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Preface

Let me introduce a recurrent topic in this book. 
It is the question whether research ethics and the 
practices of ethical review can give rise to their 

own ethical problems. Do we create new ethical pro-
blems while we handle old ones?

Research ethics developed in a different situation than 
the present. The starting-point was inhuman: experi-
ments with prisoners in concentration camps during 
World War II. What followed was a series of research 
scandals where research subjects were harmed in diffe-
rent parts of the world. Simplifying somewhat, research 
ethics developed to protect people from being forced 
into harmful research. One such ethical protection was 
the demand that people cannot be used as research 
subjects if they haven’t been properly informed about 
the research, about its possible risks, and have given their 
consent. Another protection that came with the Helsinki 
Declaration was an ethical review apparatus that can 
reject ethically problematic research proposals.

The situation is different today. Ethical review and 
informed consent procedures are integral parts of medi-
cal research. But as a result of its success, research ethics 
could end up creating its own ethical problems. The 
threat used to be injustices and acts of cruelty towards 
research subjects. Now new threats appear on the ethi-
cally regulated horizon, and in a number of cases we can 
ask if research subjects might in fact be overprotected 
against their own interests.
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Pregnant women and children can be vulnerable and 
are therefore regularly excluded from clinical research. 
It may seem comforting to know that these groups are 
safe from possibly harmful research. The result of the 
well-intentioned protection, however, is that these groups 
are subjected to possibly harmful medical treatments 
as patients. We don’t know how treatments that are 
effective on non-pregnant adults work on children and 
pregnant women, and we don’t know what dosages work 
for them. Vulnerable groups are protected as research 
subjects, but as a result of that protection they are put to 
risk as patients. Clearly, new ethical problems arise here 
because of the way we handle the old ones.

Pär Segerdahl at the Centre for Research Ethics & 
Bioethics is the author of this book and editor of the 
Ethics Blog. In this book he provides us with a selection 
of blog posts to stimulate the ways we discuss and think 
about ethical issues in a changing world. The book is not 
meant to be read from cover to cover in one go. Posts 
that catch your attention can be read separately. In fact, 
that’s how they are meant to be read.

Take it with you when you travel and read it slowly!

Mats G. Hansson
Director, Centre for Research Ethics & Bioethics

Uppsala University
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Ethics in 
a changing world

What is ethics in a world that always 
changes? Does ethics change when the 
world and our knowledge of it changes?
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Ethics before the 
event

it is easy to be wise after the event. This easily attai-
ned wisdom is also a painful accusation: you should 
have been wise before the event. If you are extremely 

sensitive to the pain of these attacks, you might want to 
become someone who always is wise before the event. 
If you let your life be governed by such an ideal, you’ll 
become an ethical perfectionist.

Ethical perfectionism may seem like the most deman-
ding ethical attitude. If it derives from oversensitivity to 
the pain of being wise after the event, however, I’m more 
doubtful about the value of this attitude. The ethical 
perfectionist runs the risk of avoiding life altogether, until 
all moral complexity has been eliminated: “Postpone life; 
I’ve discovered another possible ethical problem!”

My reason for bringing up this subject is that research 
ethics seems to be in danger of succumbing to ethical 
perfectionism. The dependence on research scandals in 
the past and the demand to avoid them in the future 
makes it vulnerable to this super-precautionary ideal.

Do not think for a moment that I recommend living 
without reflection, without anticipating the future. But 
ethical problems need to be confronted while we live: 
as we go along. We cannot postpone life until all pos-
sible ethical complexity has been eliminated. The risk is 
that we fantasize ethical problems without reality and 
postpone urgent research initiatives on the basis of those 
fantasies, while we fail to face the real ethical challenges.
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Absolute limits of a 
modern world?

a certain form of ethical thinking would like to 
draw absolute limits to human activity. Those 
limits are often said to be natural. Nature repla-

ces God as moral authority: nature is what we believe we 
still can believe in, when we no longer believe in God.

The irony is that the attempt to formulate nature’s 
commandments relies on the same forms of human 
activity that one wants to limit. Without human embryo 
research, for example, no one would know about the 
embryo and no one could speculate about its “moral sta-
tus” and derive moral commandments from it.

