the policy making process 
by taking part in a client council. Due to a conflict between the members and 
management, the council was disbanded. Without a resident council, River View did 
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not meet the legal requirements, resulting in negative financial consequences for the 
organization. The manager, a woman in her fifties with a professional background in 
care, was searching for ways to invite residents to be involved in the resident council 
again, but the atmosphere among residents had become very negative because of the 
conflict. The former client council members felt they had no influence and some of 
them were frustrated because they felt they were not taken seriously. The manager 
was also dissatisfied with the way things worked out in the resident council. She felt 
it was more a committee of complaints and she experienced that the residents were 
very negative. She felt it was very difficult to mobilize them and to work out things 
together in a constructive way. These problems matched the findings in the literature 
(Baur, Abma & Widdershoven, 2010). At the same time, the manager felt an urge to solve 
the problem of lacking a client council because of the negative financial consequences. 
When she heard about our new project, the manager was very motivated to join our 
action research project to stimulate client involvement and collaboration between 
residents and professionals, hoping to stimulate the residents to join and become 
involved.

While the start of the project was partly instrumentally driven (the thread of financial 
cutback) and the decision to take part in the project was a top-down decision of the 
manager, in the start-up phase a group of ten residents wanted to join the project, 
despite the negative experiences of the past.

Getting started
At the start of the project, the facilitators were chosen by the manager. An 
important notion was that they would not have a hierarchical position in relation 
to the residents and that they were able to facilitate a group process. Therefore, the 
manager approached the spiritual counsellor of River View and asked him to become 
a facilitator. He, a man in his fifties, came up with the idea of working together with 
the student spiritual counsellor (also male, 25 years old), who was doing his traineeship 
at River View. From that moment on, they were the two facilitators. The spiritual 
counsellors themselves were motivated to work on this project because they shared 
the values of involvement and of residents having a say. At the same time, they also 
had their concerns. Because of conflicts in the past between the resident council and 
the manager, they had the feeling that there was a negative atmosphere about resident 
involvement in River View. “It’s a real hornet’s nest”, one of the facilitators mentioned 
at the start of the project. He felt under pressure to make the project a success. He 
also mentioned his concern about his professional position. As a spiritual counsellor, 
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he was used to having a neutral stance, and he wanted to keep it that way. He was 
afraid of being caught in the political context of conflict.

Despite these concerns, and because of their ideal of giving residents a voice, the 
facilitators started enthusiastically and thought about a plan. One of the first steps 
was to recruit residents for the group meetings. They did so by using attractive flyers 
(Wanted: Residents with a View!), by presenting the project in group meetings for all 
residents, and by approaching residents during informal, personal contact. The result 
of the recruitment was an enthusiastic group of ten residents. The group, two men 
and eight women, came together in several meetings to talk about their experiences 
of living in River View. They ranged in age between 67 and 95 years old. Some of them 
had physical problems: some of the residents used walking aids; some of them used a 
wheelchair. The residents also had to face hearing problems. One of the women was 
blind. Some of the residents also had mental health problems, like loss of memory. 
Despite their disabilities, all of them were able to join the conversation. With some 
help from the professionals or facilitators, they came to a room to meet each other 
while drinking a cup of coffee or tea.

Sharing concerns in a group of residents
During the group meetings, the residents expressed their concerns about the way 
they were informed about matters in the house. Examples of these matters ranged 
from activities for residents to management decisions about care processes and 
other decisions that affect residents. The residents felt they were not informed 
about changes that occurred and about the reasons behind these changes. This can 
be illustrated by taking a closer look at one of the meetings.

The group starts talking about the menu. They express that they prefer normal 
meals, not special ones. It’s better to have two options and enjoy a nice meal than 
to have lots of options that nobody fancies, is the opinion.
Then suddenly one of the women suggests: “We don’t have to talk about this. One 
of the residents told me that everything is going to change around the kitchen 
and the meals.”

The facilitator asks the group: “Does anybody know about this in detail?”
None of the residents knew about these developments. They talk about “the 
boss”, referring to the manager of River View. One of them says: “Again, this is 
something we are not informed about, we don’t know.”
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The residents stated that not being informed and not knowing what was going on 
led to unrest and rumours. They also mentioned that they saw many practitioners, 
and they did not always know who they were. The residents expressed that they 
wanted to know the names of the practitioners and they came up with the idea of the 
professionals wearing nametags. They experienced that when they asked the staff 
about matters that were not clear to them, the practitioners often responded that 
they were not informed either. The residents felt that they were not taken seriously. 
One of them articulated:

Staff should not play dumb when you ask them something. That leads to the 
feeling you cannot rely on them. You keep asking yourself: do they know or do 
they not know? If staff are well informed, they can inform the residents too.

The residents’ view on information was that it should not be one-directional. They 
not only wanted to receive information, but they also wanted to give information to 
the management. They wanted to be heard; they wanted their opinion to count. One 
of them said: “I live here.” Another resident expressed:

Sometimes I feel I have nothing to say here in the house, you then feel so small.

This feeling and position of inferiority also came to the fore when the residents talked 
about the management. As we observed, they used words like “the boss”; the manager 
was even called “the queen” and “Her Majesty”. They expressed their experience that 
the manager was at a distance and did not mingle with the residents. It is obvious 
that in this group they felt safe to express these feelings, despite the presence of the 
two spiritual counsellors as facilitators.

The residents did not only refer to information about organizational matters, they 
also wanted to be informed about the situation of other residents. They wanted to 
know about other residents, to experience more personal involvement with each other, 
more engagement and connection. They referred to the fact that they formed a social 
community and that they wanted to keep in touch with each other. Therefore, they 
wanted to know what happened in the life of community members. As one of the 
residents expressed:

We are not informed when one of the residents of the house has died. Sometimes 
we only hear about this after several weeks. But this is part of the community, it is 
part of life. When you know, you can show a little compassion.
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The residents clearly came up with a number of topics that concerned them. It became 
clear that they felt that they were not involved at all.

Residents thinking about solutions
During the following group meetings, the facilitators stimulated the residents to 
think about possible solutions to their experienced lack of information and not “being 
informed”. The facilitator used the term “communication”. Let’s have a look at the 
meeting. The facilitator said:

What can we do? What has to be done? It is important that you as a group make 
clear what you think about the way things work out. It’s important to show the 
professionals your experiential perspective. How can we improve communication?

One suggestion brought to the fore by the residents was including information at 
the end of the weekly programme that residents received in their mailboxes.

One of the residents continued: “The information board in the elevator is hung too 
high. Not everybody can look at it—for example, those who are in a wheelchair.” 
Another woman responded to this by suggesting that an information board 
could be placed in the general rooms of River View where everybody can see it. 
The conversation degenerated into chaos, because everybody was talking at once. 
Everybody wanted to have a say.

Then one of the facilitators remarked that the manager was planning to stop the 
newsletter for River View. Again, everybody started to talk at once. Apparently 
this was something affecting the residents. They all made clear that they didn’t 
agree with that, that’s not what they wanted. The facilitator continued by telling 
them that the manager concluded that the residents didn’t need a newsletter. The 
residents felt surprised. They were not asked for their opinion.

The facilitator intervened and asked the group: “Who wants to keep the 
newsletter?” All residents raised hands. “Maybe there’s not enough input for the 
newsletter, maybe they are short of writers?” the facilitator continued. One of the 
women responded, looking at one of the group members: “You can write, Hans. 
Your stories are very beautiful.”

The facilitator once again tried to go back to the subject of “being informed”. He 
asked: “What kind of information do you want in the newsletter?” He asked all 
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the residents in turn. Four of them noted personal information; others wanted 
information from management on the board about developments in the house. 
One of the residents concludes: “It doesn’t matter what we bring to the fore, they 
will not listen to us.”

Here we can see that the residents themselves came up with ideas for improvements. At 
the same time, the group was astonished to hear about the end of the newsletter. Once 
again, they felt disempowered. This also influenced the feelings of the facilitators. 
When they looked back on the meeting and reflected on the process together with the 
researcher, they expressed that they doubted the feasibility of the plan.

Sharing concerns with the manager
The group and the facilitator then decided to talk to the manager of River View about 
the experienced lack of information and about all the possible solutions they had 
considered. The manager was willing to have this conversation, but at the same time, 
she raised some doubts about this meeting. She did not want the meeting to be a 
matter of questioning and answering: she wanted to have a ‘real talk’ about the issues. 
She did not want a repetition of the past and the way she experienced the resident 
council meetings. Obviously, she also felt disempowered by former experiences.

The meeting was arranged and one morning, three residents of the group and the 
facilitator met the manager. They talked about their concerns and their feeling of 
lacking information. They also mentioned the solutions they had thought of. They 
talked about the newsletter and the rumour that this would disappear. The manager 
explained that the newsletter was only to be given a new format and that she wished 
for more input from the residents themselves.

After the meeting, the manager expressed her appreciation for the efforts of the group. 
She was also enthusiastic about the fact that the residents thanked her for arranging 
nametags for all the professionals, as they had requested at an earlier stage. The 
manager experienced something positive instead of only negative noises, as during 
former resident council meetings. She also noted that the residents were taking care 
of each other in the group and of other residents in the house. She was enthusiastic 
about the way the conversation had developed in a positive way: she experienced the 
meeting as a dialogue. She explained:
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I’m positive about the meeting. We, the residents and myself, worked together and 
joined together instead of my former experiences with the resident council. It was 
not just a question and answer game.

The manager agreed with the plan of the residents to purchase a notice board to 
share information. She asked the residents to develop the plan further. Together 
with the facilitator, in the next meeting the group talked about the content of the 
information on the notice board. Besides important messages from staff meetings and 
from management, the residents wanted personal information about all residents on 
it (new residents, birthdays, wedding anniversaries, residents who had passed away).

The response of the professionals: two worlds apart
The facilitator then brought the wishes and plans to the team leaders, because they 
played an important role in supplying information to the board. The facilitator 
passed on an e-mail to the team leaders on behalf of the residents. In this e-mail, 
he introduced a summary of the wishes expressed and suggested solutions of the 
residents and asked the team leaders to meet the group.

It appeared difficult for the facilitator to arrange a meeting with the team leaders 
because of their full agendas. They did not seem to prioritize this meeting with the 
residents. The result was that the team leaders gave a response on the issues and 
plans by e-mail. The conclusion was that the team leaders did not want personal 
information about the residents on the notice board. One of the reasons they gave 
for this was the decline in the mental and cognitive state of the residents. Also, the 
team leaders questioned the ethical appropriateness of the information on the board 
in relation to the privacy of residents.

The team leaders responded only to the solutions that were brought up by the 
residents. They were only informed about the outcomes and the solutions of the 
residents, it was not possible for them to know the reasons and values driving these 
wishes. It was not made clear that the residents wanted to be informed about what 
was going on in the house and that they wanted to have a voice. Residents also wished 
to have a connection with each other and have personal contact. The professionals 
responded from a system-world perspective. Their arguments were strategic: instead 
of seeing “being informed” from a relational point of view (connection), they came 
up with privacy issues. At the same time, they expressed doubts about the ability of 
the residents to understand and respond to the information and they concluded that 

Susan_Binnenwerk_Correctieronde1.indd   47 27/11/2019   10:13:19



48

C
ha

pt
er

 2

residents, therefore, should not have this information. This is remarkable, given that 
a group of residents suggested this themselves.

The facilitator felt uncomfortable and disappointed about the situation because the 
professionals did not support the plans of the residents. He brought this message 
to the meeting of the group. He told the group that the professionals did not want 
personal information being spread on the board. He also told them the supporting 
arguments: more and more residents face cognitive decline and it was assumed they 
did not bother about this kind of information.

One of the residents responded:

When we put no personal information like birthdays, anniversaries and people 
who have died on the board, you miss a lot. It’s part of the community, it is part of 
life.

Other residents agreed and expressed that things become so impersonal and 
distanced. One woman continued:

One of my acquaintances lives here. She’s sick and had to go to hospital. I visit her 
there. I want to know when somebody is ill and has to go to hospital.

The residents started to stress the important meaning behind sharing personal 
information for the feeling of community in the house. They became very explicit and 
clear about the underlying value of sharing personal information: it leads to feelings 
of knowing each other more, belonging to a community and staying in touch with 
each other. Also, some residents expressed feelings of disappointment. The way the 
professionals responded to their plans was a confirmation of their feeling that they 
did not have a say and that they were not taken seriously. At the same time, the 
residents did not dismiss the point of view of the professionals. They spontaneously 
started thinking about alternative ways to pass on personal information. But then 
again, the same objections to the plans could be raised by the professionals. The 
facilitator felt puzzled and did not know what to do. How to bring these two parties 
together? The process had reached an impasse. These feelings were shared with the 
researcher, during one of the reflection meetings after the group meeting with the 
residents.
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The manager’s view: an unfinished project
The researcher (first author) then arranged a meeting with the manager to talk about 
the process so far and to reflect with her on what had happened. The manager was 
not satisfied with the way it was working out. The enthusiasm she had felt at the 
beginning seemed to be slipping away. She noted that there was no real, open and 
substantive conversation with the residents. In her opinion, the process had not come 
to a conclusion; things had not been worked out yet. Although at the start of the 
project it seemed that she was motivated by instrumental reasons (forming a client 
council again to avoid negative financial consequences), she now seemed to value the 
dialogue and she searched for the values behind the practice improvements that were 
brought up by the residents. Together with the researcher, she concluded that there 
has been no meeting so far between the residents and the professionals involved. 
They needed to enter into a dialogue. The manager talked to the facilitators and once 
again they started to arrange a meeting. This time, with the help of the hierarchical 
power of the manager, they succeeded.

Two worlds coming together?
On a rainy afternoon, the residents, the facilitators and the professionals (the manager 
and the team leaders) came together in one of the meeting rooms in River View. When 
the meeting started, one of the residents spontaneously started to tell a personal story. 
He marked that there is a big change when you move to a residential home:

You have to leave your house and your familiar environment. You have to say 
goodbye to a certain part of your life. And then you come here and everything is 
new and you feel like a stranger. You don’t know anybody. That’s what we all have 
to face in the beginning.

He continued with a plea for a welcoming committee, a topic that also came up in one 
of the group meetings, and a way of getting to know other residents. Another woman 
responded to that:

That’s the way it should be, bringing the residents into contact with each other.

Another resident in the group explained that they wanted a notice board to stimulate 
contact and the involvement of residents with one another. By sharing personal 
information on the board, the residents believed this could be supported.
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After a while, one of the team leaders said:

What I hear is that the residents want to have more contact with each other, they 
want to be more connected with each other. We can realize this in another way 
than putting a notice board on the wall. We can arrange coffee mornings on one 
floor. This can stimulate an informal way of meeting each other and during these 
meetings personal news can be shared.

The residents reacted positively to this proposal. Then the manager mentioned that 
she was concerned about the representativeness of the group: “This group of residents 
has these ideas, but what about the other residents?” The group answered that they 
did not know exactly. They had to ask the other residents. One of the group members 
suggested:

We could make a questionnaire and ask the other residents.

The manager expressed concerns about that: “Are the other residents willing and able 
to fill in these questionnaires?” By talking about it and sharing ideas, the residents and 
the professionals came to a shared solution: the group would make a list of questions 
and they would go to the coffee mornings to meet other residents. By talking to them 
and having a conversation, they could bring up the questions and hear the opinions 
and ideas of the other residents. This was also a way of coming into contact with each 
other and stimulating contact between residents.

The group of residents and the professionals finished their meeting. New 
arrangements were made and new plans were born. Outside, the sun started to shine. 
Here we can see that, spontaneously, one of the residents started to tell a personal 
story that expressed the underlying values of the wish for personal information on 
the information board. Now, the professionals understood the reason. There was 
common ground to talk about the improvements suggested by the residents. One of 
the professionals tried to finish the former discussion about the information board 
and tried to open up the conversation, starting from the underlying value of seeking 
connection. The exchange of ideas and values led to new openings and possibilities. 
This could only happen when everybody listened to each other and opened up during 
the dialogue.
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Discussion

In this article we have described our learning experiences of what happened in 
residential care home River View when we tried to enhance the collective involvement 
of the residents by using a PAR initiative, the PARTNER approach. This approach is 
inspired by responsive evaluation and tries to involve all people in a certain setting 
in order to create a communicative space for dialogue and learning from each other’s 
perspectives. With the example of River View we wanted to shed light on the dynamics 
of this process, in order to learn lessons about using PAR in a residential care home. 
We used Habermas’ theory as a lens to look at what happened in order to understand 
the dynamics of the process of involving residents in the context of a health care 
organization. The PARTNER approach started off in the lifeworld of the residents 
of River View. The assumption was that dialogue could bridge the gap between the 
lifeworld of the residents and the system world of the organization by creating mutual 
understanding and by stimulating partnership between residents and professionals. 
Hence, we strived for the facilitation of this process by professionals of River View 
as facilitators, while we as researchers were more at distance and took on the role of 
facilitators of the facilitators.

From our findings we can learn that the gap between lifeworld and system was not 
bridged easily. Residents started talking about their experiences in the lifeworld. In 
a short while, with the help of the facilitators, the residents were able to express 
themselves and to explore their issues together. A communicative space for residents 
seemed to be created. The main issue that came up in the group of residents was the 
fact that they were not informed properly by the management and by professionals 
and felt that they were not being heard. As described in our findings, the residents 
also mentioned that they missed the connection amongst each other. Remarkably, 
when the residents started talking about solutions, they came up with ideas that fitted 
the system world of the organization such as a notice board, putting information in 
the weekly newsletter and nametags for the professionals. It seemed that residents 
had become part of the system world as well and thought about solutions that 
fitted the system. Also, the facilitators guided the group into thinking in terms of 
system solutions like ‘exchanging information’. The facilitators felt as if they were 
caught between the narratives and emotions of the residents and the system of the 
organization, and fell back on the discourse of the system. Also, the facilitators took 
the lead in the process, and unintentionally remained in control.
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Another pattern that we noticed was that the facilitators were not able to arrange a 
meeting between the residents and professionals because the professionals did not 
prioritize this meeting in their busy schedule. In order to get them on board the 
facilitators then typically used instrumental and strategic ways of communication, 
like e-mails. In the case presented, this led to a strategic response by the team 
leaders, again through an e-mail. Furthermore, the ideas of the residents were put 
aside easily with privacy arguments from a system approach. Lifeworld and system 
remained separated and it seemed that residents, facilitators and professionals used 
different ‘languages’ and held different assumptions. It was remarkable that the 
residents tried to speak the language of the professionals and tried to find solutions 
that fitted the system world. This language did not, however, provide the right words 
to express their experiences and problems. It appeared difficult to find common 
ground between residents and professionals and to understand each other. In fact, 
creating a communicative space in order to stimulate dialogue between residents and 
professionals seemed not possible.

Although the intentions of the manager at first seemed to be driven by meeting 
formal rules (arranging a client council in order to meet legal guidelines), during the 
process she became intrinsically motivated and was not satisfied with the outcomes. 
The manager was aware of the importance of a meeting with team leaders and used 
her power strategically to arrange this meeting between residents, team leaders, the 
facilitators and herself. In this last meeting, we saw the impasse was opened up. Then 
everybody could have a say and was listened to. Spontaneously, one of the residents 
started to talk about his personal experiences and told his story. Then the professionals 
understood him and that was the springboard for talking about underlying values 
and for dialogue. Then the horizons of the residents and the professionals broadened 
and new ideas and solutions were born in a communicative space (Gadamer, 1960; 
Widdershoven & Abma, 2007).

Former research showed that in formal client councils there was a gap between 
lifeworld and system world (Baur & Abma, 2011). In our attempt to search for 
alternatives, we were aware of the need to find ways to overcome this gap. Our 
assumption was that PAR and responsive evaluation have the ability to open up 
communicative space and bridge this gap. In our effort to do so, we have learned 
that bridging the gap between lifeworld and system still was not an easy task in the 
context of residential care home River View. We have seen that lifeworld and system 
are not separated in a dichotomy but are intertwined. All people involved (residents, 
manager, professionals, facilitators) meander between both realities. The system is 
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often dominant in this context and, in terms of Habermas, colonises the lifeworld. 
In this context, the expert knowledge of professionals is highly valued and there’s a 
tradition of evidence-based evaluation (Abma et al., 2016; Abma et al., 2019), with less 
value for the lived experiences and experiential knowledge of clients and patients 
(Abma, 2018). This is related to power (Wicks & Reason, 2009). Remarkably, this leads 
to feelings of disempowerment of all persons involved at certain times.

In our process we have focused explicitly on creating a communicative space for 
residents in order to support them in expressing themselves and the opportunity to let 
their voices be heard. This was important for us, because we strived for participation 
of all those involved in the context of the residential care home. Especially the 
involvement of the residents was important because often, older people’s voices are 
marginalized, especially in a context where expert knowledge is highly valued. We 
have shown that the residents were able collectively express what matters to them. In 
retrospect, we should have given more attention to the group of professionals (team 
leaders). They reacted from a system logic and experienced time constraints; they did 
nog give priority to a meeting with residents. Creating a communicative space and 
opening up dialogue around the issues of the residents, could have opened up more 
understanding and an exploration of underlying values and assumptions from the 
perspectives of themselves as professionals. From this, creating opportunities for 
dialogue between residents and professionals might have been more easy.

From our experiences we can derive that our PAR using the PARNTER approach 
in order to enhance the collective involvement of residents and bring change was a 
complex process. This case example (but also in other PAR projects with residents) is 
situated in an institutional context in which we had to deal with strategic behaviour 
and existing power structures between professionals and management on the one 
hand and older residents on the other hand. Furthermore, and intertwined with this, 
the rational logic of the system world was dominant and present everywhere. This 
rational logic was highly valued and overruled the narratives stemming from the 
lifeworld (Abma, 2006). In River View the residents expressed emotions about not being 
heard and the fact that they were not taken seriously. But emotions are not considered 
rational and do not fit the discourse of the system world, and therefore claims were not 
counted as valid, while emotions can be a driving force for involvement and dialogue 
(Nussbaum, 2003).

We can find these notions of power, discourse and language in the work of Kemmis 
(2008), who argues that trying to transform practices by PAR is always related and 
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confronted with ‘cultural-discursive, social and material-economic fields’ that lay 
besides the individual (p. 126). He also mentions a connection to language:

understandings and the languages and discourses in which they are expressed 
are themselves already galvanized by relations of work and power, and they are 
the vehicles of work and power relations (as also amply evidenced in the work of 
Foucault) (p. 127).

From our study we can learn that, although people want to strive for a situation in 
which all involved are valued and all voices are heard, power dynamics and hierarchy 
can play a role through language and discourse (Fricker, 2007). As we have shown, the 
stories and emotions of the residents (their experiential knowledge) were easily put 
aside, while the value of the expert knowledge of professionals was uncontested. We 
therefore recommend that researchers are aware of this power dynamics and reflect 
on these processes, often hidden in language and discourse.

Besides the connection to this critical approach of PAR, we also underline the notion of 
Maurer & Githens (2010) of the importance of dialogue in AR. From our experiences we 
also learn that striving for dialogue (coming to mutual understanding through sharing 
perspectives of all involved (Gadamer, 1960; Widdershoven & Abma, 2007) has not been 
easy and takes a lot of effort. At the same time, we consider this effort as valuable, 
because dialogue can bridge the gap between system and lifeworld. In dialogue, all 
those involved explore and share their own underlying values, assumptions and 
meanings, leading to an increase of mutual understanding (Abma, 2018; Abma et al., 
2016; Snoeren, 2011). Not just a dialogue on what needs to be done in order to realize a 
certain goal (strategic behaviour), but communicative action where participants are 
prepared to step back, reflect and ask “what are we doing”? (Kemmis, 2008, 127). In 
our case example, we saw an opening when this dialogue occurred. As researchers 
we see ourselves operating in the interference zone between lifeworld and system 
(Kemmis, 2008; Kunneman, 1996). Dialogue can be the vehicle in this niche, because in 
this communicative space people cannot stick to superficial validity claims, but have 
to reflect on more underlying moral values, assumptions and meanings. Here they 
can find a common language that contributes to understanding each other. Maurer 
& Githens state that PAR projects especially in organizations with strict hierarchical 
structures can contribute to more equitable relationships (2010, p. 289). We agree 
on that, but at the same time we see a paradox here. Dialogue can have a fruitful 
contribution, but takes time. And it is exactly time constraints that stood in the way 
of prioritizing such a process (Chenoweth & Killstoff, 2002; Jacobs, 2010; Mead, 2008).

Susan_Binnenwerk_Correctieronde1.indd   54 27/11/2019   10:13:19



55

The collective involvement of residents in elderly care

We conclude that striving for the collective involvement of clients in residential care 
organizations is a complex and delicate process. It is not taking place in a vacuum, 
but is embedded in a socio-cultural, political context, related to power asymmetries. 
Our experiences with the PAR approach, called PARTNER, in River View has made 
this more explicit. In order to stimulate collective involvement of residents in a health 
care organization, dialogue between residents and professionals must be arranged 
carefully. Dialogue is not just a method or tool on what needs to be done in order to 
realize a certain goal (strategic behaviour), but a praxis of communicative action in 
which reflection of participants is important (Kemmis, 2008, p. 127). In this dialogue, 
attention has to be paid to emotions and processes of power, sometimes hidden in the 
discourses and languages used. Such dialogue can generate practical moral wisdom, 
what Aristotle called phronesis; this is the kind of knowledge that is linked to what 
it means to be a good doctor or a good nurse. It is not knowledge about something 
(instrumental knowledge) but knowledge linked to personal moral development 
(Abma et al., 2016).

A facilitator can foster this dialogical process by playing the role of interpreter. In this 
PAR initiative, the PARTNER approach was facilitated by people of the organization. 
We have learned that this was not an easy task for them. They were also part of the 
political, socio-cultural context is the residential care home and had to operate in it. 
Here, our researcher’s role of supporter of the facilitators was valuable. We were like 
a Socratic guide, starting up a reflection with the facilitators. From our case example, 
we have learned that it was not only important to help the facilitators through the 
different steps and stages of this PAR, but also to reflect on the process itself and 
ask questions referring to underlying values and make hidden processes of power 
visible. This was also the case when the manager expressed her dissatisfaction about 
the fact that there was no meeting possible between the residents and team leaders. 
Reflecting on this, together with the researcher (first author), made her aware of the 
importance of this meeting and helped her to become aware of the importance of 
such a meeting in order to stimulate dialogue. At the same time, this role of Socratic 
guide was complex. I (first author) had to meander between proximity and distance, 
being involved and step back and reflect.

To stimulate collective involvement it is necessary to strive for common ground and 
a collective language has to be found to really understand each other. By taking this 
as a starting point, professionals can use a language that enables them to understand 
what residents are talking about. This is not the bureau-professional language of 
information exchange, privacy and disabilities, but an everyday language that is open 
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to and able to express important personal values like compassion, connection and 
being part of a community. These can pave the way to new solutions and a practice 
in which the voices of all those engaged in a practice are valued.
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Where do I stand? From the neutral observer towards 
becoming (more and more) involved myself

How it started
When I started working at the department of Medical Humanities of VUmc in 
Amsterdam in 2012, the responsive evaluation approach was new to me. But I saw 
a lot of similarities with what I learned during my master Culture, Organization 
and Management at the faculty of Social Sciences at VU University. I was educated 
to study organizations from an anthropological perspective, with focus on themes 
like identities, meaning making, power and different perspectives of all involved 
in the lifeworld of an organization. As an organizational anthropologist I was 
taught to approach an organizational context with a curious, wondering attitude 
using different (mostly) qualitative methods. From this point of view and with this 
baggage I started my first research project. With confidence, because I thought my 
theoretical baggage from my study would fit. I felt prepared.

I started from the idea that is was important to have a rather distant position as 
a researcher. As an anthropologist, I would participate, observe, talk to the people 
who are involved, interview them and reflect on the data that I would collect. 
Of course, I was aware of debates in social sciences about the position of the 
researcher in the field. Being neutral as a researcher is a mission impossible, you 
are part of the social world of the research context yourself. But I learned that 
it is important to have a certain distance and that it takes serious and thorough 
reflection of the researcher, because of this relatedness between researcher, 
researched and the research context. Altering between proximity and closeness is 
therefore very relevant.

Meeting Mr. Robinson – where do I stand?
At the start of my first research project I met Mr. Robinson. He was the chair of 
the central client council in The Horizon, one of the health care organizations 
that started to work with the PARTNER approach that was based on responsive 
evaluation, and he became involved in our project. Mr. Robinson had a career as a 
former clinician and professor, so he had a lot of experience with research himself. 
He had a reputation in the medical scientific field. After his retirement he had a 
cerebral vascular accident and went through a period of rehabilitation. He received 
care from the health care organization and, when he had recovered, had become 
involved in the client council.
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During the first meeting, Mr. Robinson expressed that he was very enthusiastic 
about the research project that was about to start and that he wanted to become 
involved himself. Not only as the chairman of the client council, but he also wanted 
to be involved in the scientific part of the research project. He would like to write 
scientific articles together with us and he talked about “starting a second career 
in the academia”. The expression of his wish to become involved provoked a lot of 
questions in me and started off my reflections.

Sharing his thoughts, his expectations and his wishes, Mr. Robinson confronted 
me with my own assumptions and prejudices. At that moment I thought: he wants 
to be involved, but how is that possible? In fact, wé are the researchers, how can 
he become involved in the research and scientific part? I also felt like a starter in 
the scientific world myself. What would he think about our research approach? So 
different from the biomedical, quantitative research tradition. And it puzzled me 
even more when after this meeting, one of the involved project members from an 
advocacy organization (LOC) mentioned: “How positive that Mr. Robinson wants 
to be involved himself! That’s real participation!”. This remark and her normative 
stance that this was “real participation” made me even more reflect on my own 
assumption. Related to her expressions I was even more ashamed of my thoughts 
and doubts about Mr. Robinson’s involvement in the scientific research himself…..

What does real participation mean? How can he become involved? What does that 
mean for our research project? And what about my own position: where am I as 
a researcher? And what will Mr. Robinson from his position as a professor think 
about our research? His research tradition is so different from ours…. Does he value 
it? And what if he doesn’t agree? If he has a lot of comments? What does that imply?

Meeting Mr. Robinson made me think about science and my own position in the 
scientific field. I was part of that field myself. But what was my stance? What about 
values? About involvement? About good science? How could I meet the scientific 
standards? How to be at distance, being neutral? I felt tension between classic 
scientific standards, represented by Mr. Robinson, and the strive for involvement 
of patients and clients in our qualitative, responsive research approach. I thought 
I could describe the perspectives of all involved and try to make space for all 
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perspectives, especially of clients and patients. They are often not heard. Doing so, 
I still could have some distance… But what about “real participation”? Does that 
mean that all involved are part of the research itself? And what is my position 
then? I also wanted to meet the standards of “good science”. I wanted to become a 
“good scientist”, wanted to relate to the scientific community and do “good work”.

At the same time, apart from all these thoughts and puzzling questions about 
approaches, (good) science, involvement, epistemic stances, I did not want to spent 
time and energy to our differences in research approach and paradigm, I wanted 
to relate to Mr. Robinson. I wanted to hear his story, his wishes and I wanted to be 
open for his perspective. I wanted to learn from his ideas and I wanted to take his 
concerns into account. Surprisingly, relating to him and his ideas deepened my own 
learning and reflection.

Unfortunately, two months after we met Mr. Robinson had a fall and had to go to 
hospital. Afterwards he moved to a nursing home. He was not able to participate in 
our project anymore and I haven’t seen him since.

Now, years later, while writing my thesis, it becomes clear to me that meeting 
him was the start of my reflections about questions that came up relating to 
involvement and participation. I learned about it by relating to him, although it 
felt uncomfortable, complicated and tensed in a way. As mentioned before, I also 
wanted to become a “good scientist”, wanted to relate to the scientific community 
and do “good work”. But what does that mean: “good work” and “a good scientist”? 
And what makes a “good researcher?”. What makes science valuable? And how can 
I combine this with the strive for involvement and our moral horizon of inclusion 
in our own research approach of responsive evaluation? I have to find out where I 
stand.
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Abstract

In this book chapter we outline our research in the social care field, taking a closer 
look at the daily practice of a client council of a healthcare organisation for people 
with intellectual disabilities. Although in theory this council is a meeting point of 
experiences in the lives of clients and the policy process of the organisation, daily 
practice is more stubborn. Inspired by former research concerning client councils in 
elderly care, we use Habermas’ theory of lifeworld and system world to take a closer 
look at the involvement of people with intellectual disabilities in the client councils.

Our research suggests that, although the organisation puts a lot of effort into their 
clients in the councils, there are limitations to the involvement of clients in the policy 
making process. The concept op lifeworld colonization helped us conceptualise why 
experiential knowledge and stories are not valued in the system world. The system 
world creates a realm of distance, valuing scientific knowledge and abstractions, which 
leads to an asymmetry of knowledge in organisations. We illustrate in our study what 
the role of communicative action could be and what the limitations are.

Also, another process is taking place in the interference zone between lifeworld and 
system world in organisations: ‘culturalisation’. Culturalisation refers to ‘niches’ in 
the system (the corridors, coffee rooms) where people meet in the realm of proximity, 
where local and ‘petite’ stories countering the hegemony are created and told. These 
counter stories are of utmost importance in helping to reveal system limitations and 
to develop a life-politics and collective action. We illustrate that this concept is helpful 
to generate new alternatives for involving people with disabilities and shine new light 
on ways to strive for the democratic rights of clients to have a voice in the care process.
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Introduction

Health care is increasingly approached as a market with experts and technologies 
that serve costumers (instead of patients). Medical and health care decisions are 
not only driven by the motives and values of the participants, but often by political 
and economic powers such as health authorities, insurance companies and the 
pharmaceutical industry. At the same time, involvement of patients and clients 
in their care process is considered of value in today’s Western societies because of 
democratic and normative arguments. The patient and disability movement seeks 
attention for democratic rights for patients to have a say about the care they receive 
and to be master of their own lives (Oliver, 1990; 1992). Also, clients can bring in 
specific experiential knowledge that can be additional to the expert knowledge of 
professionals and management (Caron-Flinterman, Broerse and Bunders, 2005). This 
experiential knowledge can contribute to improvements in quality of care (De Wit, 
2013; Schipper, 2011). These two developments lead to a situation where on the one 
hand health care is more and more approached as a market and at the other hand 
attention has to be paid to democratic rights and experiential knowledge of patients. 
In this modernization process the connection between the health care system and 
the life-world and experiences of patients has become problematic. Seen through the 
lens of Habermas’ theory this can be interpreted as an increase in strategic action and 
system supremacy via lifeworld colonization (Habermas, 1987).

In response to this alienation, recently more attention has been paid to the experiential 
knowledge of clients and their participation in decisions, either on an individual or 
collective level (Abma and Baur, 2014a, 2014b; Baur, 2012). Experiential knowledge 
provides insights into the way patients experience the impact of a chronic illness or 
disability on everyday life, what their struggles are and how they cope with and endure 
the influence of the health care system (De Wit, 2013; Schipper, 2011; Teunissen, 2013). 
Restoring the relationship between experiential knowledge and other kinds of medical 
or expert knowledge is pivotal for patients to regain trust and autonomy within the 
health care system (Tronto, 2008). The question is how the health care system can 
open up their practice and how they can listen to patients, changing practices and 
accepting new roles for patients as responsible and collaborative partners.

One of the ways to enable participation of clients in policy making processes in health 
care organizations is involvement in resident councils. Since 1996, in the Netherlands 
this participation is supported by law (Wet Medezeggenschap Cliënten Zorgsector) 
(Van der Voet, 2005). This legal arrangement is based on the idea that the client council 
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is a meeting place for the daily experiences of clients and the management plans 
and decisions in the organization. By following this legal framework, experiential 
knowledge of clients and the plans in the policy making process would be mixed, 
leading to the attunement of care to clients’ wishes and needs and to opportunities to 
have their voice heard. Unfortunately, every day practice is more stubborn (Baur, 2012; 
Petriwskyj, Gibson and Webby, 2015; Abbot, Fisk and Forward, 2000; Belderok, 2002; 
Van der Meide, Olthuis and Leget, 2015; Woelders and Abma, 2015). To understand this 
process again Habermas’ theory can be helpful to interpret what happens in resident 
councils in practice. Baur and Abma (2011) conclude that in a resident council the 
system world of the organization and the lifeworld of clients come together. But at 
the same time, the gap between lifeworld and system cannot be bridged easily, leading 
to feelings of frustration and disempowerment for both clients and management. 
Subsequently, the question arises whether communicative action described by 
Habermas (1987), could be helpful to bridge this gap.

In this chapter we will focus on the collective involvement of clients in the policy 
making process of a health care organization. The purpose of this chapter is to use 
the theory of Habermas to interpret what happens in these practices under study and 
to use his concepts to try to overcome some barriers in the process of giving voice to 
clients. Finally we will conclude about the implications of our mixing of empirical 
research material and the theoretical notions of Habermas.

Participation via a client council in De Regenboog

Let us begin by taking a look at what happens in a client council of a health care 
organization for people with intellectual disabilities (ID): de Regenboog. This 
organization offers care and support to 2.200 people with ID, as well as to their parents. 
This ranges from living facilities, daycare, providing working facilities and counseling 
and advice for parents with young children with ID who live at home. Involvement of 
clients is valued in the organisation because of normative and democratic arguments. 
At the same time, the organisation has to meet the legal demands of establishing a 
client council.

The organisation actively developed several tools to make involvement of their 
clients in the resident council possible. A starting point here is the formal structure 
of a meeting. Clients are supported in learning how to fulfil their role in the client 
council. Also, materials are designed to structure their involvement in the meeting, for 
example a guideline with pictograms to structure the agenda and a gavel to symbolise 
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the opening and closing of the meeting. Also, every council is supported by a coach (a 
health care professional). This professional assists the council with practical issues 
like making notes, communication with managers and also making issues and policy 
plans of the organisation accessible for clients in order to let them have a say about 
these issues.

In the client council all kind of issues can be discussed. Management can bring in 
plans and issues; for certain issues management is even obliged to inform or get advice 
from the client council (like safety plans, changes is food policy, year plans). One of 
these issues is the policy about courses and training for clients. The following example 
describes what happens when this issue is discussed in a meeting:

In one of the meetings of the client council the coach announces that she has 
received mail from one of the managers. She reads it out loud; the message is that 
De Regenboog will stop providing courses and training for clients.
Then she asks the council members: ‘Did you all know that there were courses 
available?’
The clients affirm that they know about that and come up with some examples, 
like the course for being a chairman or a course for taking care of animals.
Then the coach continues: ‘You can still go to courses, but then you have to do the 
course outside de Regenboog. So it is only about the courses that are supplied by 
De Regenboog, that will stop’
After a short silence she continues: ‘Do you think it is important that De 
Regenboog can supply courses or is it possible to do a course somewhere else?’
One of the council members responds. Courses can be done, but it is not 
compulsory. Another member says that courses outside the organisation are 
more expensive.
The coach continues: ‘Is it the task of De Regenboog to supply courses?’
The members answer that you cannot suddenly stop supplying courses.
The coach: ‘Do many people use these courses?’
Then the chairman answers that the organisation is already checking whether 
the courses can take place outside the organisation. It is not clear yet whether this 
is possible.
The coach: ‘What shall we answer to management? Do we have enough 
information to answer the question?’
One of the members: ‘I heard it has to do with financial cuts. I heard that at my 
work’
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The coach: ‘Do we have to answer the question or do we have to ask more 
questions?’
The chairman: ‘Maybe there are not enough participants for the courses’
The coach: ‘So, to make up our minds we do need more information. But you are 
disappointed to hear about it’
The council members affirm this by nodding their heads. The coach writes the 
answer down on her notes and then says: 
‘So we ask management why this decision is made and who took this decision. 
And you want to know whether many people do these courses’
The council members affirm that they agree.

Besides discussing issues that are brought in by management, like we saw in the 
example above, clients can also bring in issues themselves. They are representatives 
for all clients; this means that everybody can bring issues to the fore to be discussed 
with managers. We will now describe in a second example what happened in a meeting 
in one of the locations of de Regenboog, Vossenheuvel, where people with ID live 
together.

Three women and two men who live in Vossenheuvel meet each other in the 
room of one of the ladies. Together they move the table and the chairs to enable 
everybody to sit around the table. Then the coach, a professional employed by 
De Regenboog, comes in and joins the group. She is welcomed warmly and some 
of the clients start talking to her immediately. Then everybody sits down. On the 
table lies a folder with a guideline for a meeting. It has lots of pictograms in it. 
Every client council has a folder like this, provided by the department of client 
participation of De Regenboog. This folder gives structure for the chairman 
during the meeting.
Before the meeting starts coffee is served. Meanwhile the coach writes down some 
things in her notebook and one of the clients has a look at the delivered mail. The 
coach mentions that there are a lot of issues to discuss. Some clients are curious 
about the post and try to cast a glance on it.
The coach checks whether the guideline for the chairman and the gavel are 
present. The group confirms that all is there and then the actual meeting starts. 
The chairman, one of the clients, opens the meeting by slapping the table with the 
gavel and she states: ‘The meeting is open’
Then the coach asks the chairman: ‘What is the next thing to do?’
She looks in the guideline and answers: ‘The mail’. She continues by reading a 
letter from one of the managers. It’s about a request of the clients for a swimming 
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pool in the garden. The manager states in the letter that a pool is not an option 
because of safety. One of the clients responds: ‘All right, then we know about that’
The coach reminds the chairman that she has to ask the other clients whether 
they have any questions or remarks.
The chairman says: ‘Has anybody something to say?’
It remains silent and people are nodding their heads, meaning ‘no’. One of them 
says that he can understand that it is not possible to have a swimming pool in 
the garden. But that’s all that is said as a response. Then the coach reminds them 
that the client who came up with the idea of the swimming pool has to receive an 
answer. One of the clients says: ‘I will respond to her’ The coach makes a note of it.

Taking a closer look: analysis through the lens of 
Habermas’ theory

De Regenboog values the participation and involvement of their clients because of 
normative arguments of rights and justice (clients must be able to have a say and 
raise their voice). At the same time, the organisation has to meet legal demands in 
the practices of the client councils. Not meeting these demands means negative 
financial consequences because finance for care is linked to the establishment of 
a client council. Here strategic arguments play a role, this fits the system world. De 
Regenboog actively tries to meet these demands, where no effort is too much to make 
this work. The councils are supported in an active way by the coaches, time and 
money is spent on this and the formal framework of a meeting is made accessible to 
the clients by supporting aids. One could argue that all formal requirements for a 
client council are met.

