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Introduction
Medical research has undergone significant changes in 
the last decades. Biobanking is on the rise. New tools for 
data processing, among them developments in Machine 
Learning, are widely available. Health data is being dig-
itized not primarily for research purposes, but first and 
foremost to facilitate access and improve treatment. 
Medical research based on large data sets appears to 
many to hold an immense potential for significant prog-
ress in health care.

Informed consent has been set down as a core ethical 
requirement for medical research in the Declaration of 
Helsinki and the Nuremberg Code but was traditionally 
understood to apply to research with direct involvement 
of patients (Capron, 2018). As research without direct 
involvement of patients—based solely on collected data 
or biospecimen—becomes more relevant and prevalent, 
another set of normative requirements, also operating 
under the name of consent, comes into play: Gefenas 
et al. have employed the terms of ‘interventional con-
sent’ and ‘informational consent’ to mark this differ-
ence. Informational consent, governed in the European 
Union today mainly under the General Data Protection 
Regulation (GDPR) sets the legal standards for process-
ing personal data (Gefenas et al., 2021).

Informed consent to medical research is commonly 
understood to fall under both sets of norms. Considering 
that for large-scale studies obtaining individual consent 
from all persons whose data or samples are used is sig-
nificantly burdensome, models of broader consent have 
been suggested as appropriate for such contexts where no 
forms of physical or other direct interventions are part 
of the study. The standard of study-specific consent is 
often considered appropriate for interventional studies, 
while pointing out that not all research studies involving 
human subjects are interventional and highlighting that 

the risks of purely biospecimen or data-based research 
are significantly less—or at least different (Chadwick 
and Berg, 2001; Hansson et al., 2006; Kasperbauer et al., 
2018; Mikkelsen et al., 2019).

In the debate about appropriate consent for biobank 
and health data research, solidarity has been referenced 
to argue against too strict demands of informed consent. 
It is either taken as a basis to argue for broad consent 
(Prainsack and Buyx, 2017) or even to deny the need 
for consent (Chadwick and Berg, 2001; Harmon and 
Mcmahon, 2014). But the claim that it gives us reason 
to weaken demands of consent has also been contested 
(Neuhaus, 2020).

A recent empirical study on the preferences of can-
cer patients in Germany regarding the use of their 
clinical data shows that a vast majority of participants 
is willing to support research as long as high-security 
standards are assured and some other requirements are 
met (Köngeter et al., 2022). Regarding suggested models 
of consent, both broad consent as well as data use by 
default with an option to opt-out reached higher lev-
els of acceptance than specific consent (Köngeter et al., 
2022). Tiered consent was not considered in the study. 
The authors point out that cancer patients might be 
more willing to support research than other patients in 
Germany, and from an ethical perspective such a spe-
cific group preference cannot be the single guideline for 
governance decisions—but the results certainly support 
the idea that study-specific consent today does not have 
to be regarded as the only option to design consent for 
research.

Aims of the Paper

In this paper, I will introduce three concepts of solidarity 
that share some core aspects but differ in regard to the 
normative claims they make: Solidarity will be consid-
ered as a concept describing individual motivation, as 
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a concept of a social practice of axiological normativity, 
as well as a concept of morally required mutual support. 
I will show how each of these concepts can have a dif-
ferent kind of impact and lead to different conclusions 
if we refer to it in the context of debates about consent 
models.

The first concept highlights that individuals have 
other-related interests and wish to support people they 
stand in solidarity with as a descriptive fact. In the con-
text of a debate on consent, it can primarily inform us 
about actual or potential interests of those participants 
consent models are meant to protect and might be use-
ful to argue for consent models that offer flexibility to 
those consenting.

The second concept assumes that many, but not all 
practices of solidarity must be considered valuable 
and thus have normative impact in such a debate. It 
has been referenced to argue for broad consent—and I 
intend to show that it is better suited to defend a form of  
limited-tiered consent: If the aim is to allow participants 
to give maximum support to research based on their 
motivations of solidarity, we should allow for differing 
solidarities to be expressed but limit those forms of soli-
darity that might further existing injustices.

The third concept of solidarity as a moral duty must 
be considered as the most powerful in the context of 
applied ethical debate and appears best suited to argue 
for broad consent. It might even be considered an appro-
priate basis to argue for the permissibility of health data 
research without consent. As it is tied to justice, how-
ever, it also raises questions on what exactly has to be 
regarded as just in the context of medical research.

