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Abstract: Engagement, involvement, and active participation are buzzwords used in today’s
ethical debate on research biobanking. There are a variety of context-sensitive governance frame-
works for research biobanks. However, many biobanks, especially large-scale population-based
ones, seem to endorse a framework of broad consent, participation with minimal or no ongoing
engagement, and no return of results. An alternative vision of involvement and active participa-
tion in this type of research has become increasingly visible in the literature. The problem, seen
from the biobankers’ perspective, is that the alternative vision might be costly, cumbersome,
and risky, while the prevailing system for governance will maximize the scientific value of the
biobank with minimal ethical, legal, and social efforts. Therefore, solid and convincing argu-
ments are needed to determine if biobank institutions should take a radical step toward more
ongoing engagement and donor involvement. In this paper, we review the arguments found in
articles addressing dynamic consent, participatory research, reciprocity, and participant engage-
ment in biobank research. We identify four core ideas on which the arguments for increased
involvement are based. The strength of the arguments are then analyzed. We conclude that
despite challenges with increased engagement, there seem to be substantial reasons to increase
participant engagement in biobanking.

Keywords: biobank ethics, participatory research, dynamic consent, reciprocity

Background

For nearly two decades biobankers, ethicists, and regulators have struggled with gov-
ernance, the concept of informed consent, and the nature of participation in large-scale
research biobanking. Numerous debates on appropriate ethical frameworks have taken
place because the idea of collecting biological specimens and associated data from
a vast number of people, as a resource for biomedical research, have materialized in
many countries worldwide.'”!" One of the important factors influencing both biobank
establishment and ethical debate is the technological revolution within genetics and
genomics.

A consensus has not been reached for any of the topics above. However, for large
population-based research biobanks, in practice it seems that one particular consent
model is used, which we will call “the dominant model”. In the dominant model, the
so-called “broad consent” is the basis for the activity.'>'> A “broad consent” is the
opposite of a study-by-study (or specific) consent when it comes to detailed informa-
tion about specific research projects. It means that participants consent to storage and
downstream use of their human biological material and health data.>'> The use is
deemed “broad” because material and information can be used in numerous projects
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without obtaining a new consent, as long as the projects are
within those initial broadly defined boundaries. Further, in
the dominant model, usually there would be no return of indi-
vidual research results and a low (or no) level of interaction
or direct engagement with the individual biobank participant
after biological material and data initially are collected.
Many large-scale, population-based biobanks, eg, the UK
Biobank, British Columbia Biobank, and CARTaGENE, have
had several consultative initiatives with lay people and the
public before their startup.'?° After this initial phase, when
such biobanks are established they engage with individual
participants mainly through a variant of the dominant model
of consent when they are recruited.'

This model is practical and convenient for research logis-
tics and researchers, and giving a broad consent at least seems
to indicate a positive attitude toward future research activi-
ties. At the same time, some ethicists would argue that broad
consent, a one-time initial consent, “deviates from hallmarks
of informed consent as enshrined in ... research ethics”, as
Allen et al describe it.'"> The reason is that the broader the
consent is and the longer it is in time since it was given, the
more compatible it is with a situation where participants in a
research biobank do not know much about what is going on,
to what they consented, for what their sample and data are
used, with whom their data are shared, and what the research-
ers know about them.®12!14152122 The information biobanks
are able to give their participants at the time of enrollment
is seldom sufficient for meeting conventional standards of
informed consent at a later stage. In order for a broad consent
to be continuously “informed”, it must be followed up by
comprehensive and continuous information, but this is often
far from the reality in large-scale biobanks.

So, even if broad consent has solved some problems for the
research biobank(s), it has on the other hand triggered renewed
consent debates based on its shortcomings. 671215172327 Better
information and communication routines would be one plau-
sible and simple response to this challenge. However, some
would argue that this is not enough; that we have to rethink
the relationship between researchers and research participants
is one of the claims. Here the visions of increased engagement
and a closer relationship enter the picture. Basically, this is
about how we are “constructing” or “making up” research
subjects, as Tutton and Prainsack have noted.?® Research sub-
jects within the commercial direct-to-consumer genetic testing
company 23andMe, for instance, are “constructed” differently
than research subjects within the UK Biobank.?®?* While
“altruism” is a central element of the framing of participation
in the UK Biobank, “entrepreneurialism” is a better term for

how participation is constructed in 23andMe, according to
these authors.?