At the same time, we can bring some thought-provoking questions to the fore. Does 
this approach leave enough room for the experiences of the clients themselves and 
the values central to their lives? Namely, in theory the client council should be a 
meeting point for daily experiences and organisational policy. As we can see in 
the first example, the issues in the client council can be quite abstract and hard to 
understand and reflect upon (in the example of the outsourcing of training). The coach 
has to put a lot of effort in making the issues understandable to the clients and to help 
them to make up their mind. At the same time the coach should not be too decisive. 
So, the client council has to discuss certain policy issues due to legal demands, but 
these issues can be very difficult to understand for the client council members.
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Although clients can bring in their own issues to be discussed in the client council, in 
the second example we can see that the formal procedure of the client council meeting 
leaves little space for the input from the life-world of the clients. When life-world 
issues come up in the meeting, in this case the wish for a swimming pool, they hardly 
get attention. Life-world issues are approached from a system world point of view. The 
wish for a swimming pool is taken into account from an economic and legal viewpoint: 
it is not possible because of safety reasons and because it’s too expensive. Clients 
accept this answer easily without further questioning or giving counter arguments. 
They remain silent. In fact, the reason why clients do want this swimming pool is not 
further explored. What is the value of the pool for the clients? Where does this wish 
come from? Maybe it derives from the wish to have some form of recreation together? 
Is it because it can provide a lot of pleasure or does it come from a feeling of injustice 
because the swimming pool in town is not accessible for the clients? At this point we 
cannot provide the answers, because this is not questioned in practice. Here we can 
see that values from the viewpoint of the organisation dominate the human values 
of the clients. No justice can be done to the real experiences of the clients with ID. 
The life-world is colonised by the system-world. Also, using supporting aids and the 
formal framework of a meeting can be interpreted as colonisation; system values and 
strategic communication permeate the lifeworld of people. Functions of people are 
emphasised (chairman, client council member) and not the person itself. Also, power 
is hierarchical. When the manager decides that a plan cannot be put into practice, 
this is accepted.

When we look at the examples through the lens of Habermas’ theory we can see a gap 
between system and lifeworld. We also see that the lifeworld of clients is colonised 
by the system. The system world creates a realm of distance, it values scientific, 
technocratic knowledge and abstractions, leading to an asymmetry of knowledge in 
organisations. Habermas (1987) argues that communicative action could be a solution 
to bridge the gap between life-world and system. Communicative action is embedded 
in the life-world of people. It derives from the idea that people can start up a dialogue 
about their norms and values within the life-world. By acting this way people can 
try to find consensus and mutual understanding as a basis to attune their actions. 
The quality of the deliberation between different participants about their validity 
claims is key in Habermas’ definition of reason and rationality. The ideal situation of 
argumentative speech is characterised by the absence of communication blockades 
and the mutual search for understanding and rational consensus. Crucial to this is 
the absence of hierarchical relationships and the use of language that facilitates all 
participants to understand the arguments and values that support validity claims. 
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Only when all participants have equal rights to express their thoughts and opinions, a 
genuine dialogue will be possible in which participants will be able to contest validity 
claims and to criticise them through deliberate argumentation.

According to Habermas (1987) the ideal of emancipation and a constraint-free 
communication (herrschaftsfreihe Kommunikation) cannot be achieved in practice. 
It is a normative horizon that provides participants with a clear orientation for action. 
Building further on this, striving for communicative action could become the starting 
point to enhance involvement and participation of clients in organisations, like in 
policy making processes. This notion inspired us to develop a new approach: the 
PARTNER approach.

New ways to stimulate communicative action: the 
PARTNER approach

From former research about involvement of clients in long-term care we have 
concluded that procedural and managerial approaches have their shortcomings (Abma 
and Baur, 2014a; Abma and Baur, 2014b; Baur and Abma, 2011; Woelders and Abma, 2015). 
Power issues between professionals and clients are at stake and, like we have shown 
in our examples, the system world colonises the lifeworld of clients easily, despite all 
good intentions of the organisation to stimulate involvement and participation of 
clients. Building further on the notions of Habermas (1987) that communicative action 
could be a solution to bridge the gap between lifeworld and system, action research 
in elderly care inspired us to develop new ways of involvement (Baur and Abma, 2011; 
Baur, 2012; Baur et al, 2013). This approach, called the PARTNER approach (acronym for 
Participation, Action, Trust, Negotiation, Empowerment and Responsiveness) starts 
off in the lifeworld of clients and is based on dialogue and partnership between a 
group of clients and a group of professionals. The attempt towards this dialogue 
is, among other notions from the field of care ethics, social psychology, responsive 
evaluation and politicology, based on the conditions required for communicative 
action, according to the theory of Habermas. From that point of view everybody who 
is involved (in this case clients and professionals) should have equal opportunity to 
bring in a story. Also all the participants of the dialogue should have the chance 
to bring to the fore their opinions and criticism. People should be honest and open 
minded and power differences should be minimalised. By acting this way, everybody 
can have a say and can have the opportunity to be heard.
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In the PARTNER approach these notions are put into practice and it starts off in 
a group of clients. In this group, clients talk about their experiences, about their 
concerns in their lives and about their wishes for practice improvements. This group 
is led by a facilitator, a professional from the organisation without any hierarchical 
relation to the clients. The meetings of the group provides them the opportunity to 
develop a collective voice and to empower them as a group to speak up for themselves. 
After several meetings the practice improvements, suggested by the clients, are 
discussed by a group of professionals. This group also talks about the issues and 
improvements that the clients suggest and as a group they also have the opportunity 
to come to perspectives about these improvements. Finally, clients and professionals 
come together to have a dialogue about the issues and to exchange their perspectives. 
They form a partnership to come to practical solutions for the lifeworld issues that are 
brought in by clients, based on the idea that dialogue between different perspectives 
can lead to new insights and resources for solutions.

Roughly, the PARTNER approach consists of the following phases:

1. A group of clients (the action group) comes together and in several meetings 
they talk about their lives and experiences with care. These are issues that 
are important to them and issues they want to improve in the health care 
organisation.

2. The group is supported by one or two facilitators and there is a lot of space for the 
experiences and the narratives of the clients. At the same time, the group searches 
for issues and experiences they have in common and about the underlying values 
of the issues. During the meetings the group tries to formulate concrete plans 
and ideas to come to practice improvements.

3. When the issues are clear and the plans for practice improvements are 
formulated, the facilitator then talks about these issues and plans with a group 
of professionals. It is important that the professionals get notice of the underlying 
values and experiences of the clients, in order to understand why the issues are 
important to them. In this way, they learn about the perspectives of the clients, 
for example by listening to a narrative of the clients, brought in by the facilitator.

4. Finally, the facilitator organises a meeting with clients and professionals. In 
this meeting the issues, plans and perspectives of all involved are shared and 
talked about in dialogue. Underlying values are important (why are these issues 
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important?) as well as creating mutual understanding. This meeting results in 
an action plan, supported by all stakeholders involved (clients, professionals, 
management).

5. In one of our studies we applied the PARTNER approach in eight health care 
organisations in the Netherlands. One of the organisations is The Horizon. 
Below we take a closer look at the process of using the PARTNER approach in 
order to stimulate the involvement of clients in policy making processes of the 
organisation.

The PARTNER approach in practice: new horizons?

The Horizon is a big health care organisation that provides care to elderly people 
and to people with disabilities. One of their departments is a day care centre, which 
provides meaningful day activities and care for people with physical disabilities and 
acquired brain injury. Professionals give support to clients to find out their interests 
and to help them develop their talents; the wishes and plans of the client are central 
in this process. The organisation values the mastery of the clients. The management 
of The Horizon is interested in joining the PARTNER project, because they value the 
involvement of clients and they want to find ways to stimulate their participation.

Getting started
The management of the organisation chooses two professionals for the role of 
facilitator for the PARNTER project, a job coach who is also supporter of the client 
council and a group coach. Also, the client council of The Horizon is informed about 
the PARTNER project. The council members agree that they want the project to be 
done in the day care centre for young adults, because they want the young people to 
get acquainted with this new approach: ‘They present the future,’ according to the 
chair of the client council.

The facilitators are motivated to start working with this new PARTNER approach, 
because they value the involvement of clients. But they also have some reservations. 
They have questions about the working hours they can spend on this project and 
also about the flexibility they have. What if the clients come up with plans that are 
not realistic or very expensive? At the same time they have doubts about bringing 
together a group of clients in this project. Do people want to be involved? Do they 
want to spend time on it? How can they come together, while having trouble with 
their mobility? Most clients use a wheelchair or walking sticks. As researchers we 
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encourage the facilitators to give it a try and to find out what is possible via trial and 
error in practice. The facilitators decide to start talking to the young adults and tell 
them about the new project. To their surprise, the youngsters are all very motivated 
and willing to spend time and effort to join. They also have some ideas about the 
time and space where they can meet. With this input, the facilitators organise the 
first meeting and one morning a group of ten people come together. It is the starting 
point for eight monthly meetings. The facilitators are positive about this process, as 
they did not expect this to happen.

Becoming a group
During the first meetings the youngsters talk about their lives, their concerns, their 
experiences in the day care centre and about their wishes for improvements. Soon 
they form a solid, close group. During the second meeting one of them comes up 
with a slogan: ‘Different ideas, different people, one group, one goal.’ The others are 
very enthusiastic about this motto, because it expresses precisely what they feel. The 
enthusiasm of the group to work on improvements in this project is striking. There 
is a lot of energy and everybody contributes. This working together and sharing of 
experiences and ideas is already valuable for the youngsters. It makes them stronger, 
their self-confidence grows, they learn from each other and they feel they can start 
expressing their opinion and raising their voice. One of them says:

For me it means that I become stronger. Before [this project, SW] I was not so 
strong, I did not have the courage. Now I have. Yes, you participate. You belong, 
you are becoming strong, you can give your opinion. If I would have not been 
involved I would have had some issues to overcome, like my own uncertainty. I can 
express myself more easily, I can raise my voice and I can listen better to others.

Another youngster, who has difficulty expressing himself because of his physical 
disability, expresses himself (by using his computer-aid) after one of the meetings:

I value the meeting. Today I gave my opinion. I like to give my opinion, 
I really do.

There is a lot of cooperation and positive feedback in the group. They look at each 
other’s strengths and these are valued. Like one of them expresses:

Our friendship is strong, working together contributes to that. Friendship is good 
to become a good team, I experienced that today.
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Formulating issues and wishes for improvement
During the meetings, the group comes up with several issues they want to improve. 
Besides some more practical issues, like parking facilities and the access to certain 
rooms in the day care centre, for the young adults the integration with other young 
adults in society is the most important issue and goal to work on. It is the wish of the 
group members to come into contact with young people without disabilities. They 
want to meet other young people, and they want to contribute to the decrease of 
negative imaging of people with disabilities and stigmatisation. This raises questions 
for the facilitators: this theme crosses the borders of the organisation. Does this fit the 
goals of the project? How can the organisation be involved? Which professional groups 
can be asked for their perspectives and ideas? Who to talk to about these concerns?

Again, the group itself comes up with a brilliant idea. The plan is to talk to the students, 
who do their internships in the day centre. The group wants to talk to them because 
they are also young people, with their own wishes and desires. Besides, according to 
the group, they have chosen an education related to health care. The group assumes 
these students have affinity with people with disabilities. They are also curious: How 
do the students perceive the integration of people with disabilities in society? The 
group decides to invite the students for the next meeting.

Sharing perspectives and making plans together
One morning, the group meets the two students. They start up a dialogue with these 
students and together they talk about their concerns. The group talks about their 
issues and about their lives and their experiences. They explain that they do not meet 
a lot of other young people and talk about their wish to have further opportunities 
for doing so. They also discuss the difficulties they experience, like being stared at by 
other people in the street and the barriers they (sometimes literally) face in society:

I really like living in the city and I love going out. I like to visit concerts, go on 
holiday, meeting my friends. But that is not easy in daily life, because you are 
dependent, on people, on transport, on schedules.

Another group member says:

When I am in the city I see a lot of nice boutiques and shops and then I would like 
to go inside. Then I face the high threshold and then I think: how will I cross this 
barrier? I cannot go inside.
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Also, the students share their perspectives about the integration of people with 
disabilities. Together they talk about imaging of people with disabilities and about 
stigmatisation. Spontaneously, without the interference of the facilitators, new plans 
come up: the students will experience what it is like to sit in a wheelchair and go 
outside to do the shopping. At the same time, this will be filmed. The plan is to use this 
film to show to students at college. This will connect young people with and without 
disabilities and the integration issue can then be discussed in the class room. At the 
end of this meeting concrete plans for the making of the film are made.

Experiences of the professionals
The facilitators are very positive about the process. Afterwards, they can reflect on 
their role. They feel satisfaction about what happened in the PARTNER project and 
they have become more aware of their role as professionals. They are emotionally 
moved by the process in the group and the empowerment and the growth of the 
young people in the group. And also about the ideas they came up with and what the 
group members could do themselves. It gives the facilitators a lot of satisfaction. They 
became again aware of their drive to do the work they do.

The enthusiasm and the plans of the group and the PARTNER project also reaches 
the management of the organisation. The project does not go unnoticed. One of the 
board members of the organisation even decides to join one of the group meetings, 
as he has become curious about what is going on. The group prepares this meeting 
by presenting their issues and concerns and by talking about their project. The board 
member is surprised about the vitality and enthusiasm in the group. Afterwards he 
reflects:

From this meeting I have learned that it is important to involve clients in an 
earlier stage of the policy making process. Not at the end, when the decisions 
already have been made. They can make a valuable contribution and ideas can be 
generated together.

For the group members it was also a valuable meeting. They were taken seriously and 
the board member listened to their stories, considerations and concerns. They felt 
personally recognised. Also, they could hear about the considerations of the board 
and management about certain decisions that concern the clients. This makes it easier 
to understand the context, background and the development of the policy making 
process. The group already had the plan to think about ways to be involved in the 
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organisation. The visit of the board member motivates them even more. New goals 
and challenges are there for the group.

Taking a closer look: Analysis through the lens of Habermas’ 
theory

The PARTNER project in The Horizon starts in the lifeworld of the clients. Their issues 
and concerns are central to this process. The group is very enthusiastic about this and 
is motivated to work together. For them, the project is valuable as it gives them new 
goals in their lives. They also learn to speak up for themselves and listen to others 
in the group. They feel empowered and there is a strong group feeling; friendships 
develop. Working together and talking about the issues with others, like the students, 
generates creativity and meaning.

At the same time we can see that it is difficult to overcome the colonization of the 
system world; it takes a lot of effort, at least. Especially in the beginning, we see 
that the logic of the facilitators (professionals) influences the process. From their 
perspective they doubt whether the young clients are willing and able to join the 
group. They see lots of inhibiting factors that relate to the physical problems of the 
youngsters and their own schedules. During the process it is also difficult to decide 
what to do with a theme that (at first sight) does not seem to fit within the framework 
of the organisation: integration within society. It is difficult for the facilitators to 
decide what professional groups should be involved in the project, to discuss this. 
In fact, they handle the PARTNER approach itself as a framework, consisting of 
steps that have to be followed. This can inhibit creativity and stand in the way of 
the actual purpose of the approach. The facilitators also start thinking for clients – 
solving problems using their expertise is their traditional role in the system - instead 
of leaving things open to create room for the clients themselves. Twice the solution 
comes naturally emerging from the deliberations in the group, and when the young 
clients talk to the students, new insights develop. We can conclude that, although 
involvement is actively stimulated, is valued and has positive effects on the clients, 
there is still tension between lifeworld and system.

The facilitators wrestle with the group of young people, because they still act 
according to the values dominant in the system (efficiency, management etc) and 
their professional expertise. Yet, the colonisation dynamic is countered by another 
dynamic. The Dutch philosopher Kunneman (1998) argues that system and life-
world are entangled creating an ‘interference zone’ where both logics and discourses 
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permanently strive for priority and continuously changing context-bound formations. 
In other words, there is always a multifaceted struggle of economic and expert logics 
on the one hand, and communicative logics on the other. In this interference zone, 
besides the colonisation dynamic, another parallel process is taking place, called 
‘culturalisation’ (Kunneman, 1998). Culturalisation refers to at once spatial and 
social ‘niches’ in the system such as corridors and coffee rooms where people meet 
in the realm of proximity and local and ‘petite’ stories countering the system are 
created and told (Lyotard, 1988). These stories are of utmost importance in revealing 
limitations of the system, to counter colonisation tendencies, and structurally to 
‘blur the boundaries’ between and integrate the system and the life-world. Since 
culturalisation processes take place via storytelling, joint meaning making and 
identity formation (what really matters to a person, his/her values, etcetera), they 
partly underlie economic and political systems, but participants in these systems have 
to acknowledge that culturalisation cannot be -fully- strategically and instrumentally 
controlled.

The group of young people bring about such a process of culturalisation as they share 
experiences and stories amongst themselves. They talk about issues that really matter 
to them, and are not interrupted by their health care professionals. They are just 
young people. Young women relate that they like to go shopping, going in and out, 
and complain about having difficulty entering stores. They also share emotional 
stories; dreams that cannot come true due to the disability, how it can be difficult 
to meet ‘’normal’’ young people and have friendships. These existential and social 
welfare issues hardly receive attention from professionals who are much more geared 
to rehabilitation. So, these stories reveal where the system fails. The relationships 
the group builds with the young students without disabilities help them to express 
their voices, and to feel connected to other persons who are young. The movie they 
make is a co-production between the groups. The making of it is fun, and there is 
a lot of humor (not being able to pick a product which is too high on a shelf in the 
supermarket; almost falling out of a wheelchair due to bumps etc) and criticism in 
that movie. Instead of rational arguments on the discrimination and exclusion of 
people with disabilities, the youngsters show what it is like to be handicapped, what 
matters to them. These non-rational, embodied forms of expression are suitable to 
express their values, and they are very proud to present the movie to a wider audience.

The process is also inspiring for the professionals; the facilitators feel new energy and 
they have become aware of their own frameworks. At the same time they feel inspired, 
the process gives them satisfaction and again they face the values and meaning of 
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working as a professional. The board member is touched by the enthusiasm and 
realises that encounters like he had with the group are valuable; personal encounters 
instead of formal meetings with agenda’s.

Discussion

Habermas’ theory of lifeworld and system is valuable in helping to interpret what 
happens in the practice of client participation. Our empirical research shows the 
tension between lifeworld and system - the theoretical idea of the client council as a 
melting pot of lifeworld issues of clients and the policy making process of management 
does not appear to work out in practice. The tension between lifeworld and system is 
still there and this gap is not easy to bridge. This inhibits the involvement of clients in 
policy making, although at first sight all requirements for this participations are met.

In the example of the client councils for people with ID we can see that the organisation 
puts a lot of effort in their attempt to really involve the clients. In a creative way they 
try to make working with the formal format work possible. At the same time it still 
fits the system world. The lifeworld of clients is colonised by the system; there is no 
space for their issues, as we have shown via the example of the swimming pool. In 
the end the hierarchical power of management takes a decision about the wish for 
a swimming pool, with arguments that fit the discourse of the system world (costs 
and safety). Secondly, the issues that client councils have to decide about because of 
legal arrangements (in our example the outsourcing of courses and training facilities 
for clients) are too difficult and too abstract to be able to form an opinion. Further 
we can conclude that, trying to conform to the framework of the client council, the 
clients are normalised (Woelders and Abma, 2015). They have to fit in the framework 
of the client as a rational autonomous being able to make individual choices. Their 
authenticity, their own experiences and involvement, are not valued.

To overcome this gap between lifeworld and system and the colonisation of the 
lifeworld, Habermas argues that communicative action can be helpful. Intertwining 
this with our empirical findings and combining this with other theories to stimulate 
involvement of clients we developed the PARTNER approach (Baur, 2012; Abma and 
Baur, 2014a, 2014b). Starting off in the lifeworld of clients, overcoming power issues 
and developing partnership by stimulating dialogue between clients and professionals 
are key elements. From the example of the group youngsters at The Horizons we can 
see that this approach can be helpful in stimulating the involvement of clients. At 
the same time this is not a turnkey solution. We have shown that there is still a gap 
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between lifeworld and system and that the system is still dominant and colonising 
the life world via the problem-orientation of professionals, their protocolled way of 
acting and focus on system rules and values. There seem to be two worlds that do not 
come together easily in the health care organization.

Our previous research suggests that the lifeworld and the system both have their own 
discourses (Kunneman, 1996; Woelders and Abma, 2015). Power issues (often hidden), 
pressure to perform and competition are at stake. The notion of communicative action 
doesn’t take into account these issues. It is an ideal speech situation, in which there 
is only space for rational elements. Here, Habermas’ theory falls short in interpreting 
the participation practices under research; in these practices power asymmetries 
do play a role, if not overt then hidden. Dutch philosopher Kunneman endorses 
these shortcomings and comes up with the theory of culturalisation. He argues that, 
instead of a dichotomy between lifeworld and system, there is also an interference 
zone between these worlds. Here, the lifeworld can also influence the system via 
culturalisation opposed to the colonisation process that is described by Habermas.

In our empirical research about involvement and participation we can see this 
process of culturalisation; both clients, health care professionals and managers 
meet as persons and feel again motivated and experience meaning. The stories of the 
youngsters about their wish to be part of society and experiences of stigmatisation 
illuminate the limitations of the system, and appeal and motivate all participants 
to act differently. This culturalisation dynamic is not a rational and argumentative 
process, but rather emerges from storytelling, joint meaning making and being 
there as a human being with a name and face. In the example there was a dialogical 
communication among the youngsters and with the students and professionals. 
There was an emotional openness. Participants developed equal relationships with an 
intrinsic meaning. Kunneman (1998) understands these [individualised relationships] 
as the development of, and participation, in relationships wherein people as persons 
in their uniqueness are recognised and experience their own value, because they 
acknowledge others in their particularity, and really make contact with them. These 
individualised relationships differ fundamentally from the hierarchicsl ground 
structure of systems. Kunneman (1997, 1998) explains that the means for these 
relations include ‘vulnerable’ and easily ridiculed notions, like openness, receptivity, 
sensibility and critical reflection upon the limitations and blind spots of oneself and 
one’s own discourse. It requires communicative symmetry, and is risky, because it falls 
outside the technical-scientific control and expert-driven professional.
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Building further on Kunneman, we still see the tension between lifeworld and 
system. They compete for precedence. The PARTNER approach cannot overcome 
this two-fold dynamic. Yet, in the interference zone between system and life-world 
there are niches in which these two world can come together, as we have seen in the 
example of the youngsters. Here the involvement and participation of the clients can 
flourish, with positive effects on both clients and professionals. This implies that 
participation practices will always wrestle with the tensions between lifeworld and 
system. The PARTNER approach can contribute to this process by bringing more 
balance and interference between these two worlds. The culturalisation process even 
underlies the system by providing meaning to individuals and groups. This process of 
culturalization can, however, not be -fully- strategically and instrumentally managed. 
As the example shows, it happens in those dialogical spaces and places where the 
system pressure is temporarily limited, and where an ethic of authenticity – and room 
for difference - and communication flourishes.
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Abstract

Responsive evaluation provides guidelines to include various stakeholders in 
dialogue. However, a substantial theory to understand power asymmetries and 
inequalities is lacking. The purpose of this article is to consider which theoretical 
framework for societal critique can be helpful to evaluate practices in relation to 
social justice. These questions will be addressed using fragments from a responsive 
evaluation study on the involvement of people with an intellectual disability in 
public policy. Our study shows that Foucault’s framework on normalization was 
helpful. It revealed that the engagement and striving for equality and social justice 
can turn out to be disciplining itself.
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Introduction

Social justice has been explicitly addressed as a concern in the evaluation literature 
(Greene, 2006; Mertens, 2009; Schwandt, 1997). Responsive evaluation is an approach 
that aims to enhance the mutual understanding between stakeholder groups and 
value-driven transformations (Abma, 2005; Abma & Widdershoven, 2011; Guba & 
Lincoln, 1989). Responsive evaluation takes into account the issues and voices of as 
many stakeholders as possible, as well as those who are less heard in policymaking. 
It is an interactive, reflexive process on the meanings and values of a practice with 
and among all groups whose interests are involved. This is stimulated by dialogue 
between the different stakeholder groups. Dialogue is a learning process oriented 
toward mutual understanding (versus a debate focused on strategic action). In 
dialogue, people meet each other as persons with a name and face (and not as parties 
in a debate).

In responsive evaluation, the evaluator should create a power balance between the 
various stakeholders, leveling power differentials among groups. The empowerment of 
marginalized groups is in some sense an extension of this (Baur & Abma, 2011; Mertens, 
2009). To level out the influence of all stakeholders, most of the time it is necessary 
to support the weaker voices. In the absence of the evaluator’s advocacy for minority 
group interests, majority elite views can dominate (House, 1993).

Methodologically, responsive evaluation provides guidelines to include various 
stakeholders and to reckon with power differentials. Stakeholder groups are first 
consulted separately; a phase of collaboration and dialogue to share stakeholder 
issues then follows. The evaluator acts as an interpreter of stakeholder issues, a 
process facilitator for the dialogue, an educator to foster mutual understanding, and 
a Socratic guide who evokes reflection on taken-for-granted issues. However, there is 
no substantial theory to elucidate power asymmetries and inequalities. Critical theory 
can be helpful in interpreting power issues and in shining a light on social justice in 
the practice that is evaluated.

We draw on Foucault (1982, 1984, 1989, 1997) to explicate power issues. Foucault 
maintained that economic and political demands dominate in today’s society. These 
demands dominate people through discipline and principles of normalization. The 
goal of this discipline is to make citizens politically obedient and economically 
productive. Norms are embedded in discourses, and these discourses reflect and 
reestablish hierarchies in societies. Power issues are at stake here. Indeed, when 
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people do not meet the ideal norms, they are excluded. Foucault argued that it is 
important to unravel these processes of normalization, because defining the norm 
leads to processes of inclusion and exclusion. Power issues in organizations can be 
studied from this point of view in order to shed light on social justice.

Method

The focus of the presented responsive evaluation was the participation of people 
with intellectual disability (ID) in policy-making, education and research. In this 
project, which took place over 18 months in the Netherlands, we wanted to know the 
conditions necessary for people with ID to participate and how the environment can 
be more open and inclusive to allow the voices of people with ID to be heard.

To find answers to these questions, we selected three different participation practices 
in which people with ID already participate. One of the practices involved was the 
participation of people with ID in policy making in client councils of a health care 
organization: De Regenboog (the name is a pseudonym). This practice is the focus of 
this article because it provides a good case for learning and shows our use of critical 
theory to interpret participation practices.

The responsive evaluation approach was chosen to increase the personal and mutual 
understanding of the particular situation of participation. Therefore, we included as 
many stakeholders as possible: people with ID and coaches, managers, and parents 
of people with ID from the health care organization. Evaluation activities included 
interviews (structured and open), participant observations, and focus groups. We 
interviewed 10 clients with ID who participate in the client councils, two parents 
of clients with ID, six coaches and two managers. Topics included experiences of 
members in the client councils, the meaning of participation in the councils, and 
having a voice. Participant observations included six client council meetings. In the 
collaboration phase, one focus group was held with all the coaches at De Regenboog. 
Finally, one mixed focus group was organized with professionals and clients that 
included participants from the three evaluation sites. An inductive thematic analysis 
revealed the issues of the various stakeholder groups. In a secondary analysis, these 
issues were related to the framework of Foucault.

We were aware of the power imbalance between the stakeholders, and wanted to 
give voice to those in a more vulnerable situation—in this case, the people with ID, 
who were care dependent. We decided to work together with people with ID in our 
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own evaluation team. Including people with ID meant they could bring in their own 
experiential knowledge, and hierarchic relations between evaluators and researched 
could be redressed (Nierse & Abma, 2011; Oliver, 1992). They could also relate to other 
people with ID and make it easier to gain access to the practices and people we wanted 
to contact and talk to.

From Theory to Practice: Setting

De Regenboog is an organization in the Netherlands that provides care and support to 
2,200 people with ID, as well as to their parents. De Regenboog values the involvement 
of clients with ID in their organization. Besides normative arguments of rights and 
justice (clients must be able to have a say and raise their voice), the organization has to 
meet legal demands concerning client councils. Since 1996, the involvement of clients 
in care organizations is supported by law in the Netherlands (this law is named Wet 
Medezeggenschap Cliënten Zorgsector). This law is based on the idea that the daily 
experiences of clients should inform the board of directors of care institutions and 
that decisions of the board should match client input. In this way, clients have a say 
in decisions that influence their lives.

In Regenboog, clients in a council regularly gather to discuss a variety of issues. Issues 
can be brought up by management, because legally they have to get advice from the 
client council about certain policy issues (such as safety plans, food, and year plans). 
Clients can also bring in issues to discuss.

Clients get support to learn to fulfill their role in the client council. The organization 
also developed supporting material to structure the meeting, like a guideline with 
pictograms and a gavel for the chairman. One of the clients fulfills the function of the 
chairman and notes are made. This structure gives support to the clients. They know 
what to do in which order, and the materials are accessible and understandable for 
them. In a constructive way, the organization has tried to make the formal framework 
of a meeting accessible for people with ID.

Clients are also supported by a coach (a professional from De Regenboog). The 
coach can help with practical issues such as making notes, getting into contact with 
managers, and helping to supply transport for clients between locations. In addition, 
coaches try to make issues and policy understandable for clients. They also help 
the client council determine their position in relation to the questions about policy 
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measures that are submitted to them from management. Finally, the coach also 
monitors the structure of the meetings.

Findings

Clients
The clients who participate in the client councils value their roles. Being a member 
of the client council means taking on a social role, and it is a way to open up their 
horizons. It feels good for them to be part of a group, and participation gives them 
the opportunity to learn new skills. The value for the clients lies mostly in the 
participation itself and feelings of “belonging.” A client council member explained:

The client council, what I do ... Just attending the meeting and talking. I’m not 
there on my own; we are with four or five of us. I mainly do it to attend and be 
there. (Member)

Client council members do not explicitly express the value of having a say or having a 
voice and influence on decision-making processes in the organization. Some of them—
mainly clients who have been in the client council for a longer time—do value the fact 
that they can express themselves and voice concerns of other clients.

I think it’s important to speak up for the ones who live here. It means that I have a 
say and that I can help to decide. It’s important to speak up in the group. You have 
to make clear what you want. (Member)

They value the supporting materials, and all clients think that the support of the 
coach is essential; they cannot do the job without their help.

Without the coach it will be a mess. We could not have this meeting without 
the coach. We wouldn’t know where to start and who would make the notes? 
(Member)

But the coaches are not only important for the structure during the meeting; they 
also help to interpret what a client member brings in:

The coach has to understand us. When one of us cannot express what he means, 
the coach can explain what he means. (Member)
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Coaches
To enable the participation of clients in the client council, the role of the coach is 
crucial. As expressed by the clients, coaches create structure. In fact the coach builds 
a bridge between the management of the organization and the clients.

In practice, the coaches feel tension. They have to make issues accessible and 
understandable for clients, but they do not want to guide them too much. The line 
between enabling clients to make up their own mind and influencing them sometimes 
feels blurred. A coach:

Sometimes I see that people do exactly what you bring up. In fact you have to help 
them to structure and give them a framework otherwise you have nothing. That’s 
really a tightrope.

Another coach also expresses the tension she experiences:

They want to be treated in a certain way, like adults and they don’t want to be 
carried on the hand. But abstract issues are very difficult to understand. Because 
abstract thinking, that’s difficult for them, at least, that’s part of their disability. 
Finding this balance is sometimes difficult.

Manager of Client Participation
The manager of client participation states that the participation of people with ID 
has undergone tremendous development. She refers to the situation where people 
with ID were locked away in institutions and their disability was a taboo for society:

While in the past they didn’t have a voice and were not involved, today 
opportunities are created to make it possible to participate and to raise their 
voice. This development has been a struggle and it still goes on.

She is proud of what is made possible in the organization. People with ID are involved 
at diverse levels. Both the managers and the board of the organization value this 
participation. From her perspective, participation is not just organizing and giving 
instruments for involvement; it is about “the input of the other person, about the 
meeting of person to person.” This makes involvement an ethical issue relating to the 
realm of proximity between self and other. She refers to this as a “precarious process” 
that is under pressure in times of financial cuts.
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First Analysis and Reflection

Looking at the practice of involving people with ID in the client councils, one could 
argue that all formal requirements for a client council are met. More than that, the 
councils are actively supported. Time and money are spent on this, and an effort is 
made to make the councils accessible to clients and clients accessible to the councils. 
Clients value their role; it offers them new opportunities and broadens their horizons. 
The question is whether this approach leaves enough room for the experiences of the 
clients themselves and the values in their lives. The issues that are discussed in the 
councils can be very abstract and hard to understand and reflect on. The coaches 
experience tension: They support the clients to make up their minds and to formulate 
answers to policy questions. At the same time, they do not want to be too decisive. 
They have to discuss certain policy issues due to legal demands, but these issues can 
be very difficult.

When we look at the fulfillment of the chairman role, we see that the guidance of 
the coach is needed. In fact, the coach structures the meeting and coordinates all 
activities. The role of the chairman becomes a symbolic one. This is a complicated 
issue, because the people with ID who fulfill this role are proud to be able to do 
so. They feel recognized. The meeting minutes play an important role during the 
meetings. It takes a lot of time to go through the paperwork, and not everybody 
receives the minutes before the meeting. Some clients need the support of staff to 
read and understand the notes. It seems that the notes fit the formal framework, but 
that in practice the value of the content is insignificant or even symbolic.

Tension is also experienced by the evaluators themselves, as expressed in their field 
notes and reflection sessions:

I’m impressed by what I have seen during my observations in the client council 
of De Regenboog. A lot of effort is made to let people with ID participate in the 
councils and involve them in policy. And I can see that the people with ID value 
what they do. It’s important for them. And yet, afterwards I feel uncomfortable. 
Why do I have the feeling that no justice is done to people with ID? I recognized 
this discomfort in the book of a philosopher and mother with a son, Ramon, with 
Down syndrome, who wrote:

“Ramon is not a client council member. He cannot talk. But two of his friends 
are client council members. They can say ‘yes’ and ‘no.’ What they agree with is 
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considered to be the outcome of a ‘democratic decision-making process.’ A lot 
of organizations correctly comply with policy that is based on autonomy as a 
general ideal for all” (Rondhuis, 2011, p. 91).

How does this all relate to what I see and experience? (Evaluator, the first author). 
“Your critical question stemming from uncomfortable feelings is situated in your 
body at that moment. You still haven’t words to analyze the situation. Yet, you 
acknowledge that these feelings and experiences have a right of their own and 
can function as a compass to search for different interpretations of what is going 
on in the studied practice” (Evaluator, the second author).

Dialogue

The findings were difficult to discuss with the coaches, the coordinator of the 
department for client participation, and the manager of client participation. Although 
they were open to feedback, admitting the fact that people with ID have their 
limitations is a sensitive issue. Coaches deny feelings of tension or struggle and only 
make an effort to think about new ways to approach the involvement of clients with 
ID.

Taking a Closer Look: Secondary Analysis Through the Lens 
of Foucault

Foucault argued that in today’s society there are informal, unwritten rules— the 
norms to which people have to conform in order to meet goals for political obedience 
and economic productivity. On the one hand, this leads to homogenization (everybody 
has to meet the same demands); on the other hand, it leads to exclusion. After all, not 
everybody complies with the unwritten standards and norms. According to Foucault, 
disciplining power created differences and hierarchies and processes of inclusion 
and exclusion.

Inclusion and exclusion are also highly debated themes in the field of disability studies 
(DS). An important aim of DS is to contribute to more social justice and equal rights 
for people with disabilities (Vehmas & Watson, 2014; Young & Quibell, 2000). Disabled 
people should have the same rights and obligations as other citizens. The viewpoint 
of DS is that disability is socially constructed, which means that it is the result of the 
way society deals with disabilities. People with disabilities are like everybody else. 
Society itself makes the difference. When society is more open and inclusive to people 

Susan_Binnenwerk_Correctieronde1.indd   99 27/11/2019   10:13:24



100

C
ha

pt
er

 4

with disabilities, inequalities can be eliminated and social justice can be achieved. 
Aiming for normalization and social role valorization can contribute to this process.

In line with this thinking of the disability movement, professionals, family members 
and advocates of people with ID in De Regenboog take normalization of people with 
ID as a starting point to strive for more equality and social justice. From their point 
of view, the recognition of differences and disability is at odds with this striving for 
normalization. Making differences explicit leads to inequality and social injustice. In 
line with the disability movement, the organization has to include people with ID. It 
is up to society (that is, the organization) to be inclusive, make an effort to help people 
take on new social roles, and empower them. The societal norm that everyone has to 
be autonomous is not put under scrutiny.

However, Foucault argued that normalization is a way to discipline people. This 
discipline is a form of power to ensure that people meet the standards of what is 
“normal” in our practice; people with ID have to function as autonomous persons 
who are able to raise their voices and can form their opinions about policy issues (see 
McIntosh, 2002). Although coaches struggle with this norm in their work with people 
with ID, the difference (not being able to fulfill the norm) is not acknowledged. It is 
not done to recognize inabilities. But it is exactly this denying of difference that can 
lead to exclusion and social injustice, from the point of view of Foucault. Striving for 
normalization turns out to be an excluding process.

It is exactly this viewpoint of Foucault that enables me to interpret my feelings 
of discomfort when I observed the meeting of the client council. No effort is too 
much for the organisation to make it possible for people with ID to participate 
in the client council. But in order to achieve their involvement, people with ID 
have to fit in the formal framework of a client council meeting. They have to 
comply with the liberal norm of the free and autonomous individual who operates 
without help of others. From my point of view it is exactly this striving for 
normalization that does no justice to them. They are not valued for the unique 
persons they are. (Evaluator)

Conclusion

In this article, we have shown how responsive evaluation can be helpful to study social 
justice. The methodology itself tries to overcome imbalance of power by including 
various stakeholders and by giving voice to marginalized voices and groups. By doing 
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so, responsive evaluation offers the possibility to map the meaning and values of 
all stakeholders concerning the issues under study. This is not only about facts, but 
about the stories of the people involved, and the values that are of interest to them.

As we have shown in our research in the participation practice, a lot of effort was 
made to involve people with ID in the client councils. But still there were unsettling 
feelings and observations that justice was not done to people with ID in the studied 
participation practices. These embodied experiences of the evaluator were taken 
seriously and encouraged us to search hidden norms. Applying the theory of Foucault 
provided us with the opportunity to better understand our own unsettling feelings 
and the practice under study.

Foucault’s theory illuminated the disciplining effects of normalization and the 
limitations of rational communication. Together, these concepts complemented our 
understanding of social injustices in the participation practices of people with ID. 
These imbalances of power do not disappear easily. The evaluator can bring these 
power issues to the surface, and this may evoke and broaden the dialogue as new 
understandings brought up. Then it is up to the people involved to change the status 
quo. This requires an open mind to understand others’ viewpoints, and a close look 
at one’s own values (Abma & Widdershoven, 2011).

Reflection is also an important activity of the evaluator. Especially important is 
the recognition of the value of bodily resistance as a compass to search for new 
understandings of social justice and injustice. Based on such reflections, the evaluator 
can bring in the unrevealed processes of power and use the disability to trouble 
societal norms and disciplining practices (Goodley & Runswick-Cole, 2014). to enrich 
and broaden the dialogue and mutual understanding.
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When I reflect on the research project about participation of people with 
intellectual disabilities in policy making, education and research, I have to note 
that this was a complicated project. I was not involved from the start, but only 
after 9 months. Here, a lot of questions came up, that I carefully tried to discuss 
with my direct colleagues. Here, I had mixed feelings about what was going on, I 
was confronted with unease, discomfort and feelings of shame. At that time, I had 
already learned about participation in the first research project and my view about 
responsive evaluation had broadened. I thought I had found my way. But now 
again, I doubted. I didn’t know where to stand. I didn’t know how to relate. I didn’t 
know how to act. And I didn’t know how to do good……

In the first weeks of my involvement in this project, nine months after the start, 
my colleagues and I had a meeting with the steering group to share the research 
findings so far. One of the members of the steering group was a man with an 
intellectual disability from an advocacy group, Kees. He was introduced as the 
financial director of the organization he worked for. I observed what happened 
during that meeting and slowly I started to get feelings of discomfort.  

Kees did not seem to understand what we talked about. He prepared some 
questions (together with his coach, I found out), but these questions were not about 
the content of the presentation of the findings. I wondered how he could be the 
financial director… How could he find his way in finance? Again, I heard that he was 
coached, but what was his own part? And why did Kees participate in this meeting? 
What was his contribution? What was the benefit for him to be there? And what 
did he really think about what my colleagues already had explored? Could he react 
on that? Give his own opinion about it? What was the added value of his presence 
in this formal meeting? 

After the meeting, I talked to my colleagues about what I had observed and 
the uncomfortable feelings I started to experience. In a way, they did not feel 
comfortable either. They reflected on the presentation and concluded that it was 
not easy to understand for Kees. Should they have made more effort to make it 
comprehensible? Perhaps. But they also felt unease about the presence of Kees. And 
his questions about lunch and about the payment for it. It took so much time from 
the steering group meeting. It was difficult to relate to this, in this context….
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I recognized their feelings. But I also thought about Kees, his role as financial 
director and what it meant to him to have been present in this meeting. And what 
about the other members of the steering group? Did they feel uncomfortable 
as well? I decided to contact them and ask them about their reflections on 
the meeting. They all said: “the presentation was too difficult. It was not 
understandable for Kees. It should have been prepared more carefully”. This was up 
to us, the researchers, they expressed. That was the lesson for the next time. The 
presence of Kees was not discussed. It was good that he was part of this meeting. 
It was good that he participated. We (as other members of the group) should adjust 
more to him. We had to change, to make his participation possible.