Models of Consent

Let us assume that a patient who has long been suffering 
from a rare disease is admitted to a clinic and discovered 
to have cancer. The clinic is currently running two stud-
ies, A and B, where A is a study related to cancer and B is 
related to the patient’s rare disease. In the course of the 
next 5 years, two more studies will be started, C and D, 
one again related to cancer and one to the rare disease. 
All studies are purely data-based and do not require any 
direct involvement of the patient.

If the clinic were to use specific consent, the patient 
would now be informed about studies A and B and be 
asked to consent. Separate procedures of disclosing 
information and requesting consent for studies C and D 
would be required in the future.

In the case of broad consent, the patient would be 
informed about the guidelines of clinical research in 

general, possibly with some brief information about 
ongoing studies, including A and B, and would either 
consent to all studies (including C and D even though 
they are not yet foreseen) or to none at all.

Tiered consent has been suggested as a flexible com-
promise between study-specific and broad consent 
(Bunnik et al., 2013). In our example, the patient could 
choose to select only specific studies (A and B) or to give 
broad consent (covering A, B, C and D). In addition, 
she would have the option to give consent only to all  
cancer-related studies (A and C) or to those studies 
related to her rare disease (B and D). For a detailed 
discussion of these models and their advantages and 
disadvantages from an ethical point of view see Wiertz 
and Boldt (2022).

A separate issue discussed in the literature refers 
to the option of digitizing consent processes so that 
the individual consent profile of a person can be saved 
and changed over an online platform (Ploug and 
Holm, 2015; Budin-Ljøsne et al., 2017). Online access 
to such a tool is meant to improve accessibility and 
transparency for patients, while the underlying digi-
tal consent management can be considered a neces-
sity for responsibly managing any system of consent 
that goes beyond agreement to specific studies (Wiertz 
and Boldt, 2023). Concerns regarding the danger of 
deepening the already existing digital divide and how 
to best mitigate them have been discussed (Prictor et 
al., 2018).

Whether the implementation is digital or not does 
not affect the scope of the consent given. In principle, 
specific consent as well as tiered or broad consent can be 
implemented as paper forms or as a digital infrastruc-
ture. As questions of solidarity generally relate to the 
scope of the consent and not the form of its implementa-
tion, this aspect of the debate will be ignored here, even 
though some connections to considerations of accessi-
bility and effort could be drawn.

Concepts of Solidarity
Solidarity has been discussed in a diversity of fields and 
contexts. While the term originates in Roman law, its 
understanding today is deeply tied to its use in the con-
text of the French Revolution as well as the international 
labour movement (Laitinen and Pessi, 2015; Schmale, 
2017; Bude, 2019). Today it is prevalent in social the-
ory in discussions of group identity, in political activ-
ism as a call for action, and has been employed in a 
number of different functions in medical contexts, not 
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last to describe European systems of health insurance 
(Prainsack and Buyx, 2016).

Solidarity is related to human actions of support (as a 
motivation or as a practice in which individual acts are 
embedded) based on an assumption of some relevant 
similarity and as part of some system that involves a 
degree of indirect reciprocity. While the term is some-
times employed to describe institutionalized and legally 
regulated practices (like health insurance systems) this 
seems to be best regarded as a derivative use of the 
term.1

Solidarity can always be understood as normative 
in so far as actions of solidarity are dictated by social 
norms and directed at the realization of some good. In 
ethical debates, however, it is important to differentiate 
between concepts of solidarity that come with a norma-
tive claim (usually the claim that people should perform 
solidary action) and those without such a claim. In the 
latter case, the concept is aimed at describing a phenom-
enon without attaching any judgement on whether it 
describes good or bad action—on whether one should 
or should not act out of solidarity.

