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ABSTRACT
In this article we address the social value of bioethics research and show
how a participatory approach can achieve social impact for a wide audi-
ence of stakeholders, involving them in a process of joint moral learning.
Participatory bioethics recognizes that research co-produced with stake-
holders is more likely to have impact on healthcare practice. These
approaches aim to engage multiple stakeholders and interested partners
throughout the whole research process, including the framing of ideas
and research questions, so that outcomes are tailored to the interests
and context, and the type of impact stakeholders envisage. There is an
emphasis on realizing social change through the conduct (not merely the
results) of the research, and it is believed that the engagement of stake-
holders in the research process will promote their intrinsic motivation to
change their practice. Another distinctive feature of participatory bioethics
research is that its central normative commitment is to reflection and dia-
logue, not to a particular substantive ethical approach. In reflection and
dialogue there is an emphasis on inclusion and the co-production of
knowledge. Furthermore, empirical and normative research are combined,
and there is a deliberate attempt to give voice to otherwise marginalized
positions. This provides a model of social impact which is relevant not
only for bioethics research, but also for other areas of health care
research. We will show the merits of a participatory approach to bioethics
research with a case example. It concerns the reduction of coercion and
in particular seclusion in Dutch mental healthcare.

INTRODUCTION

This special issue is devoted to the social value of bio-
ethics research. In this article we focus on social impact
as an aspect of social value that is important in Partici-
patory Bioethics Research (PBR). Social impact can be
understood as an effect on society, culture, quality of life,
community services or public policy beyond academia.
Defined in this way, social impact is a specification of
social value. Bioethics research may, for instance, have a
minimal social impact, and still be of social value. Such
knowledge has little impact but may offer new ways of
thinking, providing new concepts, theories or models.

Here we are concerned with social impact, because such
impact is considered critical in PBR.

Social impact is also increasingly considered a relevant
requirement for scientific research. This has been
prompted by public and charity funding organizations to
legitimate the distribution of funds to citizens and tax-
payers. The field of bioethics research also tends to
become evaluated in terms of social impact. In the Neth-
erlands, for example, proposals for bioethics research are
required to address social relevance, and evaluation com-
mittees include representatives from patient and profes-
sional groups in order to assess this. Moreover, research
funding organizations specifically ask for making explicit
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activities aimed at social impact. This development cre-
ates opportunities to increase the social impact of bioeth-
ical research on society, but also raises the question of
which social impact is relevant and how to organize the
process of fostering social impact.

Participatory research approaches to bioethics strive
for the improvement of healthcare practices, and have a
particular view on how to realize social impact. These
approaches perform research with users, stakeholders
and patient groups.1 Multiple stakeholders and interested
partners are engaged throughout the whole research pro-
cess, including the framing of ideas and research ques-
tions, so that outcomes are tailored to these interests and
context, and the type of impact stakeholders envisage.2

There is an emphasis on realizing social change through
the conduct (not merely the results) of the research, and
it is believed that the engagement of stakeholders in the
process will promote their intrinsic motivation to change
their practice.3 Another distinctive feature of PBR is that
its central normative commitment is to reflection and
dialogue and not to a particular substantive ethical
approach. There is an emphasis on inclusion in reflection
and dialogue, and co-production of knowledge. Further-
more, empirical and normative research are combined,
and there is a deliberative attempt to give voice to other-
wise marginalized positions.

Bioethicists who practise participatory research
approaches are keen to include multiple stakeholders,
not just those who already have decision-making author-
ity, such as physicians, board-members of healthcare
institutions, and professionals at the political level.

Leaving out minority voices and stakeholder perspectives
who are less powerful leads to a situation of �epistemic
injustice�.4 This entails that someone is not perceived as
a reliable knower, whereas someone else is considered to
be credible. A psychiatric patient, for example, may,
because of his mental problems, be regarded as not reli-
able, while a psychiatrist or nurse is seen as trustworthy.
Epistemic injustice can also arise when the conditions for
people to interpret their situation are lacking. This is
denoted as �hermeneutic injustice�.5 Not including multi-
ple voices and perspectives will negatively influence inter-
pretations of moral situations and hinder the broad
acceptance of moral knowledge, and thus its social
impact.

In the field of bioethics, participatory research
approaches have to date not widely been practised, while
they have much to offer in terms of achieving social
impact as well as examining what may count as such.
The purpose of our article is therefore to explore how
bioethicists can achieve social impact by fostering the
participation of a wide audience of stakeholders in their
research, involving them in a deliberative process of joint
moral learning.