Our aim here is not only sociological but also normative,
ie, to try to state which construction of the research subjects
in today’s large-scale biobanking is the most ethical. Are
there good ethical reasons for biobanks to engage more
actively with their participants and to change their consent
models? And if so, what are those reasons according to the
literature?

The authors of this paper have previously defended the
broad consent model in combination with “passive participa-
tion” and no return of research results. We argued that broad
consent is a perfectly valid consent and that passive participa-
tion and no return of results is an ethical acceptable position
because it avoids any risk of harming participants.!-30-3!
However, we wanted to challenge this position by looking
into claims and insights of an increasing body of literature
on the engagement of individual biobank participants in
biobank research.

Knowledge basis

In this paper, we wanted to explore and analyze the moral
landscape for participant engagement in biobank research. In
order to characterize that landscape, we tried to identify most
of the papers written on this topic. The relevant academic
papers were identified by using the search engines PubMed,
Scopus, and IST Web of Science. We searched for papers
including the words “biobank”, “biobanks”, or “biobank-
ing” in the title, abstract, or keywords, in combination with

LEINT3 EERNT3 LEINT3

“engagement”, “participation”, “participatory”, “partnership”,

ELINNT3

“partners”, “reciprocity”, or “dynamic consent”. We did not
search for papers on “consent” or “informed consent”, because
much of the consent debate has nothing to do with participa-
tion, engagement, or involvement. One exception to this is
the term “dynamic consent”, because it is directly linked to
the debate on ongoing engagement in biobank research. We
also stayed away from search terms like “stakeholders”. We
believe that much of the stakeholder literature has focused on
public engagement and consultations with lay people prior
to the establishment of biobank institutions (like in the UK
Biobank), whereas the focus in this paper is on the nature of
participation in ongoing biobank activity.

Based on these search parameters, we first identified
more than 400 unique papers. After a quick examination of
titles and abstracts, we were able to exclude irrelevant papers
outside the domain of biobank ethics. Further on, papers
with abstracts that did not thematize some form of partici-
pant engagement in biobank research were deemed of low
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interest. We were then left with 115 papers, 52 of which are
referenced to in this article. These 115 papers were published
between 2004 and May 2015, with over 75% of these being
published within the last 5 years. This shows that the question
of defining the appropriate nature of biobank participation
first becomes urgent when large-scale biobanks worldwide
are up and running. It also coincides with the point in time
where new and extensive genome technologies have been
introduced.

Critiques of the lack of participant

engagement in research biobanking
Most of the papers deemed relevant for our scrutiny point out
challenges with the current dominant consent or engagement
model, and as such have an ambition to initiate change. In this
respect, they all represent some form of normative criticism,
ie, criticism toward the lack of involvement of individual
participants and toward the passive, broad consent model
currently used in large-scale, population-based biobank
research. When analyzing the arguments and the content of
the included articles, we found that they could be divided
into four main categories. We used the term “critique” when
labeling the three first categories. The criticisms differ, and
our aim was to articulate the essence of the different types of
criticism. We ended up with the following headings for our
three categories: choice-based critique, reciprocity critique,
and political critique. In addition, one class of arguments is
centered around the benefits for biobank research based on an
active participation model. We labeled this category “the util-
ity perspective”. We now reveal what ideas and argumentative
landscapes are hidden behind these four headings.

Choice-based critique

One way to resolve the endless discussion on consent models
in biobank research is to forget about the philosophical argu-
ments on what proper informed consent in biobank research
entails. Instead, biobanks could use a consent model that
donors prefer. Several studies have tried to capture the con-
sent preferences of donors.*?*! One problem with these stud-
ies is that people disagree with regard to consent preferences.
In a study by Platt et al, 52% of participants preferred broad
consent over study-by-study consent models.** However,
they also found a higher preference for study-by-study
consent in certain ethnic and social groups. In a study by
Simon et al, up to 67% of respondents preferred a prospec-
tive opt-in over an opt-out consent approach.*® At the same
time, broad, research-unspecific consent was preferred over
study-specific consent models for purposes of approving

future research. Although these two studies show a fairly
high preference for broad consents, other studies such as the
large Eurobarometer from 2010 show different outcomes.*’
Thus, not everybody agrees. So where does this leave us in
terms of study-by-study or broad consent? Whose prefer-
ences should become the basis for policy? And how can we
really know that people’s consent preferences are stable?
What if participants change their minds? What if societal
changes affect biobank research or scandals like breach of
privacy make participants change their preferences?