Whether or not a concept of solidarity encompasses 
such a claim is highly relevant for its scope: Many 
actions or practices that appear as solidary on a descrip-
tive level have been shown to be exclusionary and to the 
detriment of those not belonging to the relevant group 
(Kaphegyi et al., 2022). I will refer to this as the dark side 
of solidarity. The problem is this: Solidarity is a group 
phenomenon, and thus creates an in-group and out-
group dynamic, a differentiation between those who are 
part of the practice and those who are not. Traditionally, 
solidarity between white men has been strong to the 
detriment of women and people of colour. Today, this is 
a kind of solidarity we do not want to foster. Similarly, 
we do not deem furthering the solidarity among doctors 
against the interests of patients valuable. Nor should a lib-
eral democratic society devoted to non-discrimination  
support solidarity among defenders of heteronormativ-
ity against members of LGBTQ+ communities.

Many conceptions of solidarity that have been sug-
gested are not clear on where they stand in regard to 
the normative claim of the concept. The following dis-
cussion focuses on positions that do take a stance in 
this context and assumes that any concept of solidarity 
should be explicit in this regard—particularly if it is to 
be employed in an applied ethical debate.

The first concept I will consider here is one that takes 
a predominantly descriptive approach and asks what 
conclusions we can derive from the insight that people 
do, in fact, act and wish to act out of solidarity.

The second and third concepts both lean towards the 
normative approach and claim that there is a certain 
value to be found in practices of solidarity which gives 
us reason to encourage solidary practices. For the sec-
ond concept, this claim is weakened by the acceptance 
that not all practices of solidarity must be considered 
valuable as some of them might aim at the realization of 
goods for those participating to the detriment of others 
who are excluded.

The third approach conceptualizes solidarity as ethi-
cally valuable and closely tied to considerations of jus-
tice. It is thus much more straightforward in allowing 
us to draw normative conclusions with the disadvan-
tage of making it harder to determine whether a prac-
tice should be considered solidary or not—it needs to 
be proven to further (or at least not hinder) justice, 
first.

A Descriptive Concept of Solidarity

The first concept of solidarity can be expressed like this: 
Persons are sometimes, through recognition of some 
commonality with others, motivated to act in the inter-
est of another person. Solidary action exists in a group 
that identifies over some shared attribute (real or imag-
ined) and is perceived as reciprocal. Bonds of solidarity 
can exist in smaller or larger groups and be oriented to 
different goals and values. Within the group, solidarity 
creates rights and obligations for its members (Tranow, 
2012; Lahusen, 2020). In this sense, white men giving 
preference to other white men of comparable social 
standing in hiring procedures can be understood as an 
expression of solidarity.

Is such a concept even of interest for an ethical debate 
if it includes no claim regarding how the world should 
be? Hummel and Braun (2020), while discussing a more 
demanding concept of solidarity, point out that some 
conclusions can be drawn based on nothing more than 
the observation that some actions can appropriately be 
described as solidary:

We do not claim that individual attitudes cohere 
with pictures of solidarity and gift-giving in the 
sense outlined above uniformly, consistently, and 
with statistical significance. We propose these 
pictures not as empirical claims about the moti-
vations and attitudes of a majority of individuals, 
but as descriptive schemes to capture a set of tar-
get phenomena in all its complexity. Our claim is 
not that we must employ the descriptive schemes 
of gift-giving and solidarity when framing deci-
sions to share personal health data, just that these 
schemes highlight attitudes, motivations, and 
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intentions that might have otherwise escaped our 
attention. (Hummel and Braun, 2020: 6)

Even if other options of describing a certain phenom-
enon are open to us, describing an action as motivated 
by solidarity allows us to understand the world around 
us in a certain manner. It allows us to see that at least 
some people act out of motives that cannot adequately 
be described as solely self-interested.

Thus, acknowledging descriptive solidarity is of rel-
evance to ethical debates insofar as it informs us about 
actual or reasonably assumed interests of stakeholders.

Solidarity of Axiological Normativity

Most accounts of solidarity favour a normative approach: 
People should act out of solidarity. The inherent claim is 
that practices of solidarity are valuable not only to those 
participating in them, but that they can be judged to be 
valuable from the outside: from an impartial point of 
view, a society with solidary practices is to be preferred 
over one without solidary practices.

In bioethics, one such account has been suggested 
by Prainsack and Buyx. These two authors defend an 
account that is predominantly descriptive, but also 
encompasses a normative dimension. For them, soli-
darity is best characterized as a group of social practices 
which realize a ‘commitment to carry “costs” (financial, 
social, emotional or otherwise) to assist others with 
whom a person or persons recognise similarity in a rele-
vant respect’ (Prainsack and Buyx, 2017: 52).