I felt even more discomfort. I started to reflect on it and I tried to understand 
what happened and what had provoked my feelings of unease. I talked about it 
with other colleagues in our department and tried to read about it in literature. 
How could I interpret this? Was I (again) not open enough for possibilities for 
participation? In my search I read a book of Tecla Rondhuis1 about her son with 
Down syndrome and I came across literature of Foucault about normalization. 
Maybe it also related to my own personal experiences and feelings of belonging, 
feelings from my childhood? I grew up in a family with my five sisters, but I had 
a special position. While my sisters grew up together (there was 1,5 year between 
each of them) I was born when my youngest sister was almost 11 years old. I was a 
late baby. I felt like an only child within the whole, because of this. But I longed for 
being part of the group, being part of them as a family. When I grew up, I listened 
to their shared stories, to their shared memories. And I started to talk about these 
memories together with them, as if I had also been “there”. At the same time, I grew 
up in a different time, with different possibilities. I felt the urge to find my own 
way, while I still wanted to belong to them. I often felt tensed to do so… I longed to 
belong, but at the same time I wanted to be valued for who I was. I wanted to be 
authentic. I did not want to belong on conditions. But I wanted to belong for who I 
was. 

And then I come in this meeting. In this situation I feel friction. I feel it in my 
body, I feel discomfort. Is Kees valued for who he is? What about his function and 

1 Rondhuis, T. (2011). De mongool, de moeder en de filosoof. Utrecht, Uitgeverij Ten Have.
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role as a financial director? Is that who he is, what he is valued for? But can he do 
this himself? What is his contribution to the steering group? Can he bring in his 
own feelings, thoughts, emotions and experiential knowledge? What do we learn 
from him? And what does this experience do to him? Is it a solution to put more 
effort in the way we do the presentation? Make it more understandable? Is that 
participation? But does it do justice to who Kees is as a human being? Does he have 
to fit in in the existing frameworks to be part of it? What about his authenticity? 
Can he only belong, when he is part of the regular system? 

I also feel friction because of something else. I feel friction in this context, in which 
my own colleagues and peers don’t seem to doubt what they do, as I do. They seem 
to be confident about their efforts to strive for participation. Like the steer group 
members later on reflect: “we have to put more effort in making this meeting 
understandable for Kees. When we make more effort, Kees can participate. He can 
be part of the meeting, like all of us”. 

This makes me feel alone with my doubts, my reflections. What about my 
feelings about a just world? About inclusion? About doing good? About my wish 
to contribute to social justice? Why these feelings of unease, while everybody 
is aiming for participation and equal rights? I’m confused. Why does it feel 
uncomfortable? Why this friction? 

I feel discomfort because I feel that I am questioning the activist stance point 
about participation, about inclusive research, about the strive for empowerment. 
I fact, I want to do justice to people as well. I want them to be valued for who they 
are. I want them to have a good life, being able to belong. But I doubt the way to 
strive for it. Is this only possible when they “fit in”? Isn’t this normalization, like 
Foucault describes? 

Once again, I cannot ignore my feelings. I have to doubt. I have to reflect. I have 
to be courageous to explore this more. To reflect on it. And to reflect on it with my 
colleagues. I have to find a way. We are a participative practice ourselves. I feel I 
have to make room for the difficult, slow questions. I cannot ignore this, this is 
about in- and exclusion. I have to take that risk. Something is at stake.
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Abstract

Background: Aphasia can have major consequences for participation. In line with other 
initiatives around the world, in the Netherlands aphasia centres provide support to 
people with aphasia and their relatives in the chronic phase to bridge the gap between 
therapy, rehabilitation, and participation in daily life. Although there is greater focus on 
participation in health care, the concept of participation is complex and not well-defined.

Aims: The purpose of this paper is to understand the value and meaning of the aphasia 
centres in the Dutch context. We focus on the emic perspectives of people with aphasia 
and their relatives: how do aphasia centres contribute to building up a meaningful life 
with aphasia in the chronic phase and how do the centres support them to participate? 
Hence, this study also contributes to the understanding of the concept of participation 
and its meaning.

Methods and procedures: This qualitative study used a naturalistic case study design in 
order to get an rich and multi-layered understanding of the context of aphasia centres. 
Within this context we focused on the experiences and perspectives of people with 
aphasia and their relatives. To secure involvement of people with aphasia themselves, 
research methods were attuned to their abilities to participate, and included participant 
observations, interviews, focus group meetings, and creative methods.

Outcomes and results: Aphasia centres help people with aphasia to overcome isolation. 
They bring new goals and perspectives and help people find new meaning in life. They 
are experienced as a safe place to learn, overcome shame, and build self-confidence. 
Working in groups is a valuable element, providing a mutual sense of belonging. Also, 
people experience they can have a meaningful contribution by helping others. Relatives 
underscore these values and also feel supported in building up their life with their 
partner.

Conclusions: Aphasia centres are a first step to overcome isolation and bear a first 
step towards participation in itself. They contribute to overcome barriers to relate to 
others by building self-confidence and overcome shame. This is a big step stone towards 
participation in the context outside the centre. From the perspectives of clients and 
relatives, participation is linked to the concept of being and belonging. At the same 
time, clients feel it is hard to meet societal norms of participation, framed as paid work, 
independency and self-reliance. This makes it harder to overcome shame. In this societal 
context, aphasia centres become even more relevant.
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Introduction

Aphasia can be described as a language disorder that is caused by brain injury, most 
commonly due to stroke (McNeil & Pratt, 2001). As stated by Arnesveen Bronken, 
Kirkevold, Martinsen, Bruun Wyller, and Kvigne (2012): “Language is the most 
important tool for human interplay, social participation and community and we 
make sense of life events and experience through language” (p. 1). This means that 
consequences of aphasia reach further than impaired language functioning. Language 
is essential for being able to communicate, and communication is a way to interact 
and to relate to others. Thus, aphasia can have major consequences for participation 
in various life domains and can unset the identity and life of those who suffer from 
it (Carlson et al., 2006; Simmons-Mackie & Elman, 2011; Threats & Worrall, 2004).

Many previous studies show the major personal and social impact of aphasia. Family 
life and social relations are affected by aphasia because of communication barriers 
(Vickers, 2010). Relationships and friendships can disintegrate, causing isolation 
(Brown, Davidson, Worrall & Howe, 2013; Northcott & Hilari, 2011; Parr, 2007), while 
these social bonds and relationships are strongly related to well-being and quality of 
life (Davidson, Howe, Worrall, Hickson, & Togher, 2008). Also, people with aphasia often 
are restricted from participation in work, hobbies, and social activities, which leads to 
even more isolation (Dalemans, de Witte, Wade, & van den Heuvel, 2010; Davidson et al., 
2008; Parr, 2007). For that reason, it has been argued that attention for participation, 
family relationships, and social functioning should be part of the focus of care for 
people with aphasia (Vickers, 2010). After all, being restricted from participation in 
ordinary life has been denoted as “the greatest social and personal costs for illness 
and injury” (Carlson et al., 2006).

The concept of participation indeed has gained more and more attention and focus 
in health care. In the 1960s, the disability movement evoked discussions about 
participation from an emancipatory viewpoint of human rights infringements (Oliver, 
1990, 1996; Piskur et al., 2014). From this point of view, attention should be paid to 
the way disability is socially constructed, instead of as an attribute of an individual. 
This provoked a shift from a medical model to a social model, influencing the way 
health and disablement was conceptualized. In line with this focus on social factors 
and the environment, the WHO replaced the concept of “absence of handicap” with 
“participation” in the International Classification of Functioning, Disability and Health 
(ICF) model (Elman, 2016; World Health Organization [WHO], 2001). The ICF model 
defines participation as “involvement in a life situation” or as “the lived experience 
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of people in the actual context in which they live” (WHO, 2001). Participation started 
to be recognized as a key element related to health. Since then, participation has 
become a central therapeutic goal and outcome measure in clinical rehabilitation and 
rehabilitation research (Hammel et al., 2008; Worrall et al., 2011).

This development also influenced the field of care for people with aphasia. It raised 
attention for abilities to communicate in natural settings and to increase life 
participation, as well as for real-life outcomes (Elman, 2007, 2016; Kagan et al., 2008). 
This started off new initiatives in several parts of the world (USA, Canada, New 
Zealand, UK) by working in groups from a social model (Elman, 2007; 2016; Rotherham, 
Howe, & Tillard, 2015; Simmons-Mackie & Holland, 2011; LPAA Project Group, 2000). 
Since then, the outcomes and effects of group interventions for people with aphasia 
and the valuable elements of it have been studied (Elman, 2016; Lanyon, Rose, & 
Worrall, 2013; Ross, Winslow, & Marchant, 2006; Rotherham et al., 2015; Simmons-
Mackie & Holland, 2011; Van der Gaag et al., 2005; Vickers, 2010). Research underlines 
positives outcomes of working in groups for people with aphasia on speech–language 
aspects, as well as on psychosocial benefits, like overcoming isolation, building on 
new relationships, peer contact, helping others and feeling more confident. At the 
same time, we can derive from these studies that the results and benefits are difficult 
to capture in quantitative outcome measures, common in clinical and rehabilitation 
settings. Understandable, considering that participation is a complex concept, not 
well-described and takes shape in an interplay of a lot of factors, personal and 
environmental (Eyssen, Steultjens, Dekker, & Terwee, 2011; Piskur et al., 2014).

If we want to better understand the value of interventions offered in group settings 
to promote participation, we need a more in-depth understanding of this interplay 
between the personal situation and the wider social context. In line with other 
initiatives in the world, in the Netherlands aphasia centres aim to contribute to 
increasing participation in life. In this paper, we therefore focus on the value and 
meaning of aphasia centres in the Netherlands, from the perspectives of both people 
with aphasia and their relatives. How do the aphasia centres contribute to building 
up a meaningful life with aphasia in the chronic phase? And how do the centres help 
people with aphasia to participate?

With this paper, we want to contribute to understanding of aphasia centres in the 
Dutch context, in order to contribute to the international debate about care for people 
with aphasia. We focus on the emic perspectives of people with aphasia themselves 
and their relatives, because it can shed light on their experiences and their meaning 
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of participation. Hence, this study can also contribute to the understanding of the 
concept of participation. We will start by describing the aphasia centres and the Dutch 
context in more detail.

The Dutch context: aphasia centres and participation

When we focus on the Dutch context, we see similar developments around the care for 
people with aphasia as in parts of the world. According to the Dutch Association for 
People with Acquired Brain Injury (ABI), people with aphasia often lack appropriate 
care after rehabilitation (Verschaeve, 2003; www.hersenletsel.nl). People with aphasia 
and their relatives emphasize the importance of care and support to help them to 
find new ways to build up their lives in the chronic phase of aphasia. This can be 
underlined with research that shows that feelings of isolation and of being unable to 
participate first and foremost becomes particularly clear after the rehabilitation phase 
when people with aphasia return home (Dalemans, 2010; Le Dorze, Salois-Bellerose, 
Alepins, Croteau, & Hallé, 2014; Verschaeve, 2003). It is then that they are confronted 
with the life they led before the brain injury and with the consequences of their 
new health status. It is at this moment that people with aphasia and their relatives 
become aware of the impact of aphasia on social bonds, relationships, and the ability 
to participate (Arnesveen Bronken et al., 2012; Brown, Davidson, Worrall, & Howe, 
2013; Dalemans, 2010).

As a response to experiences of a lack of appropriate support and care, the first aphasia 
centre was established in The Netherlands in 1998. It started as a small initiative in 
a nursing home to overcome a lack of care for people with aphasia. It was further 
developed with support of the former Dutch Aphasia Association, in cooperation with 
social community initiatives for people with aphasia. The initiative turned out to 
meet the needs of people with aphasia in the chronic phase (Verschaeve, 2003). The 
positive outcomes resulted in the opening of other aphasia centres; there now are 22 
such centres across the country.

The aim of the centres is to provide professional care and support to people with 
aphasia and their relatives in the chronic phase, and to bridge the gap between 
therapy, rehabilitation, and participation in daily life (www.afasiecentrum.nl). 
People with aphasia can learn to optimize their communication and participate more 
actively in social life and in society. A central element in this approach is living as 
independently as possible and learning to live with the limitations encountered due to 
aphasia. People with aphasia formulate their own personal goals and work in groups 
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with peers to reach these goals. This peer-to-peer contact helps people to discover 
their own capabilities and to learn from each other. People with aphasia who visit the 
aphasia centre are supported by professionals like speech language therapists, social 
workers, psychologists, nurses and also by volunteers.

The aphasia centres also support relatives. They advise about aphasia and possibilities 
to communicate. They also support relatives with picking up their own lives with 
a partner with aphasia. Also, aphasia centres function as an expertise centre for 
stakeholders (speech language therapists, policy makers, students). The centres’ 
approach is in line with initiatives in other parts of the world, where group support for 
people with aphasia or ABI was established (compare studies of Elman, 2016; Lanyon et 
al., 2013; Legg & Stott, 2007; Lexell, Alkhed, & Olsson, 2013; Ross et al., 2006; Rotherham 
et al., 2015; Simmons-Mackie & Elman, 2011; Simmons-Mackie & Holland, 2011; Van 
der Gaag et al., 2005; Vickers, 2010). Key elements in these worldwide initiatives are 
the focus on promoting interaction with others in a natural communication setting, 
peer-to-peer contact, attention for psychosocial functioning, communication with and 
support of the partner and work on positive identity. A difference might be the goal for 
societal participation in the Dutch context and policy expectations regarding informal 
care by the partner in the so-called “participation society”, that are not specifically 
mentioned in the international context.

Attention and support for people with aphasia in the chronic phase is even more 
relevant in today’s Dutch context, because participation is an important concept on 
a societal level. In his yearly speech in 2013, the Dutch King introduced the concept 
“participation society” and this became a leading concept for government concerning 
the social domain. Every citizen has to take responsibility for his or her own life, 
while the role and facilitation of the government decreases and is reduced to a 
more facilitating role. Participation increasingly is emphasized in Dutch healthcare 
policy: All people, including those in a vulnerable situation, should participate and 
take responsibility for their own life and environment. This is especially reflected 
in financial cutbacks of health care: more informal care is expected from families 
and friends while publicly funded care is reduced (Grootegoed, van Barneveld, & 
Duyvendak, 2014). This transition of responsibilities in welfare states can be seen in 
other European countries as well (Rostgaard et al., 2011; Taylor-Gooby, 2004). The own 
responsibility and participation of citizens is emphasized and self-reliance has become 
more and more important. When people need help, they ought to get support of family, 
friends and their own social network. Participation, taking own responsibility and 
contributing to society is expected from all citizens, also from people with aphasia. 
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From this perspective, people with aphasia in the chronic phase and their relatives 
face a big challenge (Schipper, Kessels, & Van Erp, 2010).

Methodology

This study was commissioned by the former Dutch Aphasia Association (now 
Dutch Association for Acquired Brain Injury). The research team consisted of four 
social scientists with different backgrounds and one student in health sciences. 
All researchers had former experiences with people with ABI in research. Data 
collection was conducted by two researchers (SW, WvdB) and the student; the other 
two researchers (KS, TA) reflected on the research process and also analyzed the data.

Study design

The focus of this study, the meaning and value of aphasia centres from the 
perspectives of people with aphasia and their relatives, can be understood in more 
depth by exploring these in the natural context. Therefore, we conducted a qualitative 
study, using a naturalistic case study design (Abma & Stake, 2014). This means that we 
approached the aphasia centres as natural cases and studied this natural occurring 
setting from multiple perspectives (people with aphasia, relatives, professionals, 
volunteers). This provided us with the opportunity to get a rich and multi-layered 
understanding of the context in which people with aphasia and their relatives receive 
support and care in the chronic phase (Flyvbjerg, 2011; Simons, 2013).

The 22 aphasia centres in the Netherlands are varied. Not only in geographic location 
(urban periphery), but also in number of years in existence, size (number of clients that 
visit the centre) and the amount of opening hours during the week. Some centres are 
part of a rehabilitation centre, some of them are linked to social welfare organizations, 
some are independent organizations. The aphasia centres all under scribe the same 
goals and philosophy, but in practice activities vary. Therefore we have chosen to focus 
on three different aphasia centres. This gave us the opportunity to find a balance 
between a rich variety regarding our natural case study approach, as well as the 
possibility for more in-depth understanding within these three different contexts. 
For more details about these three aphasia centres, see Table 1.

Susan_Binnenwerk_Correctieronde1.indd   119 27/11/2019   10:13:28



120

C
ha

pt
er

 5

Ta
bl

e 
1. 

O
ve

rv
ie

w
 a

ph
as

ia
 c

en
tr

es

A
ph

as
ia

 
ce

nt
re

Lo
ca

ti
on

/o
rg

an
iz

at
io

n
O

pe
n 

si
nc

e
O

pe
ni

ng
 h

ou
rs

 
du

ri
ng

 th
e 

w
ee

k
N

um
be

r 
of

 c
lie

nt
s

A
ct

iv
it

ie
s

P
ro

fe
ss

io
na

ls
 a

nd
 

vo
lu

bn
te

er
s

A
U

rb
an

, b
ig

 c
it

y 
In

de
pe

nd
en

t A
ph

as
ia

 
C

en
tr

e

16
 y

ea
rs

5 
da

ys
/w

ee
k

30
C

on
ve

rs
at

io
n 

gr
ou

ps
 (d

iff
er

en
t 

gr
ou

ps
 re

la
te

d
se

ve
ri

ty
 o

f a
ph

as
ia

)
R

ea
di

ng
 g

ro
up

s
C

om
pu

te
r g

ro
up

s
Pa

in
ti

ng
 g

ro
up

Si
ng

in
g 

gr
ou

p
Pa

rt
ic

ip
at

io
n 

gr
ou

p

1 c
oö

rd
in

at
or

 (S
LT

)
2 

sp
ee

ch
 la

ng
ua

ge
 

th
er

ap
is

ts
, o

ne
 

sp
ec

ia
liz

ed
 in

 a
ph

as
ia

1 p
sy

ch
ol

og
is

t
1 n

ur
se

10
 v

ol
un

te
er

s, 
of

 w
hi

ch
 3

 
w

it
h 

ap
ha

si
a

B
U

rb
an

, b
ig

 c
it

y
O

ri
gi

n 
in

 c
om

m
un

it
y 

ba
se

d 
ap

ha
si

a 
gr

ou
p,

 
pa

rt
 o

f c
om

m
un

it
y 

ba
se

s 
or

ga
ni

za
ti

on

12
 y

ea
rs

3 
da

ys
/w

ee
k

22
C

on
ve

rs
at

io
n 

gr
ou

ps
 (d

iff
er

en
t 

gr
ou

ps
 re

la
te

d
to

 s
ev

er
it

y 
of

 a
ph

as
ia

R
ea

di
ng

 g
ro

up
 C

om
pu

te
r g

ro
up

P
ra

ct
ic

e 
gr

ou
p 

(p
ra

ct
ic

in
g 

da
ily

 
lif

e 
ac

ti
vi

ti
es

 li
ke

 c
oo

ki
ng

, 
sh

op
pi

ng
, m

ak
in

g 
ph

on
e 

ca
lls

, 
us

in
g 

pu
bl

ic
 tr

an
sp

or
t)

1 c
oö

rd
in

at
or

 (S
LT

)
1 s

pe
ec

h 
la

ng
ua

ge
 

th
er

ap
is

t 1
 s

oc
ia

l w
or

ke
r

1 p
sy

ch
ol

og
is

t (
2 

da
yp

ar
ts

)
6 

vo
lu

nt
ee

rs
 o

f w
hi

ch
 2

 
w

it
h 

ap
ha

si
a

C
Pe

ri
ph

er
al

, s
m

al
l t

ow
n

Pa
rt

 o
f a

ct
iv

it
y 

ce
nt

re
 

of
 re

ha
bi

lit
at

io
n 

ce
nt

re
 

(d
ay

ca
re

 fa
ci

lit
y 

fo
r 

pe
op

le
 w

it
h 

ph
ys

ic
al

 
di

sa
bi

la
ti

es

2 
ye

ar
s

2 
da

ys
/w

ee
k

10
C

on
ve

rs
at

io
n 

gr
ou

p 
(o

ne
 g

ro
up

)
1 c

oö
rd

in
at

or
 (S

LT
) f

or
 

in
ta

ke
,

su
pp

or
t p

la
n 

fo
r c

lie
nt

s 
an

d 
su

pp
or

t f
or

 s
oc

ia
l 

w
or

ke
rs

2 
so

ci
al

 w
or

ke
rs

4 
vo

lu
nt

ee
rs

Susan_Binnenwerk_Correctieronde1.indd   120 27/11/2019   10:13:28



121

Perspectives of people with aphasia and their relatives

Data collection

Within the three chosen aphasia centres we started a similar process of data collection 
data. Several qualitative methods were used to collect a rich variety of data, called 
triangulation (Ritchie & Lewis, 2003). This variety enabled us to check the integrity 
of the data and extend the inferences drawn from it (Denzin, Lincoln, & Giardina, 
2006). Furthermore, it supported an iterative process of data collection: the outcomes 
of the observations were input for the interviews and focus groups and vice versa.

Participant observations
In all three aphasia centres, we started with participant observations (80 h in total). 
Two researchers and the student researcher were present in the aphasia centres to 
observe what happened during the day, what activities took place, and the way in 
which people interacted and communicated with each other (clients, professionals, 
volunteers). Participant observation also provided information about non-verbal 
communication, especially relevant when verbal communication was not possible due 
to aphasia (in line with Parr, 2007). The ethnographic approach and being present also 
gave us the opportunity to have informal conversations with clients, to get acquainted 
with them, and to approach them for solo or group interviews in a later stage. We made 
field notes to describe our observations and share our experiences; we reflected on 
these notes within our research team.

During this observational phase we also participated in two activities with a group 
of clients and supporting staff to practice real-life participation. We joined the group 
traveling to a shopping centre by public transport, and we went to the airport by train. 
We experienced what these activities mean to clients and later we could talk with the 
clients about these activities and their experiences.

Interviews
During the participant observations and informal talks, we selected and approached 
clients for interviews in all three aphasia centres (n = 12, see Table 2). We strove for 
as much variety in client population as possible (e.g. age; sex; marital status; severity 
of aphasia; background; work situation; other impairments like hemiplegia, memory 
loss, apraxis). Clients had attended the aphasia centre for at least six months (between 
six months and 2.5 year), during 1–3 days a week. We especially paid attention to 
also include people with severe aphasia. Our focus was on values and experiences of 
people with aphasia; we therefore didn’t get notice of the clients’ specific bio-medical 
background. Former research showed us that the severity of ABI was not related to 
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experiences with participation (Schipper, Visser, Hendrikx, & Abma, 2011) and that 
participation is related environmental factors like support (LPAA Project Group, 2000).

For the semi-structured interviews with clients, we used a topic list that was based 
on participant observations and earlier informal talks, as well as on literature about 
participation of people with ABI and aphasia (for topic list see Appendix). We also 
took notice of other studies in which people with aphasia were involved in research 
(Dalemans, Wade, van den Heuvel, & de Witte, 2009; Luck & Rose, 2007). During the 
interviews, clients used supporting tools with which they were familiar such as an 
iPad or communication aid/book. They also used other means of expression like 
drawing and writing to support their verbal expression. Clients themselves could 
choose where the interview took place. Most of the interviews were held at the aphasia 
centre. Some clients preferred to do the interview at home with their relative present 
for support with their communication and to feel more comfortable and they preferred 
that their relative could support with communication. In these interviews, the main 
focus was on the client, but we also took into account the perspectives of the relatives.

We also interviewed relatives of the clients (n = 9), also using a topic list. These relatives 
were approached by the professionals of the aphasia centres. The professionals 
suggested relatives they thought were willing and able to be interviewed, and the 
researchers chose the sample keeping in mind variety of age, gender, and severity of 
relatives’ aphasia.

All interviews were audiotaped after permission and were transcribed verbatim. The 
clients’ visual material (e.g. drawing, writing) also was used in data analysis.

Table 2. Overview respondents interviews.

Respondent 
number Age Sex Severity of 

aphasia
Marital 

state
Aphasia 
Centre

Clients
1

36–45 M Severe Married B

2 36–45 F Moderate Married A
3** 56–65 F Mild Married C

4 56–65 M Mild Single C
5 66–75 M Severe Married C
6 36–45 M Moderate Married B
7 46–55 F Moderate Divorced C
8 46–55 M Moderate Married B

Susan_Binnenwerk_Correctieronde1.indd   122 27/11/2019   10:13:28



123

Perspectives of people with aphasia and their relatives

Table 2. Continued

Respondent 
number Age Sex Severity of 

aphasia
Marital 

state
Aphasia 
Centre

9** 66–75 M Severe Married A
10** 45–55 M Severe Married A
11* 36–45 F Mild/moderate Divorced A
12* 46–55 F Mild/moderate Married B

Relatives
1 56–65 F Severe Spouse B
2 66–75 F Moderate Spouse B
3 36–45 F Moderate Spouse A
4 36–45 F Severe Partner A
5 46–55 F Severe Spouse B
6 66–75 F Severe Spouse A

7** 56–65 F Severe Spouse A
8** 56–65 F Mild Spouse B
9** 66–75 F Severe Spouse A

Legenda:
*Interview with support of relative.
**Double interview (person with aphasia and relative).
Severity of aphasia: rated by the researchers, related to ability of verbal expression.

Focus group meetings
To explore the perspectives of clients we also conducted focus group meetings 
during the centres’ existing group meetings. This method has several benefits (Legg 
& Stott, 2007). People with aphasia can experience an interview as too challenging 
because of their problems expressing themselves in a face-to-face situation. Having 
a conversation in the safe environment of a group may be less threatening for them. 
In addition, people can help each other in their formulations and can build further 
on what others have said (Legg & Stott, 2007). Professionals and volunteers who 
supported the group meetings were present and could help with communication. 
In total, 37 clients joined a focus group meeting (see Table 3). A topic list was used as 
a starting point for the dialogue. The group interviews also were audiotaped after 
permission and later transcribed verbatim.
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Table 3. Overview focus group meetings.

Focus group 
meeting

Number of 
participants and 

sex

Severity of 
aphasia* Others present Aphasia 

Centre

1 7: 3M, 4 F
Moderate/

severe
C

2, Creative session 3: 2M, 1F Moderate B 

3 7: 7 M Severe
With professional 

and volunteer
C

4 5: 4M, 1F Moderate With a volunteer C

5, Creative session 6: 4M, 2F Severe
With professional 

and volunteer
B

6 8: 5M, 3F Moderate With professional C

7 5: 3M, 2F Moderate With volunteer A

8 3: 2M, 1F
Mild/

moderate
A

*Severity of aphasia: rated by the researchers, related to ability of verbal expression.

Creative methods
Because of some clients’ limitations in verbal expression, we used creative methods 
to support clients in expressing themselves (see appendix). These methods are used 
in the social sciences to collect data and explore the meaning and interpretation of 
those involved (Kara, 2015). During group meetings, we asked clients to make collages, 
using photos and images from magazines, about their experiences with the aphasia 
centre and about what participation means to them. The collages then were shown 
in the group and, with the help of a speech therapist, the clients tried to express and 
discuss their collages. The group sessions (one with seven clients, one with four) were 
videotaped after permission, so the interaction of the visual data materials and the 
verbal expressions of the people with aphasia could be analyzed.

Analysis

Because of the explorative nature of our research we conducted an inductive thematic 
analysis (Braun & Clarke, 2006). Two researchers separately coded transcripts of the 
interviews, focus group meetings, field notes of the participant observations, and the 
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(creative) group conversations to increase the validity of the data (Ritchie & Lewis, 
2003).

The themes of both researchers were compared and discussed by the research team 
until consensus was reached about the themes’ relevance and meaning. For each 
theme, the most suitable quotes were selected to illustrate findings. The videotapes 
were used to enrich the analysis of the collages and the verbal expressions during the 
group sessions with the non-verbal, visual expressions, called referential adequacy 
(Lincoln & Guba, 1985).

At the end of the project, we organized a focus group meeting in each of the three 
aphasia centres to validate the findings and the derived themes with clients (i.e. a 
member check) Besides validation, these meetings also brought up new elements that 
helped to deepen the team’s understanding (Mays & Pope, 2000).

Quality procedures

We used several procedures for qualitative research to enhance the credibility and 
dependability of our data (Mays & Pope, 2000; Ritchie & Lewis, 2003). We carefully 
selected the aphasia centres and the participants (purposeful sampling). We were 
present at the aphasia centres for a longer period (prolonged engagement, persistent 
observation). We also used triangulation (various data methods). We systematically 
reflected on our data and data collection procedures within our research team 
and analyzed our data, following a structured procedure by two researchers and 
discussing the whole analysis in our research team. Finally, we used a member check 
to see if our interpretations corresponded with the perspectives of the participants. 
This was a challenge for people with aphasia. Many of the respondents were unable 
to read a written report of the interview. Providing them with such a report also 
could confront them with their disabilities (respondents’ burden). We therefore chose 
not to use written member checks for people with aphasia. We tried to check our 
interpretations in the focus groups meetings at the end of the project by being aware 
of the non-verbal expressions and the congruency with the verbal expressions.

Ethical considerations

All respondents received written, aphasia friendly information about our research 
and were informed about the procedures (also verbally). They voluntarily took part 
and gave informed consent (written or verbal). We aimed for anonymity, respect 
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for privacy/ confidentiality, and transparency. With regard to clients, we also took 
non-verbal expressions of discomfort and stress into account and carefully considered 
our procedures to avoid respondent burden (for example regarding written member 
check and written informed consent), while taking our quality procedures in mind 
(Ulrich, Wallen, Fiester, & Grady, 2005). The study was approved by the Ethical 
Committee of the VU Medical Centre.

Findings

We derived six main themes that characterized the value of the aphasia centres from 
the experiences and perspectives of clients and their relatives. Figure 1 presents the 
themes. To stay as close as possible to the expression of the clients themselves, we 
did not edit the quotes.

Figure 1. Themes related to the value of the aphasia centre from the perspectives of 
clients and their relatives.

Overcoming isolation in the chronic phase: new goals, new perspectives, 
new meaning

Clients who visit the aphasia centre have left the rehabilitation phase behind and 
try to continue their lives at home, facing the consequences of aphasia. In practice, 
this has proven to be a challenge for them and their relatives. In this chronic phase, 
they try to find the right support. Some clients have found their way to the aphasia 

• Overcoming isolation in the chronic phase: new goals, new 
perspectives, new meaning 

• A safe place to learn, build self-confidence and overcome shame

• Working in groups: peer contact, helping others and having a 
meaningful contribution 

• Language is more than words: emotions and identity

• Participation: paid work, social roles, meaningful time spent  
and contribution

• Relatives’ perspectives on benefits for their partner and for  
themselves
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centre on the advice of the rehabilitation centre or a speech therapist, others after a 
search for support on the internet or via a patient association. Clients often referred 
to their lives before they came to the centre. They talked about feelings of isolation, 
being locked up at home and hopelessness:

Awful, because sitting there, and then? Home, and then?
(male client, aphasia centre C)

I always have worked…and two and a half year…. Stroke…..then nothing…..Just 
sitting there…..
(male client, aphasia centre B)

When clients first come to the aphasia centre, they start with making plans and 
goals. They must formulate this themselves, supported by a speech therapist and 
their partner or relative. Clients expressed that talking about goals can be very 
confronting. It is then that they must face their limitations and make new, realistic 
goals. Most clients expressed that their main goal was to learn how to speak, write, 
read, and calculate.

Visiting the aphasia centre brought new perspectives for clients. They experienced 
that the focus is not on what they can no longer do but on the capabilities they still 
have. It is about new opportunities despite their impairments and is associated with 
new goals and meaningful activities:

I think it makes you better, although it can be only 90 percent. I try to go on. . .. 
You do need a goal, that is much better for you.
(female client, aphasia centre A)

By coming here at the centre, I have reached a lot of goals, I think. Because I could 
not talk, only said ‘yes’ and ‘no’ and now I can tell my story.

(female client, aphasia centre B)

Relatives also mentioned the value of new goals, perspectives, and meaningful 
activities. One of them said:

Instead of being at home all day, he now has new experiences. By visiting the 
centre he has a new goal in his life and a meaningful day activity, that satisfies 

Susan_Binnenwerk_Correctieronde1.indd   127 27/11/2019   10:13:28



128

C
ha

pt
er

 5

him. He feels recognized. He has valuable contacts there. And he learns to focus 
on things he can do.
(spouse of male client, aphasia centre B)

A safe place to learn, build self-confidence, and overcome shame

All clients mentioned that they experience the aphasia centre as a safe place where 
they can be who they have become after ABI and where they can flourish. The centre 
feels like a safe haven, which is greatly appreciated:

The centre is very valuable, it feels like coming home. A place where you can be 
yourself, a safe environment.
(female client, aphasia centre A)

Clients often compared their experiences in the centre with their experiences with 
life outside the centre and in society, which is ever so fast. The world outside the 
centre often is seen as “the evil outside world” or “the tough world”. The centre is a 
place where they are no exceptions:

I benefit. . .. the group here. . ..because I talk to people here and it is just normal. . 
..they consider me as normal. . .. That is important to me.
(female client, aphasia centre C)

Clients also mentioned that people in the outside world think that they are not 
normal. They feel stigmatized:

People often think we are stupid. . .. but that’s not the case. This can happen to 
any normal person.
(male client, aphasia centre B)

A lot of clients expressed feelings of shame, resulting in an even higher barrier to talk 
to or connect with others. In the aphasia centre, clients experience less barriers and 
a safe environment; making mistakes is allowed. Here, feelings of shame disappear:

Here, the shame fades away. We are all in the same situation.
(male client, aphasia centre A)
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The safe environment is experienced as a beneficial space where people with aphasia 
can have informal contact with others. It is not only a nice and warm place, it also 
is a place where clients have to work hard and practice, over and over again. Clients 
expressed the following:

Try, try, try
(male client, aphasia centre B)

Practice, practice, practice
(female client, aphasia centre B)

Talk, talk, talk, that is most important.
(female client, aphasia centre C)

Clients expressed that participation in the aphasia centre helped them to cross 
barriers and build self-confidence. In this safe environment, they are invited to take 
initiatives and feel freer to socialize. They feel more confident in social contacts. A 
client said:

Now I dare to meet people….yes, meet people and talk, ask…..
(female client, aphasia centre C)

I didn’t dare to talk to friends, I didn’t want to…..Now I feel that….I have more 
confidence than before….than I ask: how are you? What are you going to do?
(male client, aphasia centre B)

Working in groups: peer contact, helping others and having a meaningful 
contribution

In the aphasia centre, activities mainly take place in groups to practice communication. 
According to clients, this stimulation of interaction in the group is important because 
in daily life speaking actively is not self-evident. In the centre, clients must speak. 
Clients expressed that it is important to keep practicing and being stimulated to talk.

I realize on holiday, four weeks with my husband, nice, but you do not talk that 
much. Read a book and less talking. Then talking gets less, you really find out.
(female client, aphasia centre A)
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Working in a group with other people with aphasia also means interaction with peers. 
This means clients realize that they are not the only ones who suffer communication 
problems. At first, this can be confrontational, as one client told about the first time 
she came to the centre:

It was shocking. When you come here for the first time you see that all people 
suffer from something. One cannot talk at all, one has a paralyzed arm….I didn’t 
like it…..It was confrontational…..I was one of them.
(female client, aphasia centre A)

Clients mentioned that after this first confrontation, they realize that they are not 
the only one; this offers them comfort, and they feel that they are understood and 
recognized. They give each other advice from their own experiences.

New clients can learn from clients who have visited the centre for a longer time and 
who have made progress. This is experienced as a very positive element by new clients, 
who see the more “advanced” clients as role models. This gives hope for improvement. 
One of them said to another client:

Look at you, in the beginning you could only say ‘yes’ and ‘no’ and now you can 
give a presentation in the rehabilitation centre. You are an example for me, truly.
(male client, aphasia centre B)

They all can help each other by using these strong abilities. Clients mentioned that 
they started to experience that they not only have disabilities but also strengths. 
Therefore, the group process not only provides possibilities for interaction and 
communication, but also is experienced as beneficial by the clients because it provides 
opportunities for hope, trust, and motivation. Also, it provides opportunities to help 
others and have a meaningful contribution.

Language is more than words: emotions and identity

Many clients mentioned that they experienced isolation and that not being able to 
express themselves had a big impact on the ability to make contact with the people 
around them. As a consequence, relationships changed or even came to an end. The 
spouse of one of the clients, a former school head, said:
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It is hard, he liked to talk, discuss, spoke about politics a lot, and his work was a 
lot of talking and communicating. Now, that is not possible anymore.
(spouse of male client, aphasia centre A)

And a partner of a man in his 30s with aphasia expressed:

Most complicated are the conversations with friends, in which he wants to take 
the initiative and bring in a new topic. That is hardly possible.
(spouse of male client, aphasia centre A)

Clients and their relatives also expressed the essence of communication when 
expressing feelings and emotions. Clients must deal with a dramatic event in their 
life but cannot talk about it and express their feelings and emotions to loved ones. 
This makes it a double challenge. One of the clients tried to make this clear:

At home, is eh, venom. Because psychologically and emotions, and eh, bad mood 
and ups and downs, but eh, and the aphasia, that is double. So emotions and 
aphasia, pfff
(male client, aphasia centre C)

He expressed that there should be more attention for this in the aphasia centre. 
There should be more space for the relational aspect of communication and emotions 
instead of learning more words:

Being a human, less attention than learning words, and eh, that improves but 
being human gets worse.

Living with aphasia has deep impact on identity and who you are also became clear 
when a lady in her 40s made a collage about her severe aphasia. She expressed that 
with an image of a blurred person. She was very emotional when she showed this 
image (see Appendix). With help of the speech therapist, the image was accompanied 
by the phrase:

Not being able to talk: identity?
(female client, aphasia centre B)

Clients expressed that their self-image also is determined by the way people in daily 
life react. For example, on the phone or in public transport they experience that people 
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do not have patience to help them. Clients also told about feelings that they were 
not recognized, for example, when people talk to their company instead of to them:

When I sit in my wheelchair and my wife stands next to me. . .they do not talk to 
me, but to my wife, about me. . ..as if I am not there.
(male client, aphasia centre C)

Participation: paid work, social roles, meaningful time spent and 
contribution

The concept of participation was discussed in several group interviews with clients. 
Some clients mentioned that participation for them was not possible anymore. They 
associated participation with paid work and making a contribution to society. With 
grief they mentioned that this is no longer possible:

Difficult, difficult, difficult….
(male client, aphasia centre B)

Clients also expressed that they realize that they cannot fulfil the same roles they 
had before the brain injury. For many clients, returning to work is not possible but, for 
them, it is important to find new ways to have a meaningful contribution, in family 
or in society. Clients expressed that they find that the centre helps them search for 
ways to pick up their lives in a way that fits the possibilities that remain after the 
brain injury and that is satisfying for a person with aphasia. One client formulated:

I cannot do all activities, but I like to do what I can do. For example doing 
shopping. I have support for the things I cannot do, so in this way it works for me.
(female client, aphasia centre C)

Clients mentioned that coming to the centre helped them to pick up activities in 
daily life that they thought they couldn’t do anymore. Practicing these activities in 
the centre, like shopping, cooking, and travelling with public transport, helped them 
overcome barriers and build confidence to perform these activities on their own.

In the beginning, no talk. Now I can talk. Shopping, I can do it myself. And I cook.
(female client, aphasia centre A)
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Clients associated participation with picking up (again) social roles in family and 
contributing to daily life at home: being able to do shopping, to cook, being able to do 
(sometimes new) hobbies, helping their child’s school, working as a volunteer, helping 
at their child’s sports field, being a granddad.

Clients also associated participation with meaningful time spent, having a goal, and 
being able to contribute. For example, being a volunteer at the centre was mentioned 
as a new goal to strive for because it was experienced as being very fulfilling. 
Furthermore, clients mentioned that it is important to be part of a group, part of a 
social bond, although they are not always able to take part in the activities as they 
did before. For example, one client talked about her sports club as an answer to the 
question of whether she is still running:

I cannot run 15 miles anymore. Being there, that’s important.
(female client, aphasia centre B)

Relatives’ perspectives on benefits for their partner and for themselves

As shown in some of the themes illuminated previously, relatives mentioned that their 
partner with aphasia benefits from the support and care they receive in the aphasia 
centre. For example, they reported that communication improves and their partner 
feels happier and more confident. It has broadened the world:

For me it is good to know that he is at a place where he feels good. When he comes 
home he has something to share with me, about what he has done or heard. And I 
see that his communication improves, thanks to the support of the professionals 
and the volunteers.
(spouse of male client, aphasia centre B)

The relatives also mentioned benefits for themselves. The centre gives them 
information (knowledge) about aphasia and practical help in dealing with aphasia 
in daily life. They also get support in how to communicate with their partner with 
aphasia. Like one woman said:

For me it is also support. They are always there to answer your questions. They 
have a lot of knowledge about aphasia, I really like it that they know so much. 
That you get support of professionals of which you know for sure that they have 
the right knowledge.
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(spouse of male client, aphasia centre A)

The fact that their partner goes to the aphasia centre also gives relatives time and 
space to pick up their own things while their partner is at the centre. This is valuable, 
but all relatives stressed that this felt good in combination with a meaningful and 
nice place for their partner.

I could take a breath. He was always at work and now he was 24 hours at home. 
And I saw that he improved.
(spouse of male client, aphasia centre B)

Relatives also told of appreciating the opportunities to meet other partners of people 
with aphasia and to share experiences and practical information. Like the clients in 
the aphasia centre themselves, this peer-to-peer contact is experienced as supportive:

I experience the group for partners of someone with aphasia as positive, because 
a lot has changed in our lives as well.
(spouse of male client, aphasia centre A)

Discussion

One of the main findings of this study on the value and meaning of aphasia centres 
from the perspectives of clients and their relatives is that the centre itself offers a 
place for participation: working in groups provides opportunities to communicate with 
others (peers, volunteers, professionals) and to practice communication in a natural 
conversation setting. But, even more important, our study demonstrates the group is a 
way to meet other people, and offers a space to develop new interpersonal relationships 
and friendships. It helps to overcome feelings of isolation. This corroborates with 
existing literature on the beneficial effects of working in groups (Elman, 2016; Lanyon 
et al., 2013; Ross et al., 2006; Rotherham et al., 2015; Simmons-Mackie & Holland, 2011; 
Van der Gaag et al., 2005; Vickers, 2010). Also, the aphasia centre is a place where people 
can help each other. This goes either way: receiving help from others, but also helping 
other people yourself. Clients even can become volunteers in the centre themselves. 
This provides them with a new role and at the same time they become a role-model for 
other clients. This element of mutual support is also described in the other literature 
about aphasia groups (Elman, 2007; Elman & Bernstein-Ellis, 1999; Pound, 2011) and 
is in line with our findings related to the setup of Dutch centres. Helping others and 
making a meaningful contribution are important elements that relate to participation 
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from the perspectives of people with aphasia (Dalemans et al., 2010; Hammel et al., 
2008).