We will argue that a PBR has several advantages when
it comes to social impact. In the first place, it makes bio-
ethics research more directly related to practice, taking
up moral issues and concerns which are experienced as
relevant and pressing by participants in practice. In the
second place, it fosters social impact in terms of actual
changes in practice, as participants are motivated and
supported in redesigning their work in a morally respon-
sible way. In the third place, it fosters ethical reflection
on and dialogue about the expected and experienced
impact of the research process, providing new ways to
address the issue of social impact in a reflective and dia-
logical way. We will first elaborate some core characteris-
tics of participatory bioethics research. Next, we will
present a case example from psychiatry. Finally, we will
evaluate the relative merits of a participatory approach
for the social impact of bioethics research.

PARTICIPATORY BIOETHICS RESEARCH

In PBR social impact is the outcome of intensive collab-
orations and partnerships between researchers and soci-
etal stakeholders, such as professionals and patient
groups. Impact means more than communicating
research findings and delivering a �product� or �service�

1 T.A. Abma, T.A. & G.A.M. Widdershoven Dialogical Ethics and
Responsive Evaluation as a Framework for Patient Participation. AJOB
2014; 14(6): 27–29; T.A. Abma et al. Inter-ethics, towards an interactive
and interdependent bioethics. Bioethics 2010; 24(5):242–55; T.A. Abma,
B. Molewijk & G.A.M. Widdershoven. Good care in ongoing dialogues.
Responsive evaluation and moral deliberation, Health Care Analysis
2009; 17(3):217–35; G.A.M. Widdershoven, T.A. Abma & B. Molewijk
Improving care and ethics: a plea for interactive empirical ethics, Am J
Bioeth 2009; (9) 6 & 7: 99–101; G.A.M. Widdershoven, T.A. Abma &
B. Molewijk. Empirical ethics as dialogical practice, Bioethics 2009;
23(4): 236–248.
2 C. Donovan et al. Evaluation of the impact of National Breast Cancer
Foundation-funded research. Med J Aust 2014; 200(4):214–218; Wright
et al. eds. 2013. Position Paper No. 1 What is Participatory Health
Research? Berlin: International Collaboration for Participatory Health
Research; Banks et al., eds. 2013. Position Paper No. 2 Participatory
Health Research A Guide to Ethical Principles and Practice. Berlin: Inter-
national Collaboration for Participatory Health Research.
3 J.C. Greene. Stakeholder participation and utilization program evalu-
ation. Eval Rev 1988; 12(2): 91–116; J.C. Greene. 2006. Evaluation,
democracy and social change. In The Sage Handbook of Evaluation. I.F.
Shaw, J.C. Greene, & M.M. Mark, eds. London & Thousand Oaks:
Sage: 118–140; J.C. Greene. 1997. Participatory evaluation. In Evalua-
tion and the postmodern dilemma, Advances in program evaluation L.
Mabry, ed., Vol. 3, Greenwhich, CT: JAI Press: 171–190; L.M. Shulha &
J.B. Cousins. Evaluation Use: Theory, Research, and Practice Since
1986. Eval Pract 1997; 18(3): 195–208

4 M. Fricker ed. 2007. Epistemic injustice: Power and the ethics of know-
ing. New York, NY: Oxford University Press; H. Simons & J.C. Greene.
Against the Odds but worth it: the value of democratic evaluation in con-
temporary society. Keynote address at the European Evaluation Society,
October 2014, Dublin.
5 Ibid.
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to society, it involves fostering social change within the
wider complex social system in which the research is
taking place. This includes cultural values, organizational
structures, and changes in day-to-day habits and rou-
tines. Social impact is in this approach not just an end
product, but rather occurs throughout the research pro-
cess and continues afterwards. The processes of partici-
pation and the spaces for moral reflection and emotional
engagement created over the course of research enhances
the potential for wide and long-lasting impacts.

Theoretical background of PBR

PBR is rooted in the tradition of �responsive evaluation,�
an approach that emerged to deal with the limitations of
evaluation as a technique privileging expert or professio-
nal knowledge.6 It is an approach that strives to honour
democratic and participatory values and intends to foster
dialogue among as many stakeholders as possible, explic-
itly including the voices of those who commonly have
less power to make themselves heard. Responsive evalua-
tion was originally developed in the field of education in
the US7 and has been translated to the field of bioethics
research by our group. While responsive evaluation
strives for social transformation, PBR is more explicitly
focused on moral issues aiming to draw normative con-
clusions with stakeholders on what good care entails and
to improve moral practices.

PBR aims to enhance mutual understandings among
stakeholders and to create a platform for moral learning.
It assumes that moral development occurs through dia-
logue. Philosopher Hans-Georg Gadamer argues that a
successful dialogue results in transformation of partici-
pants, because in dialogue it is not the expression of self
or the bringing to the fore of one�s standpoint that is
important, but the transformation of all. In dialogue, the
recognition of differences and possible tensions between
stakeholders is an essential ingredient.8 In line with this

conceptualization of learning through dialogue, PBR can
be considered a �particular pedagogy�.9 It is �an activity
of teaching and learning resulting in action-oriented self-
understanding.�10 To foster learning processes, participa-
tory bioethics researchers do not position themselves
above practices or act as philosopher kings, but are
embedded and engaged in those practices. They stimulate
critical questioning among those who have a stake in the
practice, and thus aim for a joint and moral understand-
ing of what a good practice entails.