The shift of attention from individual motivation and 
actions to group practices is interesting but not of great 
relevance here. It is important to notice that the value of 
solidarity is seen in the practice as a whole, more than in 
the individual action. But one could easily argue that in 
the descriptive account as well, actions and motivations 
must be understood in the context of social practices.

While solidarity in itself is taken to be valuable, in 
the account of Prainsack and Buyx this does not lead 
us to the conclusion that any act taken in the context of 
a practice of solidarity is overall laudable. The authors 
acknowledge the dark side of solidarity: the potential of 
solidarity to further the interests of one group to the dis-
advantage of others (Kaphegyi et al., 2022).

Prainsack and Buyx suggest to differentiate between 
a field of deontic normativity and a field of axiological 
normativity. It is deontic normativity that is concerned 
with central human values and it is such values, as, for 
example, justice, that generate moral duties. The nor-
mativity of solidarity is not of this kind but should be 
regarded as secondary. Solidarity can have a supportive 

function in realizing justice and as such, derives its nor-
mative impact from this function. Prainsack and Buyx 
assume that persons have no moral duty to act in sol-
idarity with others, even though such actions might 
appear in some circumstances as laudable (Prainsack 
and Buyx, 2017).

This leaves us with the task of differentiating between 
overall valuable (actions and) practices and overall 
harmful (actions and) practices as both can occur as 
instances of solidarity. Is there an easy way to tell both 
apart? Prainsack und Buyx seem to suggest so when 
they cite a ‘solidaristic principle that mandates that we 
act upon what connects us to others and not on what 
sets us apart’ (Prainsack and Buyx, 2017: 102) but they 
elaborate little on this aside from a vague suggestion:

In many contexts, this will mean that solidarity 
practised on the basis of common traits shared by 
wide groups of people, or even all people, is pref-
erable over solidaristic practice based on more 
specific—and thus more exclusive—characteris-
tics. (Prainsack and Buyx, 2017: 72)

However, this solution is not convincing. When I stand 
in solidarity with women, I do so based on the recog-
nition of a relevant similarity—our sex or possibly our 
position in society as belonging to the female gender. 
While I do so, I mark a difference to the male sex or gen-
der. In the same way, a man might see himself in solidar-
ity to other men, without the intention of discriminating 
against women. In short: Picking any given similarity 
that is not shared by all of humankind constitutes an 
exclusion of all those who do not share it. Whether 
that is my primary intention or just a secondary effect 
might matter, or it might not. In the given example, me 
standing in solidarity with women seems acceptable in 
a way that my colleague choosing solidarity with fellow 
men does not, even though both groups are of compa-
rable size. This is not due to any inherent property of 
the quality we chose as a basis to identify with others 
but due to the given socio-historical context—women 
have been and still are disadvantaged in many ways in 
our society while men are not. The one practice can be 
seen as suitable to counter a given structural injustice 
while the other would likely perpetuate it. It seems no 
less justifiable for transwomen to act in solidarity with 
other transwomen even though the relevant group is 
much smaller.

While this account tries to take a middle ground 
between a descriptive concept and a normative con-
cept of solidarity, its weakness lies in not offering a clear 
answer on how to determine where solidarity, generally 
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to be considered as valuable, takes on a harmful form 
and should no longer be supported.

Solidarity as Tied to Justice

The third type of a concept of solidarity I want to look at 
here addresses the problem of the dark side of solidar-
ity by assuming that only those social practices count as 
normative solidarity that have to be considered as overall 
valuable. If they are problematic, they disqualify as fall-
ing under the concept, at least in its normative sense. I 
take Carol Gould’s (2018) account of networking soli-
darity as a prominent example of such an account.

Gould declares the pursuit of some kind of benefit 
as insufficient to characterize practices of solidarity. 
Instead, solidarity is aimed at ‘overcoming domina-
tion and exploitation’ in the face of structural injustice 
(Gould, 2018: 543). While a shared vulnerability is rec-
ognized, the sense of ‘we’ it presupposes is partially cre-
ated through the shared action towards its cause and the 
reciprocity of solidarity as well has to be understood as 
referring to shared action and a shared commitment to 
justice.