These questions can in fact be answered within what we
have termed “the choice-based critique”. This entails the fact
that we should be able to deal with many different consent
preferences in biobank research. One way of dealing with
different consent preferences is captured in the “dynamic
consent” model. Dynamic consent, in the way it is presented
by Kaye et al, Wee, Erlich et al, and Thiel et al, implies, among
other things, that donors and participants are given choices
in the consent process.”?#** In the digital age, dynamic
consent can be built into the technological infrastructure of
the biobank, and different consent preferences can easily be
satisfied. In that way, it is possible to facilitate more autono-
mous choices within large-scale biobank research and respect
the decision-making process of the individual.’-121.24.27.44

The whole point of the dynamic consent model is of
course to be dynamic. That means that donors should have
control over their consent, be able to track and inspect it, as
well as change it whenever it suits the individual donors.'>*
Proponents of such a consent model also argue that by
being able to exercise a dynamic, flexible, and ongoing
consent, research participants have control over samples
and data.”-?*23344045 If participants get tired and burdened by
a study-by-study consent, but still want to endorse biobank
research, then they should be able to change their consent
preference to a broad(er) consent, thereby ensuring all pref-
erences are met.

We have called this position “the choice-based critique”,
considering that a central dimension of being a citizen in a
liberal democracy is having choices and the possibility to
satisfy different preferences. The dynamic consent model
can satisfy those preferring a study-by-study consent, broad
consent, or switching between the consent models. All con-
sent options are available on a menu, hence also under the
label “menu consent”.3*4 This position represents a critique
of the established broad consent model because broad consent
only respects the preferences of a certain share of a potential
study population. The dynamic consent model represents
“deep respect” according to Wee.?* The respect is “deep”
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partly because a range of different preferences are accepted
and respected and partly because this means that participants’
ability to exert control over their data are increased compared
to the broad consent model. The ability to exert control is not
only increased in the initial consent setting but also increased
longitudinally since dynamic consent should be an ongoing
process.’?!24234245 Being in control, having more choices,
having a platform that enables individuals to be closer to the
ideal of autonomy, and thus getting more respect for different
preferences, are all part of the choice-based critique of the
dominating framing of biobank governance today, including
the use of broad consent models.

Reciprocity critique

Biobank research studies samples from human subjects and
their associated data. It is a certain distance, both in time
and physical location, between the sample donation and the
subsequent research. The distance in time is often several
years, and the research is often distributed to research col-
laboration nationally and internationally. This separates
research participants from the researchers in a different
manner when compared with other forms of more interac-
tive biomedical research, like clinical trials. Therefore, it is
easier for the researchers to overlook the fact that biobank
research is still a form of investigation involving people.
Saha and Hurlbut point out, “Current practices in managing
biobanks tend to see the public as little more than a resource
for mining data and materials, and as a potential source of
resistance”.*’ There seems to be an asymmetrical or even lack
of a bidirectional relationship between research participants
and research communities.

Lack of symmetry in the researcher—participant relation-
ship also expresses a lack of reciprocity. The participants give
answers, data, biological material, and time to the researchers,
but they do not get anything back. Now, of course the task of
medical research is to “give back” better health care in the
future, as a result of the research effort. But, in addition to
that, research on humans in general always faces the question
of reciprocity here and now. Gottweis et al have expressed
this point as follows: “People need to feel that they are part
of something larger and that their donation feeds into a
mutual, respectful relationship. This cannot be done simply
by talking in abstract terms about the potentially significant
medical benefits that might result from biobank research at
some unspecified point in the future.”*® Thus, according to
Gottweis et al, promises of medical advances in the future
are not enough to express the kind of reciprocity that most
people want: “Certainly, medical advances are relevant, but

research shows that participants in many countries expect
individual feedback from check-ups and also expect the
possibility of gaining information about research advances
that result from the biobanks in which they are participating,
as long as their tissue or DNA is part of the biobank. They
rarely expect money in return, but want to be appreciated as
donors and be treated well.”*®