Participatory bioethics researchers see the essential
need to involve and integrate multiple perspectives to
arrive at joint and shared understanding. Their starting
point is that each person and perspective can illumi-
nate only part of reality. Nobody can ever get rid of
her or his standpoint and frame of reference; knowl-
edge is therefore always partial and embodied. By
involving multiple perspectives, PBR aims to result in a
richer and more meaningful portrayal of the investi-
gated practice. Epistemic justice can be reached as the
researcher is responsible for creating a platform for
representing the multiple experiences and vulnerabilities
of people, and this is associated with a relational
responsibility to support them in interpreting their sit-
uation.11 PBR acknowledges that not everyone has the
same physical, social and personal resources, and that
people may need support to come to an understanding
of their lives and to bring in their perspective in a
reflection on social practices.12

PBR assumes that practices are capricious, ambiguous
complex processes that do not fit in a simple goal-means
scheme. Personal charisma, relational tensions, resist-
ance, feelings of jealousy and other emotions, techniques
and protocols, cultural value patterns, daily routines and
the political and economic context intersect in a complex
way, and influence processes and outcomes. If these
more complex issues are overlooked one cannot capture
and understand practices. PBR is helpful in this regard
as it focuses on the actions of and processes between the
people involved, and conceives these as more important

6 T.A. Abma. The practice and politics of responsive evaluation, Am J
Eval, 2005; 27(1): 31–43; T.A. Abma & R.E. Stake. 2001. Stake�s respon-
sive evaluation. In Responsive evaluation. New Directions for Evaluation,
J. Greene & T.A. Abma, eds. 92: 7–23; E.G. Guba & Y.S. Lincoln. 1989
Fourth Generation Evaluation. Beverly Hills:Sage; R.E. Stake. ed. 2004.
Standards-based and responsive evaluation. Thousand Oaks: Sage
publications.
7 R.E. Stake 1975. To evaluate an arts program. In R.E. Stake Evaluat-
ing the arts in education: A responsive approach Columbus OH: Merrill:
13–31.
8 H.G. Gadamer, ed. 1960. Wahrheit und Methode. T€ubingen: J.C.B.
Mohr; H.G. Gadamer, ed. 2004. Truth and Method. 2nd edn. London:
Sheed and Ward Stagbooks; G.A.M. Widdershoven & T.A. Abma. 2007.
Hermeneutic ethics between practice and theory, in Principles of Health
Care. R.E. Ashcroft, A. Dawson, H. Draper, & J.R. McMillan, eds. West
Sussex: Wiley: 215–222; G.A.M. Widdershoven & S. Metselaar. 2012.
Gadamer�s truth and method and moral case deliberation in clinical ethics.
In S. Kasten (ed.), Hermeneutics and the humanities: Dialogues with Hans-
Georg Gadamer. Leiden University Press.

9 T.A. Schwandt, ed. 2002. Evaluation practice reconsidered. NY: Peter
Lang.
10 Ibid.
11 T.A. Abma & G.A.M. Widdershoven. 2011. Evaluation as a Relation-
ally Responsive Practice Practice. In Qualitative Research. N. Denzin &
Y.S. Lincoln, eds. Sage Handbook. Los Angelos: Sage Publications: 669–
680; M.A. Visse, T.A. Abma, & G.A.M. Widdershoven. 2012. Relational
responsibilities in responsive evaluation. Evaluation & Program Plan-
ning. 35(1):97–104.
12 T.A. Abma. The practice and politics of responsive evaluation. Am J
Eval 2005; 27(1): 31–43; T.A. Abma, C. Nierse & G.A.M. Widdershoven.
Patients as research partners in responsive research. Methodological
notions for collaborations in research agenda setting. Qual Health Res
2009; 19(3): 401–415; V.E. Baur et al. Dealing with distrust and power
dynamics: asymmetric relations among stakeholders in responsive evalu-
ation. Evaluation 2010; 16(3): 233–248.
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to gain an understanding of a practice than previously
formulated policy goals and plans.13

Besides critical awareness of power relations and social
hierarchies, evaluating a moral practice also requires
care. Care is a central value in PBR, and understood in
the broad sense of nurturing, being attentive to and tak-
ing care of important values in life.14 A caring attitude
does not abstract or disengage from situations, but
always engages with the concrete, particular case or
dilemma,15 through �close listening� and also being sensi-
tive towards diversity. It requires of researchers an
�anthropological sensitivity�16 and emphasis on human
judgment and practical wisdom.