This dependence on modern research activities under-
mines the attempt to discover absolute moral authority 
in nature. Modern research has disassociated itself from 
the old speculative ambition to finalize science as one 
great system of knowledge. Our present notion of “the 
embryo” will be outdated tomorrow.

Anyone attempting to speculate about the human 
embryo – inevitably presupposing embryo research – will 
have to acknowledge the possibility that these specula-
tions already are obsolete. 

The changeability of modern research haunts and 
destabilizes the tendency to find absolute moral authority 
in nature.
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Characterizing reality

reaLity is on the move, and so are we. Therefore, 
we are continuously challenged to characterize 
it, and us, anew. What is it like today? What have 

we become? I believe that Friedrich Nietzsche made 
such a renewed characterization of reality, or of what we 
became in the nineteenth century, when he said: “God is 
dead.”

How does such a characterization work? Is it a state-
ment of fact? Did Nietzsche go out into the backyard 
and found God lying dead on the ground, as one can 
discover a dead bird? Hardly, Nietzsche’s characterization 
of reality can be contested in a way that the death of a 
bird cannot.

Is it an ideological position, then, one that Nietzsche 
contrived and tried to impose on reality? Hardly, for it is 
connected with numerous factual features of nine teenth-
century life, such as the steam-engine, newspapers, indu-
stry, exploration expeditions, science, democracy… 
I’m not enough of a historian to enumerate them all.

Taking the issue to our own times: Can you imagine 
Johann Sebastian Bach writing music for the glory of 
God alone… but living today in a suburban row house 
area, with his car parked outside, just after shopping 
in the mall? It is difficult to imagine such a Bach, and 
Nietzsche’s statement could be said to characterize that 
difficulty.

If we accept Nietzsche’s statement as a striking charac-
terization of the difficulty of imagining a modern sub-
urban Bach, it appears almost factual. It is what reality 
is like; what we have become. And yet, someone could 
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contest the characterization, and that reality, and see it as 
a degenerated frame of mind to resist.

So what do statements of Nietzsche’s kind do? Do 
they describe reality or do they express ideological 
perspectives?

I find the task of characterizing our renewed characte-
rizations of reality as one of the most challenging philo-
sophical problems. Its urgency is obvious in bioethics, 
which deals with realities that certainly are on the move. 
New biomedical practices continuously challenge our 
characterizations of embryos, of stem cells, of health and 
disease, and of research participation. 

Bioethics underlines the need for a more nuanced 
notion of what it means to renew our characterizations of 
reality.
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Moral tipping points

i read a thought-provoking article about biosecurity 
that suggested novel ways of thinking about infectious 
diseases. According to traditional thinking, infectious 

diseases strike us from the outside. We therefore protect 
us from such threats by building more effective borders. 
We secure pure healthy spaces and protect those spaces 
from impure, diseased ones.

The alternative thinking is less spatially oriented and 
does not make a sharp distinction between “pure” and 
“diseased” spaces. Here is an illustration: If I understood 
the article right, a certain microbe, Campylobacter, is 
typically present in the microbial flora of farmed chick-
ens. This bacterium does not become a health threat until 
there is a balance shift in the chickens’ intense relations 
with their farm circumstances. Campylobacter “infection” 
in chickens does not necessarily occur from the outside, 
since the microbe always is present, but through balance 
shifts at what the authors call “tipping points.” 

I was struck by the notion of tipping points. Perhaps 
it can be applied to processes of moral change; to our 
renewed characterizations of reality? 

Our moral perceptions sometimes undergo dramatic 
change. Consider the example of sex disambiguation 
surgery on newborns when their sex cannot be un -
equivocally determined by a doctor. Our present social 
circumstances are such that being boy or girl, being man 
or woman, is profoundly significant. Being neither, or 
both, is being in trouble. Legally, for example, you must 
be either male or female.

If we live in happy balance with these circumstances, 
sex disambiguation surgery might strike us as a blessing. 
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Through surgery, the child is “helped” towards beco-
ming unambiguously boy or girl. This is of such impor-
tance that “correction surgery” can be allowed even on 
newborns that haven’t yet developed their way of being 
in the world. Early surgery might even be preferable.