A second main finding is that in the safe environment of the aphasia centre, people 
with aphasia can practice their communication and can overcome shame and build 
self-confidence. This overcoming of shame and self-confidence is also described in 
other studies about the benefits of group related care (Rotherham et al., 2015; Van 
der Gaag et al., 2005). This self-confidence results in the courage to communicate in 
situations outside the aphasia centre, especially in social contact with family and 
friends. It is remarkable that, in contrast to the safe haven of the aphasia centre, 
clients describe the world outside the centre as going too fast. In this “tough world” 
is, to their opinion, not enough attention and understanding for people with ABI or 
aphasia (in line with Schipper et al., 2011). Although the centres try to contribute to 
participation in society, this is often a step too far for clients. Indeed, the centre helps 
to build self-confidence and people can overcome feelings of shame in their social 
networks, but still feel shame in relation to the societal context. This might imply 
that the norms in society are high and that people feel they cannot apply to these 
norms. These societal norms typically include norms about labour participation and 
being economically productive. This can evoke feelings of shame; one is not able to live 
up to societal norms. Despite efforts, apparently the support in the aphasia centres 
cannot easily bridge this gap.

Regarding our findings related to shame, the Shame Resilience Theory is relevant 
(Brown, 2006). Brown defines shame as an intensely painful feeling or experience of 
believing we are flawed and therefore unworthy of acceptance and belonging (2006, 
p. 45). The main concerns of shame are: feelings of being trapped, powerless and 
isolated. From her point of view, shame is a psycho-social-cultural construct. The 
cultural component points to the very prevalent role of cultural expectations and 
the relationship between shame and the real or perceived failure of meeting cultural 
expectations. Here we can see how societal and cultural norms can evoke feelings of 
shame, as we found in our study.

The Shame Resilience Theory describes elements that help to overcome shame 
and decrease feelings of isolation (Brown, 2006). Shame resilience increases, when 
one is able to experience empathy and connection. Developing mutually empathic 
relationships is a critical element of shame resilience. The theory also indicates that 
being with others who have had similar experiences (peers) and talking about shared 
experiences is extremely helpful to overcome shame. This is exactly what we found 
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in the aphasia centres, where working in groups with peers provided a context to 
overcome shame and develop resilience. Yet, in the wider social environment this may 
not be the case, hence the gap people experience.

A third main finding of our study is that support and care of the aphasia centres is 
highly valued by clients, but also by relatives. In the Dutch aphasia centres, relatives 
not only receive support regarding this communication, but they are also supported 
in their new role as partner of a person with aphasia. Aphasia effects their lives as 
well, they also have to find new ways to build up their live, together with their partner 
with aphasia. The aphasia centre not only provides them with time for themselves 
when their partner goes to the centre, but it also provides support and peer groups 
for their beloved one. Attention and support for relatives of people with aphasia is 
important, as described in former research (Rotherham, Howe, & Tillard, 2016; Van der 
Gaag et al., 2005; Visser-Meily, Post, Van Heugten, & Van den Bos, 2008). This becomes 
even more relevant in our current Dutch society, where more responsibility shifts 
to the informal care network to deal with rising costs of a population growing older. 
Support for relatives/family care givers can help them to build up their lives again 
together, but also to prevent burden of care. Recently, this notion of support and care 
for the partner and family of people with a chronic illness or disability is gaining more 
attention in the literature more in general (Harding et al., 2015; Vermeulen et al., 2015).

When we relate the experiences and perspectives of clients and relatives to the 
concept of participation we can conclude that the support of the centre is not only 
helpful to reach the goal of participation, but attending the aphasia centre embodies 
already meaningful participation for clients themselves. Participation is related not 
only to activities or paid work, but also to taking up meaningful social roles – ones that 
match with personal expectations – and also has to do with overcoming isolation and 
(starting to) connect and relate to others (in line with Dalemans, 2010; Hammel et al., 
2008; Worrall et al., 2011). From this perspective, participation relates to the concept of 
belonging (Brown & Brown, 2003; Dalemans et al., 2010; Hall, 2010; Hammel, 2014; Kool, 
2013). Brown and Brown (2003) use the concepts of “being, belonging, and becoming” in 
relation to participation. Being is about who you are, your authenticity, without having 
to adjust to standards of others or society. Belonging is about the connection to the 
environment and to other people. It is about feeling welcome, feelings of belonging 
to others, and about having your own space. Becoming refers to the activities of 
people and their personal goals, wishes, and aspirations. People want to grow, want 
to flourish, and want to have dreams. Life is not static but always developing. Looking 
at the aphasia centres from the perspectives of clients and relatives, we can see all 
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these elements as values of the centres: being able to be who you are, connecting to 
others, and working on personal goals, wishes, and aspirations. From this point, self-
esteem can increase, and clients can overcome shame and achieve new perspectives 
outside the centre.

Here the work of Hall (2010) on belonging and places that enable belonging is relevant. 
He refers to spaces where people with intellectual disabilities and mental illness can 
have feelings of being attached, belonging, and feeling valued. He calls these spaces 
safe havens. This is exactly how the people experience and value the aphasia centre; 
it is a safe haven, a place where you can be who you are, where you belong, and where 
you are valued. Belonging is based on relationships founded on shared experiences 
(Marcel, 2002).

Although our study has brought relevant new insights, there are also limitations. For 
example, others (professionals, relatives) were helpful in supporting communication 
for clients. We were alert that their support was an interpretation of what they 
thought people with aphasia tried to say. We tried to anticipate on this by asking the 
person with aphasia explicitly whether the person who supported the communication 
interpreted correctly what he or she tried to express. Furthermore, the purposeful 
sampling of the relatives brings up some concerns, because we selected them 
indirectly with the help of professionals. In retrospect we could have been more 
deliberate in our search for variety in terms of gender (for example selecting more 
male family caregivers). Although the described aspects can provoke some concerns, 
we used several quality procedures to strengthen our work and meet quality criteria 
(credibility, dependability, transferability and conformability) (Barbour, 2001; Lincoln 
& Guba, 1985). We used procedures to check our interpretations, like member check 
procedures. Although verbal-checking methods can be difficult for people with 
aphasia, we enriched our checks with non-verbal communication. We also used 
triangulation of data collection and focus group meetings for validation at the end 
of our project.

We did not collect and provide bio-medical background information about the 
participants. This relates to the fact that the starting point of our research was 
that we wanted to explore the experiences and meanings concerning the aphasia 
centre and participation among clients with aphasia and their relatives. We did not 
gather medical information, because former research showed that the experience 
of participation was not directly related to the factual severity of ABI (Schipper et 
al., 2011); it was rather the perception of one’s personal situation that influenced the 
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participation experience. Without denying that our strategy has limitations, this issue 
provokes interesting epistemological questions related to our qualitative approach 
(Morse, 2008; Roberts, Code, & McNeil, 2003).

Bearing all this in mind, we experienced that it is possible to explore the perspectives 
and experiences of people with aphasia. It became a challenge when we tried to fit 
these perspectives in our current scientific frameworks. It made us aware of the verbal 
and rational orientation of scientific work and its requirements. This appealed to 
creativity and a constant reflection on the goals of procedures and the feasibility of 
using them with people with aphasia. We plea for researchers to make this extra effort 
in order to be able to get to know the perspectives of people with aphasia, to let these 
rich experiences guide us in more inclusive forms of research, and to attune support 
and care in health care and society to the needs of people with aphasia.

Conclusion

From our study we can conclude that aphasia centres are highly valued by clients 
and their relatives. Our article underlines existing literature about group support 
for people with aphasia and contributes to this, by focusing more specifically on the 
Dutch context.

In the Netherlands, on a societal level participation is related to societal norms 
regarding paid work and self-reliance. Also, responsibility is increasingly transferred 
to informal care to keep to welfare state affordable (Grootegoed, van Barneveld & 
Duyvendak, 2014). In this societal context, the aphasia centres are even more relevant 
for people with aphasia ánd their relatives. The support in the centres are a big 
step stone towards participation and contributes to this goal. This indicates that 
participation and support are not opposites, but that participation is fostered when 
there are helping hands, either from informal and/or formal caregivers. Paradoxically, 
however, care and support in the chronic phase of aphasia are reduced by financial 
cutbacks and effects and rational outcome measures are increasingly used by 
healthcare organizations to “prove” their effectiveness to external stakeholders 
like insurance companies and inspection. Especially the valuable outcomes of 
participation in the light of being and belonging are hard to measure, while these 
elements are of utmost importance from the perspectives of clients and their relatives 
(Mahar, Cobigo, & Stuart, 2013). Also, clients feel it is hard to meet societal norms of 
participation, framed as paid work and independency and self-reliance. This makes 
it harder to overcome feelings of shame. For their relatives, there’s a risk of burden of 
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care when support and care in the chronic phase is reduced. They benefit the support 
from their own role as informal care giver as well.

For the support and care in aphasia centres it is important to be aware of the impact 
of these societal developments and the gap towards more societal participation for 
their clients. Especially in a societal context where participation is expected from 
all citizens, this valuable care for people with aphasia and their relatives should be 
available. For health care policy it is important to reflect on the concept of participation 
and the societal norms and obligations it generates. Attention should be paid to the 
perspec- tives of clients and relatives concerning participation and the value of being 
and belonging.
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Appendix4

Translation: Not being able to talk: Identity?

4 We submitted this image as an appendix of our paper. The image was chosen by one of the 
clients during a focus group, in which we used creative methods. It refers to the client’s 
experiences facing aphasia. This image is not published in the journal.
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Bringing the experiences of people with aphasia into a 
scientific biomedical field: Open8ing spaces for silent 
knowledge 

Our research group was approached by the patient organization for people with 
aphasia, to study the perspectives of people with aphasia who visit the aphasia 
centers and their relatives. What is the value of the center for them? And how does 
it relate to the goals of participation?

After we had written a Dutch report about the findings of our study, we also 
wanted to publish our work in the scientific field of aphasia for professionals and 
researchers. It seemed relevant to share our findings within the international field 
of research, because we wanted to bring the perspectives of people with aphasia 
to the fore. And their perspectives on participation. Within our department, this 
is relevant, because we think that the experiences and experiential knowledge of 
people with a chronic disease or a disability can have a valuable contribution in 
knowledge production about care and rehabilitation. To us, this is of value. From 
our responsive evaluation approach we work from a moral horizon of inclusion 
and we strive for an open space in which all involved can bring in their experiences 
and perspectives, and in which new meanings and new insights can emerge 
through dialogue. Form this moral horizon we wanted to share the experiences 
and perspectives of people with aphasia about participation with professionals in 
the field of care and rehabilitation. We wanted to put an interest in bringing in this 
perspective.

Within our research team we talked about which journal to choose for submitting 
our work. Personally, I wanted to publish in the journal “Aphasiology”. To me, it 
was important that this more medically orientated journal could take notice of 
our research, because our work starts off in the lifeworld of people with aphasia 
themselves. At the same time, I realized that a certain journal had some demands 
about research. The journal was more bio-medically orientated. I could take notice 
of that on the website of the journal and the guidelines for authors. It said:

Submissions involving research with aphasic participants should include, 
wherever necessary (and this will be the case for most submissions), 
adequate participant descriptions and assessment details. Brookshire (1983) 
provides a list of factors (below) reviewed and updated recently by Roberts 
et al. (2003) that referees can bear in mind when evaluating a submission: 
Aphasia Type, Vision, Handedness, Sex, Hemianopia, Participant source 
IQ, Hemiparesis, First Language speaker, Mood/Affect, Time since onset, 
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Lateralisation of damage, Severity, Years of education, Localisation of damage.

Greater detail will be required for single case studies than for large group 
studies. For single case studies detailed and clear assessment details 
including raw scores on assessments are usually required. Robey et al. (1999) 
recommend that for single case treatment studies, sufficient detail (e.g., raw 
scores, descriptive statistics) is required so that standard deviations can be 
calculated from data presented to allow meta-analysis of series of published 
single case treatment studies.

Honestly, I felt quiet some tension when I read this. We were not able to supply 
this information. Would a submission to this journal be worthwhile? Would it be 
valuable enough without this information? Should we give it a try and put effort 
in it, while doubting whether we could meet the standards and demands of the 
journal? At the same time, I felt a strong urge to bring in our work in this specific 
field of research. Bringing in our insights about the experiences of people with 
aphasia themselves regarding the support in the aphasia center, but also about 
the meaning of participation from their perspectives. Also, we wanted to bring in 
our findings and reflections on the barriers that people with aphasia experience in 
society. In retrospect, it took me some courage to submit our work and give it a try. 
But I did.

Two months later, when I opened my mail, I found out that I had received a 
decision letter from the editor about our submitted paper. My heart started to 
beat twice as hard. I was very curious about the reaction of the editor. And would 
there also be comments of reviewers? At the same time, I was afraid that our work 
would not have been accepted. It became clear to me that something was at stake 
for me. Indeed, I was aware that it was important to me that our work about the 
perspectives of people with aphasia and their relatives would be valued in the 
field of professionals and researchers. But I was also aware of the bio-medical 
orientation. As said before, this gap between lifeworld experiences and bio-medical 
orientation was exactly why I felt the urge to present our work, although we are not 
medical experts in the field of aphasia.

I started to read the decision in the mail and found out that we had an extensive 
response from the editor. Although we had a lot of work to do and had to do major 
revisions, the editor gave us an opportunity to revise our work. When I read the 
comments, it became clear to me that it was exactly the more biomedical orientated 
stance and positivist epistemic orientation that raised concerns. It made me feel 
disempowered and insecure about our work. Did we do good science? And what 
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does good science mean? And what knowledge is relevant and valued in this 
specific scientific field? And, working on my PhD, how can I relate to science and 
how can I become a “good scientist”? I felt my own personal position was also 
related to this, I was involved myself. I did not stand outside this as a person. And 
how does this relate to our normative stance to bring perspectives of patients 
themselves to the fore in the biomedical orientated science?

With a sad face I walked to the coffee machine, where I met a colleague of mine. She 
is well known in the field of medicine, so I started to talk to her about the decision 
letter and how I felt about it. I told her that one of the concerns of the reviewer 
was, that our methodology was unclear and that we had not taken into account the 
quality procedures (member check and informed consent). And that I derived from 
that, that our responsive approach was not good enough. I felt disqualified in this 
scientific context. She asked me about how we had worked regarding the formal 
quality procedures. I started to explain to her that we experienced that the formal, 
scientific guidelines were not easy to follow when we tried to include people with 
aphasia. That, in real life practice of our research, questions came up about the 
value of written informed consent. What was this value when people cannot read? 
Wasn’t that too much confrontation for them? And what is the value of a signature 
on a paper, when you cannot read what you are signing for? We had tried to cover 
that in alternative ways. And we also adapted the procedures for member check. 
My colleague said: “when I hear you talking, it appears to me that you took all these 
things into account seriously. But you probably did not write down these concerns 
and alternatives. From an ethical point of view you have for instance good reasons 
not to use written informed consent. To avoid respondents’ burden. My advice 
to you is just to write down what you have told me now in your response to the 
reviewer”.

I felt a bit relieved and I realized that we had to do quiet some revision work. 
Although I felt a bit more confident after this conversation, I wondered how 
the reviewers would respond to our moral and ethical considerations in daily 
practice. And I realized that I also had to provide an answer about the request of 
another reviewer to provide more bio-medical background information. I could 
not provide this, we did not collect this information… We did not see the value of 
this information, in relation to the purpose of our study: knowing more about 
the lifeworld experiences of people with aphasia and how they value the aphasia 
center. And knowing more about what participation means to them. In fact, we 
were not interested in bio-medical issues. We were looking for experiences of 
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people, human beings. And in this specific situation, it concerned people with 
aphasia. We wanted to relate to the people with aphasia, without seeing them and 
approaching them as patients with a certain diagnose. And, by doing so, we had 
learned a lot about relating to them, being with them, communicating with them. 
And I had learned so many valuable lessons about our frameworks in science. That 
this framework is verbally orientated. Even our procedures and guidelines. I did not 
want to neglect quality procedures and I do not doubt the value of it, but in order 
to include lifeworld experiences I had to find alternatives. It made me reflect on the 
purpose of the procedures. I did not follow them automatically, but tried to reflect 
on the norms and guidelines themselves.

I also learned that the valuable knowledge and the lessons that we learned are not 
easy to bring in into the field of science, because of the scientific demands and what 
counts as valuable in this specific domain. What to do with non-verbal accounts? 
Our moral and ethical considerations in daily practice and more relation-orientated 
values (for instance about the value and meaning of participation)? Is there space 
for not well defined and not easy to measure information? And is this knowledge 
less valuable?

It made me reflect on the feeling that we had, as researchers, while being in the 
aphasia centers during our study. In fact, up till this day I cannot find the words 
to express this feeling. My colleagues and I felt very connected to the people with 
aphasia we met, we tried to communicate with, we related to. It seemed paradoxical, 
but without words we felt more connected, relating to each other seemed more 
intense. Maybe this can be expressed by this poem of Ineke ten Brink, that I read 
during the study in one of the magazines from the patient organization:

Even though the words were hidden
The heart spoke
Although the words were hidden
The eyes said
Words were hidden
It reacted
The words
I saw all of you:
The eyes, the skin, the touches,
It said enough, and so much more.
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And I also recognized this feeling in a Dutch novel, called Vaslav5, written by 
Arthur Japin. In this novel the wife of Vaslav, a famous ballet dancer, reflects on the 
fact that Vaslav doesn’t speak anymore, ever since his last performance. She says:

Still he did not speak, but in connecting to the children this had never been a 
problem. They have always been able to understand him perfectly well, and I 
as well discovered gradually that a lot of the messages which people use words 
for, can easily be sensed. Often even in a purer way. Maybe this only applies 
to soulmates, but I tend to think that everybody has the ability to sense and 
feel naturally, but this sense has been damaged by the excessive use of words. 
Once you are used to understand in a different, quiet way, you notice that often 
words only distract from the core. The more essential the message, the better it 
is received in quietness. It is often the insignificant and petty things that ask for 
more explanation.

Also the work of Nicci Gerard6 about dementia helped me to better understand the 
non-verbal, the value of belonging (that had come up as an important value and 
meaning related to participation for people with aphasia), without being able to 
connect in a verbal way. She also brings in another perspective on having a voice. 
A perspective that is explicitly not connected to using words and verbality, but is 
related to belonging and the connection of the self to the outside world. She relates 
it to a man who could express his feelings of having to face dementia himself by 
painting. She writes:

Above all, he continued to express himself, putting his mark on the canvas, 
saying I am here. To be human is to have a voice – and by voice I mean that 
which connects our inner and outer worlds, the delicate and miraculous web of 
communications that ensures we live in community with others, not in solitary 
confinement with ourselves. There are many different ways to have a voice and to 
reach out into the world. Even when memory is gone, language is splintered and 
lost, recognition has crumbled, and the notion of self is hard to hold on to, there 
are ways to find the human being trapped in the wreckage, to hear them and to 
acknowledge that they are still humans, precious, one of us.

This study, in which we were interested in the lifeworld experiences of people 
with aphasia, made me aware that our scientific frameworks are very verbally 

5 Japin, A. (2010). Vaslav. Amsterdam, de Arbeiderspers.
6 Gerrard, N. (2019). What Dementia Teaches Us About Love. London, Penguin Books.
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orientated. It took effort to find creative ways to let people express themselves, 
without (a lot of) words. And the next step is to introduce this non-verbal 
experiential knowledge in the scientific field. Is this seen as “valuable knowledge” 
when it is not tangible? When it cannot be expressed in measures? In tables and 
even not in words? For example, we could not present the creative expressions 
in the scientific journal. What seems to count in the scientific framework are 
numbers, verbal expressions, rational logic and definitions. But how to present a 
feeling or an experience that is not measurable? I felt like I had to do a lot of effort 
to make our work “fitting” into the scientific system. I had to meander between the 
formal procedures (without denying or undervalue these) and the urge to bring in 
other then verbal, rational accounts and information. And I also learned that there 
is hardly any reflection on the ethics of research and the power structures around 
knowledge and knowledge production.

The above mentioned also relates to the demands for bio-medical information, that 
the editor and the reviewer brought up in their decision letter. One of the reviewers 
wrote:

The authors continue to indicate that they didn’t obtain bio-medical 
background because some of their prior research indicated that the severity 
of ABI was not related to experience with participation (Schipper, Visser, 
Hendrikx, & Abma, 2011). However, this is not an adequate reason for not 
collecting this information. There is a large body of research (including Parr 
2007, but also many others) indicating that severity can and does impact 
participation. In addition, it is considered good science to collect participant 
information including etiology and aphasia severity (via objective testing) so 
that readers can determine if/how the research is applicable to other clients/
other people with aphasia (See Brookshire (1983) where he states that, at 
a minimum, studies should include: age, education, source of participants, 
gender, lesion location, handedness, etiology, time post-onset, severity of 
aphasia, and type of aphasia.) Lacking this information, there are significant 
internal threats to validity/confirmability.

We formulated the following response to this:

Thank you very much for bringing up this interesting topic. Unfortunately, 
we are not able to have a more detailed discussion on this issue. Our 
argument not to obtain bio-medical background relates to the fact that our 
starting point of our research was, that we wanted to explore experiences 
and meanings from an insiders perspective, of clients with aphasia and their 
relatives. The perception of the situation is more important for the experience 
of participation than the severity according to the literature (Schipper et al), 
and ICF model. We have made this more explicit in our discussion.
 We agree that the severity of aphasia can impact participation in itself (but 
then participation is already described or conceptualized from an outsider 
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perspective). We agree that providing this information provides readers the 
opportunity to determine if and how the research is applicable to other 
people with aphasia. This has strong links to quantitative research and 
provokes questions about epistemology. Without denying that our research 
does have limitations, I think a difference in epistemology is part of this 
discussion. From this perspective, the work of Janice Morse is interesting:
Morse, J. (2008). “What’s your favorite color?”. Reporting irrelevant 
Demographics in Qualitative Research. Qualitative Health Research, 18, 3, 299-
300.

While I write my PhD on the meaning and process of participation, I strongly feel 
that the above mentioned discussion should be reflected on. And I feel an urge 
to share what we have learned during our study on the experiences of people 
with aphasia. It brought us so much more than what was suitable in the scientific 
framework of the paper itself. I have tried to stretch the boundaries of this 
framework, from the urge to bring in experiential knowledge from the perspectives 
of people with aphasia themselves. I am grateful that in the end the editor and 
reviewers were open to this, and that they decided that our paper is a valuable 
contribution to the scientific field. The process of the submission was in itself a 
valuable journey. It is like participation itself: the lessons that you can learn while 
you are on your way, while you connect to those who are on this journey with you, 
although there are differences (or maybe because there are differences?!), these 
lessons in itself already are valuable and add to new, valuable knowledge.
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Feelings of “aphasia”

So much to say, but I can’t find the words…

So much I felt, but how to plug it into a scientific framework?

So many strong feelings, wanting to do justice. But I don’t know how…

So much that wasn’t said, but how to express silence?

So much learned, but how to describe connection?

So many doubts, but how to find the courage to question the taken for granted?

So many lessons during the way, but how to express the valuable outcomes?

So many people I worked with, but how and where do I belong?

So much to say, but still lacking the words…..

I have to find the courage to find new language for silenced knowledge. People with 
aphasia guided me on this way.
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Abstract

Inclusive research involves people with intellectual disabilities actively and strives 
for empowerment and normalisation. Less is written about the power dynamics in 
a research team consisting of researchers and people with intellectual disabilities 
and the possible value of such collaboration. In this auto-ethnography we reflect 
on these aspects and the challenges along the way. We conclude that striving for 
normalisation can be paralysing; ‘doing the same’ is not always possible and can be 
disempowering for all members of the research team. Acknowledging differences and 
uniqueness enriches research outcomes and makes us reflect on our own, sometimes 
rigid, academic frameworks.

Points of interest

• In inclusive research, people with intellectual disabilities are not just the object 
of study but are actively involved in the research process as participants. 
Empowerment and normalisation are important values.

• In this article we reflect on our own experiences with inclusive research: we 
reflect on our own collaboration with three people with intellectual disabilities 
in our research team. It is about the power dynamics and the added value of their 
involvement.

• We show that we encounter challenges and pitfalls along the way, especially 
when we expect people with intellectual disabilities to ‘do the same’ as academic 
researchers.

• We conclude that it is enriching to acknowledge that people with intellectual 
disabilities in our team have a different and unique contribution and that the 
collaboration makes us reflect on ourselves and our, sometimes rigid, academic 
frameworks.
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Introduction

Involvement of people with disabilities in research has been part of debate since the 
1970s. With its origins in the disability movement, emancipatory research departs 
from the viewpoint that people with disabilities should not be studied by academics 
as an object, but should be involved as active participants in research (Barnes 1996, 
2003; Finkelstein 1999; French and Swain 1997; Oliver 1992; Zarb 1992). Inclusion in 
public domains, like science, is found particularly relevant to those who have long 
suffered from discrimination and marginalisation in society. Emancipatory research 
wants to redress these exclusion processes in society and is deliberately and explicitly 
emancipatory driven; empowerment of people with disabilities is an important goal. 
From this starting point, emancipatory research is not only a way to contribute to the 
co-production of knowledge but is also a form of political action.

This way of thinking about emancipatory research also influenced the specific field 
of research for people with intellectual disabilities. This type of research, in which 
people with intellectual disabilities are actively involved and have active roles, is 
known as inclusive research (Walmsley 2001). Here also the involvement of people 
with intellectual disabilities is promoted and guided by normative arguments and 
the principle of ‘nothing about us, without us’ (Charlton 2000). In addition to the 
concept of emancipation, the concept of normalisation clearly echoes through this 
specific field of study (Walmsley 2001, 2004). Normalisation refers to the idea that 
people with intellectual disabilities should be able to lead as normal a life as possible 
(Bank-Mikkelson 1980; Nirje 1980). They also should be able to take on valuable social 
roles to enhance their image in society (Culham 2003; Wolfensberger 1983; Yates, 
Dyson, and Hiles 2008). Following the emancipatory assumptions of the disability 
movement, some advocates of inclusive research even strive for full control of the 
research process in the hands of people with intellectual disabilities (Atkinson et 
al. 2000; Chappell 2000; Williams 1999, 2005). This has consequences for the power 
balance between the researcher and the person with intellectual disabilities involved: 
the power of the academic researcher is, at first sight, shared or even transferred to 
the person with an intellectual disability (compare Oliver 1992).

This shift in the power relations between researcher and people with intellectual 
disabilities evokes thought-provoking questions. Striving for involvement in research, 
driven by concepts of emancipation, normalisation, and social role valorisation, did 
not come from up the sleeves of people with intellectual disabilities themselves. In 
contrast to people with physical disabilities, who stood up for their own rights and 
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their involvement in research, people with intellectual disabilities need other people 
to support them to strive for their involvement (Walmsley 2001, 2004). They need 
others to become involved in other social roles (like involvement in research), and they 
need allies to help them articulate and represent their voices. They also need others 
to do research. This implies that researchers who work with people with intellectual 
disabilities in an inclusive way have a position that raises questions about their double 
role as advocate and as researcher. Inclusive research should promote the interests of 
disabled people, but what if they are not able to articulate these interests themselves? 
Therefore, Walmsley and Johnson (2003) argue that inclusive research cannot only 
be about emancipatory goals and about giving people with intellectual disabilities 
control in the research process. This debate should also include the added value of the 
involvement of people with intellectual disabilities in research by bringing in their 
experiential knowledge and the way the academic researchers and the person with 
intellectual disabilities involved work together in inclusive research.

Studies in which people with intellectual disabilities are involved in research 
shed a light on the questions about their added value and about power issues, but 
this empirical work is scarce. Overall, these empirical studies show that there are 
possibilities for people with intellectual disabilities to be actively involved in research 
and the positive impact of this involvement and empowerment for people with 
intellectual disabilities themselves (Abma, Nierse, and Widdershoven 2009; Bigby and 
Frawley 2010; Garcia Iriarte et al. 2009; Nierse and Abma 2011; Williams 2005). Some 
studies even argue that it is possible for people with intellectual disabilities to be fully 
in control of the research process (Williams 1999, 2005). These studies also give insight 
into the conditions for involvement, like training people with intellectual disabilities 
and taking time for the process of working together.

Some studies show us the positive effects and added value of the involvement 
of people with intellectual disabilities in research. By bringing in experiential 
knowledge, people with intellectual disabilities bring new insights (Abma, Nierse, 
and Widdershoven 2009; Nierse and Abma 2011; Tuffrey-Wijne and Butler 2010). The 
voice and experiential knowledge of people with intellectual disabilities enrich the 
professional perspective, and the involvement helps to gain entry and access to 
the broader community and advocacy organisations. The involvement also shows 
positive effects on the relationship between the researcher and involved persons with 
intellectual disabilities. They reinforce each other. On the other hand, empirical work 
also reveals constraints and challenges when people with intellectual disabilities are 
actively involved in research. We can distinguish two tensions that are described.
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First of all, scholars notice a tension between emancipatory goals and the demands 
of academia (Garcia Iriarte et al. 2009; Stalker 1998; Stone and Priestley 1996; Tuffrey-
Wijne and Butler 2010; Walmsley 2001, 2004; Walmsley and Johnson 2003). Involving 
people with intellectual disabilities has consequences for the academic researcher 
and their approach to research. Working together and sharing control and knowledge 
requires another, more flexible and creative, way of working. This can be at odds with 
the demands in the academic world to meet deadlines and scientific and qualitative 
requirements. Academic researchers often maintain power if they are the ones 
gaining funding, setting up, and carrying out the research. Stalker (1998) also draws 
attention to this constraint coming from academia and pleas for methodological 
and ethical reflection. Power differences between academic researchers and people 
with intellectual disabilities cannot be denied, and the contributions of people with 
intellectual disabilities vary.

Second, authors point to challenges when it comes to the capability of people with 
intellectual disabilities (Bigby and Frawley 2010; Booth and Booth 1996; Stalker 1998; 
Tuffrey-Wijne and Butler 2010; Williams 1999, 2005). These challenges differ, depending 
on the aim of the researcher. For example, Williams’ (1999, 2005) point of view is 
that people with intellectual disabilities have to be fully in control of the research 
process. Therefore, a constant reflection is needed on the roles and possible power 
asymmetry. She does not mention disabilities when it comes to research activities of 
people with intellectual disabilities, but focuses on the limitations of the academic 
researcher to share or even transfer power. Walmsley and Johnson (2003) criticise 
this viewpoint. They state that advocates of inclusive research tend to play down the 
role of the academic researcher in favor of the expression of the positive roles people 
with intellectual disabilities can have in a research team. Sinason calls this the ‘manic 
desire to erase difference’ (Sinason 1992 in Walmsley 2004, 67). She warns of the risk 
of paying no or too little attention to limitations of cognitive abilities and intellectual 
capabilities of people with intellectual disabilities.

Other studies are more nuanced and show the tensions of trying to include people 
with intellectual disabilities in research in relation to the limitations of their 
capabilities. They start from an emancipatory point of view and mention difficulties 
and challenges. Clear statements that involvement is impossible are not given. 
Researchers, for example, raise questions about the ability to be involved in all or 
certain stages of the research process. In the research of Tuffrey-Wijne and Butler 
(2010), a person with intellectual disabilities was involved in the analytical stage of 
the process. His contribution was seen as one of the perspectives, to gain a multi-level 
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perspective. Although the power remained in the hands of the academic researchers, 
people with intellectual disabilities had an important added value. These authors 
clearly state that to create conditions for a substantial contribution of people with 
intellectual disabilities and to avoid tokenism, extra time, support, and costs are 
required.

Apparently, studies on involvement of people with intellectual disabilities reveal 
tensions and challenges that deal with power issues. Work about inclusive research 
is strongly influenced by an emancipatory drive. This means that good inclusive 
research is also measured by the extent to which people with intellectual disabilities 
share power and are in control of the research process. However, research about the 
dynamics of power in the relationship between academic researchers and the involved 
person with intellectual disabilities is rare. Also, the process of producing knowledge 
together remains underexposed in research. Therefore, in our research we want to 
shed light on these questions: who is in charge of the research process, and who brings 
in what kind of knowledge?

Methodology

Setting: the context of our research
The aim of this article is to describe the collaboration with people with intellectual 
disabilities in our research team. Together we have explored the needs of people 
with intellectual disabilities to participate in policy, education, and research. We also 
studied how the environment can be more open and inclusive to facilitate people with 
intellectual disabilities ‘having a voice.’ This study was funded by ZonMW, the Dutch 
Organisation for Health Research and Development, and was part of their program 
to stimulate patient and client involvement in research, quality of care, and policy.

The study followed a responsive research approach (Abma and Widdershoven 2006; 
Greene and Abma 2001; Guba and Lincoln 1989; Stake 2004), which aims to increase 
the personal and mutual understanding of a particular situation by initiating 
a dialogue with and between stakeholders. It consists of cyclical and iterative 
phases: information from each phase forms the input for the next phase (Abma 
2005). We selected three participation practices in which people with intellectual 
disabilities already participated. These three settings differed in terms of how 
people with intellectual disabilities were involved and in what kind of activities they 
participated: a regional division of a national self-advocacy organisation for people 
with intellectual disabilities; an advocacy organisation for parents with children with 
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Down’s syndrome; and a client council in a care organisation. The three settings were 
involved in the project from the very first and a joint research proposal was written. 
Stakeholders in the project included people with intellectual disabilities, members 
from two participating advocacy organisations, coaches, parents, and managers and 
professionals from the participating care organisation. Research activities included 
interviews, focus groups, and participant observations to reach the above mentioned 
goals.

Besides five academic researchers, three people with intellectual disabilities were part 
of the research team. Our starting point was that we endorsed the motives of inclusive 
research as set out in the Introduction; people with intellectual disabilities should not 
be involved as research subjects only, but as partners, initiators, performers, writers, 
analysts, and disseminators of the data. We believe that people with intellectual 
disabilities can contribute to research from their own experiences and knowledge 
(Abma, Nierse, and Widdershoven 2009; Nierse and Abma 2011; Renders 2013; Schipper 
2011). They can bring in an emic perspective of how they experience participation, 
which helps to explore and understand participation practices. To endorse the value of 
working together as partners and both bringing in our own specific contribution to the 
research, we used the term research partner for people with intellectual disabilities 
in our research team.

From each setting, a research partner was involved in our team. Two of the 
organisations already had chosen a person themselves, because these persons were 
already involved in activities such as education and policy-making. To recruit a third 
research partner in the health care organisation, one of the researchers, Tamara, and 
a person with an intellectual disability from this organisation made a short film that 
was shown on an existing digital information channel in the organisation. We wanted 
to recruit someone who liked to be involved in research, was motivated and had 
enough time. To be as inclusive as possible we did not set high demands on experience 
in research. Former research showed us that people can learn on the job (Nierse and 
Abma 2011). From that point on Liza, Peter, and William1 joined our research team as 
research partners. Tamara actively worked together with them and was their guide 
in their role as research partner. They started with a joint meeting to learn and talk 
about research and what was expected of them. Together they also decided to rename 
the project ‘One for all, All for one’ to emphasise the meaning they endowed to it.

After this meeting the research partners started working with Tamara on a one-to-one 
basis within their own practice. They made topic lists for interviews, prepared the 
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interviews, collaborated in interviews, talked about the findings, and evaluated 
their collaboration. In fact, it was training on the job, by starting working together, 
reflecting, and adjusting to experiences along the way. This made it possible to look 
for possibilities and challenges for each of the research partners individually.

Design: an auto-ethnographic approach
As mentioned before, the aim of this article is to describe the collaboration in our team. 
We studied our own practice, in which the research partners participated. Therefore, 
we used a reflection process, starting from individual reflections that gradually 
developed into a more structured reflection between the researchers. Reflection is 
characterised by dwelling on what happens to you and what are important issues in 
that situation (Oderwald, Meulenberg, and van Tilburg 2003). It is about being aware 
of what happens, analysing, thinking critically, forming an opinion, and adjusting 
your actions if necessary (Widdershoven 2010).

During the collaboration we encountered several challenges. These challenges 
were the situations to reflect on and to analyse our own standpoints, feelings, and 
actions. This reflection process emerged almost naturally as the researcher who 
intensively worked together with the research partners came across dilemmas in 
the collaboration. She kept a log during the study and wrote about her experiences 
and emotions and reflected on dilemmas in her collaboration with the research 
partners. In practice, one of the main dilemmas was that she felt she could not always 
live up to the ideals of inclusive research. She felt bad about this and consulted her 
colleagues. Her openness and the safe atmosphere in the research team fostered a 
frank sharing of dilemmas. The dilemmas were discussed with team members who 
had a more distanced point of view and questioned taken-for-granted assumptions. 
These researchers acted like Socratic friends.

The reflections appeared to function as a catharsis for the researcher who carried 
out the work, and were very valuable to better understand the challenges of inclusive 
research. After a while we started to realise that our own experiences could also 
give insight into how the participation of people with intellectual disabilities takes 
place in practice. From that point on we decided to add our own experiences as the 
fourth setting of study by starting up a more systematic, reflexive process on this 
collaboration ‘from within.’ We thus became our own research object. While the 
research team initially discussed experiences at length without having any structure, 
we then decided to use the logbook more systematically to guide the reflection on the 
collaboration with the research partners. The written notes in the log were analysed 
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by the research team. Two researchers studied the text of the log with a focus on 
the collaboration between the team members. Situations in which tensions arose 
were discussed and reflected on in the research team. Also, the logbooks and notes 
of the other researchers about the collaboration with the research partners were 
analysed and discussed; for example, the observations about situations in which the 
collaboration between the research partner and the academic researcher (Tamara) 
was observed by the other academic researcher (Susan).

In this article we will present our findings on this reflection process. We use an auto-
ethnographic approach because this method provides the opportunity to focus on the 
personal experiences of the researcher in a specific context. It offers the opportunity 
to connect personal experiences with cultural elements; that is to say, the way people 
endow meaning to the context and the way things evolve in this world (Ellis and 
Bochner 2003; Snoeren, Niessen, and Abma 2011). Therefore, an auto-ethnography 
can contribute to learning about social phenomena. This provides the opportunity to 
derive from personal experiences and identities to theorising about certain contexts 
(Ellis and Bochner 2003; McDonald 2013). The project embodies what Jackson (after 
William James) calls ‘radical empiricism,’ a methodology in which ‘we make ourselves 
experimental subjects and treat our experiences as primary data’ (Jackson 1989 in 
Bochner and Ellis 1992, 167).

Although the findings are presented from the point of view of one researcher (Susan), 
this article is the result of a collaborative reflection process of the research team. That 
makes it a co-constructed auto-ethnography. The writing process also fostered further 
reflection and dialogue on our experiences and practices. The first author (Susan) 
wrote the first drafts, and these were discussed in the research team and adjusted. 
To stress the personal reflections of the researcher – which are mediated by the team 
reflections – we will use the first pronoun in the Findings section.

Findings

I (Susan) did not join the team from the beginning of the project. The main researcher 
of the project, Tamara, was also my roommate at the university and sometimes we 
discussed what happened in our daily practices. That is how I became acquainted 
with her experiences and challenges in the collaboration with the research partners 
from an outsider perspective. After nine months I became actively involved in the 
project. My own project was finished and I started to help Tamara collecting data. This 
became also the start of our reflection process. As an outsider I was able to reflect on 
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the collaboration and by getting actively involved I could experience the collaboration 
myself. This is my story and I will present my own experiences, perspectives, and 
process, starting as an outsider and becoming an insider.

Looking from the outside: a glance of wonder
When I joined this project I felt like an outsider. With my background in organisational 
studies from an anthropological perspective, I was used to studying a context from 
diverse perspectives to reveal interactional dynamics – although I never worked with 
persons with intellectual disabilities and had questions concerning their contribution 
and capabilities to perform research activities. As an academic researcher I experienced 
that it could sometimes be quite hard to perform a good interview or focus group. 
How could we expect people with intellectual disabilities and without background 
and experience to perform these tasks? These thoughts made me feel uncomfortable, 
almost ashamed. I felt like I was being prejudiced about the capabilities of the persons 
with intellectual disabilities and wondered who I was to judge them, without any 
experience? I became aware of my own (limited?) frameworks and how these might 
impede the participation of people with intellectual disabilities. This was especially 
a confrontation as I had always thought of myself as an empathetic and progressive 
person. My doubts about the possibilities of people with intellectual disabilities in our 
research truly questioned my self-image. This was further increased by my colleague 
Tamara, who was so passionate about the empowerment of people with intellectual 
disabilities. She did not think about any limitations, was open-minded. I really 
admired her stance. Yet I also wanted to be honest with myself and my colleagues, 
not hiding away my doubts and critical questions about the project.

On a rainy afternoon Tamara entered our workspace at the university. She sat down 
and I saw she was about to cry. She told me she felt sad and disappointed. She worked 
together with Liza, one of the research partners, to prepare a topic list to interview 
people in Liza’s workplace. She invested a lot of preparation time, but it did not work 
out the way she wished. In her words: ‘She [Liza] seemed not to understand what 
I meant, although I tried to explain it in many ways.’ When we talked about the 
situation it became clear that the disappointment was related to Liza not being able 
– despite all the support – to do the things Tamara expected of her. Tamara wondered 
what she did wrong and why it did not work out as imagined. To me it became clear 
that she felt disabled by the collaboration. It was not Liza who felt disempowered, 
but it was my colleague Tamara striving for Liza’s empowerment who felt powerless.
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After a few days Tamara reflected on what happened and sent me her notes from her 
log. She wrote:

At the time I was working together with Liza to prepare the interview I was 
convinced that we worked it out together. After our talk at the university I started 
to reflect on it. Now I have my doubts about us working together. I was the one 
who guided this activity. My framework of conducting research was leading. I 
wanted to talk about a topic list and I invited Liza to join me. Now I see that this 
didn’t work out. My academic framework was not helpful, it even stood in the way.