PBR starts with building trustful relations. Essentially
this requires an �open communicative space� to discover
jointly what moves and intrinsically motivates participants
to commit themselves to work together. Partners will decide
together where they are going, what their focus will be,
jointly formulating their research questions, developing a
design and deciding on the impact they want to realize. As
the partners move on, it is essential that they cultivate an
ethos of critical thinking, listening, and dialogue. This
requires openness, receptivity, sensibility and critical reflec-
tion upon the limitations and blind spots of oneself and
one�s own discourse. It may well be that partners will come
back to the initial questions several times. This is part of
the recursive, and often �messy� process of PBR.17 As Tina
Cook explains in the context of participatory health
research, this messiness should not be considered nega-
tively. Messiness occurs because people can get confused
when they encounter other perspectives that do not easily
match with their own ideas and feelings. This confusion is
unsettling, but stimulates people to enter a social learning
process, broadens their horizon and may lead to new
shared understandings of a situation. Practical problems,
such as time constraints and challenges from the organisa-
tional context and policies also may arise, and need to be
discussed. This is a process of �co-labouring,� and typically
characterized by toil and distress, which again may result in
social learning. Over time strategies and actions are
planned, and the phase of doing starts, intertwined with
moments of reflection and learning.

CASE EXAMPLE: PBR TO FOSTER
REDUCTION OF COERCION IN
PSYCHIATRY

We now present a case example to show how bioethics
researchers can achieve social impact working along the
lines of a PBR approach. The example concerns the
reduction of coercion, and in particular seclusion, in
Dutch mental healthcare. Coercion can be defined as
restricting the patient�s freedom, without allowing him
or her any choice.18 Examples of coercion include forced
medication, fixation, and seclusion - putting the patient
in a locked room, which is barely equipped, so that the
patient cannot harm himself or the environment. We use
here the term �patient�, but it is important to note that
within Dutch psychiatry some people with psychiatric
problems like to identify themselves as �clients� and not
as �patients�, because they feel the latter term places
them in a passive position as mere receivers of care. We
agree that it is an important right to be able to identify
yourself as you like.

During an involuntary admission in mental health
care institutions, patients frequently undergo coercive
measures. Traditionally, seclusion was widely used and
regarded as normal practice in Dutch mental healthcare
institutions. Since 2000, however, the practice of seclud-
ing patients has become controversial. While seclusion
used to be considered as therapeutic, increasingly it is
seen as having a traumatic impact on patients with psy-
chiatric symptoms. Psychiatric patients explained that
they experienced seclusion as punishment. Feelings of
helplessness, anxiety, distress, shame and loss were fre-
quently mentioned by patients.19 Nurses also reported
negative impact, and expressed feelings of shame and
failure, stress, distrust and powerlessness.20

At the end of the last century, six mental health care
institutions took the initiative to change the practice con-
cerning coercion in general, and seclusion in particular.
They started a research project, aimed to improve the
quality of care around coercion. Other mental healthcare
institutions followed. Also, the Dutch government urged
mental healthcare institutions to reduce seclusion and to
improve the quality of care. In 2006, the Dutch branch
organization for mental health care (GGZ Nederland)
formulated a goal of reducing seclusion by 10% yearly.

13 T.A. Abma, & G.A.M. Widdershoven. Social relation as/in evalua-
tion. Evaluation, 2008 April, 14(2): 209–225. T. A. Abma and R.E. Stake
(2001) Stake�s responsive evaluation. In Responsive evaluation.
J. Greene and T.A. Abma, eds. New Directions for Evaluation 92:7–23.
14 J. Tronto 1993. Moral boundaries. A political argument for an ethic of
care. New York/London: Routledge; J. Tronto 2013. Caring Democracy.
Markets, equality and justice. New York: New York university press;
M.A. Visse, T.A. Abma, & G.A.M. Widdershoven. Practising political
care ethics: can responsive evaluation foster democratic care? Ethics &
Social Welfare 2014. doi:10.1080/17496535.2015.1005550.
15 Schwandt. op. cit. note 11.
16 Stake. op. cit. note 9.
17 T. Cook. The Importance of Mess in Action Research. Educational
Action Research 1998; 6(1): 93–109

18 G. Widdershoven & R.J. Berghmans. Coercion and pressure in psy-
chiatry: lessons from Ulysses.J. Med Ethics 2007; 33(10):560–63;
E.J. Prinsen & J.J. Can we justify eliminating coercive measures in psy-
chiatry?J Med Ethics. 2009;35(1):69–73. doi: 10.1136/jme.2007.022780.
19 T. Hoekstra, H.H.G.M. Lendemeijer & M.G.M.J. Jansen. Seclusion:
the inside story. J Psychiat rMent Health Nurs 2004; 11: 276–83.
20 E.G.M. Landeweer, T.A. Abma & G.A.M. Widdershoven. The
essence of psychiatric nursing: redefining nurses� identity through moral
dialogue about reducing the use of coercion and restraint. Adv Nurs Sci
2010;33(4):E31–42.
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With the financial support of the government, mental
healthcare institutions in the Netherlands developed pro-
grammes to achieve this goal.