If, in the other hand, there is a balance shift; if pre-
sent circumstances are experienced as troublesome and 
possible to change – must we legally be male or female? 
– a tipping point may occur where the helpful correction 
of a bodily deformation can start to look like… genital 
mutilation performed to adapt newborns to our culture’s 
heterosexual norms and dualistic beliefs.

The new ideas may appear absolutely foreign to the 
old ones, as if they came from the outside: what have we 
been reading lately? But they need not be as foreign as 
they appear and they need not enter our thinking from 
the outside. Moral thinking is in dynamic relationships 
with our circumstances. If these relationships shift, so 
may our moral perceptions.

What previously was perceived as “helping” may 
suddenly, at moral tipping points, look like “mutilating.” 
What previously was “reality” may turn into “culture” and 
into “norms and beliefs.” Changes at moral tipping points 
can be dramatic, which fools us into thinking that the 
new ideas entered our homeland from foreign moral ter-
ritory. But they emerged right here, in our own exchanges 
with our circumstances.

Why is this important? I think it suggests paths 
beyond the age-old relativism-versus-absolutism contro-
versy. We habitually view opposed moralities as distinct, 
simply distinct. You have one view on the matter; I have 
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another. When I heard about tipping points, it struck me 
that opposed moral views often are dynamically connec-
ted: one view becomes the other at the tipping point.

Thinking in terms of tipping points can negotiate some 
sort of peace between standpoints that otherwise are 
exaggerated as if they belonged to opposed metaphysics. 
Someone who speaks of male and female as realities is 
not necessarily in the grips of the metaphysics of sub-
stance, as the gender theorist Judith Butler supposes, but 
may speak from the point of view of being in untroub-
led balance with present circumstances. Someone who 
speaks of male and female as produced by norms is not 
necessarily in the grips of relativistic anti-metaphysical 
doctrines, as realist philosophers would suppose, but may 
speak at a tipping point where the balance with present 
circumstances shifted and became troubled.

My proposed tipping point negotiation of peace 
between apparently foreign moral views does not make 
the moral opposition less real. It only avoids certain 
intellectualist exaggerations and purifications of it. Moral 
language functions differently when our relationships 
with the circumstances are untroubled compared to 
when they are troubled. 

Moral thinking is in dynamic relationships with the 
world and with how we inhabit it.

reference

Hinchliffe, S., Allen, J., Lavau, S., Bingman, N. and Carter, S. (2013), 
“Biosecurity and the topologies of infected life: from borderlines to 
borderlands,” Transactions of the Institute of British Geographers 38: 
513-543; doi: 10.1111/j.1475-5661.2012.00538.x
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Conversations with 
seemingly unconscious 
patients

research and technoLogy changes us: the way we 
live, speak, and think. One area of research that 
will change us in the future is brain research. Here 

are some remarkable discoveries about some seemingly 
unconscious patients; discoveries that we still don’t know 
how to make intelligible or relate to.

A young woman survived a car accident but got such 
serious injuries that she was judged to be in a vegetative 
state, without consciousness. When sentences were spoken 
to her and her neural responses were measured through 
fMRI, however, it was discovered that her brain responded 
equivalently to conscious control subjects’ brains. Was she 
conscious although she appeared to be in a coma?

To get more clarity the research team asked the 
woman to perform two different mental tasks. The first 
task was to imagine that she was playing tennis; the other 
that she visited her house. Once again the measured 
brain activation was equivalent to that of the conscious 
control subjects.

She is not the only case. Similar responses have been 
measured in other patients who according to internatio-
nal guidelines were unconscious. Some have learned to 
respond appropriately to yes/no questions, such as, “Is 
your mother’s name Yolande?” They respond by mentally 
performing different tasks – let’s say, imagine squeezing 
their right hand for “yes” and moving all their toes for 
“no.” Their neural responses are then measured.
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There is already technology that connects brain and 
computer. People learn to use these “neuro-prosthetics” 
without muscle use. This raises the question whether, in 
the future, one may be able to communicate with some 
patients who today would be diagnosed as unconsci-
ous. – Should one then begin to ask these patients about 
informed consent for different treatments?

Researchers at CRB are working with such neuro-
ethical issues within a big European research effort: the 
Human Brain Project. Within this project, Kathinka Evers 
leads the work on ethical and societal implications of 
brain research, and Michele Farisco writes his (second) 
dissertation in the project, supervised by Evers.

