I.1.  The scientific-ethical foundations of participation
in bioethics, research and health care
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1. Participation in scientific enquiry:
buzzword or serious normative claim?

The language of participation—and related concepts like public or stakeholder engage-
ment—has been adopted by many different kinds of institutions, and increasingly, fund-
ing agencies and researchers use the language of participation in research calls and bids.
Even pharmaceutical companies have installed ‘patient engagement departments’. How-
ever, the concepts of participation continue to be misunderstood, and the pressure to
generate ever more participation in research projects has triggered blowback. One re-
cent example of this is the statement by the German Allianz der Wissenschaftsorganisatio-
nen (Alliance of Science Organisations), published on the website of the German Academy
of Science Leopoldina (Allianz der Wissenschaftsorganisationen, 2022). Their position
strikes a critical note: Participation “in research should [...] not be an end in itself but
should promise scientific and societal added value that justifies the necessary investment
of time and resources for both researchers and citizens” (Allianz der Wissenschaftsor-
ganisationen, 2022: 1). Participation is presented there as a tool in the service of scien-
tific and societal purposes. The position that participation is indeed an end in itself in
democratic societies is discounted. The statement criticizes, further, that participation
“should not be expected in the same way in all research fields and projects”, without in-
dicating who has ever expressed such an expectation or what exactly is meant by partic-
ipation in research (Allianz der Wissenschaftsorganisationen, 2022: 2). If—as we argue
later—it includes receiving information about science, then one can ask why the pub-
lic should not have the right to participate in a two-way exchange of information in and
out of science. Finally, the statement asserts that (too much) participation, if it limits
researchers’ intellectual freedom, can be contraproductive for research. This normative
claim is substantiated by reference to Article 5 of the German basic law, which protects
the freedom of scientific enquiry much in the same way that it protects individual speech.
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For this reason, the statement argues, researchers should have full control over whether
they want to elicit participation at all and, if they do, over how it is organized. In their
statement, the leading science academies in Germany support participation in research
only as a form of “science communication’, i.e., as a means of increasing citizens “trust
in scientific procedures and processes” (Allianz der Wissenschaftsorganisationen, 2022:
3). Public participation is accepted as a means for researchers to increase their influence
over the public, but not as a tool for the public to increase its influence over science. Given
the underlying implication of their message, the science academies should have laid out
their normative position more explicitly.

In the following, we would like to contribute to this debate by exploring the nature of
public participation in scientific enquiry. To us, insofar as research and science are em-
bedded in democratic societies and its practices, the general aim of public participation
is to allow the public generally and specific stakeholders especially to voice their interests
and concerns on any processes that matter to them. In a nutshell, the rallying cry of the
disability community, ‘nothing about us without us’, can and should be applied to other
areas of research. It remains to be clarified, however, what ‘about us’ and ‘with us’ mean
in specific situations.

The focus of our contribution will be on the broad field of health and life science re-
search including their transfer into health care applications. This includes ethical and
social reflections about these practices and their long-term implications. We start by
briefly reviewing the three historical origins of participation in the sciences of health and
technology. In the next step, we provide the ethical-normative foundation for justifying
participation in bioethics, health research and their related political contexts by briefly
reviewing four main normative rationales. Subsequently, we introduce four structural
elements of participation—access, exchange, evaluation and implementation—as part
of our own conceptual framework of participation in science. In the conclusion, we dis-
cuss challenges to the implementation of participation in health research, bioethics and
health policy with a focus on a culture we call ‘expertocracy’, proposing countermeasures.

2. Historical origins of participation in health research, technology
assessment and bioethics

We have identified three historical origins of participation in the field of health and
techno science research. Because each root has been developed and continues to be
further specialized in separate domains, they each represent a specific convergence of
schools of thought, theories and practices. Here we focus on what these origins have in
common but with the intention to increase awareness among scholars of how different
origins impact specialization or applications. In the future, fostering cross-fertilization
between the domains encompassed by these origins can be beneficial methodologically
and conceptually.