As Kolers points out, the inherent advantage of such a 
free-standing account is that in itself it allows us to make 
evaluative assessments of actions instead of having to 
reference some external value (Kolers, 2020). And con-
sidering that Gould aims to strengthen the normative 
aspect it is no surprise that she talks about ‘obligations’ 
of solidarity (Gould, 2018: 542). Following the differ-
entiation between deontic and axiological normativity 
from above, I understand normative solidarity as falling 
into the realm of deontic normativity.

It is of interest to note here, that the moral duty (obli-
gation or responsibility) we carry in this case is again 
derived from justice as in the case of the concept intro-
duced above. Only for normative solidarity, the con-
nection between solidarity and justice is understood 
as necessary, and thus can be assumed to hold in every 
case. What exactly that means in regard to actions of sol-
idarity depends on the normative account we refer to. 
If we follow strict utilitarian arguments we might have 
a straightforward duty to act in solidarity with others 
if this improves overall outcomes. If we take objections 
related to a danger of excessive moral demands seriously, 
we might prefer to think of each person having a limited 
responsibility to realize justice (Young, 2006; Gould, 
2018). Or, in a Kantian system, we could talk about 
an imperfect duty of solidarity—we have some obliga-
tion to improve the situation of those treated unfairly 
but a good amount of choice in deciding how to fulfil it 

(Johnson and Cureton, 2022; Kant, 1968: 421–424). In 
either case, I do something morally wrong if I refuse to 
take any action of solidarity at all.

It should be clear that a concept of solidarity as tied to 
justice carries greater weight in the context of an applied 
ethical debate than either of the other two. It points at 
the realization of a core social value and can be refer-
enced to argue for moral duties of solidarity.

Solidarity in the Context of Consent 
Debates
Descriptive Solidarity

In the context of debates about consent, it has been 
argued that the standard of study-specific consent needs 
to be upheld to protect the autonomy of research par-
ticipants. Any given consent needs to be sufficiently 
informed to be adequate for protecting their right to 
self-determination (Caulfield and Kaye, 2009; Caulfield 
and Murdoch, 2017). This line of argument has been 
countered by questioning any given definition of ‘suf-
ficient’ information, reference to actual lack of under-
standing by many research participants (Beskow and 
Weinfurt, 2019), as well as lack of interest (Campbell, 
2007) and not least the debate of the phenomenon of 
‘consent fatigue’—the assumption that research par-
ticipants are less likely to actually absorb information 
the more often they are confronted with it (Cambon-
Thomsen, 2004; Ploug and Holm, 2013). If we wish to 
take into consideration the interests of research subjects 
beyond upholding an abstract philosophical ideal of 
autonomy, descriptive solidarity might be an interesting 
concept to employ.

A descriptive concept of solidarity informs us about 
the interests and motivations of a certain group of 
stakeholders in a given context of applied ethics. In the 
context of consent, a practice that is designed to pro-
tect the interests of research participants in the first 
place, this certainly appears relevant. Descriptive soli-
darity informs us that a person’s interests are not only, 
and maybe not even most often, self-directed. People 
act and wish to act out of solidarity and those actions 
are directed at the well-being of others. Hansson et al. 
(2006) point out that broad consent can be understood 
to protect a person’s interests better than specific con-
sent in one sense at least: If people are well informed 
about research in general and wish to support it as 
widely as possible, we are limiting one valuable path of 
action for them by not allowing broad consent. This is 
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an argument that does not need to rely on a concept of 
solidarity. But it is at the same time a perspective we are 
more likely to appreciate if we keep descriptive solidar-
ity in mind.

What interests do specific models of consent protect? 
Specific consent can be taken to be most in line with 
the preferences of individuals who are concerned about 
the risks they face if their data or specimen are used in 
a study. It also appears well suited for those who are 
doubtful about the actual usefulness of many medical 
studies conducted.

Broad consent appears to best reflect the interests of 
individuals who wish to support medical research as 
broadly and efficiently as they can, likely from a soli-
daristic or altruistic motivation. While in our example 
they could participate in all studies, A, B, C and D, no 
matter if they give specific or broad consent, it cannot be 
overlooked that asking them for specific consent is the 
less efficient process, increasing the cost for each study, 
as well as the time investment required on the side of 
participants.