Farisco’s dissertation deals with disorders of conscious-
ness. In 2014, Farisco authored an exciting book chapter 
with Evers and Steven Laureys (one of the neuro-
scientists in the project). They present developments 
in neuroscience and discuss the possibility of informed 
consent from some seemingly unconscious patients. 

The authors point out that informed consent has mea-
ning only if there is a relationship between the doctor/
researcher and patient, which requires communication. 
This condition may be met if the technology evolves 
and people learn to use it. But it is still unclear, they 
argue, whether all requirements for informed consent are 
satisfied. In order to give informed consent, patients must 
understand what they agree to. This is usually checked 
by asking patients to describe with their own words what 
the doctor/researcher communicated. This cannot be 
done by taking pictures of a patient’s brain while asking 
yes/no questions. Furthermore, the patient must under-
stand that the information applies to him or her at a cer-
tain time. It is unclear if patients who are detached from 
the course of everyday life, and have suffered serious 
brain injury, have that understanding. Finally, the patient 
must be able to emotionally evaluate different alternati-
ves. Also this condition is unclear.
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It may seem early to discuss ethical issues related to 
discoveries that we don’t even know how to make intel-
ligible. I think on the contrary that it can pave the way 
for emerging intelligibility. A personal reflection explains 
what I mean.

It is tempting to think that neuroscience must first 
determine whether the patients above are unconscious or 
not, by answering “the big question” how consciousness 
arises and becomes disturbed or inhibited in the brain. 
Only then can we understand these remarkable discove-
ries, and only then can practical applications and ethical 
implications be developed.

My guess is that practical technological applications, 
and human responses to their use, rather are venues for 
the intelligibility that is required for further scientific 
development. A brain does not give consent, but perhaps 
a seemingly unconscious patient using a neuro-prosthesis. 
How future technology supported communication with 
such patients takes shape – how it works in practice and 
changes what we meaningfully can do, say and think – will 
guide future research. It is on this science-and-technology 
supported playing field that we might be able to ask and 
determine what we thought neuroscience had to determine 
beforehand, and on its own, by answering a “big question.”

After all, isn’t it on this playing field that we now 
begin to ask if some seemingly unconscious patients are 
conscious?

Ethics does not always run behind research, deve-
loping its “implications.” Perhaps neuro-ethics and neuro-
science walk hand in hand. Perhaps neuroscience needs 
neuro-ethics.

reference

Farisco, M., Laureys, S. and Evers, K. (2014), “Externalization of 
consciousness: scientific possibilities and clinical implications,” In: Geyer, 
M., Ellenbroek, B. and Marsden, C. (Eds.), Current Topics in Behavioral 
Neurosciences. Berlin Heidelberg: Springer.
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From tree of 
knowledge to 
knowledge landscapes

science was Long revered as free and self-critical 
pursuit of knowledge. There were hopes of useful 
applications, of course, but as fruits that once in a 

while fall from the tree of knowledge. 
In a thought-provoking article in the Croatian Medical 

Journal, Anna Lydia Svalastog describes how traditio-
nal reverence for science and devout hope of fruits 
from above in practice disappeared with World War II. 
Researchers who saw Science as their calling instead 
found themselves called up for service in multidiscipli-
nary projects, solving scientific problems for politically 
defined purposes. Most famous is the Manhattan project, 
intended to develop an atomic bomb to alter relative 
military strengths.

This way of organizing research has since then become 
the rule, in a post-war condition where research initia-
tives aim towards altering relative economic strengths. 
Rather than revering Science, we value research in 
project format. We value research not only in economic 
terms, I want to add, but also in terms of welfare, health 
and environment.

From the late 1970s, political and economic interest 
in research shifted from physics to the life sciences and 
biotechnology. Svalastog mentions examples such as 
genetically modified organisms (GMO), energy wood 
and biological solutions to pollution. It is difficult to say 
where research ends and applications begin, when inte-
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rest in applications governs the organization of research 
from the outset.

The main question in the article is how to understand 
and handle the new condition. How can we understand 
the life sciences if society no longer piously anticipates 
applications as fruits from above but calculates with 
them from the beginning?