Participation in scientific research emerged as an issue in the 1960s. It originated
in social movements aiming to empower minorities. So-called ‘action research’ aimed
to make the goals of research projects directly relevant to those affected. It pursued not
only the inclusion and empowerment of marginalized groups, but also the improvement
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of research quality. A popular model of participatory research is the ladder of participa-
tion developed by Sherry Arnstein (1969), in which citizens are in full control at the top
of the ladder and in which passive involvement (such as undergoing therapy) represents
the bottom-most ‘non-participatory’ step. The underlying moral claim is that the plu-
rality of voices of those affected should be considered and that they should in turn also
affect research that concerns itself with them. An inspiring example is the International
Collaboration for Participatory Health Research ICPHR), which unites researchers who wish
to strengthen the role of participatory methods in intervention designs and in decision-
making on health issues and who promote cooperation in the interest of stakeholders
(ICPHR, 2013; Bir et al., 2021).

A second origin of participation can be found in participatory technology assess-
ment. Technology assessment was established in the late 1970s in the USA. The Office of
Technology Assessment (OTA) was founded in 1972 (but closed in 1995), followed by sim-
ilar institutions in Germany (1990: Office of Technology Assessment at the German Par-
liament, and the Akademie fiir Technikfolgenabschitzung in Baden-Wiirttemberg, closed in
2003). Subsequently, participatory approaches have entered this field gradually, in part
introduced by social science scholars and philosophers (e.g., Durant, 1999; Skorupinski
& Ott, 2000; Koberle et al., 1997) as a means to address public critique of technology de-
velopment and mediate socio-political conflicts related to new technologies, e.g., the in-
troduction of genetically modified plants. In addition to the participatory approach in
technology assessment (as part of policy making), practice-oriented technology devel-
opers also started to consider participatory approaches. One excellent example is the
Value Sensitive Design approach, developed by Batya Friedman and Peter Kahn begin-
ning in the 1980s within the research field of human-computer interaction (Friedman,
1996; Friedman et al., 2002). Value Sensitive Design is an approach to the design of tech-
nologies and their applications in which human values are accounted for throughout the
development process. This takes place on the level of abstract, universally-held values
such asjustice and privacy. It takes place also in technology applications when directly af-
fected stakeholders specify and contextualize values (Friedman et al., 2002). Underlying
Value Sensitive Design specifically, and participatory technology assessment in general,
is the aim to counterbalance disparities in discursive power that arise when one group
alone has the power and resources to develop technologies and shape them according to
their own values whilst affected stakeholders, who are not included in the design pro-
cess, must accept the impact of these value choices without the possibility of influencing
them.

Participatory and empirical bioethics constitutes a third ideation source of partic-
ipation for our respective fields of interest. Initially, empirical bioethics arose from a
critique of conventional, analytical bioethics rooted in philosophical-theoretical analy-
sis. Notably, empirical bioethics is not identical to participatory approaches in bioethics
but made way for such approaches by reflecting on the meta-ethical role of empirical
assumptions, e.g., regarding social acceptance of proposed solutions. Furthermore, the
integration of qualitative social science methods and deliberative approaches stirred
up debates on participation. Yet, even before the advent of this more academic ap-
proach, bioethicists had already observed a first-wave grass roots movement in the
1980s (Jennings, 1988). The problem with conventional bioethics is that it has no means
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of considering the lived experience of stakeholders (Hedgecoe, 2004). Thus, the aim of
empirical bioethics is to seek answers to questions of bioethical importance by using
methods of shared ethical reflection for including the voices of those affected. Empir-
ical bioethics—via questionnaires, interview studies, stakeholder conferences or other
instruments—registers the voices of stakeholders in one way or another. As such, it
aims to give voice to underrepresented groups in society as well as to bring together
different voices and value perspectives in a dialogue (Schicktanz et al., 2012). One promi-
nent, ambitious example of such a method is the consensus conference with citizens or
stakeholders.! This is an empirical-ethical discourse procedure that has been conducted
mainly in the political context of bioethical debates, e.g., in Denmark, Switzerland,
the UK, Canada and Germany. Stakeholder conferences enable collective decision-
making among actors who have an interest or stake in a common (substantive) topic
(‘stakeholders’) and help to ensure that current developments regarding this topic are
ethically evaluated through knowledge exchange. At the same time, they thus promote
collective participation in health policy decisions. Organizing such events as a means of
deliberative ethics and integrating the results in a broader reflection on ethical issues is
an example of how empirical-participatory bioethics can be made part of professional,
public and political deliberation (Schicktanz & Schweda, 2016).