At this time it began to dawn on me that Tamara, who I thought to be very open-
minded and creative, also felt limitations and doubts, like me, about her own normative 
stance. Her goal was to work on an equal basis with Liza and to educate and empower 
her doing research. Again, Tamara wrote:

I feel my own desire of Liza to be able to work with me and her being able to 
prepare an interview and make a topic list. It feels like I want to erase her 
intellectual disability. I am starting to realise that this is a friction in myself. 
Perhaps I have to let go of my own framework and find another way to involve 
her.

In the above quote we can see a friction between the ideals of normalisation (people 
with intellectual disabilities should be able to lead a life as normal as possible and 
should be able to take on valuable social roles, so: Liza can do research as we do) and 
the possibilities to work this out. This ideal of normalisation also came to the surface 
when Tamara talked about the interview she and Liza did with one of the coaches 
of the self-advocacy organisation. It did not work out because Liza got confused 
by ‘difficult language,’ and this made her upset. Hence, my colleague Tamara felt 
she failed because she wanted Liza to collaborate in all of the interviews. Again she 
expressed self-doubts in a normative discourse: ‘What did I do wrong?’

A week later, Tamara met Liza again. She decided to talk to Liza about the difficulties 
they encountered during the last meeting. Tamara felt tense and concerned not to 
criticise or upset Liza by pinpointing to her disabilities. When they actually met, 
it turned out differently. Liza immediately started to explain that she did not feel 
comfortable about the last meeting. She also shared her experiences about the 
interviews that took place with the coaches. She declared she did not want to interview 
them anymore, because she could not understand the language. Liza took initiative 
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and came up with a solution: ‘You do the interviews yourself with the questions we 
prepare together. Then, you tell me about the interview and what is said. Then we talk 
about that.’ They both were very satisfied with this solution: Liza because she spoke 
up for herself and stayed with herself, and Tamara because she felt relieved that she 
did not have to tell Liza about the things that did not work out in the right way and 
because Liza presented new possibilities to continue working together.

From these situations we can see that the ideals of normalisation and the striving 
for empowerment in relation to the dominant scientific frameworks and norms 
impeded the collaboration. Both the researcher and the person with intellectual 
disabilities felt upset, falling short, and disempowered, affecting their self-image 
negatively. The goal of the collaboration to let research partners act in the same way 
as academic researchers was hard to achieve. It even made the academic researcher 
and the research partner feel disempowered. The person with intellectual disabilities 
took the lead in coming up with a solution, by not using this concept of ‘doing the 
same.’ Her solution departed from a viewpoint of ‘the best of both’ and appreciated 
the differences and the different (dis)abilities of both researcher and person with 
intellectual disabilities. Here we can see that relational empowerment occurs; they 
empowered each other by acknowledging their diversity.

Stepping inside: experiencing myself and my own (dis)ability
One day in September 2012 we had a focus group meeting in one of the self-advocacy 
organisations. We wanted to speak with a group of people with intellectual disabilities 
and their coaches about participation, and to share our analysis of the interviews. 
To stimulate thinking and talking about participation we asked the participants to 
bring an object that represented participation for them. Tamara prepared this focus 
group with Liza. Doing all activities implied for Tamara that Liza should guide the 
focus group meeting. Liza was enthusiastic about that and she wanted to chair the 
meeting with support from Tamara. It was the first time she would be doing this, so 
they made a script and wrote down the questions and the assignments for the group. 
The other two research partners were also present. Peter made notes and William 
took pictures, his way of representing the meeting. That day, I observed the focus 
group meeting and I made notes too. After gaining the consent of the participants, 
we audio-taped the meeting.

The same night after the focus group we received Peter’s account of the gathering by 
email. In his notes Peter drew attention to the medal one of the participants brought 
with him as an object to represent participation. Peter explicitly and extensively 
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described that the participant received this award as a volunteer in the first aid 
organisation for several years. After talking to Tamara about Peter’s notes I started 
to listen to the audio-tape, checked my own notes, and wrote a report of the meeting. 
We decided that Tamara would discuss this report with Liza and they would also 
check whether it was understandable for people with intellectual disabilities who 
participated in the focus group. A few weeks later I reflected on this:

When I look back I have to admit that the notes Peter made are not used anymore 
to write a report. We had a look at it, took notice of it and the importance of 
the medal and that’s it. Although I did my best not to use any jargon I made the 
report, using my own scientific framework and demands for a classical report. By 
acting this way the input of Peter got lost. With best intentions I tried to describe 
all that was said during the meeting in a proper way. Peter’s vision and a potential 
discussion about his notes got lost. His experiential knowledge was there, but I 
didn’t value it at that time. It makes me sad. I feel that I didn’t do justice to the 
input of Peter and the effort he made to make notes.

Reflecting on what happened made me aware of the fact that my own academic 
framework of making a report prevailed. By using this classical framework I did not 
value the experiential knowledge that Peter added to our data. Obviously the medal 
was important as a symbol for the assigned value of the participation of people with 
an intellectual disability in society. It was only in retrospect that I realised how the 
medal symbolised that recognition is important and can be supportive and welcoming 
for the involvement of people with intellectual disabilities. The report of Peter could 
thus have been valuable as a starting point for further analysis together with him of 
what happened and was said during the focus group meeting.

I also learned that in my way of working, guided by an academic framework, verbal 
communication and the content of what was said at the meeting was leading my 
observation and field notes. Peter’s verbal capacities were not so strong. For him, 
symbols were helpful to express his thoughts and feelings. I learned that in our 
communication verbal expression had limitations. Symbols appeared meaningful to 
understand and communicate with Peter and perhaps also with other people with 
intellectual disabilities.

As a team we also reflected on the role of Liza and Tamara during the meeting. The 
starting point for this reflection was my critical remarks in my log:
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When I look at the role of Liza, I have to admit that I have my doubts about the 
way she is presented as a chairman. When I see the dynamic between her and 
my colleague Tamara I can see that Liza reads out what’s on her paper. She gets 
help from Tamara. Tamara also guides her to the part of the paper she must 
read. After the reading Tamara repeats the question and asks whether everybody 
understands what is said. Tamara also summarises, clarifies and makes bridges 
between what the participants say. In fact she is the chairman. Is this how it’s 
supposed to be? Afterwards everybody makes compliments to Liza about her role 
as chairman. Also Tamara gets compliments.

While reflecting on my experiences I became aware of the fact that I was again 
strongly focused on the content of what happened. My own framework about what 
a chairman should be and should do was guiding my analysis of the process. Being 
involved in this process as an insider made me experience my own guidelines and 
values. In first instance I used normalisation as a starting point, expecting Liza to 
function as a chairman like a person without an intellectual disability. Using this 
framework I came to the conclusion that Tamara did the actual work and that the 
contribution of Liza might be no more than a theatrical contribution and may even 
be a form of tokenism.

Reflecting on this with my colleagues made me aware of the fact that I forgot to look at 
the response of the group on the role of Liza. All participants were enthusiastic about 
her functioning as a chairman and they all gave their compliments to Liza. They were 
proud about the fact that she was a research partner and that she was learning to 
fulfill the role of chairman. They expressed their appreciation and it made the group 
feel proud of what their comrade was able to do.

The reflection process made me again aware of my own academic standards and 
framework and of my own focus on content and verbalism. By being an insider I 
experienced it myself. It showed me that there were other values and outcomes of 
Liza’s role as chairman. It was not only about the content and guiding the meeting in a 
proper way. It also gave her an opportunity to learn and it made the group proud. That 
was the unique contribution of Liza, not by doing the same as Tamara but by bringing 
in her own experience and way of being. It also contributed to my own experience 
and knowledge about inclusive research. I never would have gained these insights if 
I had stayed an outsider, who critically observes and judges from a distance. Being an 
insider and reflecting on my own experiences also made me feel more connected with 
my colleague Tamara; she was not the only one who felt vulnerable and had feelings 
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of limitations in conducting inclusive research. We could share our experience and 
reflect on it as a team.

Discussion

This article provides an insight into the process of inclusive research from the 
perspective of an academic research team. It is not just a success story about involving 
people with intellectual disabilities in academic research and full inclusion, but it is 
an honest description of our own experiences, including challenges and pitfalls. By 
doing so we can learn about the process of researching together, who is in charge, and 
who brings in what kind of knowledge.

One of the main findings is how tensions arose when academic researchers wished for 
people with intellectual disabilities to do the same activities that they did themselves 
in the research process. We saw this in the example of interviewing together and in 
the reflection on the role of the chairman. At first, the academic researcher wanted 
people with intellectual disabilities to be able to be involved in all research activities 
and act the same as they did themselves. Academic frameworks and standards guided 
this process, also stimulated by the success stories of other studies in which people 
with intellectual disabilities even had full control of the research. This led to high 
expectations and also to disappointment and disempowerment in situations where 
this did not work out. From this we conclude that the concept of normalisation and 
sameness is not helpful and stands in the way of fruitful inclusive research.

Normalisation has paved the way for inclusive research for people with intellectual 
disabilities (Walmsley 2001). At the same time it can be a rigid concept, guided by 
the ideal of social justice, expecting the same things of the academic researcher and 
the person with intellectual disabilities without a critical look at the added value of 
including people with intellectual disabilities (Walmsley 2001, 2004). In debate about 
social inclusion, Meininger argues that ‘politics of inclusion and discourses of people 
with intellectual disability as “equal citizens”, “partners”, or “autonomous clients” easily 
disguise the asymmetrical power relations to which many practices are subject’ (2013, 
40). He argues for spaces of encounter and dialog. The findings of our study are in line 
with this: working together on research proved to be a space where the experience 
of the academic researcher and the research partner with intellectual disabilities 
could meet, could encounter, and where these two experiences were brought together. 
Within this space a learning process occurred. From this we can conclude that people 
with intellectual disabilities can be included while being different and unique.
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Our study also shines a new light on the concept of power and being in charge of the 
research process. It was a person with intellectual disabilities, in our study, who came 
up with a solution to tensions in the working relation and doing interviews. For her 
it was not important to do exactly the same thing as an academic researcher did, but 
to do what was within her capacity. She brought in the solution, while the academic 
researcher felt disempowered. The research partner with intellectual disabilities 
was in charge, and her initiative made the academic researcher feel relieved and 
empowered by her. Academic researchers and research partners reinforced each 
other. There is not a dichotomy between ‘the abled and powerful’ and ‘the disabled 
and powerless’. Our findings show that power is not absolute but fluid. This is in 
line with what VanderPlaat (1999) describes as relational empowerment. From this 
point of view, empowerment does not mean that the academic researcher has ‘power 
over’ the research partner with intellectual disabilities, but that it is about giving 
‘power to’ them and vice versa. Empowerment is a mutual and reciprocal process. The 
power is not only in the hands of the academic researcher, nor is it transferred to the 
research partner with intellectual disabilities. Power is shared. Power is not absolute, 
but becomes fluid. Other empirical studies also show the benefits of a mutual learning 
process when academic researchers and research partners work together (De Wit 2013; 
Nierse et al. 2012; Schipper et al. 2010).

In debate about diversity in organisations, Gorashi and Sabelis (2013) advocate a 
way to reflect on the impact of normalisation and to value difference instead of 
sameness. From their point of view, reflection on normalised structures can shed 
light on exclusion practices. Willingness to reflect on one’s taken-for-granted position 
is essential. In line with this we have shown that a difference perspective is more 
suitable when completing inclusive research. In our research project we worked with 
research partners and they made us aware of other dimensions; for example, the 
value of symbols to understand the experiences of people with intellectual disabilities. 
They showed us the limitations of our verbalism and focus on what was literally said. 
They also made us aware of our own taken-for-granted academic frameworks and 
demands. This contribution was unique and complementary to our own academic 
findings and analysis. Reflecting on our own way of working made us aware of these 
contributions. Academic knowledge and experiential knowledge were two sides of 
the same medal and are both valuable in their own way. Therefore, the academic 
researcher has to be able to let go of their own framework and have an open mind and 
attitude (Abma, Nierse, and Widdershoven 2009). This is in line with the findings of 
Tuffrey-Wijne and Butler (2010) that every person involved has a unique perspective. 
All these perspectives together make it multi-layered.
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Another finding of our study is that reflexivity proved to be a valuable way of working 
to analyse our own values and standpoints and our own struggles in the process of 
inclusive research. This reflection shed light on the dynamics of working together 
with people with intellectual disabilities in our research team. It was helpful during 
the process itself because it helped us to better understand and deal with challenges 
in the collaboration, and to jointly search for solutions. The reflections pulled back the 
process on track. It also contributed to the debate about inclusive research and what 
it takes from the academic researcher to welcome people with intellectual disability 
to join them in research.

Although we believe that our research has valuable outcomes, we are also aware of 
the limitations of the study. Although the research project was evaluated with the 
research partners and also with the organisations in which the research took place, 
we did not involve the research partners in our own reflection process in the research 
team. Only the academic researchers shared their experiences, because the reflexive 
process started from our own struggles with inclusive research within the academic 
framework. That is also the reason why the research partners are not co-writers of this 
article; they were not part of the reflection process that is the focus of this study. Later 
on, we realised the point of view of the research partners could have shown us new 
insights and perspectives of which we were not aware. At that stage the project was 
almost finished and there was no time and money left to work on this deepening of 
insights. Another limitation is the time frame for our research: we were bound to the 
time frame of the funding agency and had one-and-a-half years for our research. This 
turned out to be a short time for developing a working relationship with our research 
partners. Just when things were working out we had to finish the study and make 
a final report. These time constraints made it difficult to work on inclusive research 
in a proper way. Finally, we want to mention that our own research process was also 
guided by academic guidelines and frameworks. Reflecting on the process made us 
aware of this. Valuing the differences of all members of the research team helped us 
to gain new insights into the process of working together in inclusive research.

Conclusion

At the start of our research project we assumed that people with intellectual 
disabilities could do the same activities as academic researchers. At the same time 
we wanted to include them in research because they have a unique perspective. 
Combining sameness and difference created a paradox.
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We have shown that valuing the differences between the research partner and the 
academic researcher helped to overcome tensions. The academic researcher therefore 
has to let go of their own frameworks and has to be aware of the value of other 
dimensions of knowledge and insights. This experiential knowledge can be enriching.

Working this way also sheds light on other power issues. When the involvement of 
both academic researcher and research partner is valued, they can reinforce each 
other. A constant reflection on the process of working together is helpful to be aware 
of the space academics give for the unique perspectives of the research partner 
and their own limitations. Feelings of disability are not only reserved to the person 
with intellectual disabilities, but also occur for the academic researcher. They can 
strengthen each other by the power of sharing.
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How could this happen? About entering the “avoided place”, 
messiness and conflict – untamed participation

The reflections and questions that I described in reflection II were the spin-off for 
a reflection process in our own research team. It made us think about our own 
process of “doing participation” in our own context and our experiences with our 
own working together with research partners as co-researchers. The provoking 
questions and reflections on our own “taken for granted” frameworks resulted in 
a learning process about inclusive research. We have described this in chapter 6 of 
this thesis; this auto-ethnography was published in Disability & Society.

I felt an urge to write about our own experiences and submit it to this journal, 
although I was a bit scared. How would our experiences be judged? To me, the field 
of inclusive research has an activist and emancipatory stance. How would our own 
discomfort and questions land in this specific field? Would we be judged because 
we “didn’t try” hard enough? Or would we be seen as too critical and negative? 
Overturn the value of participation of people with intellectual disabilities? But 
these were experiences as well….. I felt an urge to counterbalance; not only describe 
the positive outcomes, but also the struggles, the complexity of relating to each 
other in “doing participation”, the discomfort and also the valuable lessons that we 
learned, just becáuse we related to the people we worked with. And because of the 
complexities we had encountered.

The tension as well as the urge to share our own complex experiences were related 
to what happened at the end of our research project. Reflecting on this, I have to 
admit that it was very complicated. When I think about it now, I can still feel it 
in my body. And over and over again, I keep thinking about the situation, trying 
to understand it, trying control it, trying to fix it. And over and over again this 
repetitive question: how could this happen?

The aim of the research project was to learn about what people with intellectual 
disabilities need, in order to participate on a collective level in policy making, 
research and education, and about how the environment can be more open and 
inclusive. Also, the project aimed to understand what the added value of this 
participation is for people with intellectual disabilities themselves, for other 
stakeholders and for the quality of the process, and how this participation could be 
increased. To find answers to our research questions that were related to this aim, 
we used a responsive research approach within three different contexts, in which 
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people with intellectual disabilities already were participating in policy making, 
research or education. These three contexts wanted to be involved because of their 
longstanding experiences with participation of people with intellectual disabilities 
and because they experienced this participation as successful and valuable. In this 
project we worked together with three people with intellectual disabilities as co-
researchers (inclusive research).

As mentioned before, during this research project a reflection process in our own 
research team had started off. This reflection made us aware of the fact that our 
own context, in which we worked together with the co-researchers, was a research 
context itself. We did not only collaborate to do research within the three different 
contexts, but we were also “doing participation” ourselves. Therefore, these 
reflections and “self-research” were relevant, because the research questions also 
related to our own learning and understanding about participation and working 
together with people with intellectual disabilities in research; we could learn about 
how to further the emergence of open spaces by working in a participatory way, 
and how our own involvement relates to openings and boundaries of this open 
space. That’s why, at the end of the project when we started to write down our 
findings, we wanted to add our own reflection, self-research and learned lessons 
about “doing participation” as a fourth context, besides our findings in the other 
three contexts. We did not only want to share our success stories, but we also 
wanted to show the complexities and the difficulties that we had encountered, 
while trying to further the emergence of open spaces like we aim for with our 
participatory approach of responsive evaluation. We thought it was important to 
show our own vulnerability and our own struggles. To us, this contained valuable 
thoughts and lessons. After all, we ourselves were also (re)searching.

At the end of the project, we shared a first concept of our findings with the 
stakeholders in the steering group (health care professionals, family members 
(parents), advocates, scientists). In this concept, our own experiences were added as 
the fourth context. And then the difficulties started. Some of the members of the 
steering group reacted by email on our concept and came up with many concerns 
and negative feedback, especially about this fourth context, our own reflection 
process. They expressed that this report UNDER NO CIRCUMSTANCES could be 
published. From their point of view this was not “good science”.
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We had not foreseen that adding our own reflections would cause so many 
concerns and negative feedback. That it would lead to a situation of conflict. We 
were overwhelmed. We didn’t understand. We were confused.

We responded to the steering group members and we tried to arrange a meeting. 
We wanted to start a dialogue about their concerns and feedback. But we did not 
succeed. There seemed to be a gap between us that could not be bridged. For me 
personally, the situation was awful. It kept me out of my sleep. I was tired, I was 
frustrated. I was very disappointed. I felt tensed and uncertain. Right till today, I 
keep asking myself: how could this happen?

While writing my thesis, I try to find answers to this question. Again, I try to 
understand it, try to control it, try to fix it. What went wrong? What about dialogue, 
different perspectives and mutual learning? What about openness, open spaces and 
respect? What about valuable feedback?

No dialogue
No openness
No learning
No mutual understanding
No relatedness

How could this happen?

Looking for answers I (again) start reading all the e-mails, feedback and comments 
about our concept of the research report again. I notice that there are a lot of 
exclamation points and that many words are in bold or are in capital letters. When 
I read the text I experience an offensive tone of voice and I feel blamed. Apparently, 
our own reflections have provoked a fierce reaction. It seems that we have touched 
something precarious. Something is at stake.

From their reactions I can notice that they use the language and discourse of 
inclusion and citizenship. A discourse of equal rights for every human being, for 
every citizen. Also, the ratification of human rights is mentioned.

Reading all the feedback, suddenly I notice pain and fight between the lines. I think 
that I needed more distance to feel their pain and their fighting spirit. I can see 
that the stakeholders (advocates, family, professionals) stand up for people with 
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intellectual disabilities and their advocates that strive for equal rights, citizenship 
and participation. And I see that they stand up for people with intellectual 
disabilities, who already participate in divers practices and who are role models. 
Who show the success and the possibilities of participation. Between the lines, 
I feel the grieve and the feelings of injustice, because participation is not self-
sufficient and has to be fought for. And between the lines I hear sounds of pride, 
about what has been realized already, about the possibilities. And I hear feelings of 
fear and uncertainty. Fear for legal changes (WMO), that are experienced as a threat 
for advocacy organizations.

And then, at the end of the project, we describe our own story and experiences 
about “doing participation”. A story in which we bring to the fore that this “doing 
participation” is not always easy and can be complicated. And in which we reflect 
on our own tight scientific frameworks, and in which we are questioning our own 
position and acting within the scientific context. And in which we show that “doing 
participation” comes along with slow questions. This is about ourselves. Did that 
provoke the difficult and tensed situation? Was that the issue? That we tried to 
reflect on the unease, the toughness, the friction, the messiness and the things that 
did not work out? But that was a reflection on our own limitations and experienced 
complexity…. Are these slow questions too confronting? Are they too painful? Is 
this complexity framed as a threat to the fight for inclusion and equal citizenship 
for all people by the members of the steering group? Again, I realize that there’s a 
lot at stake.

I also see that we are accused of using a dichotomy between “us” (researchers, 
people without disabilities) and “them” (people with intellectual disabilities). This 
is in contrast with notions of equality and being the same. From their point of 
view, we stress the difference and, doing so, we emphasize the disabilities of people 
with intellectual disabilities. But again, we reflected on our own limitations and 
feelings of disempowerment… and the complexities of acting within the scientific 
framework….. That’s what we try to do. And we want to learn from it, in order to 
understand the excluding mechanisms of participation. But it has an opposite 
effect.

From the content of their feedback I also notice that our reflections and feelings 
of unease, discomfort and disempowerment are framed as a lack of knowledge 
about people with intellectual disabilities. This knowledge is seen as a prerequisite 
to relate to them. It could have prevented us from the complexity, it would have 
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guided us in the right direction. Having more knowledge is seen as the solution (in 
line with what Zomerplaag mentions as Knowledge with a capital K7) in order to be 
able to relate in a good way to people with intellectual disabilities. This is about the 
high grounds, about safety and control, about a situation that is manageable. It is 
about modus 1 and 2 knowledge.

But our reflections relate to something else. It is more about slow questions, that 
relate to existential dimensions. It is about relating to difference. About reflecting 
on our own taken for granted assumptions and frameworks. Relating to each other 
as human beings, in everyday life. And the complexity that comes along with that. 
It is about the swampy lowlands. And about what we can learn from that. It is 
about modus 3 learning.

When I analyze it now (again), with more distance, I can see this dynamics more 
clearly. It helps me to understand what happened. But it does not change my 
feelings of frustration, of anger, of sadness and uncertainty. Despite this cognitive 
analysis, the situation still feels tensed. And in the back of my head there is still 
this question: how could this happen?

We assumed that dialogue is an open space, in which different perspectives can 
be brought in and in which mutual learning can develop. We derived from the 
idea that dialogue could bridge the gap between different perspectives. At the 
same time we have experienced that, within the supposed open space, our own 
reflections could not be brought in. These were excluded, this knowledge was 
silenced. This also provoked feelings of injustice to me. It made me uncertain. I felt 
blamed, I felt that I failed, that I “didn’t do right”. And that touches me deeply. It 
touches me because it condemns our attempts to contribute to the exploration and 
the understanding of participation and to work from a moral horizon of inclusion. 
And dismisses the fact that we have shown our vulnerability, our unease and the 
things that we did not do right. But made us learn. I feel put aside. Excluded.

How could this happen?

In this situation dialogue was not possible anymore. The open space we aimed 
for turned out to be a power-full space, a difficult place, a place we rather avoided. 

7 Zomerplaag, J. (2017). Kennis en praktijk in de gehandicaptensector. De betekenis van het 
samenspel tussen kennis met een grote en kleine k voor het omgaan met handelingsver-
legenheid. GVO Drukkers & vormgevers BV.
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Moreover, our attempts to create a dialogue and mutual understanding made 
it even worse. It became a situation in which talking about it in a constructive 
way wasn’t even possible anymore. It became strategic. Alliances were formed. It 
became a fight. The door was closed. There were no openings. Just boundaries. I 
searched and searched and searched, but I could not (yet) find the key.

How could this happen?

I decide to write an e-mail to Tineke, my supervisor, about my attempts (again) to 
understand, about my search, about my wish to control it, to fix it. That same night 
she writes her reaction to me:

I value the fact that you, over and over again, try to analyze and understand 
the impasse in our research project. You describe the interests and the emotions 
(pain, suffer, indignation, anger, etc.) well; I see that you try to empathize with 
the people in the steering group. I doubt whether they tried to understand your 
perspective and I doubt the willingness to explore what was the value for us. 
There was no openness. I don’t want to judge them, I don’t want to judge their 
response. Acting became strategic and powerful, from both sides. I am not proud 
of this.

Your reflections also trigger me (again) to understand it. It is interesting what you 
write about modus 1, 2 and 3 knowledge. I think that in the concerning practices 
there was a fear for what Kunneman (in line with Schön) calls the swampy 
lowlands. It is about feelings and experiences of having no control, of being 
surrendered, of having no grip. Especially the relatives in the steering group must 
have been facing a lot of pain and fear, doubt and despair. And also experiences of 
incomprehension, indifference, discrimination and exclusion. It makes me think 
of Kunneman’s concepts dolor and horror complexitatis. Dolor complexitatis is 
a passive, suffering relationship to uncontrollable complexity. Related to this, 
the high grounds of participation can be attractive and can bear a promise of 
security, safety and controllability. This can be seen as horror complexitatis, a 
fear of facing the complexity and over and over try to control the situation. Being 
a witness of fear and pain of others who are threatened to sink into a physical, 
social or relational swamp (the dolor complexitatis) can evoke the search for 
security and controllability because of the horror complexitatis.
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I don’t know what you want to do now. We could ask a critical friend to reflect on 
the situation with us? Someone who is familiar in this context, but also has some 
distance? Maybe this will help you to understand and control the situation?

I read this and think about it, again. I write back:

I realize, again, that I try to grasp, control, analyze the situation. But that is a 
cognitive attempt. Emotionally, it remains a difficult situation. I realize that I 
cannot control it, that I cannot fix it. that I cannot harmonize. And that this is 
exactly what I can learn from this situation.

Participation is complex and cannot be tamed. Cannot be controlled. Not 
everything can be fixed. Sometimes you have to learn to live with feelings of 
discomfort, unease and powerlessness, in order to stay faithful to the moral 
horizon of participatory research. This is such a moment.

In practice, dialogue and mutual understanding is complicated and complex. It 
is about power, interests, and underlying values can be conflicting. These values 
are often under the surface, are not made explicit. Are sometimes too precious, 
too fragile, connected with feelings of pain and discomfort. Participation is 
precarious.

Fortunately, it happened.
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How could this happen?
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General discussion

“The way is the goal, because very often the goal is in the way”

In this thesis we have explored the meaning of patient participation in health care 
and research practices from the perspectives of all involved, and the way patient 
participation evolves within these practices. We studied patient participation in a 
participatory way, using a responsive evaluation approach, with the aim to further 
open spaces. In the introduction we have formulated our guiding research question:

How to further the emergence of open spaces in health care institutions with 
participatory approaches and what is the importance of such open spaces for 
patient participation and inclusion?

In order to answer this central question we formulated two sub questions:

What does patient participation mean to those involved in everyday health care 
and research practices and how do the different meanings and perspectives of 
participation interact?

What do our findings imply for the further development of responsive evaluation 
and other participatory approaches?

In order to find answers to our research question we started our study from a 
responsive research methodology, which strives for the participation of all involved in 
the health care and research practices that we tried to explore (patients, professionals, 
managers, relatives). This participative methodology derives from a stance that values 
social inclusion and dialogue, and aims to contribute to the emergence of open spaces 
in which all perspectives and experiences are valued, can be shared, and can bring new 
insights. We departed from this moral horizon of social inclusion in order to contribute 
to good care and good research. In fact, we were “doing participation” ourselves. Right 
from the beginning of the first research project, this started to provoke questions to 
me, Susan, about my own position as a researcher in relation to this moral horizon of 
inclusion, while trying to work in a participatory way. This evolved into a reflection 
process within our research team that was the start of questioning our the taken-for-
granted position and our own responsive evaluation perspective. It made us aware 
that we do not only have a moral horizon, but that this is also linked to our own 
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position and our own interests. We became aware of power. This reflection process is 
presented in the reflection chapters.

Our own reflection process became intertwined with our research projects in the 
health care and research practices, that are presented in the case study chapters of 
this thesis. This entanglement turned out to be valuable in contributing to our aim to 
understand what happens when patient participation evolves in everyday practices. 
It helped us to explore and discover about patient participation and it guided us to 
find answers to our research questions.

In this final chapter, we will describe our main findings and what we have discovered 
about patient participation during our explorative journey through the landscape of 
patient participation in health care and research practices, while “doing participation” 
ourselves, starting from a moral horizon of inclusion and dialogue. We aim to 
contribute to the emergence of open spaces, in which the experiential knowledge 
and perspectives of patients can be brought in and can come together with the 
perspectives and knowledge of professionals to come to mutual understanding and 
new insights. This way of working was grounded in responsive evaluation (Abma, 
Nierse & Widdershoven, 2009; Abma, Leyerzapf & Landeweer, 2016) and related 
participatory research approaches that acknowledge relational complexity (Abma et 
al., 2019). In the next paragraphs, we will share what we gradually discovered about 
the power dynamics we encountered while “doing participation” along the way. 
And we will demonstrate that we more and more became aware of the moral and 
existential complexities of patient participation, how this relates to power, to our 
own involvement and the challenges that we faced on our way. We will relate this to 
our guiding research questions and we will finish our general discussion with new 
pathways to discover, to learn more about patient participation.

The different meanings and perspectives of patient 
participation and their dynamic interaction in the 
organizational context of health care and research

The focus of this paragraph is on the emergence of open spaces, and what we 
encountered when working towards this openness in the various practices through 
responsive evaluation. We will relate this to our first sub question: what does patient 
participation mean to those involved in everyday health care and research practices 

Susan_Binnenwerk_Correctieronde1.indd   201 27/11/2019   10:13:36



202

C
ha

pt
er

  7

and how do the different meanings and perspectives of participation interact? We 
will describe our empirical findings, deepen and interpret these findings and relate 
them to the different chapters in this thesis.

Different meanings and perspectives of participation

Working towards the emergence of open spaces for patient participation through 
responsive evaluation revealed that in the different case studies, patient participation 
was seen as something worth striving for; all those who were responsible in their 
organizations for fostering the participation of clients and those who became involved 
made clear that they believed in the value of participation and wanted to put effort 
into it to realize participation. Participation mattered to the people involved, and was 
related to notions of democratic rights, and the decision making and empowerment 
of clients and patients. Also, on a policy and political level, participation is related 
to “doing well” and acting in a just way (Abma, 2016, 2017). Yet, it was an abstract and 
highly symbolic concept with positive connotations; almost everyone embraced it 
but what it exactly meant in day-to-day practice was unclear and vague. Surprisingly, 
participation was hardly contested; within the context of health care organizations 
the value and meaning of participation was often taken for granted and not discussed 
explicitly. It was assumed that this meaning was clear amongst all involved and that 
there was consensus about it. The meaning itself was not, or hardly, explored. Also, 
patient participation is often valued in a positive way, something that has to be strived 
for and relates to “doing good”. This is what I, Susan, discovered in my first research 
project, as shown in reflection I. Without exploration and discussion, the involvement 
of a client in the research process was something “good” and should be done. Here, I 
started to discover that patient participation is a normative concept related to how 
to behave and how to act to do good.

Yet, working towards the emergence of open spaces also brought to the fore that 
in everyday practices, participation had different meanings for different people, in 
different social positions, with various interests and values. The purpose and the drive 
to strive for the participation of patients varied, depending on the context and from 
which, and whose perspective it was approached and valued. But overall, the meaning 
of participation in itself was taken for granted.
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Organizational perspective on participation

We have seen that within the organizational context of health care organizations and 
research, the process of participation often evolved through a normative framework, 
in which was prescribed that, and how, patients and clients should be involved. For 
example, in part A (chapters 2-4), we saw that health care organizations were legally 
obliged to have a client council in order to democratize policy processes. From this 
policy perspective, the council was seen as the most appropriate method to make 
sure that the voice of clients was heard within the board-room. Such a model is based 
on notions of representative democracy (clients vote for their representatives) and 
formal rights to influence strategic decisions in the organization. From this abstract 
organizational level, there was a tendency to define and formalize participation, to 
put it into guidelines and procedures and outcome parameters in order to master, 
measure and control the process of participation so that it served organizational 
goals and accountability measures of external parties like insurance companies and 
governmental bodies.

From our findings, we can derive that everyday practice seemed to be more stubborn. 
Participation via client councils was a perfectly appropriate solution, seen from the 
perspective of the organization and health care system. But as soon as professionals 
started to bring it into practice, they experienced a lot of difficulties (chapters 2-4). 
Often, these situations were a starting point for our research projects, to find out 
about this participation process and to come to alternatives. Here, within this 
everyday practice, the question arose regarding the extent to which such a system 
solution serves clients and patients and their participation; does the council support 
the expression of their experiential knowledge and perspectives, and does it help 
to promote their inclusion? Also, within this context, our own reflection process 
continued, as we have described in reflection II.

Another example of how participation was commonly approached within 
organizations was through the framework of guidelines and regulations set up by 
funders of health care research, regarding the allocation of grants and legitimation of 
health care research. More and more, these funders try to stimulate the participation 
of patients and oblige researchers to involve patients in their research process. The 
importance of patient participation is thereby underlined and has become a condition 
in order to get funding. Guidelines and criteria have been developed for researchers to 
show that they include patients in their research design. The study we have described 
in chapter 6 was funded by ZonMw; including people with intellectual disabilities in 
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the research project was a prerequisite to get this funding. Again, we have shown that 
these requirements were set up with the best intentions to stimulate participation 
in research, but they also generated questions concerning who benefited from these 
regulations, as described in reflection II and in chapter 6. In our study, new regulations 
definitely put pressure upon the researchers who felt they had to adjust their work, 
but it also placed pressure upon clients to “fit” into a research system that did not 
always match their needs and desires to be really involved.

Overall, we have seen, and also discovered ourselves, that organizational guidelines 
and frameworks derive from a normative stance that patient participation is 
something worth striving for and has a positive value. At the same time, we started 
to learn and experience ourselves that in everyday practice, patient participation is 
much more complex.

Patient perspectives on participation

From our studies we have derived that for patients, participation has a multi-layered 
meaning, and is much more than formal decision-making via client councils and 
becoming involved in research. Becoming involved in the organizational context of 
policy making does not fully capture what patients find important. They want to 
have a real influence, that is, bringing in their own issues, instead of responding to 
management documents. Just as important for patients in the process of participation 
is the development of meaningful relationships with fellow patients, and to do 
something that makes them feel proud, as individuals and as a group. They want to 
be taken seriously when they bring their issues to the fore. Also, they value new roles 
and new opportunities; expressing themselves and sharing their experiences with 
other peers is experienced as a value in itself. We have illustrated this in chapter 
3, in which a group of young people with physical disabilities were involved in the 
PARTNER project, and in chapter 4, in which people with an intellectual disability 
were involved in client councils. The value and meaning of participation not only 
resided in bringing in your perspective as a patient within the organizational 
context, but these experiences also related to the value of belonging, being part of a 
whole, being valued, as also comes to the fore in chapter 5, in which we describe the 
experiences of people with aphasia.

For the co-researchers we worked with (chapter 6), the opportunity to take on new 
roles, come to new places, and meet new people was an important value. Being able 
to come to the university, meet people there, work together with the researchers, 
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introduce the researchers in their own work environment, show them around, 
being proud, being part of a meeting of the department were all aspects of value in 
themselves. All this relates to belonging, and it took us by surprise to learn that the 
value of authentic relationships was expressed again and again. The relationality of 
participation and connection and belonging stood out. This belonging was related 
to being part of a group or collectivity and society, to being included in a network 
of relational richness. Yet, it was precisely this belonging that was also the most 
precarious and vulnerable; for this belonging is always conditional, and related to 
fitting into societal norms, or norms of science.

In line with this, our findings in chapter 5 show that people with aphasia experience 
aphasia centers as a safe environment where they can practice their own form of 
communication, can overcome shame and build self-confidence; a safe place where 
they can be and belong, as they describe extensively. But taking a step outside the 
center is a difficult one. There are a lot of barriers for people with aphasia to participate 
in society. And the implicit norms of self-reliance make them feel ashamed, not being 
able to fulfil and live up to societal norms. Fitting into society is a struggle for people 
with aphasia. Here, we see how transitions in health care and government policy (we 
live in a “participation society”, every citizen has to participate) have their influence on 
an individual and family level. The financial cutbacks of these transitions also have 
consequences for the aphasia centers, which aim to provide a safe space where people 
with aphasia can be, belong and build up confidence to step into new social roles. There 
is a tension between health care policy, aiming at labor participation, self-reliance and 
being autonomous as the ultimate goal for clients, wherein the center is just a means 
to reach these goals, and the centers and professionals that intrinsically value the 
centers as a place where clients can relate to others, where they experience feelings of 
belonging, from which social participation and empowerment can grow and flourish.

Different perspectives on participation

From what we have described in the above part, we can conclude that in everyday 
practice, health care organizations and research organizations are trying to find ways 
to include patients and clients in policy-making processes and research. They do this 
from a normative stance that participation should be strived for and is valuable. At the 
same time, the meaning and value is taken for granted and not explored or discussed. 
The involved organizations (including we ourselves in our own research context) 
try to create open spaces for involvement and try to find structures that provide 
opportunities for clients to speak up for themselves and let their voices be heard. 
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These forms often derive from formal frameworks that focus on strategic issues (as we 
have shown in part 1), use instrumental models to “measure” participation (part 2), and 
use formal frameworks and guidelines to include patients (part 2 and 3). As we have 
illustrated in our studies, putting these guidelines into practice is complex; everyday 
practice is more stubborn. Questions arise, regarding whether these frameworks 
and this instrumental way of organizing participation leave enough room for the 
experiences and perspectives of patients and clients. Also, when participation is 
evaluated from a bureaucratic and protocol point of view, the underlying values of 
what matters to clients can easily be overlooked. There is little space for the value of 
belonging and the relational aspects of participation, while these are so highly valued 
from a patient perspective.

It is exactly this context in which we ourselves as researchers with a responsive 
approach operate and “do participation” from an explicit strive to create open spaces, 
in which the perspectives and experiences of patients and clients can be heard, their 
knowledge is valued and can be connected to the logics and knowledge of professionals 
within organizations in order to come to new insights. It is within this context that I, 
Susan, started to experience what it means to “do participation” ourselves.

In the next paragraph, we will focus on the relational dynamics in the interaction 
between the different meanings and perspectives of participation, including our own, 
in everyday practice. What happens when there is a strive for patient participation and 
different meanings and perspectives are brought together? We will present what we 
learned from our studies about the dynamics between these different meanings and 
what we have discovered about the role of power and how relations of power interfere 
with, but can also support open spaces for patient participation. We will interpret our 
findings and experiences by bringing these into dialogue with relevant literature 
(Habermas, Foucault, Fricker, etc.) and think with theory (Jackson & Mazei, 2013).

Interactional dynamics in the process of participation

The process of participation: who invites, and who is invited to become 
involved?

In the everyday contexts that we have explored in our studies, the involvement of 
patients and clients did not come naturally. It became clear that it takes effort to 
involve patients, because their voices are not heard easily. In our terminology: there 
is a need to work towards the emergence of open spaces, in which all voices can be 
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articulated and heard when we aim for the flourishing of patient participation. As we 
have brought to the fore in chapter 5, people with aphasia literally do not have a voice. 
Here, the patient organization is an advocate for them and wants their voices to be 
heard regarding the value of the aphasia centers. In the examples of client councils, 
and in looking for alternatives by means of the PARTNER approach (chapters 2-4), 
the involvement of certain patient groups in policy making processes needs extra 
effort from professionals or us as researchers and creative ways to involve them. Here 
also, patients are dependent on others (professionals, advocacy groups, researchers) to 
invite them to express themselves, make clear what matters to them and what they 
value. In fact, others then patients themselves, take the initiative and implicitly decide 
who can participate and who cannot. This is an important notion, because here power 
is at stake. It is about the question: who is invited to participate? Who can be part of 
it? Who do we consider to be able to participate? And what are the conditions in which 
people can participate? (Cornwall, 2008). In fact, inviting people to participate in the 
context of health care and research seems to be a paradox: they are invited to become 
involved and become “a part of”, but at the same time conditions for this participation 
are set up and decided on by others within the health care or research practice. This 
suggests unbalanced power dynamics. It’s an important insight from our studies 
that there is implicit power at the side of the one who invites patients to participate. 
This means that people other than patients themselves set up the conditions for an 
open space. These conditions relate to power, because others decide who can come 
into the open space and who cannot, and whose voices and contributions carry the 
most weight.

These relevant questions also came to the fore when “doing participation” ourselves 
while working with a participatory research methodology, as described in reflection I. 
I, Susan, became aware that as a researcher I do not stand outside research, but that I 
am part of it myself. I am confronted with assumptions of others about participation 
(it is good when people want to participate in the research project itself and we have 
to support that) and this provokes a reflection on my own assumptions and my 
own position. I do have a moral horizon of inclusion and I want to “do right” to the 
voices of patients. Therefore, I want to strive for the creation of an open space in 
which all involved can bring in their experiences and perspectives. But this morality 
also relates to my own position and the choices I make. I also want to be a good 
scientist and do “good research”. I realize that I have to take a stance. It is up to me to 
decide whether or not a patient can be part of our research team. It is not only about 
morality, it is also about my own normative stance towards good science and good 
research. Participation is not only a moral concept but also relates to power. And I am 
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intertwined and involved, since within the participatory research approach I relate 
to power myself. In fact, it is up to me as a researcher to “invite” people to participate 
or not. And this also provokes questions about responsibilities: who is responsible for 
“good participation”? And what does that mean?

Participation is also about power dynamics: who decides the frameworks 
for involvement?

Within health care organizations and within health care research, in theory, the 
importance of involvement of patients is underlined. We have learned that the way 
this involvement evolves and gets shaped in everyday practice is often decided upon 
within an organizational context and from a system logic (fitting contribution to 
policy or research). Participation is often presented in frameworks, guidelines and 
procedures (discourse) and legitimated stories (that do not invite to be questioned). 
When patients are invited, it is assumed that they can participate in these structures. 
The opportunities for patient participation within these guidelines and procedures 
are taken for granted and often not questioned. Also, within organizations there is 
a strive for control of the process of participation. There is a wish to have guidelines 
and make up procedures in order to shape the process of participation; and there is 
also a tendency to measure the outcomes of participation. Often, participation is not 
just welcomed for its intrinsic moral value; it has to be proven to be worthwhile, and 
thus gets easily instrumentalized. It is not a goal and value in itself, but rather a means 
for something else (Abma, 2006).