What participants could get back, then, include for
instance research results, incidental findings, and other
therapeutic benefits. There is an ongoing dispute about the
benefits (and potential harm) of returning research results
and incidental findings in research.*-*¢ However, indepen-
dent of the controversy on incidental findings, participants
could get back something absolutely uncontroversial from
the researchers and the biobank institutions: they could
receive more information on the research they are involved
in, gain a greater insight into their own role in the scientific
enterprise, and be introduced to the controversies within sci-
ence, for instance on genomics, privacy, and so on.”” Many
would argue that there is an intrinsic value in knowing what
science is, what it can and cannot achieve, and at least those
that are actually taking part in scientific endeavors should
be given the chance to understand.”’” As Beskow et al write:
“Although many people have high expectations for biomedi-
cal research, they often have a limited understanding of the
incremental steps involved in generating new knowledge.
One widely underestimated aspect of the research process is
the amount of time required to translate a specific research
observation into generalizable knowledge of sufficient valid-
ity and reliability to inform a medical test or other health
intervention.”’

“Scientific literacy” is a central slogan in what we have
called “the reciprocity critique”. The prevailing model
of broad consent and low interaction with participants is
criticized because science leaves participants in scientific
illiteracy.” The reciprocity critique stresses that more bal-
ance is needed in the relationship between researchers and
participants. When participants give something valuable
to the researchers, the researchers should feel an obliga-
tion to give something in return. If the reciprocity critique
is taken seriously and acted upon, the claim is that this
could lead toward a real engagement between donors and
the research institution, and thus develop a more robust
biobank research because the potential for controversy is
reduced.

Internet-based, web 2.0, communication platforms could
be a strategy to mend some of these shortcomings in the
asymmetrical relationship between researchers and research
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participants in biobank research. Such platforms have the
potential to empower the individual research participants and
to treat them more as partners in the endeavor of biobank
research,'>3%47 and give the donor an opportunity to stay
connected to and be informed about biobank research.

Political critique

“The political critique” is voiced in a category of literature
highlighting the transformative potential of large-scale
research biobanking. In short, the thesis here is that biobank
research changes society. Societal changes are essentially
what politics and democracy are all about. Therefore, in order
to “democratize science”, citizens and participants should be
part of the governance of large-scale biobanks that influence
radical changes in our society.

Such a political critique has several facets. One of the
major drivers in biobank research is large epidemiological
studies using genetic or genomic information. Today, huge
initiatives and consortiums use data and biological materials
from thousands of individuals. In addition to an appropriate
consent, community review, and consultation, an appropri-
ate partnership between biobank participants and research
biobanks is called for."4’

From this perspective, not only is consent based on
preferences or a bidirectional ongoing relationship between
research and researchers required, but active roles in
decision-making and shaping of biomedical research priori-
ties are essential.'>*73-63 The purpose is “to give power to the
people” and to make biobank initiatives and biobank research
robust and successful 36476465 According to Burgess, over
the past 20 years we have seen a shift from a mode where
the research community just tells the research participants
to “trust them” to an involved mode where representatives
from the public participate in policy decisions.’® The public
is important and able to “co-produce policy and standards
of practice that are technically informed”.>® The public can
contribute to incorporate wide social perspectives and be
involved in key decisions. Different ways to engage people
in this political sense could involve conducting widespread
consultations through focus groups, social media, community
advisory boards, and newsletters,!3:61:63:64.66-73

The political critique entails voices that go beyond a
consultation approach. McNamara, Petersen, and Gottwesis,
among others, have been proponents of a more radical
political critique.™” They argue that public consultations are
not sufficient. Rather, the ambition should be to “provide citi-
zens with an opportunity to transform policy and practice” as
McNamara and Petersen write.” According to these authors,

the consultation model will appear from this perspective to be
superficial because it is often “based on the so-called deficit
model of public understanding that assumes that any opposi-
tion or lack of engagement is due to the “public’s’ ignorance
of'the project and its benefits, which can be corrected through
the changing of view via more or better information”.”