Over a period of more than ten years, we as participa-
tory bioethics researchers were involved in these initia-
tives. Together with the six committed mental health
institutions, we developed a set of quality criteria for
dealing with issues around coercion.21 These criteria
were jointly developed with patients, family, psychiatrists,
nurses, directors of mental healthcare institutions and
policy makers. We organized stakeholder dialogues
within institutions, and found that their views and expe-
riences referred to care ethical notions such as attentive-
ness, mutual understanding and communication. In
Table 1 the reader finds an overview of the issues around
coercion that were discussed, and how these were deep-
ened with care-ethical notions to come to a set of shared
quality criteria. The quality criteria were later imple-
mented and responsively evaluated in twelve institu-
tions.22 From 2006 we evaluated the projects in various
mental healthcare institutions. Moreover, we performed
case studies on specific interventions to reduce seclusion.
Meanwhile, we participated in many initiatives and
developed two Communities of Practice. A Community
of Practice is a platform in which professionals of

various institutions can share knowledge and experien-
ces. Professionals worked together and learned from each
other how to further reduce seclusion in their own
institution.23

Through assisting in the development of these initiatives
and supporting the projects with PBR, our work as bio-
ethics researchers clearly had impact. First, we contributed
to the development of a registration system for coercive
measures, called Argus.24 We supported the process of
implementation in mental healthcare institutions, by mak-
ing professionals reflect on the value of registration, and
also by giving them a voice in interpreting outcomes. Data
from the Argus registration system showed that overall a
significant reduction of seclusion was achieved.25

Second, we investigated and supported the develop-
ment and implementation of interventions, aimed at
reducing coercion in mental healthcare institutions. In an
overview study, we showed that relevant interventions
can be classified in five categories: (1) contact, (2) pre-
vention, (3) learning from experience, (4) participation
and (5) cooperation. An example of an intervention in
the category �contact� is an approach called �the first five
minutes of admission�.26 This intervention is based on
the experience that the first encounter with the patient is
a crucial moment in the process of care, and that the
patient should be approached in a friendly and under-
standing way, even if he or she may be disoriented and
not easy to reach. An example of an intervention in the
category �prevention� is the crisis card. This is a small
personal document which has the status of an advance
directive. It enables patients and professionals to discuss
in advance what should be done in the event of a psychi-
atric crisis. In case of severe confusion or anxiety, the cri-
sis card provides relatives and carers with relevant
information on how to act.27

An example of an intervention in the category
�learning from experience� is Moral Case Deliberation.
This is a form of clinical ethics support, in which a
trained facilitator uses a specific conversation method to

Table 1. Quality criteria coercion

1. Be aware that coercion as a part of psychiatric healthcare
entails conflicting obligations.

2. Be aware that conflicting obligations lead to ambivalences
in colleagues, patients and family. Pay attention to feelings of
ambivalence and deal with these in a creative manner.

3. Acknowledge that coercion is a part of care process and only
justified in a context of engagement. It requires attentiveness,
responsibility, competence and alignment between staff,
patient and family.

4. Use of coercion requires proper communication. Pay attention
to contact, openness and staying in touch.

5. Use of coercion requires reflection on objectives of the
intervention, not only on the dangerousness but also on
how interventions contribute to the ability of the patient�s
control of his own life. Coercion should not be routine.

6. Be aware of the variety of measures. Do not use more
restrictive measures than is necessary.

7. See coercion in a time perspective, anticipate its use.
Be transparent about the interventions and the effects.
Evaluate the use of the intervention with patient and family.

8. Foster adequate physical and social preconditions and
act when these are lacking.

21 R. Berghmans et al., eds. 2001. Kwaliteit van dwang en drang in de
psychiatrie. Maastricht: Instituut voor gezondheidsethiek Universiteit
van Maastricht.
22 EGM Landeweer, TA Abma T & GAM Widdershoven. The essence
of psychiatric nursing: redefining nurses� identity through moral dia-
logue about reducing the use of coercion and restraint. Adv Nurs Sci
2010; 33(4):E31–42; EGM Landeweer, TA Abma, & GAM Widders-
hoven. Moral margins concerning the use of coercion in psychiatry,
Nursing Ethics 2010;18(3): 304–316.