3. The normative foundation of participation

These three different origins of participation highlight the value of participation: it al-
lows minorities, unheard stakeholders or non-experts to be heard, power imbalances
to be rectified and different, potentially conflicting voices to be brought into a dialogue
with each other. In our view, the normative foundations of participation in bioethics and
health research rest on the following four rationales. Each sets forth a sufficient condi-
tion in itself for requiring participation. We present these reasons succinctly here, as they
have been extensively defended elsewhere. As normative foundations they are formu-
lated as ideals. In concrete situations, pragmatic adaptations might be justified. How-
ever, such adaptions and other limitations should be separately justified and not consid-
ered to be an inherent part of the ideal.

First, we appreciate the core of democratic societies, in which a pluralism of value-perspec-
tives is foundational, accompanied by a tolerance of different value-perspectives (Welzel
& Inglehart, 2008). As research is funded by public money and the results of science af-
fect the public, it is important to broaden the scope of those involved in decision-mak-
ing about what scientific questions are scientifically investigated. Participation in re-
search is thus normatively grounded in the democratic underpinnings of society and
how these structures support and finance research. The second reason is what we call

1 Examples from the German context are the German Stakeholder Conference on Conflicts in Predic-
tive Dementia Diagnostics that took place in 2018 (https://praediadem.de/projektbeschreibung/ [ac-
cesses: 13.06.2023]) or in 2002 the German-wide citizen conference on genetic diagnostics (Schick-
tanz & Naumann, 2003).
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collective autonomy and mutual acceptability. As a collective, a society (or a social group) de-
liberatively reflects on ethical issues to agree on a problem description and to jointly
identify a solution that is acceptable to all those affected by the decision within the dis-
course. This collective deliberation allows for cognitive, emotional and societal changes
in perspective not possible for individuals (Habermas, 1996). Based on discourse-ethics
methods, a public discourse within democratic societies should aim, first, at exploring
the limits of individual rights, correcting social injustices and inequality, as well as dis-
closing value conflicts (Renn, 1999) and, second, establishing congruence between the
decision-makers and those affected by a decision (Habermas, 1996). Here, the empha-
sis is on the importance of the discovery of new ‘value consensuses’ and ‘common-sense’
beliefs to steer away from extreme pluralism (Foltz, 1999; Schicktanz, 2009). From this
follows that participation can be shaped according to discourse and deliberative ethics
methods, which rely on the ideal of a reasonable agreement (whether this is an ideal or
feasibly achievable must be left open here). The third reason stems from insights of so-
cial epistemology and highlights the importance of the various stakeholder-perspectives
based on the situated knowledge-approach (Haraway, 1988) and to overcome epistemic
injustice (Fricker, 2007). Both are relevant for understanding value-conflicts related to
health issues or bio-entities (see Schweda & Schicktanz, 2014 for an extensive argument).
Again, we emphasize that under this epistemic perspective, ‘expert-knowledge’ cannot
be seen as privileged knowledge, as stakeholder-knowledge is prima facie just as valu-
able. From this we provocatively conclude that expert discourse, even if relying on exper-
iments producing empirical data, is limited as long as the situated knowledge of stake-
holders is not accessed and incorporated. The final argument refers to social-political prag-
matism. It argues, in essence, that societal acceptance of new developments, including
technologies, is higher if stakeholders have been heard and have been able to participate
(Marres, 2007). Formal structures themselves are empty without content, content comes
from value perspectives within society (Dewey, 1988; see also Brown, 2015). Pragmatically
speaking, stakeholder involvement is necessary to solve (value) conflicts.

If these normative rationales for participation are taken seriously, it yields implica-
tions for how the current research landscape in health research and bioethics should be
structured. Some might call these idealistic. Yet, as new areas in health care—such as
digitalization, Al, resource allocation, genetics, assisted suicide—are not conflict-free
and value controversies persist, we see, for the four rationales stated above, a need to
further professionalize participatory structures in these domains.

4. A novel, non-hierarchical conceptualization of participation
in bioethics and health research

In section 5, we present some directions on how the aforementioned professionalization
may look like. Before we do so, however, we'd like to develop a more transparent pic-
ture of what qualifies as participation in health research and bioethics. To do so, we first
provide four structural elements of participation and explicate their normative-ethical
dimensions. By introducing these structural elements of participation, we go a first step
away from the hierarchical models of participation, based on where the decision power
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among the stakeholders islocated, as we find these to narrow and hierarchical to capture
the broad range of what participation can be. We subsequently introduce an alternative,
non-hierarchical model of what participation in bioethics and health research amounts
to. Our model conceives of participation not as “decision making moments” but rather
as something that is given shape in a process. The structural elements of participation,
which we introduce immediately below, define participatory processes, and in explicat-
ing their normative-ethical dimensions, we propose criteria for the successful engage-
ment with und evaluation of participation as process.