Common for the political critique, then, is the focus on
the importance of participant engagement in biobanks since
biobanks have a large, transformative potential. Biobanks,
according to Gottweis and Petersen, “incorporate visions for
the future of medicine and healthcare, ... interaction with
pharmaceutical industry and embed images of the patient, the
citizen, collective identity and society”.” The implication is
that participants should be included in such a change of society.
The more radical implication is that participants, as well as
citizens in general, should be able to question and oppose those
trends in development they see as problematic.

Utility perspective

The fourth category is not a moral critique of the lack of
ongoing participant involvement in biobank research. Rather,
it is a perspective highlighting the benefit and utility for
biobank researchers to establish a closer relationship with
its donors.

Dynamic interactive consent is an effective way to
recontact, reconsent, and collect additional data or samples
from research participants and thereby serves the interests
of researchers.”>*42447 [t is a platform that enables effective
ways for bidirectional communication. It has the potential to
keep the biobank donors updated continuously. As Beskow
et al write, it is also possible to include features taken from
marketing to promote “customer loyalty” as “opportunities
to ask questions and live feedback, and/or hosting of online
interactive discussions”.’’ The proponents of dynamic
consent also see it as a tool to “strengthen the therapeutic
relationship with patients” because it enables the return of
research-generated results to the individual research partici-
pant in his or her own preferred manner.*

Even in projects where there is no return of individual
research results, engagement with participants might be
beneficial by being a building block for trust. According to
Beskow et al: “Ultimately, scientists who create and maintain
genomic biobanks are stewards of those materials and the trust
that is essential to their continued existence.”’ “Regular com-
munication of aggregate results could foster participant trust
in genomic research by reporting outcomes, explaining how
a particular study is positioned in the translational pathway,
and potentially soliciting participant feedback on questions
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of importance to effective research (eg, procedures intended
to foster recruitment and retention). Regular updates about
research progress — including the inevitable setbacks and chal-
lenges — can help to forge the types of relationships critical
to informed trust in the research enterprise.””’

“Participatory research” is a buzzword today. Research-
ers and research participants can move closer to each other
and form an alliance that everyone could benefit from. By
“giving back”, biobank researchers would seem to act in
their own interests as well as in those of participants. The
claim is thus a win-win situation. On the one hand, there
is a potential for participants to take a more active role in
shaping biomedical research, as seen in examples of the
active roles played by a number of patient and disecase
advocacy organizations in supporting various forms of
research.'524264776 On the other hand, “giving back” might
foster loyalty, trust, and easier access to participants, which
is important when new issues arise. As Chalmers et al
state: “[TThe commitment to involvement of participants,
as key partners, may result in them becoming champions
for future recruitment or further data collection.”* Cur-
rently “genotype-driven recruitment” in biobank research
is emerging as a scientifically promising albeit ethically
challenging strategy.”” %" Here recontact and re-engagement
with participants of interest is essential.

The utility perspective stresses that it is in the interest
of biobank institutions to establish ongoing engagement
with participants.” This will be a partnership that is not
only profitable to the research participant but also could
be deemed to be even more profitable to biobank research
in itself. This as a closer more bidirectional relationship
is claimed to help biobank research by its ability to retain
participants, reduce the administrative hassle involved in
recruiting participants, and help to create appropriate cohorts
needed in biomedical research.”® A dynamic bidirectional
relationship hopes to foster an increase in trust between the
partners, and thus strengthen the possibilities that lie within
biobank research.

Discussion

We have identified an increasing amount of literature dealing
with engagement in biobank research. This is not surpris-
ing as the established large biobanks are gradually ready
for use. Thus, it is now time to grapple with how to frame
the research participant in this endeavor. We have divided
the arguments into four different categories. The issue now
is what strengths and weaknesses do we find within these
argumentative landscapes.

Choice-based critique

The strength of this model is its ability to satisfy different
preferences. For instance, on the question of consent, par-
ticipants would be able to choose between broad consent
or study-by-study consent. They could choose to change
their consent preferences at any time. The same goes for
preferences on the flow of information (eg, subscription
to newsletters), involvement, recontact, return of results,
incidental finding, and so on. With regard to all the ques-
tions that bioethicists have been disagreeing on (eg, “is
study-by-study-consent better than broad consent?”), the
participants are, in the choice-based model, given the choices
themselves, thereby taking control over their own samples
and data and their way of participating and engaging in the
biobank endeavor.