Svalastog uses a new concept for these calculated 
fruits: bio-objects. They are what we talk about when we 
talk about biotechnology: energy wood, GMO, cultivated 
stem cells, vaccines, genetic tests and therapies, and so on.

The point is that science doesn’t define these objects 
on its own, as if they still belonged to science. Bio-objects 
are what they become, in the intersection of science, poli-
tics and society. After all, vaccines don’t exist and aren’t 
talked about exclusively in laboratories, but a parent can 
take the child to the hospital for a vaccination that politi-
cians decided should be financed by taxes.

Instead of a tree of knowledge stretching its fruit-be-
aring branches above society, we thus have flatter know-
ledge landscapes in which a variety of actors contribute 
to what is described in the article as bio-objectification. 
The parent who takes the child to the hospital is such an 
actor, as is the nurse who gives the vaccine, the politicians 
who debate the vaccination program, the journalists who 
write about it, and the research team that develops the 
vaccine.
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Why do we need a concept of bio-objectification, 
which doesn’t reverently let the life sciences define 
those objects in their own terms? I believe we need it to 
understand and handle our post-war condition. Svalastog 
mentions controversies about GMO as an example. 
Resistance to GMO is often described as scientifically 
ignorant, as if people lived in the shadow of the tree of 
knowledge and the solution had to consist in dropping 
more science information from the tree. But, Svalastog 
writes, no links with levels of knowledge have been esta-
blished, but rather with worldviews, ethics and religion.

What we need to handle our condition, Svalastog 
maintains, is thus the kind of research that was neglec-
ted in the post-war way of organizing research. We need 
humanistic research about knowledge landscapes, rather 
than instinctive reactions from a bygone era when the 
tree of knowledge was still revered.

I presume that this humanistic research too will be 
performed in project format, where humanistic scholars 
are called up for research service, studying the contexts 
within which bio-objects are understood, handled and 
valued. 

Undeniably, however, some interesting thoughts about 
our condition here hover more freely above the know-
ledge landscapes.

reference

Svalastog, A.L. (2014), “The value of bio-objects and policy discourses 
in Europe,” Croatian Medical Journal 55: 167-70.
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Intellectualizing 
morality

the idea that moral considerations presuppose 
ethical principles is prevalent. Yet, it represents 
our ways of talking about moral issues as if they 

were like consultations between states at the negotiating 
table, invoking solemn declarations:

“ Under the principle of happy consequences, 
one should lie in this situation; otherwise, 
many will be hurt.”

“ According to the principle of always telling the truth, 
it is right to tell; even if many will be hurt.”

This is not how we talk, but maybe:
“ I don’t like to lie, but I have to, 
otherwise many will be hurt.”

“ It’s terrible that many will suffer, 
but the truth must be told.”

As we actually talk, without invoking principles, we 
ourselves take responsibility for how we decide to act. 
Lying, or telling the truth, is a burden even when we see 
it as the right thing to do. But if moral considerations pre-
suppose ethical principles of moral rightness, there is no 
responsibility to carry. We refer to the principles!

The principles apparently give us the right to lie, or to 
speak the truth, and we can live on with a self-righteous 
smile. But how does the idea of moral principles arise? 
My answer: Through the desire to intellectually control 
how we debate and reach conclusions about important 
societal issues in the public sphere. Just as Indian gram-
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marians made rules for the correct pronunciation of 
holy words, ethicists make principles of “correct” moral 
reasoning. According to the first principle, the first person 
reasons correctly; the other one incorrectly. According to 
the second principle, it’s the other way round.

No one would even dream of formulating these prin-
ciples, however, if we didn’t already talk as we do about 
moral matters. They summarize, in the prestigious form 
of principles, how we already talk. Despite their prestige, 
the principles are second-rate goods, reconstructions, 
scaffolding on life, which can have a societal and intel-
lectual control function. 

Moral principles may thus play a role in the public 
sphere, like grammatical rules codifying how to write and 
speak correctly. We agree on the principles that should 
govern public negotiations; the kind of concerns that 
should be considered in good arguments.

The problem is that the principles are presented as the 
essence and foundation of morality as such, in treatises 
that are revered as intellectual bibles. The truth must be 
told: it’s the other way round. The principles are auxiliary 
constructions that codify how we already bear the words 
and the responsibility. 