The discussion of the origins of participation, presented in section 2, showed that
participation in research aims to give a voice to marginalized or underrepresented
groups in society for the purpose of counteracting power imbalances and for bringing
conflicting standpoints into an exchange with each other. All three origins aim, in one
form or another, to counteract power imbalances that arise when one group has access
to resources to develop research projects and new technologies whilst another group,
despite being impacted by the research or technology, does not. As described in sec-
tion 3, there are four normative rationales for why the participation advocated for by
these three origins is of such importance, especially in democratic societies. We now
aim to develop a picture of what the ideal of participation implies by explicating the
normative-ethical dimensions of its four structural elements. Central to the normative-
ethical dimensions are considerations concerning what participation ‘on equal footing
implies. It is important to emphasize ‘equal footing, i.e., the idea that participation
itself should be implemented in such a way that all stakeholders are heard on matters
affecting them—not only those that hold the power because of their access to resources.
This follows from the two preceding sections.

a) The first structural element of participation is access. In order for stakeholders to be
able to voice their concerns and their value perspectives regarding a research project
or a bioethical topic, they need to be provided with access to the project (design) or
topic. We argue that one good way to provide such access is through discourse and de-
liberative ethical, participatory methods in which knowledge is shared and resources
provided. Considering the multiplicity of stakeholders that can be affected by re-
search, access needs to be provided in a fair and inclusive way and, where possible,
they should receive compensation for their time and energy.

b) The second structural element of participation is exchange. Access to participation,
and thus voicing one’s concerns and interests, is only a good if the actual exchange is
free of power imbalances, if its outcome is not predetermined and if it intends to use
different forms of experience to produce knowledge holistically. Our emphasis on the
importance of bringing the different forms of experience and value-perspectives into
a coherent whole stems from the idea that in democratic societies congruence be-
tween the various, impacted stakeholders should be established before a decision is
made. If the conclusion is reached that views are so divergent that stakeholders must
‘agree to disagree, then neither party should be in a position to determine the path
forward solely by themselves—this would imply a power imbalance in the structure
of the exchange. The process of shared knowledge production, including its outcome,
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should be deliberative and retrospectively comprehensible for all involved stakehold-
ers.

¢) The third structural element of participation is therefore evaluation of the outcome
regarding its comprehensibility. In terms of discourse ethics, the results should be
reasonable for all stakeholders and checks and balances should be built into partici-
patory processes to evaluate this. We call this thus evaluation as it ultimately contains
evaluative statements regarding the process and/or the content. If it turns out in the
evaluation that the process or its outcome are not comprehensible for all involved
stakeholders, the stakeholders should restart the exchange.

d) The last structural element of participation is implementation. The output of the par-
ticipative process should be effective, i.e., should effect actual change in the lived ex-
perience of stakeholder groups. Envisaged and actual change should be made trans-
parent, as not all members of each stakeholder group will have been represented in
the participatory process, and a reflexive-repetitive process needs to occur because
the way in which new experiences spur change cannot be predicted beforehand (see,
e.g., the debate on transformative experiences [Paul, 2014]). This may give rise to the
need to further discuss the impact of change after the initial participatory process.

To apply these four normative structural elements to participation in health research
and bioethics, we need to consider the different levels on which participation can take
place. Most models of participation are based on Arnstein (1969). One prominent Ger-
man example is the stage model of participation by Wright et al. (2010). In their state
model of participation, Wright et al. seem to assume that current research always goes
beyond the stage of ‘non-participatior’. It is assumed that participant consent is always
obtained based on sufficient information regarding the study or the aims of a treatment.
However, we see a serious problem with trivializing the normative claim underlying this
stage—participants’ right to self-determination. First, informed consent—as captured
in codices such as the Declaration of Helsinki (World Medical Association, 2013)—was a
right established only after many a hard fight (Moulin, 1998). Second, this right is cur-
rently being challenged by the practical implications of ‘broad consent’. Broad consent is
now advocated by many scientists, ethicists and health politicians as a way to allow the
use of study data beyond the express purposes communicated to participants (Karlsen
et al., 2011). While pragmatic reasons for broad or open consent are strong (and here is
not the place to weigh all the pros and cons), we need to point out that from a partici-
patory perspective this new ethical-legal practice is a slippery slope, risking a significant
weakening of participation and research ethics standards like those of the Declaration
of Helsinki. Against these considerations, we delineate our own concept of participa-
tion along two axes that reflect the two most important dimensions of participation. The
four normative reasons that ground the need for participation in health research and
bioethics have normative-ethical implications. Central to these is that stakeholders must
be involved in the research process or bioethical discourse.