The weakness of this critique is that it is not entirely
clear why we, in this arena, have to introduce choices in
the first place. Although potential participants in a survey
are able to express differences in preferences with regard
to consent, return of results, and information intensity,
the question is still whether such preferences are “deep”
and important enough to pay attention to. The alternative
approach would be a “take it or leave it” approach: Either
you participate on our premises (eg, with this type of con-
sent or this type of return-of-result policy), place trust in
the system of biobank research and its researchers, or you
do not participate at all. What is the problem with such an
approach?

One obvious problem is that it restricts choice. As the
philosopher Gerald Dworkin remarked, we very often take
for granted that more choices are always better than less.®
More choices seem to make us more autonomous than
fewer choices. But, on the other hand, this is not more than
a general rule of thumb, he argues. Sometimes new choices
add additional costs, change the initial option, pressure us to
conform, and so on. “In the realm of choice, as in all others,
we must conclude enough is enough.”®!

The question then for biobank research is whether it is
enough to be able to choose to participate or not, or whether
more choices would add to our autonomy. More choices in
biobank research could perhaps be costly and cumbersome,
and it is far from obvious that participants play the same
role as citizens do in other arenas where choices are directly
linked to more autonomy and freedom. Therefore, we seem
to need weightier reasons to introduce a choice model or
a menu model than just the implicit assumption that more
choices are better than less. Could these weightier reasons
come from the other critique categories?
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Reciprocity critique

The strength of the reciprocity critique is its intuitiveness.
When participants give something valuable to the research-
ers, it seems intuitively correct that researchers should give
something back if they possess something valuable to the
participants. Valuable items could include information,
scientific insight and knowledge, research results, and inci-
dental findings. Although it is convenient for researchers and
biobanks to treat donors only as a historical resource, this
critique says they should feel a duty to engage and interact
with donors in order to avoid any kind of exploitation of
research participants.

The weakness of this critique is that it neglects what
research is all about. Research is usually not for the
participants. Medical research in general, and biobank
research in particular, has a long-term focus where future
patients are the recipients of today’s research effort. Medical
research gives back in the sense that existing and future
health care services are based on insights from past and
present medical research. Therefore, engaging too much
with participants takes resources and focus away from the
real obligation of researchers, which is to maximize the
research effort in order to give back to patients in the future.
To quote Levitt, “The costs and benefits of closer contact
have to be weighed up carefully”.®* As Nicol and Critchley
have remarked, there are two competing norms here: “... the
norm of social responsibility on the one hand, and the norm
of reciprocity on the other.”® There is a risk of undermining
the norm of social responsibility by highlighting reciprocity
as a key value in research.

Having said that, it is still relevant to question what
researchers owe current research participants. The argument
that reciprocity is ensured by transformation of research to
health care services is equally valid for participants and non-
participants. It cannot be used to brush aside the reciprocity
critique entirely. In all types of research, reciprocity also
seems to mean something within the research process and
not only outside of it.

The fact that biobank research is a longitudinal
endeavor where people are participants for decades,
maybe for the rest of their lives and even beyond, seems
to imply that some kind of relationship does or should
exist between participants and biobanks. Donors and their
biological material and information should not merely be
perceived as raw materials for research. Reciprocity is
absolutely a relevant point of departure to try to articulate
the nature of the relationship between participants and
biobank research.

Political critique

The strength of the political critique is its ability to give a
“deep” justification for why engagement and active participa-
tion are important in biobank research. In classical medical
research, ethical questions dealing with consent and privacy
are important, but from a political standpoint they sometimes
seem to take away focus from the bigger picture. The bigger
picture is about who should be informed about, and decide
upon, how science changes society. And the answer from the
political critique is that at least those who participate in a
game-changing endeavor like large-scale biobank research
should be able to influence and raise their voices.