At the same time this (focus on an) instrumental meaning of participation creates 
tensions, because the meaning of participation for patients can differ from the 
instrumental approach. The guidelines themselves do not always provide enough 
space for the involvement of lifeworld experiences of patients. And do not leave enough 
room for the underlying values that relate to participation from their perspectives. In 
fact, the frameworks can create boundaries for certain kinds of knowledge to enter 
the open space. For example, as we have illustrated in chapter 5, trying to bring in the 
value of participation from the perspective of belonging is hard to measure in terms 
of outcome measures in rehabilitation. Also, the relational aspects of participation 
are often not explored. As can be derived from reflection III, learning about the 
experiences of people with aphasia was challenging for us. Working from a responsive 
approach, we were driven by moral arguments of inclusion, that is, to include the 
experiences of patients and clients themselves in order to shine a light on what they 
value in the support they receive.
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Trying to communicate with people with aphasia, made us aware of the importance 
and dominance of verbal accounts and information in our own academic frameworks, 
and how these were taken for granted by us. While trying to create an open space 
for the experiential knowledge and perspectives of people with aphasia within 
the verbal frameworks, we felt how these verbal ways of communication created a 
distance between us and the people with aphasia; a focus on verbal accounts did not 
promote inclusion at all. Because we worked with people who did not have the words 
to express themselves, we had to find other ways to learn about their experiences. 
This took a lot of time, effort and creativity, and challenged us to adjust our way of 
working in order to meet our moral values of inclusion within responsive evaluation. 
Initially, we felt insecure, but also relieved when we found other ways to communicate 
meaningfully. It engaged us as human beings, and created friendly relationships. And 
we learned that we could relate and connect to others without any (or a few) words. 
This connection felt meaningful to us.

Yet, when we had to legitimize our research and our way of working to other 
researchers (editor and reviewers of a biomedical journal) within the academic field, 
we felt disempowered ourselves and we again experienced tension. For example, we 
had to explain why we had not used a written informed consent form. Therefore, we 
became aware of the fact that our scientific procedures are verbally orientated. This 
also implied quality procedures like member checks to improve the rigour of our 
work. But how could we check the credibility of our interpretations with participants 
who do not always understand written or verbal accounts? Again, we had to search 
for different ways to accomplish our work. At the same time, this made us think 
critically about the purpose of our procedures, instead of following these guidelines 
automatically and taking them for granted.

Furthermore, we became aware of the openings, as well as the limitations for more 
personalized and non-verbal experiences in science. For example, we experienced some 
difficulties and tensions when submitting our work to a more medically orientated 
journal. To me, Susan, it was important to publish our findings within the medically 
orientated field, because I wanted to bring the experiences of people with aphasia 
themselves to the fore. I wanted to share what we had explored about the value of 
participation from the perspectives of people with aphasia and their relatives with 
professionals in the field. I felt I had to put an interest in sharing their experiences, 
because often these experiences are not brought to the fore. At the same time, I also 
had a personal interest. I wanted to present our research to our peers in the scientific 
field and I wanted to be seen as a “good researcher”. I became aware of the fact that 
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I had to balance, in order to meet these different interests. I learned again that I am 
involved myself as a researcher. And that this also relates to power. I wanted my work 
to be seen as “good work”, meeting the quality procedures within research. As we have 
describe in reflection III, the reviewers were interested in biomedical information. 
From their point of view, providing these elements relates to good science. But we 
had a different point of view, related to our responsive approach. From our moral 
stance of inclusion, we had to put an interest and take the risk of not being accepted 
for publication. We shared our experiences and tried to make it explicitly clear that we 
found out that following the taken for granted quality procedures would show “good 
science”, at the same time, it would exclude the experiences of people with aphasia 
themselves. We wanted to work with them as human beings, not as patients with 
aphasia, which is located in a specific place in their brains.

And what about the client councils, in which people with intellectual disabilities can 
have a say? As we described in chapter 3 and 4, no effort by the professionals is too 
great to make this succeed. At the same time, the procedures and the way involvement 
is shaped in its current forms do not always leave enough space for these experiences 
and for the values of clients themselves. Bureaucratic and policy orientated values are 
often more dominant when consulting representatives, and can exclude the values 
that are brought to the fore by patients. As described in reflection II and in chapter 4, 
I, Susan, experienced feelings of discomfort and unease during these formal meetings, 
and also during a meeting we arranged ourselves and in which we invited someone 
with an intellectual disability to respond to our findings. It provoked feelings of “not 
doing justice” to possibilities for an authentic contribution from the perspective of 
people with intellectual disabilities. And it provoked thinking about our frameworks 
in relation to our moral horizon of inclusion and our strive to further the emergence 
of open spaces, in which the perspectives and experiential knowledge of patients 
can be brought in and shared with all involved. In addition, it made us aware of the 
taken for granted, of our own power in this situation and of in- and exclusion in our 
“doing participation”.

Finally, we have learned that in inclusive research, the involvement of research 
partners has to fit the academic guidelines and demands. At least, researchers have to 
make sure that these guidelines are met (and thus may compromise their relations with 
their research partners, for example when working under time pressure). As described 
in chapter 6, we as researchers experienced it as paralyzing to strive for equal tasks 
and working together in all aspects of the research process for the co-researchers. 
We became aware of the normative force of our own academic frameworks, our 
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own guidelines, which can be excluding for people with intellectual disabilities. We 
have learned again that our academic guidelines are verbally and rationally driven. 
Other expressions are not easily incorporated and are not automatically judged as a 
valuable contribution to knowledge production. Also, the formal guidelines of time, 
money and accountability do not provide opportunities to enhance collaboration 
with co-researchers. In striving for normalization and working together in all aspects 
(trying to make it possible to follow the taken for granted guidelines and working 
routines), we experienced disempowerment for all stakeholders. Paradoxically, once 
we could acknowledge our own concerns and disempowerment, this created room for 
other ways of participation (then visualized by “us” for “them”) and helped to enrich 
the research process. We learned that the valuable lessons of working together were 
in the way itself; we learned from the relational complexity we experienced and that 
challenged us, and provoked a critical reflection on our own taken for granted way of 
working. Also, we learned about our own powerful and normative position.

While “doing participation” ourselves, in our strive to do justice to the inclusion of 
patients from our responsive approach (our moral horizon), we became aware of the 
dominance and the importance of guidelines, frameworks and meeting scientific 
norms. As we have described in our case studies in Part A and in our reflections, we 
learned that this can lead to a process of normalization. Patients can be involved, 
can have a say, but this has to fit the current, often system driven, frameworks and 
norms. This provokes questions about the possibilities for the contribution of clients. 
If they have to fit the guidelines and procedures of the organization, how can they be 
involved from their own values and experiences? It seems that they can be involved 
and enter the open space when they fit the taken for granted frameworks and norms 
(Voronka, 2016). This can be related to the theory of Foucault (1977, 1980, 1982) about 
normalization. He describes normalization as a subtle form of power, complementary 
to disciplining power. Within a discursive practice, people are disciplined to meet 
the standards of what is “normal” in our taken for granted practices; they have to 
function within these standards and express themselves within these frameworks. 
It also influences the way people behave and see themselves; it influences their self-
image and shapes their identity (Voronka, 2016). They act and behave within this 
discursive practice. We have seen this also in chapter 2, when residents started to bring 
in solutions for their daily experiences of not being informed properly, and the missed 
connection between residents. They started to come up with solutions that related 
to the current, bureaucratic and managerial logic within the organization. It seemed 
that they had become part of the organizational discourse and way of thinking. At 
the same time, this can put aside what is not seen as “normal” or fitting within the 
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taken for granted frameworks. This means that some experiences and experiential 
knowledge that do not fit these frameworks are excluded by subtle power dynamics.

It is within “doing participation” that we learned about this dominance in our own 
frameworks and guidelines and related power mechanisms. The related provoking 
questions set in motion a process of reflection and trial and error (in line with what 
Schön (1983) calls the reflexive practitioner) to find new ways to do more justice to the 
inclusion of the lifeworld experiences and perspectives of the patients we worked with. 
Doing so was not easy and often provoked feelings of unease and discomfort. At the 
same time, we were inspired by the relationship between patients and ourselves and 
by the new meanings and innovations that came up from relating to each other and 
working together. Also, other stakeholders we worked with within this participation 
process during our responsive evaluation projects, like professionals and managers, 
experienced moments of inspiration and innovation within participation practices 
(chapters 2 and 3).

Relating to each other, working together and learning along the way generated new 
insights and experiences. The moral horizon of doing justice to the experiential 
knowledge and perspectives of the patients we worked with, made us reflect on 
our own taken for granted frameworks and ways of working. It is exactly this 
confrontation with our own professional framework and its limitations that helped us 
to understand more about the in- and exclusion of experiential knowledge of patients 
and clients and provided us with new insights about our own process of striving for 
meaningful participation in responsive evaluation.

Even more power dynamics: who decides what a valuable contribution is?

We have learned from our studies that not every form of knowledge is equally valued 
when the process of patient participation evolves within the context of health care 
organizations and research. Often, rational forms of knowledge and expert knowledge 
are highly valued. We have seen in our studies that the non-rational, the emotional and 
the embodied forms of knowledge are hard to connect with the current frameworks 
in organizations and research. But, at the same time, these forms of knowledge are 
connected to meanings and values regarding the issues at stake (Nussbaum, 2003). 
Different dynamics are at play here. This dynamic is described by Fricker (2007) in the 
concept of epistemic justice. She relates the value of knowledge to power structures, 
in which certain speakers and certain forms of knowledge are more valued than 
others; not in a conscious way, but often in an unconscious, subtle way. As Fricker 
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mentions, it is related to discursive life (2007, p. 39). This can be linked to discursive 
power, as described by Foucault (1977, 1980, 1982). Here, the question is: which subject 
is capable of being a knower? Of bringing in knowledge? When this dynamic is not 
questioned, it can go unchecked. It can operate by means of stereotypical images 
held in the collective social imagination. This can work beneath the radar (2007, p. 
40). Fricker argues:

“In all such injustices the subject is wronged in her capacity as a knower. To be 
wronged in one’s capacity as a knower is to be wronged in a capacity essential to 
human value” (2007, p. 5).

When the one who speaks, or what he or she says, is given less credibility because of 
the prejudice of the hearer, this is called testimonial justice. This implies that some 
people are not provided the opportunity to let themselves be heard.

Fricker also adds another form of injustice to knowledge and knowledge production. 
A subject also receives and builds knowledge out of social interaction by becoming 
part of a social experience. When people are excluded from certain activities in which 
they can learn, this can lead to so-called hermeneutical injustice. This relates to both 
the content and the form of what can be said:

“If one lives in a society or a subculture in which the mere fact of an intuitive or 
an emotional expressive style means that one cannot be heard as fully rational, 
then one is thereby unjustly afflicted by a hermeneutical gap – one is subject to a 
hermeneutical injustice” (2007, p. 161).

As we have shown in the former paragraph, we can learn from our studies and our own 
reflections that organizations (both health care and research organizations, including 
ourselves) that try to include and involve patients, in fact, use formal frameworks and 
derive from system logic related discourses in which this involvement can take place. 
Within these formal structures, the rational logic is often highly valued. At the same 
time, in a very subtle and often unconscious way, other forms of knowing are excluded. 
In our work, we have shown that the boundaries of rational communication were felt. 
People with aphasia do not have a voice naturally, people with intellectual disabilities 
are seen as having a disability that is connected to cognition and rationality, and frail 
old people do not always have the vocabulary to communicate with professionals on 
rational grounds. This can lead, via very subtle, discursive dynamics, to epistemic and 
hermeneutical injustice. Some forms of knowledge are silenced and not everything 
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that is expressed is further explored. We have seen this for example in the residential 
care home, described in chapter 2. Here, the wish for more connection amongst 
residents and the missing of a community, in which people live together and know 
each other, is not heard initially. It is already linked to organizational matters, 
like privacy rules. We have also described this in chapter 3, when people with an 
intellectual disability expressed their wish for a swimming pool during a client council 
meeting. While taking notice of that wish, management and professionals framed 
this as an impossible wish, because of financial costs and regulations about safety. 
It was put aside immediately without exploring why the people in the client council 
valued a swimming pool and why they came up with this idea. It could well be that the 
swimming pool was just one of the ideas, but that the underlying needs and desires 
related to values like recreation and having a good time together.

This can also be linked to what Kunneman describes in relation to bringing knowledge 
into the communicative space as described in theory by Habermas (Kunneman, 
2009, 2017). From Habermas’s ideal theoretical stance, in a communicative space, 
everybody involved can bring in arguments and validity claims (1987). There is an 
absence of communicative blockades and it is characterized by a mutual search for 
understanding and consensus. This has strong links to the creation of an open space 
and the strive for dialogue and mutual understanding in responsive evaluation; the 
experiential knowledge of patients and the expert knowledge of professionals can be 
brought in and stakeholders can learn from each other and explore new directions. 
However, as we have described in our chapters (2-4), we experienced that in practice 
this seems to be more complicated. Bringing all stakeholders together and putting 
effort in a process of mutual understanding through dialogue, with attention given to 
the voices of those who are not heard easily, is not enough. The notions of Kunneman, 
related to Habermas’s communicative space, is relevant here (2017). According to 
Kunneman, not all that is said in the communicative space can be heard, understood 
or can contribute to mutual understanding and new insights. In line with Foucault, 
there are power dynamics at play related to knowledge production (1977, 1980, 1982; 
Hall, 2001). Kunneman brings in the concept “differend” (1997) as introduced and 
described by Lyotard (1988). He describes it as:

“The situation, in which the dominant discourse, for example a therapeutic 
discourse, colonizes the communicative space and absorbs all that is said in its 
own conceptual framework and defuses it. What has to be said and might be said, 
lets itself not be said. The words are lacking or are, when they come, absorbed in a 
space of meaning that turns them into strangers. Into uninvited strangers, who 
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only can be admitted when they get rid of their strangeness after an integration 
course…..And, the question is, whether there is a language available for what is 
experienced or felt” (2017, p. 16).

Here, we can see the relationship between meaning, language and knowledge 
production. To come to mutual understanding, there should be language to express 
meaning. And it is exactly this meaning that shapes social reality. This involves the 
risk that meaning about social reality that cannot be expressed in the “existing and 
dominant language” that is valued (not fitting in the right discourse), is excluded. Here, 
we can see that language and knowledge is related to in- and exclusion (Wierdsma, 
2014). Wierdsma, in line with Kunneman, argues:

“Through language people construct a definition of reality with each other that 
is meaningful to them and that guides their acting together. This reveals reality 
and makes reality manageable, but this also comes along with the risk that what 
cannot be expressed in language remains covered and concealed. Then language 
excludes elements of reality. Because it cannot be expressed in language, it seems 
not to exist. This can result in a situation in which language is regarded as reality 
/truth: a process of reification. A perspective becomes a fact (Van Dongen, 1996). 
Language includes and excludes” (2014, p. 69).

Building further on the theoretical concept of the communicative space, Kunneman 
argues that Habermas assumes the actor within the communicative space as being 
rational (2017). But what if rational discourse is not sufficient to express yourself? 
Or, as for people with aphasia, rational (verbal) words do not come easily? So, what if 
people do not have the ability to use rational language in this communicative space? 
This implies that these people are excluded from this communicative space and from 
the ability to bring their experiences, their perspectives and what really matters to 
them to the fore, while other forms of expression can be very helpful to express 
experiences and perspectives.

Furthermore, we, as researchers, experienced the limitations of rationality ourselves. 
We have learned that the scientific standards in the domain we work in mainly focus 
on rationality and verbality, as we have shown in reflection III. We experienced that 
what we learned by working together with people with aphasia could not be expressed 
easily within a scientific framework. It was even difficult to express it in words. As we 
have tried to bring to the fore in reflection IV, we had feelings of aphasia ourselves, 
because it was hard to express these valuable non-verbal experiences and lessons 
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learned in a verbal way. Also, we experienced that in general the scientific standards 
themselves do not leave much room for non-verbal, non-rational experiences and 
expressions; within these standards, there is a striving for objectivity and there is 
not much space for morality and values. This can also be seen in the structure of 
this thesis. The reflections contain valuable lessons about what we learned about 
patient participation, but we could not easily bring this to the fore in the scientific 
articles. Often, there are word limits for contributions in scientific journals. And, as 
we have shown in all reflections, there is not much space for feelings, the physical, 
the relational aspects, the moral complexity, and related “slow questions” within 
the scientific discourse. This knowledge is often excluded and silenced. But we 
experienced that our feelings of discomfort were often a sensitizing signal that we 
could not ignore when we wanted to think about in- and exclusion. It made us reflect 
on the taken for granted, and revealed relevant slow questions that showed us the 
moral and existential complexity of participation.

On the one hand, involvement of patients in existing rational frameworks in 
organizations and within current, rational forms of knowledge production and 
values leads to exclusion in itself. On the other hand it leads to normalization, to meet 
certain standards of bringing in knowledge in order to be able to become involved. 
This can lead to a process of pseudo-participation: participation seems to be valued 
and worth striving for, and patients are involved, but at the same time, within the 
existing frameworks and working procedures, no space for their experiential 
knowledge is created. This dynamic can also lead to proto-professionalization (De 
Swaan, 1984) as described by de Wit in relation to patient participation (2013). Patients 
can become involved and are taken seriously only when they meet the expectations 
of professionals and researchers, and when their contributed knowledge fits the 
standards and guidelines. But this raises ethical questions about justice, in- and 
exclusion, and also questions about the contribution to processes of mutual learning 
and new meaning-making. It puts the involvement and experiential knowledge of 
patients to the test and can exclude valuable (non-rational) knowledge from the 
professional and the researcher.

We have learned from our studies and our experiences that, despite explicit striving 
for dialogue and the involvement of all stakeholders, creating openings for mutual 
understanding and mutual learning does not come naturally. Underlying power 
dynamics, like the dominance of rational accounts and unease about appreciating 
emotions and moral values, and also more subtle forms of power through dominant 
discourses, play an important role. This means that power always interferes with open 
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spaces, and can either limit or positively contribute to the dialogue and inclusion of 
patients’ voices. The emergence of open spaces is therefore related to our willingness 
to acknowledge and reflect on the power dynamics and our own share in this.

In our studies we also have found that moments could originate where underlying 
values could be shared, emotions could be expressed and mutual understanding 
started to develop. We demonstrated that sharing personal narratives amongst the 
people involved can play an important connecting role, as we have shown in chapters 
2 and 3. Sharing experiences, perspectives and related moral values seemed to be 
important in these moments. The personal stories and narratives of those involved, 
patients and professionals, could be important vehicles for mutual understanding. 
Narratives are not only about rational accounts but also relate to sharing moral 
horizons (Bos, 2016; Ricoeur, 1992). It is about how people relate to each other and 
about what the issues at stake really mean to them. It touches us as human beings, 
also as professionals, and reminds us of the fact that we are all mortal beings, with 
vulnerabilities, needs and feelings. It connects us in a horizontal way. This is what 
can emerge in open spaces.

In the context of health care practices (health care organizations and health care 
research), this way of working together between professionals and patients and 
relating to each other is not common yet. Professionals act on expert knowledge 
and professional guidelines, which are often based on rationality and evidence based 
practice. This knowledge is highly valued and seems to provide a context that is 
controllable (Van der Ven, 2008; Kunneman, 2007). This science-based knowledge is 
about progress, technological innovation and maximal controllability. Schön refers 
to this domain as the “high grounds” (Schön, 1983). Within the organizational context 
of health care and research organizations, guidelines and procedures are important 
and are in line with this rational discourse. Especially when things get complicated, 
there is a tendency towards even more control (Van der Ven, 2008; Kunneman, 2007, 
2009; Wierdsma, 2014).

But the everyday practice and context of health care is not only characterized by 
control. A focus on control can even exclude important experiences and knowledge. 
Within these contexts, professionals work with patients and clients that have to deal 
with feelings of uncertainty; they are often confronted with loss and finiteness, and 
feelings of injustice and exclusion. There is a moral appeal from patients and clients 
to professionals to help them and take care them. Schön (1983, p.42) describes:
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“In the varied topography of professional practice, there is a high, hard ground 
where practitioners can make effective use of research-based theory and 
technique, and there is a swampy lowland where situations are confusing ‘messes’ 
incapable of technical solution. The difficulty of the problems of the high ground, 
however great their interest, are often relatively unimportant to clients or to the 
larger society, while in the swamp are the problems of greatest human concern”.

 
Here, in the swampy lowlands, professionals are also confronted with the boundaries 
of scientific knowledge, rational accounts and technological innovation. They 
experience that the high ground knowledge has its limitations, and only partly works. 
They may then feel the urge to search for other ways to help patients and clients, but 
often they have to face the fact that there is no way to solve the problem. Professionals 
then can decide to end their support and conclude that they cannot help anymore, 
or they can stay next to patients and have the courage to stand beside them, support 
them, and be there for them while they have to face the despair and grief. When 
people are deeply stuck in swampy problems for which no high ground solutions are 
available, this can be the only and most valuable thing to do for people (Kunneman, 
2019). It is like building a space within the swampy lowlands (so-called mounds), from 
where care can grow and flourish.

When we look at the process of participation, we have shown that in everyday 
practice (in health care organizations as well as our own everyday practice of “doing 
participation”) giving form to this process is experienced as complicated. Professionals 
and organizations therefore want to have guidelines and procedures in order to have 
more control of this complex process. We have experienced this wish for control 
ourselves in the research project, in which we worked together with people with 
intellectual disabilities. As described in reflection V, at the end of the project we 
became involved in a conflict that was related to the presentation of our findings 
in our final report. In this situation, we found out that professionals and people we 
worked with wanted to present guidelines and bring to the fore the possibilities of 
participation of people with intellectual disabilities. But we also wanted to bring in 
the difficulties and the complexities we had experienced ourselves as researchers, 
working together with people with intellectual disabilities, as valuable findings in this 
report. This was the start of a conflict. Then, we ourselves as researchers tried over 
and over to “solve” this difficult situation. We tried to understand it and get control of 
the situation. Again and again we tried to fix it. But we have learned that participation 
could not be controlled and guided. We had to face the swampy lowlands, in which 
we ourselves were confronted with feelings of unease and discomfort. Here, the high 
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grounds turned out to be unhelpful or even in the way (Kunneman, 2019); while at the 
same time we realized that these high grounds were highly important for the people 
that strived for the inclusion of people with intellectual disabilities.

We experienced that it is difficult to let go of the routines, guidelines and structures 
in the organizational context. It is not self-evident to think outside the boundaries 
of these frameworks. It is even more complicated: in many cases the system and 
its logic have been unconsciously internalized and tied to identities; not only in the 
culture of organizations, but also in the minds and deeds of professionals, as well 
as in the wishes and preferences of patients and clients as consumers (chapter 2). 
These frameworks give feelings of certainty. But, when professionals (and patients) 
keep these structures as leading, there is not much space in these frameworks for 
lifeworld experiences. Then the confrontation with tension and conflicts that are 
connected with bringing moral values into practice, remain out of sight. Then, it 
is difficult to think about, and act upon, moral values like social inclusion. This is 
complicated, because we have already concluded that participation in itself is about 
in- and exclusion, and about responsibility of those who invite to participate. But these 
values often stay out of sight or go unchecked.

Although it seems paradoxical, we can derive from our findings and our own 
experiences that it is exactly within this complexity and letting go of rationality 
and frameworks to a certain extent (the high grounds), that spaces could open up, 
in which those involved could relate to each other as human beings and a process 
of new meaning making and learning could evolve. This shows the importance of a 
space for that being human and recognition of dependability and relatedness between 
people (Bos, 2016). And the importance of accepting and dealing with complexity, 
instead of trying to make it always and primarily rational and controllable. Within 
this open space, there is room for other forms of knowledge, slow questions and 
moral complexity, and sharing these aspects and feelings of being human. Within 
the dominant discourses of science, this knowledge is often silenced. Opening spaces 
and contributing to their emergence is not easy for professionals and researchers. 
And, as we have experienced ourselves, facing the messiness of the swampy lowlands 
can feel uncomfortable and even tense. Here, we have to, at least temporarily, let go 
of the formal roles, arrangements, guidelines and expert based knowledge (the high 
grounds). And here, we have to rely on other forms of knowledge (moral values and 
moral horizons) that can guide us. However, this can feel uncomfortable and tense; 
it implies courage and does not come naturally. Yet, it is especially in these complex 
situations that our taken for granted frameworks and assumptions were challenged 
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and could be questioned from the perspective of social inclusion. Putting aside or even 
putting to the test our formal roles and guidelines has brought new insights and new 
creative ways of working.

To participate in existing frameworks, within existing knowledge systems and 
existing values about knowledge can be excluding for patients or clients. Here, as 
we have described above, power is at stake. Also, this can lead to assimilation and 
adjustment (normalization), in order to participate in these existing norms and values. 
But this does not do justice to those involved and their specific knowledge and does not 
contribute to a process of mutual learning by making accessible and entering an open 
space, where people can share their experiences, relate to each other as human beings, 
with room for differences instead of sameness, and for slow questions and moral 
complexity. It is this relational sphere that creates possibilities for a joint sharing of 
human-ness and intense and intimate relationships. In other words, leaving the moral 
high ground and certainty of professional frameworks also offers us something very 
valuable and can bring new insights.

From our studies, we have learned that participation is a highly relational concept. 
Participation is a process in which people work together with others who can have 
different viewpoints, different values and different strengths and weaknesses 
(Wierdsma, 2014). It was helpful to acknowledge differences; as we have shown in 
chapter 6, striving for sameness created an impasse, while making room for difference 
helped us to jointly find new ways to maximize participation. Ways we could not have 
envisioned due to our limited ideas of participation as being and doing the same (tasks, 
responsibilities etc.). Also, participation is a process with subtle power dynamics. We 
experienced that becoming aware of this relational, powerful dynamic was valuable 
and made us reflect on our taken for granted position. Here, while working from a moral 
horizon of inclusion, the boundaries of the frameworks, the logic of us as professionals 
and the subtle power issues related to discourse, and the value of knowledge were put 
to the test. This made us reflect on these frameworks and our taken for granted ways 
of working, in order to be able to contribute to the moral horizon of inclusion. From 
this perspective, participatory work takes place in a space where taken-for-granted 
issues can be questioned. This process is complex, complicated and messy and came 
along with feelings of discomfort, unease and tension. It took courage to face this 
and reflect on the boundaries of our tight frameworks, but it also brought us valuable 
insights about “doing participation”.
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By now, we have illustrated that open spaces in health care institutions do not emerge 
naturally and that these open spaces can be open in appearance but not in reality; 
the open spaces are not free of power. The emergence of open spaces is important 
to foster patient participation and inclusion, because the power dynamics can lead 
to boundaries for the experiential knowledge of patients within the open space. We 
need to reflexively work with power, including our own power, in order to further 
the emergence of open spaces for patient participation. Within these open spaces, 
something valuable can emerge. This brings us to the next paragraph in which we 
will focus on what all these learned lessons imply for the further development of 
responsive evaluation and related participatory approaches.

Responsive approaches: power-full relations to meaning and 
knowledge production

In the above part we have focused on the different meanings of patient participation 
of all involved and the power(-full) dynamics that can arise when these different 
meanings start to interact. We have illustrated that power issues are at stake and 
interfere in open spaces, and that this can lead to the exclusion of certain kinds of 
knowledge. We have also learned and demonstrated that we ourselves as researchers 
with a participatory approach are entangled and involved in these power(-full) 
dynamics and that we learned that our moral horizon is also related to power. Here, 
participation becomes normative, because it relates to morality as well as to our own 
normative position. In this paragraph, we will elaborate on the second sub question 
and concentrate on what our findings imply for our way of working via responsive 
evaluation and other participatory approaches.

We started this thesis with the notion that in our own responsive approach, 
participation of all those involved is an important goal to strive for. With a responsive 
approach we want to create an open space, in which different people come together 
(all those involved in health care: patients, professionals, managers, relatives), share 
their experiences, perspectives and knowledge, and can come to new perspectives 
and insights. We want to do justice to all those different perspectives and value all 
different kinds of knowledge, and aim for a process of new meaning making through 
dialogue in order to contribute to good care and good research.

From our studies, we have learned that “doing participation” from this moral horizon 
is not easy at all in everyday practice. During our projects we became aware that the 
space for research from a participatory approach is not an open space, but a space 
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with power dynamics. Within this power-full space, new meaning, new knowledge and 
new insights can originate, grow and flourish, but not without effort. This is in line 
with notions of Wierdsma about co-creation (2014, p. 68), a process in which different 
forms of knowledge are valued and incorporated (Kunneman 2007). Wierdsma 
describes co-creation as entering an “avoided place” (in Dutch: betreden van de plekken 
der moeite) (2014). It is about tense situations where people are confronted with the 
boundaries of their problem-solving capacities and where language can fall short 
in attempting to make sense of the situation. It refers to a situation of moral and 
relational difficulty and the willingness to acknowledge and inquire into that moral 
and relational complexity together (Dahler-Larsen et al, 2017, p. 121). Entering this 
place is not easy and can feel uncomfortable and tense. In this sense, the “avoided 
place” is very similar to the swampy lowlands referred to above. But when people 
are willing to enter this “avoided place”, different meanings can come together and 
can emerge; new insights can develop through fruitful friction (in Dutch: leerzame 
wrijving) (Kunneman, 2007, 2009), which can bring to the fore a process of reflection 
and questioning the taken for granted. This can lead to organizational change.

As we have described in a previous paragraph, Wierdsma relates this co-creation 
process to language and knowledge (2014). Not all that is said is seen as valuable. Some 
discourses are more dominant than others. This means that there are boundaries for 
some forms of knowledge. Some things cannot be expressed at all. Knowledge can 
be silenced. It is exactly these mechanisms that we experienced in our own projects, 
in which we worked from a responsive approach. We learned that an open space for 
dialogue is our moral horizon, but in practice, the apparent open spaces are power-
full. We faced and experienced boudaries for silenced knowledge. Opening up spaces 
takes power, to let something else emerge in these spaces.

We have brought to the fore that it was not enough to work from a moral horizon of 
inclusion of patients. We encountered difficulties, unease, tense situations and even 
conflict. We had to face uncomfortable feelings ourselves, when we became aware of 
our own assumptions and the presence of unintended exclusion in our own way of 
working. It took courage to face this and to discuss and critically reflect on taken for 
granted frameworks (our own, but also frameworks we became aware of in health 
care organizations). At the same time, it is exactly entering these “avoided places” 
that provided us with the opportunity to learn most about participation and about 
in- and exclusion, which can come along with it. Participation is not only a moral 
concept related to inclusion and “doing good”, it is a normative concept that also relates 
to norms about what “good participation” is. This is always contextual and related 
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to different norms and meanings. Often, the meaning of participation is taken for 
granted and not discussed or reflected on. We experienced that it is exactly in the 
“avoided place” and our relating to other (and sometimes conflicting) meanings of 
participation, that challenged us most to think about the taken for granted and our 
own normative stance ourselves. Within these “avoided places”, we faced the swampy 
lowlands and were confronted with difficult moral and existential questions, the 
so-called slow questions (Kunneman, 2009; Robbesom, 2017). But it is exactly within 
the “avoided places” that we learned most about in- and exclusion and where we came 
to new insights about participation. It is within these “avoided places” that we learned 
about power dynamics (including our own involvement that relates to power) and 
found openings for silenced knowledge.

From our studies and our own experiences, we learned that it is not enough to strive 
for the creation of an open space in which all involved can have a say. Working from 
a responsive research approach takes effort and courage to connect the different 
perspectives and meanings within a power-full space, including our own, especially 
within the current frameworks of science. Science is about knowledge and about 
“truth”. We experienced that working from a participatory research approach is also 
about ourselves as researchers, and what we ourselves contribute to this knowledge 
system. As researchers, we are not outside the production of knowledge, but we 
are part of it. We “are” the knowledge system up to a point. This means that we 
have to question our own frameworks and our own acting, like we did in our own 
research projects (reflections). How do we include the experiences and perspectives 
of patients and clients? What do we exclude? What is our effort to do justice to these 
perspectives, to value different kinds of knowledge and strive for its inclusion? How 
can we work within the power-full spaces and what are their openings and boundaries 
for silenced knowledge? And what does that imply for ourselves? Here, the moral 
horizon of inclusion becomes intertwined with knowledge and knowledge production. 
Kunneman argues: (1998):

“The relationship between “knowing” and “reality” cannot be thought of in terms 
of objectivity, in terms of adequate presentation, but appears in the interplex 
relationship, in which we are present as a longing human being and in which 
we ourselves always interfere instead of only describe. [From this perspective] 
knowing also becomes an ethical relationship, in which we have to ask ourselves 
and others whether we impose a certain reality more or less on others or we 
provide space for the untamed and can live up with differences”.
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This is what we have discovered ourselves during our research projects. What we 
studied and explored (patient participation) cannot be approached as an objective, 
neutral concept. It is also related to moral value and to power through dominant 
discourses in the organizational context. And it is intertwined with our own 
position as researchers in the field of science. As researchers, we ourselves are part 
of knowledge and knowledge production. We became aware of what kind of knowledge 
is seen as valuable and what knowledge is often left out. As responsive evaluators, we 
are involved and intertwined and do not stand outside the research practice. There is 
a connection between the personal of the researcher and the professional practice in 
which the researcher is embedded (Nap, 2012). A professional context relates to taken 
for granted frameworks, guidelines and norms about what good practice is. This has 
already become clear to me, Susan, in my first research project. At first, I thought that I 
could observe and act like an anthropologist and describe the perspectives of all those 
involved. But soon after the start, I became aware that in responsive evaluation, I do 
not stand outside the process and that there are also norms about “good participation”. 
It took a lot of energy to position myself in the context of the research project but also 
in the field of science. How do I relate to the scientific, academic system myself, with 
a strong focus on objectivity and neutrality (modus 1 and 2 knowledge), while, at the 
same time, having a moral horizon to contribute to social inclusion? Also, I became 
aware of the role of power, often in subtle forms that relate to certain discourses 
and taken for granted norms about participation. I found out that I am also part of 
this power-full space myself. I experienced during new projects, that striving for 
social inclusion and valuing the knowledge and contribution of all involved does not 
come easily, or without my own involvement and a reflection on my own normative 
position. During my studies, I became aware that I had to “put an interest” (Nap, 2012). 
This has a double meaning: from the horizon of social inclusion, in order to strive for 
good care and good research, I was interested in the perspectives and experiences 
of all involved, especially in the experiential knowledge of patients concerning 
participation. But I also had to put in interest in bringing these perspectives to the 
fore and make them explicit within the scientific field. I had to use my own power 
to “put an interest”. This was possible by reflection on our own position and on the 
taken for granted frameworks in our own “doing participation”. But this sheds a new 
light on the creation of open spaces; as mentioned above, we learned most by entering 
“the avoided place”. “Doing participation” is hard work; the emergence of open spaces 
requires not only making room for those spaces inside power constellations, but it 
also opens up the power spaces within oneself.
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We have learned that from a responsive approach, knowledge and knowledge 
production through participation is related to ethics and power. It is a complex, 
precarious process. To value the perspectives and experiential knowledge of patients 
and clients and to start a process of mutual understanding amongst stakeholders in 
everyday practice, we had to put an interest in often silenced knowledge (including 
our own) and we had to make this part of the research process. To do so, took effort 
and courage. We had to go beyond the boundaries of rationality and science-based 
knowledge. This is in line with what Kunneman calls modus 3 knowledge (2007, p. 
147). Within this form of knowledge development, existential and moral learning 
processes are related directly to technical and organizational questions. It explicitly 
provides space to existential and moral dilemmas within the swampy lowlands, which 
cannot be fixed or controlled by procedures and guidelines (high grounds). Within our 
current scientific and professional discourses, the moral dimensions and the ethical, 
slow questions are often excluded or presented as technical, fixable problems; or the 
moral dimension becomes an individual choice or responsibility for the individual 
professional. Modus 3 knowledge configures internal connections between modus 1 
and 2 knowledge and the moral, existential learning processes. The intertwining of the 
case studies and the reflections in this thesis can be considered as modus 3 knowledge 
development. We found out that this has brought us valuable insights about patient 
participation and in- and exclusion.

By reflecting on the moral aspects of in- and exclusion of knowledge and on our 
own position by questioning the taken for granted, we found out that knowledge 
development has a political dimension and that power is at stake. In order to bring 
to the fore, value, stretch the boundaries of often excluded silenced knowledge, and 
our strive for “good work”, we had to put an interest ourselves. Questioning the taken 
for granted can break through the normalizing and disciplining effects of dominant 
discourses, as described by Foucault (1977, 1982). In his later work, Foucault presented 
the concept of parrhesia, a concept that can be helpful in this context (1983). Parrhesia 
means: “free speech” and is about discourse and truth. Foucault goes back to the 
Classic Greeks. In this period, the modern distinction between beliefs and scientific 
truth had not yet taken hold. Truth was not, as in current times, connected to 
objectives and scientific evidence, but it was also related to morality: what is the right 
thing to do? With this concept of parrhesia, Foucault (1983) raises important questions:

“Who is able to tell the truth? What are the moral, the ethical and the spiritual 
conditions which entitle someone to present himself as, and to be considered as, 
truth-teller? About what topics is it important to tell the truth? What are the 
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consequences of telling the truth? What are its anticipated positive effects? What 
is the relationship between the activity of truth-telling and the exercise of power, 
or should these activities be completely independent and kept separate?”

The concept of parrhesia, therefore, connects questions about knowledge, truth, 
power and morality; exactly the themes that play an important role in the process 
of participation and mutual learning processes like we aim for in our own process 
of “doing participation” and like we experienced during our projects. Knowledge 
and truth are more than rational, objective knowledge, but they are also connected 
to normativity and ethics. Also other forms of knowledge are part of knowledge 
production: experiences in the lifeworld, the non-verbal, the normative and the ethical 
(modus 3 knowledge). Foucault also relates parrhesia to courage, because it implies 
a “free speech”; that is, a risk to express a personal relationship to truth (1983). But 
at the same time, this risk has to be taken, because it is seen as a duty to improve or 
help other people (as well as himself or herself). Parrhesia is not hierarchical, but 
horizontal.

Here, we can see a parallel with what we experienced during our research projects 
from a responsive evaluation approach. This form of participatory research derives 
from a normative stance to do justice to all those involved in having a say. This does 
not come automatically. From our findings, we learned that not all that is expressed 
is valued as “truth”, and that not all experiences can be expressed in language. We 
discovered that some forms of knowledge are silenced. We found out that we had to 
put an effort and put an interest in stretching the boundaries of the power-full space 
of participation; to use our own power positively in order to open this space up for this 
silenced knowledge from a moral horizon of social inclusion: for example, for emotions 
and non-verbal accounts as forms of knowledge, as a counterpart of the powerful 
discourse of objectivity in the scientific field; for the value of moral and existential 
questions (slow questions) as important notions, and for the embodied feelings that 
came up while “doing participation” and that often were guiding signals to think 
about in- and exclusion. Parrhesia also implies the courage to question the taken for 
granted frameworks and meanings from a moral and existential horizon (Klaase, 
2017). This is another parallel with what we experienced ourselves. Reflecting on our 
own taken for granted way of working was not easy and brought us in the “avoided 
place”, a place in which we face discomfort, unease and tension. A place that can also 
imply a risk; questioning the taken for granted implies a risk in itself, because it can 
be critical and can question current, dominant forms of knowledge production as well 
as it can undermine one’s position and status as a speaker.
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This is what I, Susan, experienced during my studies, as described in the reflections. 
What if I put an interest in entering the “avoided place”, and try to put an interest in 
openings for silenced knowledge? What does that mean for my own position? Am 
I still a “good scientist”? Will my work be qualified and published? What if I bring 
to the fore my own experiences of discomfort, of making mistakes, of feelings of 
disempowerment myself? At the same time, I felt an urge to take the risk, if I wanted 
to put an interest in the perspectives and experiences of patients I worked with. I felt 
I had to put an interest because the moral aspect of in- and exclusion were at stake. 
But it was not easy. It could also imply that I was not seen as a “good researcher”, that 
my work would not be accepted for publication, that I was seen in the field of inclusive 
research as someone who does not underline the importance of participation because 
I reflect on its own normative stance and related dynamics of in- and exclusion.

At the same time, it is within the “avoided place” that I learned most. I learned through 
relating to, and connecting with, patients that we wanted to invite to participate, 
to bring in their experiences and perspectives and their experiential knowledge. 
Patients that we wanted to become involved, we wanted to “give a voice” to. But in 
fact, the reverse happened. In the relationship with them and getting to know them, 
they confronted me with who I am as a person and as a researcher. Within this 
relationship, they made me learn about myself, how I “do participation” and about 
my own normative stance. They made me reflect on the taken for granted. They made 
me aware of my own power within the context I work in; about what I do with what 
they tell me and the knowledge they bring in. What I include and what I exclude. 
So, in fact, they are my mirror, in which I can reflect. That is how I learned the most 
valuable lessons, in this relating and connecting to each other. They have taught me, 
not the theories and the literature. I learned this along the way during my journey in 
the landscape of participation.

Opening spaces for participation

In this thesis, our guiding research question was: how to further the emergence of 
open spaces in health care institutions with participatory approaches and what is the 
importance of such open spaces for patient participation and inclusion? We started 
this general discussion by describing the different meanings and values of patient 
participation. The meaning of participation is often taken for granted and hardly 
discussed. Furthermore, we have focused on what we learned about what happens 
when the different meanings of participation start to interact. What happens when we 
try to create an open space in which all involved can have a say, and in which different 
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meanings can come together and can be shared? From our research methodology, we 
have started from a moral horizon of inclusion through dialogue.

During our research projects in different contexts, in which participation is valued and 
strived for, we started to discover the role of power: who invites to participate? What 
are the frameworks for the participation of patients? And what kind of knowledge is 
valued? Also, we became aware that we, as researchers with a participatory approach, 
are entangled in power dynamics ourselves. Working together with patients made us 
reflect on our own taken for granted frameworks, guidelines and our own normative 
position as researchers. And this normative position is connected to power. We learned 
that the supposed open spaces are power-full spaces and that more is needed than 
only furthering the emergence of an open space, namely enduring and working 
through the messy complexity of the power relations that manifested themselves in 
the supposed open spaces. The power-full space has an emergent character, which is 
temporary, but opens up the possibilities for temporary experiences and relationships 
that are valuable. This open, power-full space can bring us new insights and have 
valuable potential for mutual learning.