We distinguish between two ways stakeholders can be engaged in a participatory way
(passive vs. active) and two modes of participation (epistemic v. normative). Before ex-
plaining below how two axes are constituted by these four dimensions of participation,
let us shortly explicate each aspect. By epistemic, we refer to the aspect of knowledge-
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generation in either research or bioethical discourses. By normative (in the context of
participation), we refer to contributing to the value-dimensions that are involved in re-
search (see, e.g., Hempel, 2015) and, more on the surface, bioethical discourse. By being
passive, we mean that the stakeholder (group) is not involved in the decision-making
(normative) or the knowledge-generation (epistemic) process. Thus, to be active, is to ei-
ther actively contribute to the epistemic or normative aspect of the research process or
bioethical discourse. Passive and active engagement and epistemic and normative par-
ticipation constitute the two axes along which the four dimensions of participation are
arrayed (Table 1). It is important to point out that although the four dimensions are con-
ceptually clearly distinguishable, in practice they are not necessarily so. Many partici-
patory methods are hybrids. Similarly, within a research project or bioethical discourse,
which are stretched over time, different dimensions are appropriate at different times.

Table 1: The four dimensions of participation

Passive Active
Epistemic Receiving information Being given space
Normative Being heard Shaping value dimensions, including
user-controlled research

The four dimensions of participation have, partially, different implications for health
research and bioethics. The first dimension, ‘receiving informatior’, is the baseline dimen-
sion of participation, as just pointed out for the stage model of participation by Wright et
al. (2010) This stage starts from the insight that there will always be someone who initi-
ates the process. However, stakeholders should at least be enabled to be self-determined
decision-makers by receiving transparent information about decision-making within
the processes that affect them as well as receiving information on the basis of which
they can decide to participate or not and, if so, in what form. In bioethics and health
politics, this means sharing information on decision making with a broad public or or-
ganizing an information event. In research, the well-known informed consent based on
study leaflets is the prime example of this stage. Here it might be helpful to point out
that whereas signing an informed consent form is clearly ‘being active), if stakeholders
are involved only as study participants, they are not involved in the design of the study
about which they are being passively informed. The second dimension, ‘being given space’,
means that stakeholders are enabled to actively contribute to the epistemic dimensions
of the subject matter by giving the space to express their perspective. In health research,
we include many of the traditional qualitative methods, such as a focus group or inter-
view study. In such cases, researchers let the epistemic framework they use be informed
not only by scientific knowledge, but also by the lived experience of stakeholders that
is captured by the study. In bioethics and health politics, a public hearing on a matter
that is of concern for a specific group in society, or the public, illustrates this—for ex-
ample, a public hearing on the European Health Data Space. If only the first dimension
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of participation is included within a research project or bioethical discourse, the epis-
temic viewpoint of the stakeholders on the subject matter of the study is of secondary or
no importance. Compared to this, if the second dimension of participation is included
(as well), the researcher or policymaker actively pursues the epistemic view of the stake-
holders on the subject matter and aims to bring this viewpoint into the discourse with
the intent to do so without interference of their own epistemological viewpoint on the
subject matter. Whereas on the epistemic axis of participation the stakeholders are ei-
ther informed about how knowledge production takes place or involved in knowledge
production on the subject matter, on the axis of normative participation the stakehold-
ers are involved in how knowledge production itself is shaped, i.e, they are involved in
decision-making processes. This means that they are involved in what we call the nor-
mative aspect of knowledge production. On the third dimension of participation — ‘be-
ing heard’ — stakeholders are heard, but do not fully share responsibility (nor power) in
decision-making processes. An example for both the bioethics/health politics as well as
the research domain are non-binding advisory committees. An example from Germany
is that patient representatives in the Joint Federal Committee—the highest decision-
making body of the joint self-government of physicians, dentists, hospitals and health
insurance funds in Germany—may speak to matters of health policy, but their recom-
mendations are not binding and they have no vote. An example from research practice is
the stakeholder advisory committees that often accompany research projects. Although
stakeholders’ perspective on the normative dimensions of the knowledge-production is
sought, this is done with the intent to filter their value perspectives through the norma-
tive states of the researchers or policymakers themselves. Therefore, we conceptualize
this third dimension as the stakeholders being passive, as they do not themselves directly
contribute to shaping the normative dimensions of how knowledge production regard-
ing the subject matter takes place. Dimension 4, ‘shaping value dimensions’, goes beyond
the hearing of stakeholders on normative issues and allows them to share in the decision-
making processes that constitute the normative issues themselves. Common methods
in research are co-research projects in which shared decision-making and joint learning
processes are central (Bir et al., 2021). In bioethics we could think of stakeholder confer-
ences that go in the direction of such shared decision-making processes (e.g., Schicktanz
& Naumann, 2003). Although the output of such conferences are normally non-binding
for policy-makers in representative democracies, they do provide concrete suggestions
for political decision-making processes and are currently still the ‘next best thing within
bioethical discourses. An open issue to be discussed more intensively is why many coun-
tries do not yet legally require such stakeholder involvement in health care research and
related topics (e.g., asitis in Germany the case in environmental and urban planning pol-
icy decisions). A special form of this last stage is when stakeholders themselves take the
initiative for shaping the normative dimensions of a given subject. Some citizen science
projects” are like this, as are patient registries developed and maintained by patient or-