23 T. A. Abma. Evaluation and communities as practice. Psychiatry as a
case example. Evaluation 2006; 13(1): 32–48.
24 W. Janssen et al. The use of seclusion in the Netherlands compared to
countries in and outside Europe. Int J Law Psychiatry 2008; 31: 463–470.
25 E.O. Noorthoorn, Y. Voskes, W.A. Janssen, et al. Seclusion Reduction
in Dutch Mental Health Care: Did Hospitals Meet Goals? Psychiatric
Services, 2016. doi: 10.1176/appi.ps.201500414
26 Y. Voskes, E.O. Noordhoorn, J. Theunissen, et al. Reduction of seclu-
sion in Dutch mental healthcare: interventions and conditions. J Adv. Nurs
2015; Y. Voskes, M.Kemper, E. Landeweer & G.A.M. Widdershoven.
Preventing seclusion in psychiatry: A care ethics perspective on �the first
five minutes at admission.� Nursing Ethics, 2015. doi: 10.1177/
0969733013493217; Y. Voskes, K. Evenblij, E. Noordhoor, et al. Moral
case deliberation on coercive measures in psychiatry: dilemmas, value and
implementation, Psychiatrische Praxis, 2014;14, 364–370.
27 L. van der Ham, Y. Voskes, N. van Kempen, G.A.M. Crisis card
implementations issues: lessons from a Dutch crisis card initiative. Psy-
chiatr Rehabil J 2013; 36(2):119–121.
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support a group of healthcare professionals in reflecting
on and analysing a concrete case.28 An example of an
intervention in the category �participation� is the organi-
zation of patient involvement, in the form of peer pro-
viders, i.e. persons with a mental health condition who
work on the ward as counsellor, educator or companion
to meet the needs of daily living, and as advocates to
empower people with psychiatric disorders.29 An example
of an intervention in the category �cooperation� is a
Community of Practice, mentioned above.

As participatory bioethics researchers, we were
involved in developing and evaluating these interven-
tions, and supported their implementation in practice.
Together with stakeholders, we also strived to bring
about changes in organizational structure and culture.
Changes in the organizational structure included comfort
rooms, open nursing desks and rooms for family mem-
bers. These changes contributed to the success of inter-
ventions and the reduction of seclusion. Cultural
changes entailed new views on the relationships with
patients (from control to contact), on the management
of a crisis (from reactive to proactive), on the importance
of learning from experience (from routine to learning),
on the role of participation (from object of care to part-
ner in care), and on the need for cooperation (from a
closed culture to an open culture). These cultural
changes appeared to be crucial; interventions and techni-
ques to reduce seclusion are only effective and sustain-
able when accompanied and supported by a change in
organisational structure and ward culture.30

As researchers, our contribution was to foster a process
of sharing experiences and dialogue between stakeholders
around the initiatives. We fostered reflection and dialogue
between care workers and other participants, by organizing
meetings and developing Communities of Practice. Sharing
experiences with other participants in these meetings
proved to be motivating and creative. In these meetings, the
focus was on successes, but also on difficulties.

Secondly, we drew attention to aspects of value and
culture, clarifying that developing interventions is not a
technical issue. The core of interventions aiming at
reduction of coercion and seclusion is providing care,
based on values like contact, engagement, responsibility,
cooperation and responsiveness.31 These values informed

the initial quality criteria, but were easily overlooked in
an instrumental and target-oriented system. We helped
to keep an eye on the underlying care ethical values in
the reduction of coercion and seclusion, not by giving
advice as experts, but by fostering dialogue. We reflected
with participants on situations in which the interventions
worked or did not work, and analysed what was success-
ful or what went wrong. This gave an insight into the
importance of the core values which underlie the inter-
ventions, and supported the participants in creating a
suitable cultural context for the application of the inter-
ventions, focusing on cooperation with the patient and
with each other.

Thirdly, we actively organized the inclusion of patients.
Often, professionals believed there was no need for the
involvement of patients. They assumed they knew the
perspective of patients, given the availability of client sat-
isfaction measurements. Moreover, they assumed that
asking patients to talk about their experiences in the
seclusion room would be traumatic and painful. We
decided to cooperate with the association of psychiatric
patients and to identify patient stories. We worked with
�narrative workshops� to reflect on these stories together
with professionals.32 We also initiated cooperation with
peer providers. Together with them, we gave meaning to
words like �comfort�, �patient friendliness� and �good
care� by making pictures. In this way we gave voice to
peer providers, for example in processes of organizing
�photo-voice�.33

From these experiences we learned that social impact
can be fostered by investing in dialogical processes with
many stakeholders, creating mutual trust, and keeping
faith, also when developments are less quick than hoped
for and expected.

Moreover we learned that we as participatory bio-
ethics researchers could and should not determine what
counts as social impact. Each stakeholder group defined
impact differently. Patients reported that the attention
for reducing coercion improved living conditions on the
ward. Nurses noticed an increase of motivation and a
decrease of moral distress. Policymakers and executives
were positive about the achieved reduction of the seclu-
sion rates. Despite these differences, all stakeholders felt
proud, and took credits for the changes and improve-
ments realized. All were eager to spread the word and
motivate peers and colleagues to also adopt and trans-
form their practice. Sometimes, we noticed that certain
outcomes were overemphasized. Due to the attention of

28 B. Molewijk et al. Teaching ethics in the clinic: The theory and prac-
tice of moral case deliberation. J Med Ethics 2008; 34: 120–124.
29 L.B. Gates & S.H. Akabas. Developing strategies to integrate peer
providers into the staff of mental health agencies. Adm Policy Ment
Health 2007; 24(3): 293–306.
30 Y. Voskes. 2015. No effect without ethics. Reduction of seclusion in
psychiatry from a care ethics perspective, Diss. Ridderprint BV
Ridderkerk.
31 See Y. Voskes, note 32; J. Tronto 1993. Moral boundaries. A political
argument for an ethic of care. New York/London: Routledge; J. Tronto
2013. Caring Democracy. Markets, equality and justice. New York: New
York University Press.