During our research, we learned about the relational complexity of participation and 
it brought us to the swampy lowlands. We were confronted with moral and existential 
questions, the so-called slow questions, about in- and exclusion while exploring 
patient participation. We experienced “the avoided place” ourselves. Surprisingly, it 
is within this “avoided place” that we were confronted most with our own taken for 
granted frameworks, guidelines and also about in- and exclusion. And we found out 
that it is exactly relating to patients, the confrontation with different meanings and 
assumptions that made us reflect on our own. This was not easy. It took courage to 
be there and it implied a risk when we tried to connect our moral horizon of inclusion 
to knowledge and knowledge production, in line with what Foucault (1983) describes 
about parrhesia. The “avoided place” is a space where we did not want to be, that 
we feared, where we encountered complexity, messiness, difficulties, unease and 
even conflict. But it is exactly in these “avoided places” we have learned our valuable 
lessons and we came to new insights. It made us realize that participation is not about 
us, who invite others (patients) to participate, but that it is the other way around: 
participation is about relating and connecting to patients and having the courage to 
become involved and entangled ourselves, and start reflecting on our own normative 
position that relates to power and knowledge. It is from within the power-full spaces 
of “doing participation” that we learned about the openings and boundaries for 
valuable silenced knowledge. We learned our valuable lessons along the way.
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Future directions and pathways

On the way, this thesis has generated many new questions and directions for further 
research. It has brought up questions about how we can learn more about silenced 
knowledge: how can we come to know the non-rational, the non-verbal, the emotional 
and the embodied? And how can we, as researchers, put an interest in the value of 
this often silenced knowledge and its potential to make connection between people 
in a non-verbal way, in order to create mutual understanding and learning? What is 
for example the potential of art-based methods?

Furthermore, this thesis has provoked many questions about the power in knowledge 
and knowledge production. What knowledge is dominant? What do we exclude? What 
about dominant discourses in the biomedical science field? What does this imply for 
the position of patients? And how can counter stories like narratives and personal 
stories break through the boundaries of the open space and question the taken for 
granted of dominant discourses? And how can we become more aware of our own 
normative position as researchers and reflect on our own power? An interesting 
direction for future research is the exploration of the potential of normative 
professionalization. This perspective aims to further moral learning and modus 3 
knowledge within organizational contexts. It means that taken for granted meanings, 
frameworks and acting are reflected on within a professional context. This implies 
two directions for responsive evaluation: how can researchers work on normative 
professionalization within their own practices of research? What are “good ways” of 
being a responsive evaluator? What contributes to this, and what are the boundaries?

A second direction that would be interesting to explore is how responsive evaluation 
can foster a process of normative professionalization within health care practices. 
How can the strive to make the patient perspective explicit and connect it to the 
professional, organizational perspective contribute to a reflection on taken for granted 
meanings and the ways of acting of professionals? What are ways to bring these 
perspectives together in order to start a mutual moral learning process? What are 
the possibilities and responsibilities for responsive evaluators within this process?

Finally, this thesis has brought to the fore interesting questions about co-creation 
and change within the organizational context. How can responsive evaluation and 
other participatory approaches generate change within health care and research 
practices, and what can we learn from this about organizational change in general? 
Building further on this, responsive evaluation could be more related to the work 
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of Wierdsma (co-creation) and Kunneman (normative professionalization) and this 
could be further explored and related to (critical) organizational and management 
studies. It is a valuable direction to learn more about entering the “avoided place” 
and the potential of putting interest in openings for silenced knowledge and how 
this can contribute to health care institutions, in which the horizon of good care 
and a good life for all involved can be kept open. I, Susan, will continue my journey 
through the landscape of patient participation and I will put an interest in finding new 
pathways and directions to further the emergence of open spaces and find openings 
for silenced knowledge. For sure I will do this in a participatory way, together with 
patients, professionals and others involved, because in the relational complexity and 
entering the “avoided places” along the way, the most valuable lessons can be learned.
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Summary

Patient participation is a popular concept in the context of health care in the 
Netherlands. With its origins in the context of the disability movement in the 1960s, 
patient participation is related to notions of democratic rights for patients, social 
inclusion, empowerment, self-reliance, involvement and the opportunity of having a 
voice. Besides these democratic and ethical notions, the experiential knowledge and 
perspectives of patients on their disabilities and the care they receive is increasingly 
acknowledged as valuable, because it is assumed that their unique perspective 
can contribute to a better quality of care and quality of life. Patients have become 
more involved in the policy making practices in health care organizations and they 
increasingly participate in health care research. Although the strive for patient 
participation in theory is often underlined by health care institutions, in everyday 
practice patient participation seems to be complex and the people involved often have 
many questions about how to put patient participation into practice. Research on 
patient participation itself has merely been focused on the added value of participation 
or on the conditions for involvement. Less attention has been paid to the relational 
complexity, the way patient participation can evolve and emerge, and how to further 
open spaces for patient participation in the context of health care practices. Also, the 
meaning and value of participation for those involved has rarely been studied, because 
its meaning seems self-evident.

In order to fill this gap and contribute to the emerging literature on patient 
participation, the aim of this thesis is to learn about, and contribute to the 
understanding of the complexity of patient participation in health care institutions, 
and how open spaces for patient participation can emerge. It is an explorative 
journey through the landscape of participation of patients. At different places 
in this landscape striving for participation has become visible. We look at these 
different places where patient participation emerges. At the same time, we do not 
only want to learn and explore patient participation from an outsider position, we 
are also part of this landscape. We as researchers also underline the values of patient 
participation and want to learn in a participatory way; we also “do participation” 
by using a responsive evaluation approach developed by Abma and her team. We 
chose this approach because it helps us to understand the meanings of participation 
from multiple stakeholder perspectives, and to contribute to the personal and mutual 
understanding of stakeholders through dialogue and participation. Thus, we want 
to contribute to the emergence of open spaces in health care practices, in which all 
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involved can have a say, from a moral horizon of social inclusion in order to contribute 
to good care and good life.

The main research question in this thesis is:

How to further the emergence of open spaces in health care institutions with 
participatory approaches and what is the importance of such open spaces for 
patient participation and inclusion?

To find answers to this central research question we use two guiding sub questions:

What does patient participation mean to those involved in everyday health care 
and research practices and how do the different meanings and perspectives of 
participation interact?

What do our findings imply for the further development of responsive evaluation 
and other participatory research approaches?

In order to find answers to our research questions, we studied patient participation in 
diverse health care and research practices. As we describe in the general introduction 
in chapter 1, the diverse contexts can be seen as case studies of that specific natural 
setting, in which the meanings and perspectives (of participation) of all involved was 
the focus, as well as how the different meanings (of participation) interacted, and 
how participation amongst all involved emerged. In each of the case studies we used 
a responsive research design.

Studying patient participation in a participatory way makes this thesis multi-layered 
and provides an opportunity to explore our questions on different levels: we can learn 
from the different case studies (different places in the landscape of participation) 
about the different meanings and perspectives on participation, and how in these 
diverse contexts the process of patient participation can evolve and emerge. Besides 
that, we can learn from our own “doing participation” within these practices, when 
we want to further the emergence of open spaces for patient participation from the 
moral horizon of inclusion.

This thesis consists of three parts. Part A focuses on case studies that relate to patient 
participation within the context of patient involvement in policy making processes 
within health care organizations for long term care, including an organization for 
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elderly care and organizations for people with disabilities. Part B describes a case 
study of a responsive evaluation study in which the perspectives and experiences 
of patients (people with aphasia) on participation are explored in the context of 
rehabilitation health care and support, and in part C we present a case study related 
to patient participation in the context of research with people with an intellectual 
disability.

All parts consist of one or more case studies that are published as articles in various 
journals or as book chapter. Also, they consist of auto-ethnographical reflections. 
These are about our own experiences and the complexities we encountered ourselves 
within the specific context, as described in the related case study or studies. The 
chapters and reflections in this thesis are not presented in chronological order of when 
we conducted the studies or published our articles. The order is instead guided by what 
we discovered along the way about the relational complexity of patient participation, 
and the increasing awareness of our own entanglement and involvement in this 
complexity. All the auto-ethnographical reflections, in combination with the case 
studies, offer a fertile ground to learn about patient participation and will help us to 
find answers to our research questions.

Part A

The chapters in part A of this thesis focus on patient participation within the context 
of patient involvement in policy making processes within health care organizations. 
In the three presented case studies we explore the everyday practice of the collective 
involvement of patients or clients in client councils. Health care and welfare 
organizations have a legal obligation to establish a client council in The Netherlands. 
In theory, this involvement is valued and related to notions of democratic and ethical 
rights of clients to have a voice and to have the opportunity to be involved in decision 
making. Also, this involvement is seen as a way to contribute to the improvement of 
quality of care. In contrast to theory, this everyday practice is more stubborn, as we 
illustrate in the different studies. Giving form to this process is complex.

In the three chapters of part A we illustrate what happens in everyday practice when 
professionals in health care organizations try to find ways to include the perspectives 
and experiential knowledge of patients and clients in policy-making processes within 
client councils. We also describe our learning experiences with an alternative for 
client councils, which is based on the notions of responsive evaluation, called the 
PARTNER approach. This alternative aims to further the emergence of open spaces for 
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the collective involvement of patients within health care organizations; open spaces 
in which the experiential knowledge and perspectives of patients is valued, and can 
merge with the perspectives and knowledge of professionals and management. We 
try to interpret what happens in the everyday practices, by using theory of Habermas 
and Foucault, in order to contribute to the understanding of patient participation.

In the case study in chapter 2, we describe our learning experiences with enhancing 
the involvement of older people in a residential care home in the Netherlands. We 
illustrate what happens when we use the PARTNER approach as an alternative for a 
client council. In our attempt to understand what happens in everyday practice, we use 
Habermas’ theory of system and lifeworld and we use his concept of communicative 
space. We tried to create a communicative space through dialogue in this study; this 
can be seen as an open space where all involved can share their perspectives, and 
where the experiential knowledge of patients and clients is valued. Within this open 
space, all different perspectives can bring mutual understanding and new insights 
through dialogue.

In this chapter we bring to the fore that the creation of an open space as such is not 
an easy task, because within this open space, power issues are at stake. In terms of 
Habermas: system values like safety and productivity interfere and seem to dominate 
the lifeworld, and expert knowledge seems to be more valued than expressed 
emotions and narratives of residents. From our learning experience we derived that 
researchers who use participatory action research (including ourselves), with the aim 
of contributing to the emergence of open spaces, must be aware of these issues of 
power, often hidden in language and discourse. Dialogue can be a vehicle to enhance 
mutual understanding, when attention is paid to underlying values, assumptions 
and meanings of all people. But this is a complex process, related to power dynamics.

Chapter 2 is followed by reflection I, which is about what I, Susan, encountered when 
I started working with the responsive evaluation approach. It details what I learned 
about my own position as a researcher while “doing participation”. I became aware 
that I cannot do research as an outsider, while attempting to further the emergence of 
open spaces for patient participation. It provoked questions about “good participation” 
and about how to relate to science myself.

In chapter 3 we present a case study in which we describe the daily practice of a 
client council of a health care organization for people with intellectual disabilities. 
Although, in theory, this council is a meeting point of experiences in the lives of clients 
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and the policy process of the organization, daily practice is more stubborn. Inspired 
by our former study concerning client councils in elderly care, we used Habermas’ 
theory of lifeworld and system world to take a closer look at the involvement of 
people with intellectual disabilities in the client councils. Although the organization 
put a lot of effort into the participation of their clients in the councils, there were 
limitations to the involvement of clients in this policy making process. The concept of 
colonization of the lifeworld (Habermas) was helpful to understand why experiential 
knowledge and stories were not equally valued as expert knowledge in the system 
world. The system world created a realm of distance, valuing scientific knowledge 
and abstractions, which led to an asymmetry of knowledge in the organization. We 
illustrated in our study the role of communicative action and its limitations.

We also describe what happened in daily practice, when we tried to further the 
emergence of open spaces by using the PARTNER approach in a day care centre that 
provides meaningful activities and care for people with physical disabilities and 
acquired brain injury. In these open spaces the experiential knowledge of patients 
was valued and merged with the knowledge and perspectives of professionals and 
management and new insights and mutual understanding evolved. We relate the open 
space to what Kunneman calls the interference zone. Kunneman argues that there is 
not a strict division between lifeworld and system, but that there is an interference 
zone, in which system and lifeworld are entangled and interfere. Within this zone, both 
logics and discourses constantly strive for priority, and constantly change context-
bound formations. In order to understand what happened in everyday practice 
when we used the PARTNER approach to further the emergence of open spaces for 
patient participation, we interpreted our empirical findings by using the concept 
of culturalization introduced by Kunneman. This means that in the interference 
zone, the lifeworld can also influence the system via culturalization, as opposed to 
the colonization process that is described by Habermas. In our study we saw this 
culturalization process when clients, health care professionals and managers met as 
persons, felt remotivated, and experienced meaning. Here, an open space emerged, 
where all involved could learn from each other and were motivated to self- reflect, 
and started to behave differently.

In chapter 4 we describe a case study in which we focused on the everyday practice of 
client councils in an organization for people with intellectual disabilities. We focused 
on our process of responsive evaluation and what we can learn from this, when we 
want to contribute to the values of social justice. Although responsive evaluation 
provides guidelines to include various stakeholders in dialogue, a substantial theory 
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to understand power asymmetries and inequalities was lacking. In this chapter, 
we related our empirical findings on the participation of people with intellectual 
disabilities in policy making, and our own experiences with “doing participation”, to 
notions of social justice. We describe that in our search for a theoretical framework, the 
theory of Foucault on normalization turned out to be helpful. We illustrate, that the 
engagement and striving for equality and social justice can turn out to be disciplining 
itself, when clients are invited to participate in a context, regulated by other’s rules. 
Then there is the risk of being fitted into organizational structures, developed by 
professionals. The norms embedded in these structures are creating expectations 
on how to behave and what to do, but this may not be realistic for everyone, and 
can lead to alienation. These notions can contribute to our understanding of patient 
participation and our own participatory approach of responsive evaluation.

In reflection II I, Susan, describe how I started to reflect on the way patients and 
clients were involved in the everyday context of policy practices. Also, I started to 
reflect on the way we as researchers tried to involve clients in our own everyday 
practice. Were clients able to bring to the fore what is important to them within the 
frameworks of organizations (including our own)? Could they have an authentic 
contribution or did they have to fit into these frameworks? And how did this relate 
to social justice? I began to doubt and question the taken for granted, I started to 
reflect and find answers; how could we “do participation” in a good way and what 
does that mean?

Part B

This part of the thesis relates to a responsive evaluation study, in which the 
perspectives and experiences of patients (people with aphasia) on participation are 
explored, in the context of rehabilitation health care and support. This research was 
commissioned by a patient organization, the Dutch Association for Acquired Brain 
Injury. It was assumed that more informed understanding of perspectives of patients 
and their experiential knowledge might help to better attune care to their needs, 
preferences and wishes and that this could also underline the importance of care 
and support to health care insurance companies, in the context of financial cutbacks 
in health care.

The aim of this study was to understand the value and meaning of aphasia centers 
from the perspectives of people with aphasia and their relatives. Aphasia centers 
provide care and support after the rehabilitation phase. These centers can be seen as 
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a bridge between rehabilitation and society, and aim to support people with aphasia 
and their relatives in societal participation. We explored how aphasia centers can 
contribute to building a meaningful life with aphasia in the chronic phase, and how 
the centers can support clients to participate. Hence, this study also contributes to 
the understanding of the ambiguous concept of participation and its meaning, by 
exploring this meaning from the experiential knowledge and perspectives of people 
with aphasia themselves.

In the case study in chapter 5 we present the findings of this study. From these 
findings we derived, that the support and care provided in the aphasia centers is 
highly valued by people with aphasia and their relatives. Aphasia centers were 
a first step to overcome isolation, and offered a first step towards participation in 
itself. The centers under study contributed to overcome barriers, to relate to others 
by building self-confidence and overcome shame. This was a big step stone towards 
participation in the context outside the center. From the perspectives of clients and 
relatives, the value and meaning of participation was linked to the concept of being 
and belonging. At the same time, people with aphasia found it hard to meet societal 
norms of participation, framed as paid work, independency and self-reliance. It was 
hard to step out of the safe space of the center, because the external environment 
was fast, hectic and demanding for people with aphasia. Seen from a societal context 
and the associated norms of participation aphasia centers have become even more 
important.

As described in chapter 5, we used a responsive evaluation approach during our 
study. We were driven by normative arguments to include the experiences and 
perspectives of patients themselves, and to explore what they valued in the support 
they received. Working together with people with aphasia, who often did not have 
the ability to express themselves easily in a verbal way, was challenging during our 
research. It made us reflect on our own norms and frameworks in our work and 
in the scientific field. In reflection III and IV I, Susan, describe what I experienced 
while “doing participation” in this context. I became aware of the dominance of verbal 
accounts and information, and verbally orientated quality procedures within the 
scientific frameworks. I also experienced that it was difficult to bring to the fore 
the valuable knowledge and lessons we learned during our study; what to do with 
non-verbal accounts, relation orientated values, and information that is not well-
defined or easy to measure? At the same time, I felt an urge to bring this valuable, 
often silenced knowledge into the scientific field, because I wanted to raise awareness 
for the perspectives and experiential knowledge of patients, in this study people with 
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aphasia. It made me learn about my own normative position as a researcher in this 
field. Becoming aware of these power dynamics in “doing participation”, contributed to 
learning about what it implies when we aim to further the emergence of open spaces 
for patient participation, from a moral horizon of social inclusion.

Part C

This part of the thesis is about patient participation in the context of research. 
Under the influence of the disability movement, the role of people with disabilities in 
research is shifting from a passive role, to a more active one. With the slogan: “nothing 
about us, without us” this movement clarified that people with disabilities didn’t want 
to be studied as objects, but that they wanted to be part of research itself as an active 
agent. This has led to the development of more emancipatory and inclusive forms of 
research, in which people with disabilities themselves become co-researchers or even 
principle investigators. Besides normative arguments for involvement (empowerment, 
democratic decision-making, equality and inclusion), it is assumed that this will lead 
to better insights in the perspective and lifeworld of people with disabilities.

In chapter 6 we present a case study, in which we describe our own learning 
experiences with inclusive research, while working together with people with 
intellectual disabilities. The article is an auto-ethnographical study, in which we 
reflect on what we experienced along the way, and on the lessons learned about “doing 
participation” within our own everyday practice of research. In this study we explored 
the power dynamics in our team, the challenges we encountered, and the value of our 
collaboration. We bring to the fore that we experienced it as paralyzing to strive for 
equal tasks, roles and responsibilities in all aspects of the research process. We were 
equal, but not the same. We learned that it was helpful to acknowledge differences; 
striving for sameness created an impasse, room for difference helped us to jointly find 
new ways to maximize participation. Ways we could not have envisioned due to our 
limited ideas of participation as being and doing the same (tasks, roles, responsibilities 
etc.). Acknowledging differences and uniqueness enriched our research outcomes and 
made us reflect on our own, sometimes rigid, academic framework. Participation is 
always a two-way affair of people who participate, and is embedded and influenced 
by an environment that can be more or less (dis)enabling. Becoming aware of this 
relational dynamic and the influence of the context opened new spaces for mutual 
understanding, so long as we were willing to reflect on our taken for granted position. 
Within this open space we worked together with others who had different viewpoints, 
different values and different strengths and weaknesses (including ourselves). At 
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the same time, within this relational and contextual complexity, we have become 
more aware of our own position, our own power and the boundaries of our tight 
frameworks.

In part C we present reflection V in which I, Susan describe what we experienced when 
we shared our reflections and findings as described in chapter 6 with the members of 
the project group (professionals from a health care organization, relatives, professional 
coaches of an advocacy group and scientists). It is about the relational complexity and 
the power dynamics we encountered while “doing participation” in this particular 
context; we describe how we entered “the avoided place” and the learning potential it 
generated about the emergence of open spaces for patient participation. We wanted 
to control the situation and thought over and over again about solutions to fix the 
difficult, tensed situation. Simultaneously, we learned that participation cannot be 
controlled and fixed; participation is precarious and untamed.

In the final chapter of this thesis (chapter 7, the general discussion) we describe 
our main findings, and what we have gradually discovered during our explorative 
journey through the landscape of patient participation in health care and research 
practices (the case studies), while “doing participation” ourselves (auto-ethnographical 
reflections). Furthermore, we work towards an answer to our guiding research 
question: How to further the emergence of open spaces in health care institutions with 
participatory approaches and what is the importance of such open spaces for patient 
participation and inclusion?

We start by describing the different meanings and perspectives of patient participation 
within everyday health care and research practices. Although participation has 
different meanings for different people, in different social positions, and relates to 
various interests and values, the meaning of participation is often taken for granted 
and hardly discussed. We also focus on what happens when different meanings start 
to interact: what happens when we try to further the emergence of open spaces in 
which all involved can have a say and in which different meanings can come together 
and can be shared? We conclude that it takes effort to involve patients, because their 
meanings, perspectives and experiential knowledge do not come to the fore naturally. 
In our terminology: there is a need to work towards the emergence of open spaces, 
in which all voices can be articulated and heard, when we aim for the flourishing of 
patient participation.
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We continue by describing that we gradually discovered the role of power, related to the 
emergence of an open space for patient participation. This relates to questions about 
who invites to participate and who is invited, what the frameworks for participation 
are, and what kind of knowledge is valued. Also, we as researchers with a participatory 
approach, were entangled in power dynamics ourselves. Along the way we have become 
increasingly aware of the moral and existential complexities of patient participation, 
how this relates to power, to our own involvement and the challenges that we faced 
on our way. This means that power always interferes with open spaces, and can either 
limit or positively contribute to the dialogue and inclusion of patients’ voices. The 
emergence of open spaces is important for fostering patient participation and inclusion, 
because the power dynamics can lead to boundaries for the experiential knowledge 
of patients within the open space. We learned that we need to reflexively work with 
power, including our own power, in order to further the emergence of open spaces for 
patient participation.

What we discovered also has implications for responsive evaluation and other 
participatory action research approaches, that acknowledge relational complexity. 
As researchers with a participatory approach, we are entangled in power relations 
ourselves. It was exactly this relating to, and working with patients itself along the 
way, that made us reflect on our own taken for granted frameworks, guidelines and our 
own normative position as researchers. This normative position is connected to power.

We learned that the supposed open spaces are power-full spaces and that more is 
needed than only fostering the emergent creation of an open space by dialogue. We 
have experienced the value of enduring and working through the messy, power-full 
relational complexity of those power-full spaces. This brought us to the so called 
“swampy lowlands”, a term borrowed from Donald Schön, in which we were confronted 
with moral and existential questions (Kunneman calls them “slow questions”) about 
in- and exclusion, while exploring patient participation. Although it was not easy and 
often took courage to enter the “avoided place”, we experienced that it is exactly here 
that we learned most about patient participation and social inclusion. Surprisingly it is 
entering the “avoided place” that brought to the fore the most valuable lessons, because 
here a process of mutual learning emerged, and brought to the fore new insights.

We conclude that it is not enough to strive for the creation of an open space, in which 
all involved can have a say. Working from a responsive research approach takes effort 
and courage, to connect the different perspectives and meanings within a power-full 
space, including our own. Especially within the current frameworks of science. Science 
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is about knowledge and about “truth”. Working from a participatory research approach 
is also about us as researchers, and what we ourselves contribute to this knowledge 
system. As researchers we are not outside the production of knowledge, but we are part 
of it. We “are” the knowledge system up to a point. This means that we must question 
our own frameworks and our own acting, and how these relate to power dynamics, as 
we did in our own research projects (the reflections). How do we include the experiences 
and perspectives of patients and clients? What do we exclude? What is our effort to 
do justice to these perspectives, value different kinds of knowledge, and strive for its 
inclusion? How can we work in the power-full spaces, what are openings and boundaries 
for silenced knowledge? And what does that imply for ourselves?

It made us realize that patient participation is not about professionals and researchers, 
inviting patients within the frameworks in everyday practice, while giving them a voice 
and empower them. Participation is first and foremost about how we as professionals 
and researchers relate and connect to patients, the courage to become entangled 
ourselves, and start reflecting on our own normative position that relates to power 
and knowledge. This sometimes requires “free speech” (parrhesia), when something is 
at stake that really affects us and that puts under pressure what we stand for and value. 
It is from within the power-full space of “doing participation” that we learned about 
how this power relates to openings and boundaries for valuable silenced knowledge. We 
found out that we had to put an effort and put an interest in stretching the boundaries of 
the power-full spaces of participation; we learned that we can use our power positively, 
by being interested in the experiences and perspectives of patients themselves and by 
putting an interest in opening up the power-full space for often silenced knowledge 
from a moral horizon of inclusion, in order to contribute to good care and good life.

The explorative journey through the landscape of patient participation has generated 
many new questions along the way. In the final part of this chapter, we describe future 
directions and pathways to discover more about patient participation, and how we 
can contribute to the emergence of open spaces in health care institutions. These new 
pathways relate to questions about breaking boundaries and opening up for valuable 
silenced knowledge (for instance via arts-based research approaches), questions how 
to put an interest in often silenced existential and moral learning processes within 
organizations, as complementary form of learning to cognitive learning processes in 
order to contribute to social inclusion (modus 3 learning), and questions relating to 
learning about co-creation and organizational change to come to good care and a good 
life for all involved. Exploring these pathways in a participatory way will enrich the 
findings and bring new insights.
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Samenvatting

Patiëntenparticipatie8 is een populair streven binnen de context van de Nederlandse 
gezondheidszorg. Dit streven is ontstaan vanuit de patiëntenbeweging en de disability 
movement in de 60-er jaren van de vorige eeuw. Sindsdien wordt patiëntenparticipatie 
gerelateerd aan idealen als democratische rechten voor patiënten, sociale inclusie, 
zelfvertrouwen, betrokkenheid en de mogelijkheid om een stem te hebben. 
Naast deze democratische en ethische principes worden de ervaringskennis en 
de perspectieven van patiënten met betrekking tot hun leven en de zorg die zij 
ontvangen in toenemende mate als waardevol gezien, omdat verondersteld wordt 
dat hun uniek perspectief kan bijdragen aan betere kwaliteit van zorg en kwaliteit 
van leven. Patiënten zijn meer betrokken geraakt bij hun behandeling, bij het vorm 
geven aan beleid in zorgorganisaties en ze participeren in toenemende mate in 
gezondheidszorgonderzoek. Hoewel het streven naar patiëntenparticipatie in theorie 
breed wordt onderschreven in de gezondheidszorg, blijkt patiëntenparticipatie in 
de praktijk van alledag complex en rijzen er veel vragen bij betrokkenen over de 
concretisering ervan. Wetenschappelijk onderzoek naar patiëntenparticipatie heeft 
zich met name gericht op de toegevoegde waarde en impact van participatie op de 
zorg en levens van mensen en op de voorwaarden en condities voor participatie en 
betrokkenheid. Minder aandacht is uitgegaan naar de relationele complexiteit en 
de morele spanningen die kunnen ontstaan bij het gestalte geven aan participatie, 
waaronder de vraag hoe er ruimte kan worden gemaakt voor patiëntenparticipatie 
in zorg- en onderzoekspraktijken. Daarnaast is de betekenis en de waarde van 
participatie van de diverse betrokkenen nauwelijks bestudeerd, omdat deze betekenis 
zo vanzelfsprekend lijkt.

Om de leemte met betrekking tot kennis over patiëntenparticipatie op te vullen 
en bij te dragen aan de bestaande literatuur over patiëntenparticipatie is het doel 
van dit proefschrift om te leren over, en bij te dragen aan het begrijpen van de 
moreel-relationele complexiteit van patiëntenparticipatie in praktijken en hoe 
ruimte voor patiëntenparticipatie kan ontstaan. Het is een verkennende reis door 
het landschap van participatie van patiënten; een landschap waarin het streven 
naar patiëntenparticipatie op diverse plekken zichtbaar is geworden. We bekijken 

8 De term patiënt is beladen en bediscussieerd. Sommigen beschouwen het als een verou-
derde term die met name passiviteit uitdrukt en prefereren om die reden het woord cliënt 
of zorggebruiker. Anderen spreken liever van mensen met een beperking of een met bep-
aalde aandoening. Wij geven er de voorkeur aan om in onze dagelijkse praktijk mensen de 
ruimte te geven zichzelf te identificeren. Echter, voor de leesbaarheid gebruiken we in dit 
proefschrift de term patiënt of cliënt.
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de betekenis van de vorm en gestalte die participatie heeft gekregen. Tegelijkertijd 
willen we niet alleen leren en ontdekken over patiëntparticipatie vanuit de positie van 
een buitenstaander, we zijn zelf ook onderdeel van het landschap. Als onderzoekers 
onderschrijven we de waarde van patiëntenparticipatie en willen we ook leren en 
bijdragen aan kennis over participatie, en wel op een participatieve manier; door 
gebruik te maken van een responsieve evaluatie benadering, ontwikkeld door Abma 
en haar team, willen we participatie ook zelf in praktijk brengen. We kiezen voor deze 
benadering omdat het behulpzaam is om de betekenis van participatie te begrijpen 
vanuit de perspectieven van verschillende betrokkenen en om bij te dragen aan 
persoonlijk en wederzijds begrip van deze betrokkenen door middel van dialoog en 
participatie. Kortom: we willen het ontstaan van open ruimtes in zorgpraktijken 
kracht bij zetten, opdat alle betrokkenen een stem hebben, vanuit de morele horizon 
van sociale inclusie, om zodoende bij te dragen aan goede zorg en een goed leven.

De centrale onderzoeksvraag in dit proefschrift is:

Hoe kunnen participatieve benaderingen de ontwikkeling van open ruimtes 
binnen zorgorganisaties kracht bij zetten en wat is het belang van deze open 
ruimtes voor patiëntenparticipatie en inclusie?

Om een antwoord te vinden op deze onderzoeksvraag gebruiken we 2 deelvragen:

Welke betekenis heeft patiëntenparticipatie voor de betrokkenen in alledaagse 
zorg- en onderzoekspraktijken en hoe interacteren deze verschillende 
betekenissen van participatie met elkaar?

Wat betekenen onze bevindingen voor de verdere ontwikkeling van responsieve 
evaluatie en andere participatieve onderzoekbenaderingen?

Om een antwoord te vinden op onze onderzoeksvragen hebben we patiënten-
participatie bestudeerd binnen verschillende zorg- en onderzoekspraktijken. Zoals 
beschreven in de algemene introductie in hoofdstuk 1, kunnen de verschillende 
contexten beschouwd worden als gevalstudies van die specifieke setting, waarbij de 
verschillende betekenissen en perspectieven (van participatie) van alle betrokkenen 
de focus was, evenals de wijze waarop de verschillende betekenissen (van participatie) 
interacteerden en hoe participatie tussen de betrokkenen gestalte kreeg. In elke 
gevalstudie hebben we een responsieve onderzoekbenadering gehanteerd.
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Het bestuderen van patiëntenparticipatie op een participatieve manier maakt dat 
dit proefschrift meerdere lagen kent en biedt de gelegenheid om onze vragen op 
verschillende manieren te exploreren: we kunnen van de verschillende gevalstudies 
(verschillende plekken in het landschap van participatie) leren over de verschillende 
en verschuivende betekenissen van participatie en hoe de praktijk van participatie 
binnen de diverse contexten wordt geconcretiseerd door betrokkenen. Daarnaast 
kunnen we leren van reflectie op onze eigen participatie praktijk; hoe we als 
onderzoekers op een participatieve wijze onderzoek doen om participatie binnen 
zorgpraktijken te versterken. En dan met name de vraag hoe we open ruimtes voor 
patientënparticipatie kunnen bevorderen vanuit de morele horizon van inclusie en 
welke ingewikkeldheden dat met zich meebrengt in relationeel en moreel opzicht.

Dit proefschrift bestaat uit drie delen; elk deel speelt zich af in een specifieke context. 
Deel A focust op de gevalstudies die gerelateerd zijn aan patiëntenparticipatie in de 
context van het betrekken van patiënten in beleid binnen zorgorganisaties voor 
langdurige zorg, waaronder een ouderenzorgorganisatie en een organisatie die 
ondersteuning biedt aan mensen met een verstandelijke beperking. Deel B beschrijft 
een gevalstudie van een responsieve evaluatie studie, waarin de perspectieven en 
ervaringen van patiënten (mensen met afasie) worden geëxploreerd in de context 
van revalidatiezorg en begeleiding, en in deel C presenteren we een gevalstudie met 
betrekking tot patiëntenparticipatie in de context van onderzoek samen met mensen 
met een verstandelijke beperking.

Alle delen bestaan uit één of meer gevalstudies die gepubliceerd zijn als artikelen 
in verschillende wetenschappelijke tijdschriften of als boek hoofdstuk. Daarnaast 
bestaan de delen uit auto-etnografische reflecties. Deze reflecties gaan over onze eigen 
ervaringen en de ingewikkeldheden die we tegen kwamen in de specifieke context, 
zoals beschreven in de daaraan gerelateerde gevalstudie(s). De hoofdstukken en 
reflecties in dit proefschrift kennen geen chronologische volgorde met betrekking 
tot de momenten waarop de studies zijn uitgevoerd. De volgorde is bepaald 
door wat we gaandeweg ontdekten over de moreel-relationele ingewikkeldheid 
van patiëntenparticipatie en de toenemende bewustwording van onze eigen 
betrokkenheid en verwikkeling in deze complexe praktijken. De combinatie van de 
auto-etnografische reflecties en de gevalstudies bieden een vruchtbare grond om te 
leren over patiëntenparticipatie en zijn behulpzaam bij het vinden van antwoorden 
op onze onderzoeksvragen.
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Deel A

De hoofdstukken in deel A van dit proefschrift hebben betrekking op 
patiëntenparticipatie in de context van het betrekken van patiënten bij 
beleidsprocessen binnen zorgorganisaties. In de drie gepresenteerde gevalstudies 
onderzoeken we de praktijk van alledag van het collectief betrekken van patiënten 
of cliënten in cliëntenraden. Organisaties voor zorg en welzijn hebben in Nederland 
de verplichting om een cliëntenraad te vormen; dit is juridisch vastgelegd. In theorie 
wordt het belang van patiëntenparticipatie onderschreven en gerelateerd aan 
democratische en ethische rechten van patiënten om inspraak te hebben en betrokken 
te zijn bij beleidsbeslissingen. Daarnaast wordt de participatie van patiënten gezien 
als een mogelijkheid om bij te dragen aan de verbetering van de kwaliteit van zorg. In 
tegenstelling tot de theorie en idealen blijkt de dagelijkse praktijk weerbarstiger, zoals 
we illustreren in de verschillende studies. Gestalte geven aan participatiepraktijken 
is in moreel en relationeel opzicht complex.

In de drie hoofstukken in deel A laten we zien wat er gebeurt in de alledaagse praktijk 
als professionals van zorgorganisaties manieren proberen te vinden om invulling te 
geven aan het includeren van de perspectieven en de ervaringskennis van patiënten 
en cliënten in beleidsprocessen binnen cliëntenraden. Daarnaast beschrijven we onze 
leerervaringen met een alternatieve vorm van inspraak, de PARTNER benadering, die 
is gebaseerd op de noties van responsieve evaluatie. Dit alternatief heeft als doel om 
bij te dragen aan het bevorderen van open ruimtes voor de collectieve betrokkenheid 
van patiënten binnen zorgorganisaties; open ruimtes, waarin de ervaringskennis en 
perspectieven van patiënten worden gewaardeerd en kunnen samen vloeien met de 
perspectieven en kennis van professionals en management. We gebruiken theorieën 
van Habermas en Foucault om te duiden wat we zien gebeuren in de dagelijkse 
praktijk, om zodoende bij te dragen aan het begrijpen van patiëntenparticipatie, en 
om er als onderzoekers aan bij te dragen dat patiënten zich geïncludeerd weten.

In de gevalstudie in hoofdstuk 2 beschrijven we onze leerervaringen met betrekking 
tot het bevorderen van de participatie van ouderen in een verzorgings- en verpleeghuis 
in Nederland. We laten zien wat er gebeurt als we de PARTNER benadering inzetten 
als een aanvullend alternatief voor een cliëntenraad. In ons streven om te begrijpen 
wat er gebeurt in de dagelijkse praktijk gebruiken we de theorie van Habermas met 
betrekking tot systeem en leefwereld en zijn concept van communicatieve ruimte 
(communicative space). In deze studie probeerden we een communicatieve ruimte 
te creëren door middel van dialoog; dit kan beschouwd worden als een open ruimte, 
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waarbinnen alle betrokkenen hun perspectieven kunnen delen en de ervaringskennis 
van patiënten en cliënten waardevol wordt bevonden. Door dialoog binnen deze open 
ruimte kunnen de verschillende perspectieven bijdragen aan wederzijds begrip en 
kunnen nieuwe inzichten ontstaan.

In dit hoofdstuk laten we zien dat het creëren van een dergelijke open ruimte geen 
gemakkelijke verantwoordelijkheid is, omdat er binnen deze open ruimte sprake 
is van macht. In de terminologie van Habermas: systeem waarden zoals veiligheid 
en productiviteit interfereren en domineren de leefwereld, en expert kennis van 
professionals lijkt meer te worden gewaardeerd dan de geuite emoties en verhalen van 
bewoners. Vanuit deze bevindingen kunnen we leren dat onderzoekers (waaronder 
wijzelf) die kiezen voor een participatieve onderzoekbenadering vanuit de gedachte 
om een open ruimte te creëren, zich bewust moeten zijn van deze machtsaspecten, 
die vaak verscholen liggen in taal en vertogen. Taal en vertogen zijn niet louter 
beschrijvend maar performatief van aard, dat wil zeggen dat ze bepaalde identiteiten 
en praktijken bestendigen. Zo kan een bepaalde manier van spreken, bijvoorbeeld 
in abstracties, anderen uitsluiten omdat hun ervaringen (of stiltes) zich daarin niet 
laten uitdrukken. Dialoog kan een middel zijn om wederzijds begrip te vergroten, 
wanneer aandacht wordt besteed aan de onderliggende waarden, assumpties 
en betekenissen van alle betrokkenen. Maar dit is een complex proces en gaat 
gepaard met machtsdynamieken waarin de stem van de patiënt gemakkelijk raakt 
ondergesneeuwd.

Hoofdstuk 2 wordt gevolgd door reflectie I. Deze reflectie gaat over wat ik, Susan, 
ervaarde en ondervond toen ik ging werken met de responsieve evaluatie benadering 
als onderzoeksmethodologie. Het hoofdstuk gaat in op wat ik leerde over mijn eigen 
positie als onderzoeker, terwijl ik zelf “aan participatie deed”. Ik werd me ervan bewust 
dat ik geen onderzoek kan doen vanuit een buitenstaanderspositie, als ik wil proberen 
om een open ruimte te laten ontstaan voor patiëntenparticipatie. Ik moet mezelf in 
het spel brengen als ik daaraan wil bijdragen. Het riep allerlei vragen op over “goede 
participatie” en hoe mezelf te verhouden tot de wetenschap.

In hoofdstuk 3 presenteren we een gevalstudie, waarin we de dagelijkse praktijk 
beschrijven van cliëntenraden binnen een zorgorganisatie voor mensen met een 
verstandelijke beperking. Hoewel, in theorie, deze raad een ontmoetingsplek is voor 
de ervaringen in het leven van cliënten enerzijds, en de beleidsprocessen binnen 
de organisatie anderzijds, is de dagelijks praktijk weerbarstig en ingewikkeld. 
Geïnspireerd door onze eerdere studie met betrekking tot cliëntenraden in de 
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ouderenzorg, gebruikten we de theorie van Habermas over systeem en leefwereld 
om het betrekken van mensen met een verstandelijke beperking in cliëntenraden 
verder onder de loep te nemen. Hoewel de organisatie veel moeite en effort stopte in 
de participatie van cliënten in de raden, kende hun betrokkenheid bij beleidsprocessen 
ook beperkingen. Het concept van de kolonisering van de leefwereld van Habermas 
was behulpzaam om te begrijpen waarom de ervaringskennis en de verhalen van 
cliënten niet hetzelfde werden gewaardeerd als de professionele kennis binnen het 
systeem. Het systeem creëerde een situatie van afstand, waarin wetenschappelijke 
kennis en abstracties worden gewaardeerd. Dit leidde tot een asymmetrie in kennis 
binnen de organisatie. We lieten in onze studie zien wat de rol is van communicatieve 
actie en de beperkingen ervan: dat rationele en argumentatieve vormen van 
communicatie uitsluitend kunnen werken.

Daarnaast beschrijven we wat er gebeurde in de dagelijkse praktijk toen we 
probeerden om de ontwikkeling van open ruimtes te bevorderen door het gebruik 
van de PARTNER benadering binnen een dagactiviteitencentrum voor mensen 
met fysieke beperkingen en niet-aangeboren hersenletsel. In deze ruimtes werd 
de ervaringskennis van patiënten gewaardeerd, kon deze kennis samenvloeien 
met de kennis en de perspectieven van professionals en management en konden 
nieuwe inzichten en wederzijds begrip ontstaan. We relateren deze open ruimte 
aan wat Kunneman de interferentiezone noemt, waarin systeem en leefwereld 
met elkaar verwikkeld zijn en interfereren. Binnen deze zone strijden logica’s en 
discoursen constant om prioriteit en veranderen in de betreffende context. Om te 
kunnen begrijpen wat er gebeurde in de dagelijkse praktijk als we de PARTNER 
benadering inzetten om bij te dragen aan het ontwikkelen van open ruimtes voor 
patiëntenparticipatie, interpreteerden we onze empirische bevindingen aan de 
hand van het concept culturalisering dat is geïntroduceerd door Kunneman. Dit 
betekent dat in de interferentiezone, de leefwereld ook het systeem kan beïnvloeden 
via culturalisering, tegengesteld aan het proces van kolonisering beschreven door 
Habermas. In onze studie zagen we het proces van culturalisering toen cliënten, 
zorgprofessionals en managers elkaar ontmoetten als personen, opnieuw gemotiveerd 
werden en een gevoel van betekenis ervaarden. Hier ontstond een open ruimte, waar 
alle betrokkenen konden leren van elkaar, gemotiveerd werden tot zelfreflectie en 
zich vervolgens anders gingen opstellen.