The weakest point of this type of critique, in our view,
is that although it has a “deep” justification, it seem too
idealistic. People may engage in activities that relate to them.
This is a necessary but far from sufficient premise. Even in
activities that largely relate to people, it is often hard to cre-
ate engagement, eg, in local politics, school activities, and
local sports clubs. The challenge with biobank research is
that it probably is far down on the list of what people feel
directly relates to them, unless the participants are patients
themselves or the next of kin of patients with serious diseases.
In addition, it is a complex and complicated activity that
needs extra effort to be understood. So even if Burgess are
correct about a general trend from “trust us” to direct user
involvement, it is not necessarily true that this is relevant for
large-scale biobanking.™®

An additional challenge for the political critique is what
type of tools we could use in order to engage participants and
stakeholders in the daily life of biobanking. Probably the easi-
est way to succeed with participant involvement is through
focus group interviews, surveys, and other consultations.
Several biobanks have done more or less intensive forms
of public engagement prior to their establishment, among
them the UK Biobank in the UK, SharDNA in Italy, and BC
Biobank in Canada.!”'* However, the more radical critics,
like McNamara and Petersen, warn against a consultation
approach, which primarily works, according to them, by giv-
ing increased legitimacy to biobank research: “There is little
scope for those participating in the surveys or forums or for
broader publics to offer assessment of the overall validity of
the science and of the scientists’ visions, and the longer-term
economic, social and political implications of the project or
of biobanking more generally”.” So even though surveys
and focus groups are “doable”, they far from satisfy a more
radical version of the political critique.

However, this critique can also be turned around: even
though we can imagine a critical public discourse “where the
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overall validity of the science and of the scientists’ visions,
and the longer-term economic, social and political implica-
tions of the project or of biobanking more generally” are
discussed, it seems far from doable, at least from within the
biobank community.” It is hard to imagine a biobank trying
to facilitate and initiate a critical political discussion that
could potentially undermine its own existence. The short
history of large-scale biobanking has shown us that strong
political engagement primarily arises from disagreement and
controversies, like the history of deCode genetics in Iceland.
Such political engagement probably arises and thrives better
outside of what it scrutinizes.

The political critique stresses that large-scale biobank
research has a political dimension and participants should
be able to influence it. There is disagreement within the
camp whether consultation initiatives are examples of a
more democratic science or if they just add legitimacy to a
predetermined science where the form and content is decided
elsewhere.

Utility perspective

The utility perspective differs from the other categories
in the sense that it is not a critique and it is not primar-
ily an ethical perspective. Rather, the motivation here is
to increase engagement with donors in order to pave the
way for new research design and hence more and better
research. The utility perspective suggests that in order to
maximize the research potential in large-scale biobanks
and genomics (which could be claimed to be an ethical
imperative), researchers should be able to recontact par-
ticipants easily as well as continuously monitor consenting
individuals. Doing so of course presupposes that such activ-
ity is ethically acceptable and compatible with the interest
of the donors. As Tutton and Prainsack remarked, this is
where 23andMe has been able to persuade its customers/
donors that the company (the research institution) and the
participants have common interests.”® Whether this is true
or not could be a matter of dispute. But as both research
and technology within genomics advances, the potential
for biobank research to produce findings meaningful for
individuals increases. When this happens, utility and reci-
procity meet, and the biobankers have to reflect upon what
researchers owe research participants.

Weighing arguments

We started our search for literature and arguments with an
intention to challenge our own position. Earlier we defended
the dominant model with a broad consent combined with

passive participation in large-scale biobank research and no
return of results. Have the three different types of criticism
against this position made us change our minds?

Few people would deny that there are important and
reasonable insights here. The dynamic consent approach is
of course quite right in its criticism of the lack of meaning in
historical consents. Nobody remembers 15 years later what
they consented to, not even the researchers or the research
institution. In addition, few would deny that reciprocity and
benefit sharing are relevant values in biobank research, as in
medical research in general. Further, it is hard to deny that
the transformative potential of large-scale research biobank-
ing, genomics, and personalized medicine should be topics
to discuss and engage with, at least by those whose genomes
are sequenced in research.

However, broad consent, passive participation, and
no return of results, including a good and comprehensive
communication strategy, can still be argued to comply
with good ethics. Restricting participants’ choices does not
have to mean that the biobank institution is not giving them
information. Withholding incidental findings from research
does not exclude other types of reciprocity and caring for
research participants. Further, not consulting research partici-
pants regularly does not exclude the possibility for research
biobanks to facilitate ethicopolitical discourses on biobanks,
genomics, and personalized medicine.