2 Unfortunately, some projects that are labeled as citizen science do not go beyond stage 2, as the
projects themselves are designed by academic scientist and citizens ‘just’ execute the project or
‘merely’ gather data without being involved in the normative dimensions that are addressed by
the project.
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ganizations—see, for example, Mukoviszidose e. V. and PRO RETINA Deutschland e. V.
Another prime example in the domain of bioethics is the ‘1000 question’ campaign of
Germany’s biggest funding agency Aktion Mensch (Aktion Mensch, n.b.; see Schicktanz &
Schweda (2016) or Schicktanz et al. (2012) for a short description — the website http://ww
w.1000fragen.de has been taken offline). The campaign aimed to gather those bioethical
questions that the general society (that is, those people who participated in the process)
experiences as urgent and to present these questions to political and scientific actors. In
this way, Aktion Mensch initiated a democratic, normative process of opinion formation
with the aim to influence processes of legislation on bioethical issues, but in the end, the
many questions raised were very general and often reprised a problem statement rather
than providing normative orientation. However, its success in generating participation
presumably impacted some of the following German debates on genetic testing, end-of-
life issues, and health-care justice in the endeavour to achieve a more inclusionary per-
spective for people with disabilities.

5. Conclusion: On the challenges for participatory processes
and potential solutions

To reprise our introductory remarks, a culture of closed-door committees, expert ad-
visory boards and the academic-oriented focus on ‘freedom of research serve as an
excuse to limit participation. The influence of expertocracy in these forms can be re-
duced by placing greater value on the forms of expertise that people with different
backgrounds bring to research and bioethics. This would mean countering the com-
monly accepted, science-dominated hierarchy of sources of knowledge (Houwaart et
al., 2021). Knowledge acquired through scientifically accepted methods often occupies a
dominant position over knowledge acquired through other means such as experience.
This can marginalize the contribution of non-academic stakeholders to processes that
affect their personal experience, despite their being experts in matters of their own
experience based on their personal sources of knowledge. Making the shift away from
expertocracy does not automatically mean democratizing or politicizing science via
participation. Instead, participation should be understood as a procedure to improve
epistemic and/or moral insights where relevant—and experts need to acknowledge that
they cannot define the ‘relevant’ without stakeholder-involvement. A culture change
must thus occur in which ‘being an expert’ is not defined by the standards of science and
academics alone. An open dialogue with no predetermined outcome on how scientific
knowledge impacts political decision-making, daily life and future generations in the
areas of health care can and should be enabled.