32 T.A. Abma & H. van der Zee (2005) Cli€entenparticipatie in dwang-
en drangprojecten: een eerste begin. In: Abma, T.A., G.A.M. Widders-
hoven en B. Lendemeijer (red.) (pp. 107–118) Dwang en drang in de psy-
chiatrie, De kwaliteit van vrijheidsbeperkende maatregelen, Utrecht:
Lemma.
33 T.A. Abma (2006) Evaluation and communities as practice. Psychia-
try as a case example, Evaluation, 13(1): 32–48.
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national politics, quantifiable outcomes tended to
become the sole relevant issue, and more qualitative
aspects, such as cooperation between professionals and
patients, were regarded less important. By giving voice to
all stakeholders, we aimed to prevent a one-sided orien-
tation on measurable outcomes and to do justice to less
tangible aspects of the intricate process of reduction of
seclusion.

DISCUSSION

PBR aims at creating social impact by contributing to an
improvement of the ethical quality of healthcare practices.
It fosters moral reflection in practice and supports initia-
tives aimed to establish a culture in which core values are
actually endorsed. A PBR approach motivates stakeholders
in practice to reflect on their moral values and through dia-
logue come to a better understanding of what is at stake in
their work and to jointly develop new and more responsible
practices. In such participatory research processes, the role
of the ethicists is crucial, supporting reflection on the pre-
suppositions of the interventions and dialogue about the
results, either positive or negative.

Besides analytical and interpretive skills the engage-
ment with practices requires additional interpersonal
skills and an open attitude of the bioethics researcher, as
well as additional roles such as being a facilitator. As the
facilitator of dialogical processes, the bioethics researcher
needs to develop a multiple partiality; each stakeholder
group needs to be empathically understood.34 This multi-
ple partiality enables the facilitator to foster processes of
mutual understanding between stakeholder groups, mak-
ing explicit different perspectives to the various stake-
holders. The participatory bioethics researcher is keen
not to bring in ethical knowledge in an authoritative
manner, but prefers an interactive style. When stakehold-
ers tend to re-establish their own perspectives, the facili-
tator acts like a Socratic guide, questioning certainties
and taken-for-granted assumptions.35 At the same time
the facilitator will – when consensus is absent – help to
create awareness of differences in perspectives and foster
mutual understanding and agreement. As facilitator the
bioethics researcher is responsible for the relational qual-
ity of the dialogical process,36 but s/he will also keep an
eye on the meaningfulness of the dialogues. Substantial
knowledge is therefore required to be able to ask the

right questions, and to value the substantial quality of
the dialogical process.

Social impact is often defined in terms of what is
measurable and observable. This is a limited way to
understand and articulate the social impact of a partici-
patory research approach to bioethics that aims for
social transformation. The case study shows that next to
measurable outcomes, such as lower seclusion rates and
lengths of stay, and observable results, such as adherence
to interventions, reduction of coercion requires changes
in culture and value commitments. These cultural
changes in the values and norms cannot be easily meas-
ured, and require narrative and qualitative methods to
show social impact. As bioethicists engaged in PBR, we
contributed to the development of measuring instru-
ments and the implementation of interventions, but also
had a role in raising awareness of the importance of care
ethical values in improving practices concerning coercion
in general and seclusion in particular.

A participatory research approach not only acknowl-
edges that changes in practice require collaboration with
and among participants, it also is aware of the interpre-
tative nature of the notion of social impact itself. What
counts as practice improvement cannot be determined by
external normative criteria, it is dependent on the views
and experiences of those involved in that practice. This
does not mean that anything goes. If stakeholders have
different views, these should be made explicit and exam-
ined in dialogue. In this process, bioethicists engaged in
PBR play an important role by fostering critical reflec-
tion and deliberation on what counts as good care and
what can be considered as practice improvement.