Atleast in theory, broad consent, passive participation, and
no return of results seem to be compatible with the three diffe-
rent categories of critique that we have described. This position
can even be backed up by an ethical claim that “solidarity” and
not “autonomy” should be the dominant frame for the relation-
ship between participants and biobanks.?* However, there is
a risk here that this framework works better in theory than in
practice; a challenge with this model could be the lack of incen-
tives, motivations, or visions for the research institution to treat
participants as more than suppliers of raw material for research
in practice.*” Broad consent and a lack of other motivational
values for increased involvement might easily become a pretext
for not informing, not asking, and not engaging. An ethical
reference to “solidarity” may be convenient for not spending
resources on information, involvement, and communication.
This will work at least as long as the historical consent is valid
and no fundamentally “new questions” arise in the biobank
(eg, introduction of commercial partners, introduction of new
controversial technologies, new demands on data sharing in
international databases, and new designs that may affect the
return of results policy). However, when “new” questions
suddenly arise, the biobank needs to contact its donors, and
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the whole question of what kind of relationship this really
represents is revived. The weakness of the dominant model,
then, is its tendency to lag behind when important questions
arise instead of being proactive and at the forefront. By not
having a vision or conviction on the proper engagement of
participants, by not seeing the value of reciprocity, and by not
having a thoughtful strategy for communication, it is probably
harder for research biobanks to address important ethical and
political questions before they arise.

This last point also links to the fourth category, ie, the
utility perspective. Biobank research will in the future prob-
ably benefit from closer contact with their donors. The flow
of information, recontact, controversial research designs,
and reconsent is made easier when there is an open line of
communication between researchers and participants. When
biobank researchers realize they need to stay in closer con-
tact with their donors, “solidarity” is probably not enough
to secure the interest of the donors. “Solidarity” should then
be complemented by “reciprocity”.

Conclusion

We have managed to show that there is a rapidly increasing
literature on the importance of engagement and active partici-
pation in biobank research. Further, we have identified three
different categories of critiques against the dominant way of
governing large-scale biobanks today. The dominant model
was criticized from what we called a choice-based position
(too few options and too little autonomy and control), from
a reciprocity position (giving without receiving), and from a
political perspective (blind acceptance, no discussion).

As skeptical readers of this literature, we still find the
three perspectives important and interesting. Our main
objection to the choice-based position is the lack of “deep”
justification for why more choices is better than less in this
arena. A menu of choices in a restaurant is obviously a good
thing, but a menu of choices when participating in research
may seem misguided. Our main objection to the political
critique is its idealistic character. We struggle to understand
how the criticism, in the radical form, can be “implemented”
effectively within the biobank community.

On the other side, we are convinced that reciprocity is
a universal research ethical value. Reciprocity is important
in order to avoid exploitation. In addition, it is a value that
inspires and encourages biobank institutions to take the
relationship with their participants seriously. We can disagree
on whether the principle of reciprocity obliges us to return,
for instance, incidental findings to research participants.
However, we cannot disagree on the fact that reciprocity

puts us under some kind of obligation toward research
participants. By making reciprocity the “core organizing
principle” for large-scale biobanking, as Gottweis et al
have proposed, we would ensure at least that the ethical
framework of a biobank continuously motivates the research
institution to define and establish a good and proper rela-
tionship between participants and the biobank.*® In the near
future, more research biobanks will probably see the benefit
of closer contact with their donors. If that happens, reciproc-
ity would become even more important as a guiding value in
treating participants with proper respect.

The dominant model of broad consent written down on
a piece of paper, which almost nobody is able to access later
on, seems quite old-fashioned when compared with what can
be obtained by digital communication and social platforms.
Even though more choices is not necessarily better than
less, more transparency, more participant control over his or
her data, and better accessibility to targeted knowledge and
information seems to be better than less. Our study has shown
that there is a trend in the literature toward recommending
increased participant engagement in biobank research. There
seem to be irresistible elements involved, both from critical
and utility perspectives, in a dynamic consent approach with
more donor involvement. Our discussion here has shown that
there are good reasons to take this trend seriously.
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