Tiered consent appears best for those individuals who 
wish to express their solidarity with a specific group. In 
our case, anyone who is not generally enthusiastic about 
supporting medical research but wishes to further either 
research on rare diseases or cancer specifically can be 
assumed to prefer the options given by tiered consent. 
But it can also accommodate the interests of other indi-
viduals in so far as it is the model with the highest degree 
of flexibility: tiered consent can accommodate individ-
ual selection of either study-specific or broad consent.

Overall, the implications of descriptive solidarity can 
be taken as an argument for allowing broader forms of 
consent. We have at least some reason to take individu-
als’ preferences into account. Considerations of solidar-
ity remind us that such interests can be other directed 
and that there are many ways in which persons wish to 
support others—often because they recognize a degree 
of similarity in a relevant sense and wish to take part in 
a practice of reciprocal support.

As descriptive solidarity refers to people’s actual 
motivations, a weakness of the argument above is that 
it refers to assumed (reasonable) interests of persons 
instead of referring to actual interests of, for exam-
ple, the citizens of a country. If we want to take the 
descriptive level seriously, we should conduct more 
empirical research and gain information on people’s 
actual interests and preferences. The value of options 
of tiered consent must be regarded differently depend-
ing on whether 99 per cent of a population favour 
broad consent or whether only 50 per cent consider it 

acceptable at all. Actual practices of solidarity should 
inform which categories a model of tiered consent 
should offer.

Solidarity of Axiological Normativity

The axiological account of solidarity keeps many of the 
elements of the descriptive account: It assumes that 
there are many practices of solidarity that we can engage 
in and that individuals do have no moral duty to engage 
in any of them, but might very well wish to engage in 
some. Indeed, there are normative reasons to engage in 
solidary practices even though we have no moral duty 
to do so. At the same time, some practices of solidarity 
might be objectionable from a moral point of view as 
they disadvantage those not participating in the practice.

Practices of solidarity can be based on different per-
ceived similarities. General vulnerability of human 
beings to disease would be one relevant similarity in 
the context of health research, but many others might 
come to mind. Solidarity among groups that perceive 
themselves as having been overlooked in the past—be 
it women, trans persons, or carriers of rare diseases—
as well as family or ethnicity-oriented solidarity in the 
context of genetically transmitted conditions appear 
plausible.

Prainsack and Buyx neglect this aspect of their own 
account when they argue in favour of broad consent. 
They point out that people wish to support public 
research biobanks out of solidarity and argue that they 
should be allowed to do so as long as appropriate gov-
ernance structures are in place. But they do not further 
consider their potential wish to express different solidar-
ities (Prainsack and Buyx, 2013). If we assume that there 
are no objectionable practices to be found in the realm 
of consent for research, we should allow people to estab-
lish as many solidary practices as possible. So, we should 
give people the option to act in solidarity with all other 
humans, or all women, all cancer patients, etc. For this 
purpose, tiered consent must once again appear best.

Broad consent allows for the expression of solidarity 
in one sense and one sense alone—it can be understood 
as a practice of solidarity encompassing all of those who 
contribute to and profit from this research. But if we 
consider solidarity among particular groups—cancer 
patients, or carriers of rare disease, an expression of this 
practice of solidarity is not possible when we introduce 
a model of broad consent. If we wished to support as 
many practices of solidarity as possible, we would have 
to introduce corresponding options for consent—in our 
example, consent to research regarding cancer (studies 
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A and C) or rare diseases (B and D). This is what a 
model of tiered consent is designed to allow.

Considering the dark side of solidarity, we have to 
acknowledge that even in the context of health research 
there might be categories that trace objectionable prac-
tices of solidarity. In particular, consent categories that 
exclude already disadvantaged groups from the benefits 
of medical research cannot be defended by referring to 
their status as practices of solidarity. They must be seen 
as ethically objectionable. If, for example, we consider 
offering people the option to specifically exclude use of 
their data and biospecimens for AIDS research, while 
knowing about existing prejudices about persons who 
are HIV positive, we have to realize that we are facil-
itating existing injustices. White people should not be 
offered the option to exclude the use of their data and 
biomaterial from the use for any studies that are con-
cerned specifically with the health of People of Colour, 
even if they do so out of solidarity amongst themselves.

This should not be considered as an argument against 
offering tiered consent in general, but it marks a dif-
ference to the conclusions reached based on a concept 
of descriptive solidarity: Not all real-world preferences 
deserve the same consideration from an ethical perspec-
tive. Existing injustices and potential exclusionary con-
sequences must be kept in mind.