In hoofdstuk 4 beschrijven we een gevalstudie waarbij de focus ligt op de dagelijkse 
praktijk van cliëntenraden binnen een organisatie voor mensen met een verstandelijke 
beperking. In deze studie lag de focus op ons proces van responsieve evaluatie en wat 
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we hiervan kunnen leren, wanneer we willen bijdragen aan sociale rechtvaardigheid. 
Hoewel responsieve evaluatie richtlijnen verschaft voor het includeren van 
verschillende stakeholders middels een dialoog, ontbreekt het aan substantiële 
theorie om de asymmetrische machtsverhoudingen en ongelijkheden te begrijpen. 
In dit hoofdstuk relateerden we onze empirische bevindingen met betrekking tot de 
participatie van mensen met een verstandelijke beperking in beleid en onze eigen 
ervaringen met “het doen van participatie” aan noties van sociale rechtvaardigheid. 
We beschrijven dat in onze zoektocht naar een theoretisch kader de theorie van 
Foucault over normalisering behulpzaam bleek. We laten zien dat het engagement en 
het streven naar gelijkheid en sociale rechtvaardigheid op zichzelf disciplinerend kan 
uitwerken, wanneer cliënten worden uitgenodigd om te participeren in een context 
die gereguleerd wordt door regels van anderen. Dan bestaat het risico om ingepast 
te worden in organisatiestructuren die bedacht zijn door professionals. De normen 
met betrekking tot deze structuren creëren verwachtingen ten aanzien van hoe je 
te gedragen en wat te doen, maar dit kan niet voor iedereen realistisch blijken en 
kan leiden tot vervreemding. Deze noties kunnen bijdragen aan het begrijpen van 
participatie en van onze eigen participatieve manier van werken binnen responsieve 
evaluatie (kunnen onze methoden ongemerkt leiden tot het disciplineren van mensen 
omdat we participatie nastreven?).

In reflectie II beschrijf ik, Susan, hoe ik begon te reflecteren op de manier waarop 
patiënten en cliënten worden betrokken in de dagelijkse praktijk van beleid. 
Daarnaast ontspon zich een reflectieproces bij mezelf met betrekking tot de manier 
waarop wijzelf als onderzoekers probeerden om cliënten te betrekken in onze eigen 
dagelijkse praktijk van onderzoek. Waren cliënten in staat om naar voren te brengen 
wat belangrijk is voor hen, binnen de kaders van organisaties (inclusief onze eigen 
organisatie)? Waren ze in staat een authentieke, eigen inbreng te hebben of was het 
juist van belang dat zij pasten binnen de kaders van de academische wetenschap? 
En hoe verhoudt zich dat tot sociale rechtvaardigheid? Ik begon te twijfelen en het 
vanzelfsprekende te bevragen, ik begon te reflecteren en antwoorden te zoeken; hoe 
konden we “aan participatie doen” op een goede manier en wat betekent dat?

Deel B

Dit deel van het proefschrift gaat over een responsieve evaluatie studie, waarin de 
perspectieven en ervaringen van patiënten (mensen met afasie) met betrekking tot 
participatie worden geëxploreerd, in de context van revalidatiezorg en begeleiding. Het 
onderzoek vond plaats in opdracht van een patiëntenorganisatie (patiëntenvereniging 
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hersenletsel.nl, de vereniging van patiënten met niet-aangeboren hersenletsel). Er 
werd verondersteld dat een beter begrip van de perspectieven van patiënten en hun 
ervaringskennis behulpzaam kan zijn om zorg beter af te stemmen op hun behoeften, 
voorkeuren en wensen en dat dit tevens een onderbouwing zou vormen voor het 
belang van zorg en begeleiding richting zorgverzekeraars, tegen de achtergrond van 
toenemende bezuinigingen in de gezondheidszorg.

Het doel van deze studie was om zicht te krijgen op de waarde en de betekenis 
van afasiecentra, vanuit het perspectief van mensen met afasie en hun naasten. 
Afasiecentra bieden zorg en ondersteuning na de revalidatiefase. Deze centra kunnen 
worden beschouwd als een brug tussen de revalidatiecentra en de maatschappij en 
hebben als doelstelling om mensen met afasie en hun naasten ondersteuning te 
bieden met betrekking tot sociale participatie. We hebben onderzocht hoe afasiecentra 
kunnen bijdragen aan het vorm geven van een betekenisvol leven met afasie in de 
chronische fase, en hoe centra cliënten kunnen ondersteunen met betrekking tot 
maatschappelijke en sociale participatie. Deze studie draagt dus ook bij aan het 
begrijpen van het ambigue concept participatie en de betekenis ervan, door het 
onderzoeken van deze betekenis vanuit de ervaringskennis en de perspectieven van 
mensen met afasie zelf.

In hoofdstuk 5 presenteren we de bevindingen van deze gevalstudie. Uit deze 
bevindingen kan worden opgemaakt dat de ondersteuning en begeleiding vanuit de 
afasiecentra hoog wordt gewaardeerd door mensen met afasie en hun naasten. De 
stap naar het afasiecentrum is vaak een eerste stap om uit een isolement te komen 
en dit vormt als het ware op zichzelf al een eerste stap richting participatie. De centra 
dragen bij aan het slechten van barrières met betrekking tot het in contact komen met 
anderen, door het opbouwen van zelfvertrouwen en het overwinnen van schaamte. 
Dit betekent een grote opstap richting participatie in de context buiten het centrum. 
Vanuit het perspectief van cliënten en hun naasten is de betekenis en de waarde van 
participatie vooral gelinkt aan het concept van being, “er mogen zijn, kunnen zijn wie 
je bent” en belonging, “erbij horen, verbonden zijn met de omgeving”. Tegelijkertijd 
ervaren mensen met afasie dat het moeilijk is om te voldoen aan de sociale normen 
rondom participatie, vaak geframed en gelinkt aan betaald werk, onafhankelijkheid en 
eigen regie en verantwoordelijkheid. Een stap zetten buiten de veilige omgeving van 
het afasiecentrum wordt als lastig ervaren, omdat mensen met afasie de buitenwereld 
als snel, hectisch en veeleisend ervaren. Vanuit de sociaal-maatschappelijke context 
en de daarmee verbonden en geassocieerde normen met betrekking tot participatie 
zijn de afasiecentra alleen maar belangrijker geworden.
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Zoals beschreven in hoofdstuk 5 werkten we vanuit een responsieve evaluatie 
benadering bij deze studie. Belangrijke drijfveer hierbij was het normatieve argument 
om de ervaringen en perspectieven van patiënten zelf te includeren, en te onderzoeken 
wat voor hen waardevol is in de zorg die zij ontvangen. Werken met mensen met 
afasie, die vaak niet de mogelijkheid hadden om zich makkelijk uit te drukken op een 
verbale manier, was een uitdaging gedurende het onderzoek. Het zette ons aan tot een 
reflectie op onze eigen normen en kaders in ons werk en in het wetenschappelijke 
veld. In reflectie III en IV beschrijf ik, Susan, wat ik heb ervaren bij het “doen van 
participatie” in deze context. Ik werd me bewust van de dominantie van verbale 
manieren om ons uit te drukken, zowel met betrekking tot informatie uitwisseling 
als met de verbaal georiënteerde kwaliteitsprocedures binnen de wetenschappelijke 
kaders. Ook werd ik me bewust van de moeilijkheid om de waardevolle kennis van 
wat we leerden tijdens deze studie voor het voetlicht te brengen; hoe ga je om met 
niet-verbale uitingen, waarden die relationeel georiënteerd zijn en informatie die niet 
keurig omschreven is of zich niet makkelijk laat “meten”? Tegelijkertijd voelde ik de 
urgentie om deze waardevolle, vaak letterlijk ‘stille’ en ‘silenced’ kennis, in de zin van 
tot zwijgen gebracht, in te brengen in het wetenschappelijk veld, omdat ik mensen 
bewust wilde maken van het belang van de perspectieven en ervaringskennis van 
patiënten, in dit geval mensen met afasie. Het leerde me ook veel over mijn eigen 
normatieve positie als onderzoeker binnen het wetenschappelijke domein. Deze 
bewustwording met betrekking tot machtsdynamieken in relatie tot “het doen van 
participatie” droeg bij aan het leren over wat nodig is wanneer we het ontstaan van 
open ruimtes voor patiëntenparticipatie willen bevorderen, vanuit een morele horizon 
van sociale inclusie.

Deel C

Dit deel van het proefschrift gaat over patiëntenparticipatie in de context van 
onderzoek. Onder invloed van de inzet van de disability movement kwam er steeds 
meer aandacht voor de rol die mensen met beperkingen in onderzoek spelen; deze 
rol veranderde geleidelijk aan van een passieve naar een meer actieve rol. Met de 
slogan “nothing about us, without us” (“niets over ons, zonder ons”) maakte deze 
beweging namelijk duidelijk dat mensen met een beperking niet bestudeerd willen 
worden als objecten, maar dat zij zelf onderdeel willen uitmaken van het onderzoek, 
als actieve betrokkenen. Dit heeft geleid tot de ontwikkeling van meer emancipatoire 
en inclusieve vormen van onderzoek, waarin mensen met beperkingen zelf 
co-onderzoekers worden of zelfs het onderzoek leiden. Naast normatieve argumenten 
voor deze betrokkenheid (empowerment, democratische besluitvorming, gelijkheid en 
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inclusie) wordt verondersteld dat dit zal leiden tot betere inzichten in de perspectieven 
en de leefwereld van mensen met beperkingen.

In hoofdstuk 6 presenteren we een gevalstudie, waarin we onze eigen leerervaringen 
beschrijven met inclusief onderzoek, waarbij we samen werken met mensen met een 
verstandelijke beperking. Het artikel is een auto-etnografische studie, waarin we 
reflecteren op wat we tegen kwamen op onze weg en op de lessen die we leerden 
over “het doen van participatie” binnen onze alledaagse praktijk van onderzoek. In 
deze studie verkenden we de machtsdynamieken in ons team, de uitdagingen die 
we tegen kwamen en de waarde van onze samenwerking. We laten zien dat we het 
als verlammend ervaarden om te streven naar het uitvoeren van dezelfde taken, 
het hebben van dezelfde rollen en verantwoordelijkheden in het onderzoeksproces. 
We waren gelijkwaardig, maar niet gelijk. We leerden dat het behulpzaam is om 
verschillen te erkennen; het streven naar gelijkheid leidde tot een impasse, ruimte 
voor verschil hielp ons gezamenlijk te zoeken naar nieuwe manieren om participatie te 
bevorderen. Manieren die we ons niet hadden kunnen voorstellen of hadden kunnen 
bedenken vanuit de beperkte gedachte met betrekking tot participatie als hetzelfde 
zijn en hetzelfde doen (taken, rollen en verantwoordelijkheden). Het erkennen van 
verschil en uniekheid verrijkte onze onderzoeksuitkomsten en deed ons reflecteren 
op onze eigen, soms rigide academische praktijk.

Participatie is geen eenrichtingsverkeer waarbij alleen degene die wordt uitgenodigd 
om te participeren in beweging moet komen, maar eerder een tweerichtingsverkeer 
waarbij beide partijen zoeken naar een nieuwe manier om samen onderzoek te 
doen. Dit laatste impliceert dat machtsverhoudingen verschuiven, terwijl die in 
het eerste geval van eenrichtingsverkeer intact blijven. Participatie is ingebed en 
wordt beïnvloed door een omgeving die in mindere of meerdere mate de gelegenheid 
hiervoor biedt. Bewustwording van deze relationele dynamiek en de impact van de 
context opende nieuwe ruimtes voor wederzijds begrip, maar vroeg om een bereidheid 
om te reflecteren op onze eigen vanzelfsprekende positie. Binnen deze open ruimte 
werkten we samen met anderen; allen vanuit verschillende perspectieven, met andere 
waarden en eigen sterke en zwakke punten (dat geldt ook voor onszelf). Tegelijkertijd, 
binnen deze relationele en contextuele complexiteit en ingewikkeldheid, werden we 
ons bewust van onze eigen positie, onze eigen macht en de grenzen van onze eigen 
rigide kaders.

In deel C presenteren we reflectie V, waarin ik, Susan, omschrijf wat ik ervaarde toen 
ik onze reflecties en bevindingen zoals beschreven in hoofdstuk 6 deelde met de leden 
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van de projectgroep (professionals van een zorgorganisatie, naasten, coaches vanuit 
een belangenvereniging en wetenschappers). Het gaat over de relationele complexiteit 
en de machtsdynamieken die we ervaarden terwijl we invulling probeerden te geven 
aan participatie in deze specifieke context; we beschrijven hoe we “plekken der moeite” 
betraden en het leerpotentieel dat dit genereerde over het ontstaan van open ruimtes 
voor patiëntparticipatie. We wilden de situatie beheersen en dachten tot in den treure 
na over oplossingen om deze moeilijke, gespannen situatie op te lossen. Tegelijkertijd 
leerden we dat participatie zich niet laat beheersen en fixen, participatie is precair 
en ontembaar.

In het laatste hoofdstuk van dit proefschrift (hoofdstuk 7, de algemene discussie) 
beschrijven we onze belangrijkste bevindingen en datgene wat we gaandeweg hebben 
ontdekt gedurende onze verkennende reis (gevalstudies), terwijl we tegelijkertijd zelf 
vorm probeerden te geven aan participatie (auto-etnografische reflecties). Daarnaast 
werken we toe naar een antwoord op onze leidende onderzoeksvraag: Hoe kunnen 
participatieve benaderingen de ontwikkeling van open ruimtes binnen zorgorganisaties 
kracht bij zetten en wat is het belang van deze open ruimtes voor patiëntenparticipatie 
en inclusie?

We beginnen met het beschrijven van de verschillende betekenissen en 
perspectieven met betrekking tot patiëntenparticipatie binnen alledaagse zorg- 
en onderzoekpraktijken. Hoewel participatie verschillende betekenissen heeft 
voor verschillende mensen in verschillende sociale posities, en relateert aan vele 
belangen en waarden, wordt de betekenis van participatie vaak als vanzelfsprekend 
aangenomen en nauwelijks ter discussie gesteld. We focussen ook op wat er gebeurt 
wanneer de verschillende betekenissen interacteren met elkaar: wat gebeurt er 
als we proberen om een open ruimte te bevorderen waarin alle betrokkenen een 
stem kunnen hebben en waarin verschillende betekenissen samen kunnen komen 
en kunnen worden gedeeld? We concluderen dat het moeite kost om patiënten te 
betrekken, omdat hun betekenissen en ervaringskennis niet vanzelfsprekend naar 
voren komen. In onze terminologie: het vereist een actieve inzet om gestalte te geven 
aan een open ruimte, waarin alle stemmen kunnen worden gearticuleerd en gehoord, 
wanneer we streven naar het tot bloei komen van patiëntenparticipatie.

We vervolgen met het beschrijven van wat we geleidelijk aan ontdekt hebben over de rol 
van macht, in relatie tot het ontstaan van een open ruimte voor patiëntenparticipatie. 
Dit kan gerelateerd worden aan vragen over wie er een uitnodiging doet tot 
participatie en wie er uitgenodigd wordt, wat de kaders voor participatie zijn en welke 
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vorm van kennis hierbij gewaardeerd wordt. Daarnaast ontdekten we dat wij zelf, 
als onderzoekers werkend vanuit een participatieve benadering, verwikkeld zijn in 
machtsdynamieken. Gedurende onze reis zijn we ons meer en meer bewust geworden 
van de morele en existentiële complexiteit van patiëntenparticipatie, hoe deze zich 
verhoudt tot macht, en tot onze eigen verwikkeling en betrokkenheid waar we 
gaandeweg mee werden geconfronteerd. Dit betekent dat macht altijd een rol speelt 
en interfereert met de open ruimtes; macht kan patiëntenparticipatie en de inclusie 
van patiënten zowel beperken als er positief aan bijdragen. Het ontstaan van open 
ruimtes is belangrijk voor het bevorderen van patiëntenparticipatie en inclusie, omdat 
machtsdynamieken grenzen kunnen vormen en barrières kunnen opwerpen voor 
de ervaringskennis van patiënten binnen de open ruimte. We leerden dat we op een 
reflexieve wijze moeten werken met macht, inclusief onze eigen macht, om zodoende 
het ontstaan van, en het gestalte geven aan open ruimtes voor patiënt participatie te 
kunnen bevorderen.

Wat we ontdekt hebben heeft ook implicaties voor responsieve evaluatie en andere 
participatieve onderzoekbenaderingen, die morele en relationele ingewikkeldheid 
erkennen. Als onderzoekers met een participatieve benadering zijn we zelf verwikkeld 
in machtsrelaties, en wekken we zelf normatieve verwachtingen op met betrekking 
tot het vergroten van zeggenschap, democratische besluitvorming, en sociale inclusie. 
Juist het aangaan van relaties en het samen werken met patiënten gedurende 
het onderzoek zorgden voor een reflectie op onze eigen vanzelfsprekende kaders, 
richtlijnen en onze eigen normatieve positie als onderzoekers. Deze normatieve positie 
in verbonden met macht.

We hebben geleerd dat de veronderstelde open ruimtes juist ruimtes zijn die doorspekt 
zijn met macht en dat er meer nodig is dan het bevorderen van het creëren van een 
open ruimte middels dialoog. We hebben de waarde ervaren van het verdragen en 
werken vanuit de rommelige, relationele complexiteit van deze machtsrijke ruimtes. 
Dit bracht ons naar de zogenaamde moerassigheid, een term die ontleend is aan 
Donald Schön, waarin we geconfronteerd werden met morele en existentiële vragen, 
door Kunneman ook wel trage vragen genoemd; trage vragen over in- en exclusie, 
terwijl we het landschap van patiëntenparticipatie verkenden. Hoewel het niet 
makkelijk was en vaak ook moed vergde om de “plekken der moeite” te betreden, 
hebben we ervaren dat we juist hier het meest leerden over patiëntenparticipatie en 
sociale inclusie. Verrassend genoeg heeft het betreden van “de plekken der moeite” 
de meest waardevolle lessen opgeleverd, omdat hier het proces van wederzijds begrip 
kon ontstaan en nieuwe inzichten naar voren bracht.

Susan_Binnenwerk_Correctieronde1.indd   262 27/11/2019   10:13:38



263

Samenvatting

We concluderen dat het niet voldoende is om te streven naar het creëren van een 
open ruimte, waarin alle betrokkenen hun zegje kunnen doen. Werken vanuit een 
responsieve benadering vraagt inspanning en moed, om zodoende de verschillende 
perspectieven en betekenissen binnen een machtsvolle ruimte te verbinden, inclusief 
die van onszelf. Zeker binnen de huidige kaders van de wetenschap. Wetenschap gaat 
over kennis en over “waarheid”. Werken vanuit een participatieve benadering gaat 
echter ook over ons als onderzoekers, en wat we zelf bijdragen aan het kennissysteem. 
Als onderzoekers staan we niet buiten de productie van kennis, we zijn er onderdeel 
van. Wij zíjn het kennissysteem, tot op zekere hoogte. Dit betekent dat we onze eigen 
kaders en ons eigen handelen moeten bevragen, evenals hoe dit zich verhoudt tot 
machtsdynamieken, zoals we deden in onze onderzoeksprojecten (de reflecties). Hoe 
includeren we de ervaringen en perspectieven van patiënten en cliënten? Wat sluiten 
we buiten? Welke inspanning leveren we om recht te doen aan deze perspectieven, de 
verschillende vormen van kennis op waarde te schatten en te waarderen, en te streven 
naar de inclusie ervan? Hoe kunnen we werken in machtsrijke ruimtes, wat zijn de 
openingen en grenzen voor stille of tot zwijgen gebrachte kennis? En wat betekent 
dat voor onszelf?

We zijn ons gaan realiseren dat patiëntenparticipatie niet gaat over zorgprofessionals en 
onderzoekers die patiënten uitnodigen binnen de bestaande kaders van de alledaagse 
praktijk, waarbij ze hen een stem geven en hen empoweren. Patiëntenparticipatie gaat 
in de eerste plaats over de wijze waarop we ons als zorgprofessionals en onderzoekers 
verhouden tot patiënten en verbindingen aangaan, de moed om zelf verwikkeld te 
raken, en onze eigen normatieve positie te bevragen, gerelateerd aan macht en kennis. 
Dat vraagt soms ook om vrijmoedig spreken (parèssia) als er iets op het spel staat dat 
ons wezenlijk raakt, en dat waar wij ten diepste voor staan onder druk stelt. Juist 
vanuit de machtsrijke ruimte van het “doen van participatie” leerden we hoe deze 
macht relateert aan openingen voor, en grenzen aan waardevolle stille of tot zwijgen 
gebrachte kennis. We ondervonden dat we moeite moeten doen en een belang moeten 
stellen in het oprekken van de grenzen van de machtsrijke ruimtes voor participatie; 
we leerden dat we onze macht positief kunnen aanwenden en inzetten, door belang-
stellend te zijn met betrekking tot de ervaringen en de perspectieven van patiënten 
en een belang te stellen voor het openen van de machtsrijke ruimte vanuit de morele 
horizon van inclusie, om bij te kunnen dragen aan goede zorg en een goed leven.

De exploratieve reis door het landschap van patiëntenparticipatie heeft gaandeweg 
veel nieuwe vragen gegenereerd. In het laatste deel van dit hoofdstuk beschrijven we 
de richtingen en wegen om meer te ontdekken over patiëntenparticipatie en hoe we 
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kunnen bijdragen aan het doen ontstaan van open ruimtes in zorgorganisaties. Deze 
nieuwe wegen relateren aan vragen over het doorbreken van grenzen en het bieden 
van openingen voor waardevolle stille of tot zwijgen gebrachte kennis (bijvoorbeeld 
via kunstzinnige onderzoekbenaderingen), vragen hoe een belang gesteld kan 
worden voor de potentie van existentiële en morele leerprocessen om bij de dragen 
aan sociale inclusie (modus 3 leren), en vragen die te maken hebben met co-creatie 
en organisatieverandering om te komen tot goede zorg en een goed leven voor alle 
betrokkenen. Het exploreren van deze richtingen en paden op een participatieve 
manier zal ongetwijfeld de bevindingen verrijken en nieuwe inzichten genereren.
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Iemand stelt een vraag

Verzet begint niet met grote woorden
Maar met kleine daden
Zoals storm met zacht geritsel in de tuin
Of de kat die de kolder in zijn kop krijgt

Zoals brede rivieren
Met een kleine bron
Verscholen in het woud

Zoals een vuurzee
Met dezelfde lucifer
Die een sigaret aansteekt

Zoals liefde met een blik
Een aanraking iets dat je opvalt in een stem

Jezelf een vraag stellen
Daarmee begint verzet
En dan die vraag aan een ander stellen

Remco Campert

Epiloog
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Dankwoord

Dankwoord

Wanneer is het ‘af’?

De vraag lijkt simpel, maar is niet zomaar te beantwoorden. Net zo min als de vraag: 
wanneer begon het? Op een bepaald moment komen dingen samen en vormen zich 
tot een pad, dat voor mij leidde naar promoveren en dit proefschrift. Ik weet nu wel 
dat promoveren enerverend is. En dat het voor mij niet alleen een wetenschappelijke 
uitdaging is geweest, maar vooral ook een persoonlijk leerproces. Dit leren was voor 
mij alleen mogelijk door verbinding met anderen. Zonder hen zou dit proefschrift er 
niet zijn geweest. Daarom beschouw ik dit proefschrift als een reis, waarin ik kennis 
mocht maken met veel verschillende mensen binnen zorg- en onderzoekspraktijken. 
Ieder van hen heeft op zijn of haar eigen manier bijgedragen aan het resultaat van het 
proefschrift. De ontmoetingen die ik had, resulteerden in een dialoog, een proces van 
‘gezamenlijk kennis maken’ en een proces van verbinding, passend bij de responsieve 
onderzoekstraditie en passend bij mij. Mijn dank gaat daarom in de eerste plaats uit 
naar alle mensen met wie ik mocht werken en van wie ik mocht leren: patiënten 
en cliënten, zorgprofessionals en vrijwilligers binnen zorgorganisaties, managers en 
leidinggevenden, familieleden en naasten en alle andere betrokkenen die ik tijdens 
mijn reis tegenkwam. 

De zorg heeft me altijd na aan het hart gelegen. Mijn werkzame leven startte ik 
als fysiotherapeut in een algemeen ziekenhuis. Hoewel ik mezelf echt als een 
praktijkmens zie, heb ik ook altijd een nieuwsgierige blik gehad en voelde ik behoefte 
aan verdieping en onderbouwing. Ik besloot daarom een universitaire studie te gaan 
volgen en koos voor Cultuur, Organisatie en Management aan de Faculteit der Sociale 
Wetenschappen van de VU. Ik had nooit kunnen bedenken dat ik wetenschappelijk 
onderzoek zo leuk zou vinden! En al helemaal niet dat ik ook een proefschrift zou 
schrijven. Tijdens mijn studie werd het vuurtje echter aangewakkerd door een aantal 
enthousiaste leermeesters, waaronder mijn afstudeerbegeleider Ida Sabelis en mijn 
docent discours analyse Harry van den Berg. Hen wil ik bedanken voor het aansteken 
van het vuur: Ida, hoe bijzonder dat je nu onderdeel bent van mijn leescommissie! 
Harry, dank voor de samenwerking, ook in de jaren na mijn studie. En voor de 
ontmoetingen die daarna volgden en waarin we konden doorpraten over onderzoek, 
methodologie en discours analyse. 

Tineke, eerste promotor, wat was ik blij met de mogelijkheid om op de afdeling 
Metamedica te komen werken en wetenschappelijk onderzoek te gaan doen binnen 
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de gezondheidszorg! Dat wetenschap en praktijk zo dicht bij elkaar kunnen liggen en 
verbonden kunnen zijn, had ik toen niet kunnen bedenken. Ik heb je leren kennen 
als iemand voor wie het glas altijd half vol is. Je kijkt naar de mogelijkheden van de 
mensen met wie je werkt en ziet daarbij telkens hun potentie. Zonder die open mind 
had ik geen kans gekregen om te promoveren op een manier die bij mij past. Dank 
voor je enthousiasme, je positieve instelling, je bevlogenheid, het delen van je enorme 
kennis en voor de mogelijkheden die je biedt om het ‘op mijn eigen-wijze’ te doen. Het 
zal niet altijd makkelijk zijn geweest als ik bij je kwam met: “ ja, maar….”. Ik realiseer 
me dat mijn onderzoeksthema dichtbij je ligt, responsieve evaluatie heb jij op de kaart 
gezet. Toch stond je altijd open voor kritische vragen. Je gaf me nooit het gevoel dat ik 
mijn bedenkingen of twijfels niet met je kon delen. Je liet me vrijmoedig spreken. Dat 
vind ik heel bijzonder. Wat heb ik genoten als we samen werkten aan een artikel of een 
presentatie. Samen ‘akkeren’, ‘door-denken’ en via de mail ‘heen-en-weren’. Hoewel 
ik op een gegeven moment snakte naar het afronden van mijn proefschrift, moet ik 
eerlijk bekennen dat ik dát ga missen. Maar wie weet kunnen we binnen een andere 
context dan dit proefschrift het samen ‘door-denken’ voortzetten.

Harry, tweede promotor, ik leerde je werk, dat mij erg inspireerde, tijdens mijn 
promotietraject kennen. Vaak dacht ik bij het schrijven aan mijn artikelen: hoe 
zou Kunneman hierover denken? Ik hoopte stiekem al dat, als het tijd was, je zou 
willen plaats nemen in de leescommissie om zo je oordeel over mijn werk te kunnen 
vernemen. Hoe bijzonder dat je later in mijn promotietraject door omstandigheden 
nauw betrokken raakte als tweede promotor en dat we, samen met Tineke, verder 
van gedachten konden wisselen. Hierdoor kon ik de inhoud van mijn proefschrift 
verder ontwikkelen en vorm geven. Hoewel ik moedeloos was na onze ontmoeting 
in Culemborg (jij waarschijnlijk ook!) ben ik dankbaar dat je geholpen hebt om het 
werk te verrijken. Je wist ervoor te zorgen dat het letterlijk en figuurlijk dichter bij 
mezelf kwam te liggen. Ik genoot van onze inspirerende afspraken met z’n drieën, 
hoewel ik ook wel uitkeek naar de verlossende woorden “het is voor nu af”. Ik zal die 
ontmoetingen gaan missen. Maar wie weet zijn er mogelijkheden om in de toekomst 
verder samen na te denken over het gestalte geven aan normatieve professionalisering. 

Ook de leden van de leescommissie ben ik erkentelijk voor de tijd en aandacht die ze 
besteed hebben aan mijn manuscript: Antoinette Bolscher, Tina Cook, Geert van Hove, 
Frans Nollet, Ida Sabelis en Tine van Regenmortel: hartelijk dank!
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Dank ook aan alle collega’s van de afdeling Metamedica, die ik tijdens mijn werk en 
promotietraject leerde kennen. Wat heerlijk om met deze groep inspirerende mensen 
samen gedachten te vormen, elkaar verder te helpen met projecten, papers en 
artikelen in wording (oogstdag, research seminars) en de dagelijkse ingewikkeldheden 
van het werk met elkaar te kunnen bespreken. In de eerste jaren op de afdeling 
mocht ik samen werken aan projecten met mijn begeleiders Vivianne Baur en 
Karen Schipper. Dank voor wat ik van jullie mocht leren en voor alle reflecties. Dit 
proefschrift heeft mede vorm gekregen door jullie bijdrage. Daarnaast heb ik met veel 
collega’s (direct of indirect) samen gestalte mogen geven aan onderzoeksprojecten, 
waaronder Femke, Tamara, Frank, Wieke, Mirjam, Hannah, Petra, Priya, Barbara, 
Saskia, Anke, Minne, Suzanne, Bert, Maaike, Elena, Annette, Gustaaf en Marieke. 
Het delen van onze dilemma’s en kwetsbaarheden in de “misbaksel zelfhulp groep”, 
de gezamenlijke schrijfdagen in het Volkshotel of bij één van ons thuis en het met 
elkaar meedenken over onderzoek zijn voor mij heel waardevol geweest. Dank ook 
aan de collega’s met wie ik samen onderwijs over kwalitatief onderzoek voor studenten 
gezondheidswetenschappen mocht verzorgen: Minne, Fijgje, Hella, Marianne, Maartje 
en Roeline. Patricia en Manal, dank voor alle ondersteuning en het feit dat ik altijd met 
vragen bij jullie terecht kon. Jullie input is vaak niet zichtbaar in artikelen of boeken, 
maar van onschatbare waarde. 

Een aantal collega’s wil ik graag nog wat specifieker noemen. 

Wieke, dank voor het samenwerken aan ‘het afasieproject’ en de vele gesprekken die 
we daarover hebben gevoerd. Dank ook voor je input rondom reflectie hoofdstuk 4. 
Het blijft lastig om in woorden uit te drukken wat samen werken met mensen met 
afasie betekent: jij weet dit als geen ander. Ook het delen van de obstakels in onze 
promotietrajecten was waardevol, om zo samen toch weer telkens door de bomen het 
bos te gaan zien en voort te gaan op de ingeslagen (of een nieuwe) weg. 

Mirjam, hoewel we met veel enthousiasme samen gingen werken aan het ‘sportproject’, 
bleek al snel dat deze samenwerking door bureaucratische regels geen verdere 
voortgang kon krijgen. Toch zijn we vanaf het begin samen op blijven trekken, 
ondanks dat we telkens met verschillende projecten bezig waren. We hebben veel 
gedeeld rondom de dagelijkse gang van zaken in onze beider projecten en op de 
afdeling. Dank voor de vele gesprekken, de wandelingen, het samen thuis werken, 
het delen van teleurstellingen, de aanmoedigingen die daarop volgden en het delen 
van de vreugde toen het proefschrift af was en je dit heuglijke feit beloonde met de 
gouden nietmachine! Ik hoop dat we nog lang betrokken mogen blijven bij elkaar 
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en elkaars werk en wie weet komt er nog eens een moment waarop we echt samen 
kunnen werken aan een project! 

Marieke, dank voor de samenwerking in de projecten Lifewise en Jobwise. Vanaf 
het begin vormden we in mijn ogen een mooi team: jouw kordate opstelling en 
onbevangenheid waarmee je ‘het veld’ tegemoet treedt en mijn kritische vragen 
en bespiegelingen vullen elkaar mooi aan. Fijn om zo samen te werken aan nieuwe 
inzichten en kennis. En wat heerlijk dat onze ontmoetingen vaak in ons eigen Haarlem 
konden plaats vinden! Ik blijf ook in de toekomst graag op de één of andere manier 
betrokken bij jouw onderzoekspad. 

Annette, dank voor de inspirerende samenwerking binnen het project ‘familie-ethiek’. 
Wat een interessante inzichten breng jij in. Momenten samen voelden vaak ‘tijdloos’ 
en waren zeer inspirerend. Dank dat je me hebt geholpen met het bedenken van de 
vormgeving van de voorkant van dit proefschrift. Ik wist gelijk dat ik dit samen met 
jou wilde doen: je creatieve geest in combinatie met je haarfijne en uiterst sensitieve 
manier van analyse en onze intensieve manier van samenwerken waren hierbij 
uiterst waardevol. Wat zou het mooi zijn om dit op de één of andere manier te kunnen 
voortzetten. 

Gustaaf, dank voor alle ontmoetingen, reflecties en momenten van ‘door-denken’. We 
delen een fascinatie voor het niet-verbale en het relationele. Je werk is inspirerend en 
behulpzaam bij mijn eigen denkproces. Wat fijn dat we vaak momenten konden vinden 
waarop we onze ervaringen konden delen, tijdens een wandeling of een koffiemoment 
ergens op de VU. Ik hoop dat we nog veel ‘ont-moetingen’ zullen hebben en het zou 
mooi zijn als we op de één of andere manier samen verder ‘kennis kunnen maken’.

Ook vrienden en familie zijn van grote betekenis voor me geweest tijdens mijn reis. 
Een aantal mensen wil ik expliciet noemen. 

Edith, lieve vriendin, weet je nog dat we door de stromende regen mijn brief gingen 
posten om me in te schrijven op de VU voor de studie Cultuur, Organisatie en 
Management (of nee, toch niet, ik besloot het op een later tijdstip te doen!)? Je hebt 
alle stappen gevolgd en me telkens weer moed in gesproken, ook op momenten 
dat het tegen zat of ‘het toch nog niet goed genoeg werd bevonden’. Dank voor je 
belangstelling, je positieve en praktische instelling en al je aanmoedigingen! En voor 
je begrip dat het soms zoeken was naar een moment waarop we konden afspreken. 
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Fijn dat dat toch telkens weer gelukt is! Ik hoop nu weer meer tijd te hebben voor 
gezellig samen zijn.

Lieve Marijke, dank voor alle wandelingen (samen met Marley), de vele kopjes koffie 
bij H&Z of aan de keukentafel en alle gesprekken die we voerden over ‘het leven’. Wat 
heerlijk om tijdens het schrijven een appje te krijgen: “ga je even mee wandelen”? Of 
“tijd voor een kopje koffie”? De momenten van gezelligheid, warmte en ‘het leven 
van alledag’ zorgden ervoor dat ik daarna weer vol goede moed verder kon werken 
en schrijven. En onze gesprekken over werk en gezin zorgden telkens weer voor 
relativering en het juiste perspectief.

Marja, dank voor alle ondersteuning die je mij en ons gezin hebt geboden in de 
afgelopen jaren. Fijn dat je me zo geholpen hebt en er voor de kinderen was na school, 
op het moment dat ik aan het werk was of zat te schrijven. Dank voor de gezamenlijke 
koffiemomenten, waarbij je vaak geluisterd hebt als ik even stoom moest afblazen. 
Dank voor al je aanmoedigingen, en het uitspreken van je vertrouwen: “het komt wel 
goed”. 

Lieve vrienden en vriendinnen van ons vriendenclubje, Bart en Joyce, Ellen en Michel, 
Ilse en Stefan, Jacques en Mireille*: dank voor de jarenlange warme vriendschap sinds 
de middelbare school. Fijn om bij deze groep te horen en lief en leed met elkaar te delen. 
Hoe bijzonder om met elkaar mee te reizen op het levenspad. Dank voor alle bijzondere 
momenten samen, het delen van lief en leed. Het voelt bijzonder dat jullie ook bij deze 
voor mij zo belangrijke mijlpaal betrokken zijn en mijn promotie mee vieren. 

Lieve Mireille*, een speciaal woord voor jou. Hoewel je niet meer lijflijk bij ons groepje 
kunt zijn, ben je nog altijd in ons midden. Wat heb ik veel van jouw geleerd! Je verhalen 
en ervaringen tijdens de periodes van ziekte van Roos* en Koen* en van jouzelf toen 
je ziek werd, hebben heel veel indruk op me gemaakt en hebben me doen inzien dat 
het heel belangrijk is om te kijken naar dat wat waardevol is voor iemand als het gaat 
om zorg. Dat kunnen kleine, soms onverwachte dingen zijn. Wat werden jij en Jacques 
geconfronteerd met veel ‘trage vragen’ die op jullie pad kwamen. Daarnaast was 
jouw instelling: maak af waar je aan begint. Je voorbeeld van doorzettingsvermogen, 
positieve instelling en verbinding heeft me vaak geholpen op momenten dat ik 
twijfelde, het even niet wist of tegenslag te verduren had. Zoals beloofd tijdens onze 
allerlaatste ontmoeting: ik draag dit proefschrift op aan jou! 

Dankwoord

Susan_Binnenwerk_Correctieronde1.indd   277 27/11/2019   10:13:39



Ons pap* en ons mam*, dank voor de wijsheid die jullie me hebben mee gegeven. Dat 
zit niet verborgen in opleiding of studie. Ik realiseer me dat de levenswijsheid en de 
normen en waarden die ik van jullie mee kreeg minstens zo belangrijk zijn geweest 
tijdens het doorlopen van dit promotiepad. Jammer dat jullie deze mijlpaal niet mee 
kunnen maken, maar ik draag jullie mee in mijn hart. 

Lieve Jo en Hans, dank voor jullie belangstelling en ook voor jullie relativerings-
vermogen tijdens mijn studie en promotietraject. En voor de vreugde toen het ‘af” 
was. Jullie steun en trots doen me zo goed. Ook mijn andere zussen Wilma en Gerrie, 
dank voor jullie betrokkenheid.

Lieve Pa & Ma*, dank dat ik zo open en liefdevol ontvangen ben in de familie Woelders 
en dat ik daar al jaren deel van uit mag maken. Dank voor de belangstelling, het delen 
van de voortgang op het pad van mijn werkzame leven en het uitspreken van jullie 
waardering. Pa en Abelien, fijn dat jullie deze mijlpaal kunnen mee maken. Wat zou 
Ma* er graag bij zijn geweest. In gedachte is ze erbij. 

Tenslotte, mijn allerliefsten: Sterre, Annemijn en Sebastiaan. Wat is het bijzonder om 
jullie in mijn leven te hebben. De liefde die dit brengt is ongekend. Dank dat jullie er 
gewoon altijd zijn, om de relativiteit van alles weer te doen inzien en me na een dag 
‘denken in een bubbel’ weer op te nemen in het leven van alledag. Dank dat jullie me 
met rust lieten ‘als de deur dicht was’. Dank voor jullie steun en belangstelling, voor 
het delen van mijlpalen en van teleurstelling. Dank voor de wijsheid die jullie met me 
deelden, hoe klein jullie ook waren. Jullie vragen waren vaak zo puur en helder, dat 
ze me verrassend genoeg weer verder brachten. 

Lieve Sterre, je mooie balans tussen rationaliteit en sensitiviteit is prachtig. Je hielp 
me vaak de nuchtere kant van dingen te zien, als ik verzandde in teveel emotie en 
gevoeligheid. Bijzonder hoe de rollen soms omgekeerd waren als ik me kwetsbaar 
voelde en jij me met je wijsheid kon ondersteunen. Wat ben je een mooi mens! 

Lieve Annemijn, lieve spring-in-het-veld, creatieveling en organisator in de dop. 
Wat bijzonder dat we zoveel interesses met elkaar gemeen hebben. Ik bewonder 
je gevoel voor verhoudingen tussen mensen en je empathisch vermogen. En het 
gemak waarmee jij op een creatieve manier situaties tegemoet kunt treden en kunt 
organiseren. Je lieve briefjes op mijn bureau waren telkens weer van grote waarde en 
gaven me de spirit om telkens weer door te gaan. Ik ben trots op je! 
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Lieve Sebastiaan, promoveren is ook topsport. Ik zie je als een voorbeeld van 
volhouden, discipline, en altijd doorgaan om het doel dat je jezelf stelt te bereiken. 
Je blijheid, je relativeringsvermogen en de gevoeligheid die we van elkaar herkennen 
kleuren elke dag. Wat geniet ik van je!

Lieve, lieve Gijs, het laatste woord is voor jou. Jij stimuleerde me mijn eigen pad te 
kiezen, de stap naar de universiteit te zetten en te doen wat mijn hart me ingaf. Je 
hebt me altijd de ruimte geboden om te gaan voor wat ik wilde nastreven en je bent 
altijd een rots geweest in de (soms woeste) branding. Je zorgde telkens weer voor focus 
(dat was een hele uitdaging) en nam me regelmatig praktische werkzaamheden uit 
handen waardoor ik de gevonden focus kon behouden. Dank voor het meedenken en 
de kritische reflecties (niet altijd makkelijk, soms een plek der moeite) en je nuchtere 
kijk als ik doordraafde. Dank dat wij samen met Sterre, Annemijn en Sebastiaan een 
gezin vormen, een plek waar ik ten diepste het gevoel van ‘erbij horen’ ervaar en waar 
ik gewoon kan ‘zijn’. Wat wil een mens nog meer? 

Lieve Gijs, Sterre, Annemijn en Sebastiaan, jullie hebben me, begrijpelijk, zo vaak 
gevraagd: wanneer is het af? Dat moment is nu gekomen. Het is af. Ik zet een punt. 
En vervolg mijn pad…

Dankwoord
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