Working from a PBR approach, we ourselves also
have normative presuppositions. We strongly believe in
the importance of reflection and dialogue. If participants
in practice are not immediately open to that, we will try
to change this, not by giving arguments, but by organiz-
ing meetings in such a way that participants get an equal
position and are invited to share experiences.37 By doing
this, we demonstrate our normative presuppositions in a
practical way. PBR values equality and inclusion, and as
such is related to human rights and other democratic
normative frameworks. Dialogue and the inclusion of as
many voices as possible is a way to counter power
asymmetries and epistemic injustice, and to build upon
the strengths of communities. PBR is aligned to other
approaches in bioethics research that include the voices
of the underrepresented in their process and analysis,
and emphasize the value of including patients and fami-
lies in the process.38 PBR also shares with other

34 T.A. Abma (2005) The practice and politics of responsive evaluation,
The American Journal of Evaluation, 27(1): 31–43; T.A. Abma, V. Baur,
B. Molewijk & G.A.M. Widdershoven (2010), Inter-ethics, Towards an
interactive and interdependent bioethics. Bioethics 24(5):242–55.
35 T.A. Schwandt, op. cit. note 11.
36 GAM Widdershoven and T.A. Abma. 2007. Hermeneutic ethics
between practice and theory, in R.E. Ashcroft, A. Dawson, H. Draper,
& J.R. McMillan, eds. Principles of Health Care Ethics. West Sussex:
Wiley: 215–222.

37 See note 1.
38 For example compare: H.I. Lipman, T. Powell, Process Matters:
Notes on Bioethics Consultation, AMA Journal of Ethics, available at:
http://journalofethics.ama-assn.org/2016/05/ecas2-1605.html).
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approaches in empirical bioethics the idea that ethical
notions in practice are relevant for bioethics research.39

While empirical bioethics researchers contextualize their
work and may also consult stakeholders, PBR is more
deeply democratic and participatory, because power and
control are shared throughout the whole research pro-
cess, including the formulation of research questions,
normative analyses, as well as recommendations and
actions.

We also have normative presuppositions related to the
research topic. Our involvement in psychiatry is moti-
vated by concerns for the well-being of patients, nurses
and psychiatrists. These concerns imply a critical attitude
towards coercion. PBR acknowledges the normativity of
the bioethics researcher. Yet, the bioethics researcher
should be prepared to be open to the perspectives of
other stakeholders, to listen to their concerns, and to
learn from and take part in the dialogue. PBR acknowl-
edges the existence of a variety of perspectives, which all
have a certain validity. In this sense, it is critical of abso-
lute normative claims. Yet, it also presupposes that per-
spectives are open and can change in dialogue.

PBR is suitable not only to implement moral interven-
tions in practice, but also to stir up a debate and realize
drastic, almost revolutionary changes. The case of the
reduction of coercion in psychiatry is an excellent exam-
ple of such a radical change. When we started to work in
this area, there was a handful of critical voices, among
them a patient advocate, some psychiatrists, and some
nurses. Over the years, the number of people committed
to change grew, and the view that seclusion as a particu-
lar form of coercion is a threat to care became wide-
spread. As such the case shows that PBR can have social
impact including a range of proximal, intermediate and
distal changes. The development of partnerships and
trustful relationships with stakeholders in psychiatry can
be considered a proximal outcome. Intermediate changes
include, for example, the changed power relations
between academics and psychiatric practices as well as
more horizontal relations within practices. Another more
intermediate change includes the development of a set of
interventions to reduce coercion and the implementation
of a registration system. More distal changes include the
development of a new negotiation (versus control) cul-
ture and reduction of the rate of seclusions. The case
also shows that what counts as impact cannot be stated

and planned at the beginning, but emerges in a non-
linear fashion over time in conversation with all
stakeholders.

We can imagine situations in which other types of par-
ticipation or engagement – such as public opinions and
debates – are equally or more effective in promoting posi-
tive change. And if a particular normative view is unpop-
ular and no one endorses it, bioethics researchers can
certainly try and push others to see it. Yet PBR acknowl-
edges that changing public opinion alone is not enough,
as new practices are needed, which can only be devel-
oped in a process of co-creation, involving all
participants.

CONCLUSION

Social impact becomes increasingly important in health-
care research. This trend also concerns bioethics. PBR
can provide means to involve stakeholders in the bio-
ethics research process, enlarging the relevance for and
the impact on practice. By engendering reflection and
dialogue in practice, participatory bioethics researchers
can help practitioners to find ways to deal with moral
issues and improve the quality of care. Our involvement
in the debate on coercion and seclusion in the Nether-
lands and in the practical initiatives to change practices
proved to be influential, not only by formulating quality
criteria, but also, and more importantly, by supporting
practitioners in keeping an eye on the ethical issues
involved and contributing to a change in culture. By fos-
tering reflection and dialogue, we contributed to the
insight that interventions are not merely technical instru-
ments, but require a moral attitude and the concern of
those who apply them. Thus, our approach provided
support in balancing power relationships, creating
mutual cooperation, and reducing coercion and seclu-
sion. In this process, what counts as social impact itself
was not given. Although it was helpful that the branch
organization formulated quantifiable goals, we made par-
ticipants aware that a change of practice implies more
than reducing the number of registered seclusions. In the
end, what counts as a better practice is to be determined
in dialogue among stakeholders in practice.
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