Normative Solidarity

A concept of normative solidarity can be assumed to 
have a stronger impact on any debate in applied ethics 
as it directly relates to the value of justice and is con-
ceptualized as a source of moral duties. It still needs to 
be weighed against other values and duties but it might 
be shown to be of at least equal, possibly even higher 
importance. In the context of consent debates, if it can 
be shown that individuals have a duty to consent to 
research we have prima facie reason to reject their right 
to deny consent.

If we assume that individuals have a solidarity-related 
moral duty in the context of participating in research, 
what exactly might this duty look like and how does 
it relate to models of consent? Moral duties are gener-
ally considered to be impartial. They are duties we have 
towards any human being or any bearer of moral rights, 
not just to some. They might be agent-relative depend-
ing on whether we are in a position to fulfil them (the 
right place, the right time, the right means). But they 
are generally not an object of choice. If we have duties to 
support research, we can assume that you and I have at 
least roughly the same duties. If cancer patients deserve 

our solidarity, we both have a duty to support the 
research that can improve their lives. If it is patients with 
rare diseases that have suffered un-proportionally in the 
past, we both must be assumed to hold a duty towards 
them. It should be noted here that a simple reference to a 
common good is not enough to place such a duty on us. 
If normative solidarity is necessarily directed at the real-
ization of justice, some injustice must exist to ground 
our duties of solidarity.

In contrast to the concepts of solidarity discussed 
above, normative solidarity does not point us in the 
direction of tiered consent. Either all studies A, B, C 
and D can be shown to address an issue of injustice—
the unjust suffering of humans with an illness where a 
cure for them could be found. Or only cancer-related 
research, or research into rare diseases can be shown 
to actually fulfil this function. Correspondingly, our 
moral duty to show solidarity would only relate to the 
relevant studies. Whichever set of studies it is, it is likely 
the same for all of us and could most easily be covered 
under a model of some specific version of a broad con-
sent. Note here, that this broad consent might not cover 
A, B, C and D, but potentially only comprise studies A 
and C if these are identified as the studies that address a  
justice-related issue. (This does not imply that the stud-
ies B and D should not be conducted. Only that poten-
tial participants do not appear to have a moral duty 
grounded in solidarity to support this research.)

Considering solidarity as a moral duty in the reali-
zation of justice might carry us one step further. It can 
lead us to ask the question on why consent for research 
must take precedence at all. If in certain cases the needs 
of those suffering unjustly carry more weight than the 
interests of those whose samples and data are needed for 
research, it seems feasible to consider research without 
consent perfectly legitimate from an ethical perspective. 
Consent might be needed only where a moral duty to 
participate does not exist. And this conclusion must 
not appear too troubling, if we remember that the stan-
dard of informed consent was originally meant to pro-
tect bodily integrity and that in the case of health data 
research, bodily integrity is not affected. The question of 
what kind of risks data-based research actually poses to 
the individual is one of ongoing debate. And in the legal 
sphere, the GDPR considers consent as only one justi-
fication for data-based research among others. General 
public interest—and public health is named as one pos-
sible objective—is considered as an equally valid justifi-
cation for data processing (Reichel, 2021; Becker, 2022). 
One might argue that it is only just if everyone contrib-
utes equally to public health research—that we have a 
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duty of solidarity to support this. From a perspective of 
normative solidarity it can also be argued that research 
targeted at eliminating existing injustices in health care 
should be added to the list of objectives that justify data 
processing for research without consent.

The conclusion that out of considerations of nor-
mative solidarity consent for health data or biobank 
research is not needed at all can be rejected in several 
ways. First, by denying that our duty to support research 
is strong enough to override other concerns. Second, 
by pointing out that even if we have duties of solidarity 
to support research, they might well be understood as 
imperfect duties: A duty that can be fulfilled in many 
ways, where consent to research is only one. (Donating 
a significant amount of money might be another.) Third, 
by showing that the risks of participation in research are 
not equal for all and giving broad consent might put a 
much higher burden on some members of our societies 
than others. Asserting that we do have a solidarity-based 
moral duty to support research marks by no means the 
end of the consent debate.