Unfortunately, health policy and research design in the life sciences still in most cases
proceed without the involvement of stakeholders, including those immediately impacted
by the decisions—despite this being discussed for over 10 years (see, e.g., Schicktanz et
al., 2012). If participation takes place, it is often limited to a micro-setting, depending for
example on research teams nudging their projects toward greater participation despite
the absence of supporting infrastructure. Such research infrastructure—structural sup-
port or policy mandates—is lacking in most of Europe. Exceptions can be found in the
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UK, Switzerland and Denmark. In the politics of bioethics and health, many decision-
making processes take place within the expertocracy, as critics of the handling of the
COVID-19 pandemic emphasized (see, e.g., Blasimme & Vayena, 2020; an exception to
this is described by Mouter et al., 2021). A German example of expertocracy is the above-
mentioned Joint Federal Committee that decides which medical treatments or diagnostics
are eligible for funding in the public health insurance system, exerting tremendous im-
pact on individual health care. Patient representatives on this board are non-voting with
a passive right to be heard, which institutionalizes a power imbalance. Contextual aware-
ness of the practice of decision-making within this committee shows that the parties
with voting power, such as the health insurance funds and hospitals, hire full-time em-
ployees to do committee work while patient representatives do their committee work
with little or no pay. We propose that such power imbalances can be counteracted by rais-
ing awareness of group interests in two ways. First, where representation on committees
or on research project advisory boards is already in place, stakeholders can be further
empowered by granting them voting powers more similar to those held by experts and
scientists and by compensating them appropriately for their work. Second, stakeholder
representation can be established in new areas, for example, by allowing citizen commit-
tees to advise expert committees regarding biopolitical questions.

The current practice of participation within German research also reveals deficien-
cies regarding the structural setting in which participation takes place. Such deficien-
cies are exacerbated by existing imbalances in research infrastructures (Arnold et al.,
2022). Expert knowledge is often perceived as the dominant form of knowledge in po-
litical and scientific discourses. This accords with the value judgment of scientists that
knowledge obtained through scientific methods is of a higher rank than knowledge ob-
tained through experience, as the latter is seen as disorganized, the former as system-
atized knowledge (for a critical reconstruction, see Fricker (2007) on epistemic injustice
and Schicktanz (2009) on ‘being affected’). Already the application process for research
grants requires specific skills, knowledge and language, giving academic institutions an
advantage, independent of the content or innovativeness of an approach. This and other
structural challenges in the practices of participation can lead to two serious problems,
namely, tokenism and ‘participatory misconceptions’. Tokenism refers to the inclusion of
stakeholder representatives without giving them any real power, e.g., by having a patient
‘advisory’ board that is merely informed of the project’s progress and has no consulta-
tive or decision-making function (Cornwall, 2008). Participatory misconception refers
to the use of “public engagement rhetoric without actually empowering patients as gen-
uine partners in research” (Beier et al., 2019). Therefore, we support establishing minimal
criteria, aslaid out here, for what we as a scientific community want to accept as genuine
participation as opposed to tokenism and lip service. We see this as necessary for self-
regulating scientific communities and care settings in which participatory research can
include target groups fairly ICPHR, 2013) and which successfully promote social change
and equal health opportunities (Allweiss et al., 2020).

Another additional risk of the expertocracy is its impact on research methods. Spe-
cialization encourages researchers to apply the same or similar methodologies within the
different projects they conduct over their careers. However, organizing the participation
of a heterogenous, diverse population requires heterogenous methodologies (for an ap-
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plication of this argument to health science communication, see Kreps [2011]). Increased
exchange across the fields of health research, bioethics and technology assessment can
activate different competencies and in this way help broaden methodological skills and
strengthen normative reflection. Even more directly, dialogical exchange between (qual-
itative) bioethics and participatory health care approaches (see, e.g., the recent model
by Wahl et al. [2022]) and methods (e.g., stakeholder conferences) would also improve
participatory research and move participation out of its role as ‘science communicatiorn'.
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van Gils-Schmidt & Schicktanz: I.1. The scientific-ethical foundations of participation in bioethics

claration-of-helsinki-ethical-principles-for-medical-research-involving-human-su
bjects/

Wright, M. T., Block, M., von Unger, H., & Kilian, H. (2010). Partizipative Qualititsent-
wicklung - eine Begriffsbestimmung. In M. T. Wright (Ed.), Partizipative Qualitits-
entwicklung in der Gesundheitsforderung und Pravention (pp. 13—34). Hans Huber.
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