A challenge inherent to the normative concept of sol-
idarity lies in its relation to justice—and the simple fact 
that it is often difficult to determine what is just. There 
might be structural injustices in medical research that 
are perpetuated by some types of research and countered 
by others. Researchers, ethics review boards or oversight 
institutions might be in a position to determine appro-
priate guidelines and differentiations. Patient represen-
tatives might well be given a voice in such contexts but 
maximizing individual choice in the context of consent 
hardly appears as the best way to address such injustices.

That a certain perception of given injustices can 
also lead us away from favouring broad consent can 
be shown by a short look at the conclusions that Gould 
draws from her own concept. Gould suggests that soli-
darity should lead us to reject commercial use of health 
databases—following in a Marxist tradition, she sees 
the root of deep social injustices in capitalist economic 
structures (Gould, 2018).

Considerations of global justice might lead us in yet 
another direction: It could be argued that as societies 
of the global north, we invest immense resources into 
researching expensive treatments of diseases that, on a 
global scale, are a minor cause of human suffering. And 
these treatments might never be available to those worst 
off because of too high cost. A huge portion of human 
suffering worldwide is due to lack of medical provisions 
and low standards of hygiene that we have long known 
how to address—but simply do not, on a global scale. 
Our strongest duties, then, might be towards those 

who fall outside of the circle of persons likely to profit 
from the limited national and multi-national research 
programmes currently implementing models of broad 
consent (Binagwaho et al., 2016; Friedman and Gostin, 
2017; West-Oram and Buyx, 2017). Taking these con-
siderations seriously, research targeted at improving the 
health of the overall well-off might only appear permis-
sible once we have satisfied this primary duty.

One could react to these inferences by pointing out 
that it is potentially wrong to tie normative solidarity 
to justice in this manner. Are not the needs and inter-
ests of those suffering from illness enough to ground a  
duty of solidarity? I do not think that such a fourth 
account of solidarity holds much promise. First, it 
moves the concept away from debates around political 
solidarity closer to a general idea of duties of welfare. 
The idea that we have such duties certainly has merit, 
but it does not seem that they are necessarily related 
to solidarity at all. Second, such a concept of solidarity 
would once again have trouble addressing the dark side 
of solidarity—the concern that in solidary practices the 
needs of some are considered over the needs of others. 
This is the core concern that a concept of solidarity as 
tied to justice attempts to address.

Conclusion
It has been demonstrated that solidarity can be con-
ceptualized in a number of different ways and with a 
relevant difference to its normative claim. Descriptive 
solidarity has no normative claim in and of itself. 
Considerations of descriptive solidarity might appear 
appropriate to remind us that there are actual patient 
preferences to be taken into account beyond philo-
sophical ideals of autonomy in debates about consent 
for non-interventional research. Beyond this, the 
concept carries little weight in an ethical debate.

The second concept comes with a little more nor-
mative impact. It informs us as individuals that we 
might have good reason to consider solidary action at 
least occasionally, as it can often contribute to the real-
ization of justice. But again, the concept denies that we 
have any moral duty to do so. And if we choose to act 
in solidarity, there are any number of solidary practices 
open to us. A concept of solidarity of axiological nor-
mativity appears suitable to argue for allowing and even 
encouraging solidary action through broader forms of 
consent where no increase in existing injustices due to 
exclusionary side-effects must be assumed. It does not 
provide us with any argument to disregard individual 
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preferences for study-specific consent. And as long as 
no single solidary practice of consent has been shown to 
be best, tiered consent, not broad consent, appears to be 
best suited to accommodate multiple solidarities.

The only concept of solidarity that has enough nor-
mative claim to potentially override individual interests 
in the context of consent is one inherently tied to the 
value of justice: normative solidarity. Only this narrow 
concept of solidarity is taken to ground moral duties—
duties derived from our responsibility to counter injus-
tices. But even this kind of solidarity can only be seen as 
a justification to limit self-determination where a clear 
relation to existing injustices can be shown. Standard 
references to medical research as a good of common 
interest are not enough to motivate a duty of solidarity 
in this sense—at the very least, a just distribution of the 
resulting good would have to be ensured.

Funding Statement
This work was supported by Bundesministerium für 
Bildung und Forschung [01GP1902A].

Notes
1	 Nevertheless, for an interesting discussion of institu-
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