Don’t let the principles’ authoritative function in the 
public sphere distort this fact.
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Thinking about

But…

someone asked me what philosophy is. I answered 
by citing the most frequently used word when one 
philosophizes. Which word does a philosopher most 

often use? I believe he or she most often says, “But…”:
“But is that true?”
“But if that’s so, shouldn’t then…?”
“But can’t one imagine that…?”
“But how can one know such a thing?”

Always some unexpected obstacle! Just at the moment 
when our reasoning seems entirely spotless, an annoying 
“but…?” knocks us to the ground and we have to start all 
over again. Confronted with our spontaneous reasoning, a 
philosopher’s head soon fills with questions and objec-
tions. Perplexing questions lead into unknown territory. 
New maps must be drawn the need of which we never 
anticipated. A persistently repeated “but…” reveals chal-
lenges for which weren’t prepared.

The goal is not that of interminably questioning, 
however. Questioning and being perplexed are not 
intrinsic values. Rather the contrary. The accumulation 
of questions is a precondition to there being a goal with 
philosophizing, namely, that of putting an end to the 
annoying questions.
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Thinking about thinking…

Philosophy is a fight with one’s own questions; the 
goal is to silence them. But if that is so, what point can 
philosophy have? An activity that first raises annoying 
questions, and then tries to silence them: what’s that 
good for!?

Try to reason about what “moral change” means. Then 
you’ll probably notice that you too soon start repeating 
the word “but…” with regard to your own attempts to 
reason well. Your questions will annoy you and spur you 
to think even more clearly. You will draw maps the need 
of which you had not anticipated.

Even if we prefer that we never went astray, we do go 
astray. It pertains to being human. Then we see the point 
with persistently asking “but…?”; then we see the pur-
pose with crisscrossing confusing aspects of life until we 
survey them, haunted by objections from an unyielding 
form of sincerity.

When we finally manage to silence our irritating ques-
tions, philosophy has made itself superfluous; as superflu-
ous as a map would be when we cross our own street… 
until we go astray again.
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Intellectual honesty 
and responsibility

A chain is not stronger than its 
weakest link. Each one of us may 
be that link, especially if we believe 
that the overall chain – ethical 
guidelines and review – relieves us 
from taking personal responsibility for 
what we do and think and write.
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Bioethics is not a 
community of interests

there is a negative image of bioethics as being in 
symbiosis with the powerful interests of medical 
research and the pharmaceutical industry. Examp-

les that could confirm such suspicions multiply, unfor-
tunately, since pharmaceutical companies have begun 
to hire bioethicists as consultants. After critique, Glenn 
McGee, the former editor of the American Journal of Bio-
ethics, resigned from a Texas based stem-cell company.

There is a real risk that bioethicists end up represen-
ting powerful interests. Everyone who claims to be a 
bioethicist should therefore be attentive to this question: 
“Has my thinking become unjust and partial?” In their 
academic role, bioethicists not only can but should be 
driven by this question of truthfulness. You not only can 
but should weigh a multitude of values and perspectives 
against each other. You not only can change your mind, 
but should always consider the need to do so. Openness 
strengthens you as a bioethicist.

This would not be the case if you represented a com-
pany, an organization, or an authority. In such positions, it 
is predetermined which views, which interests and which 
regulations you have a professional duty to look after. If 
you don’t disseminate the right views or look after the 
right interests, you are disloyal to your organization and 
should consider quitting.
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It is the other way round with bioethics as an aca-
demic activity. If you protect certain narrow views as if 
you belonged to a community of interests, if you reason 
one-dimensionally without allowing opposed perspec-
tives to be seen or heard – then you should consider 
quitting.

If the functionary of an organization worries, “Have I 
become disloyal?”, the ethicist’s worry is, “Have I become 
loyal?”



32

Drug companies as 
whistleblowers

John ioannidis once warned that most published 
research findings probably are false. A few years later 
the drug companies Bayer and Amgen reported that 

their attempts to replicate scientifically published studies 
that could be a basis for new drug development most 
often fail. Amgen, for example, failed to replicate 47 of 
53 oncology and hematology results that they initially 
deemed interesting for their purposes.

We are used to seeing drug companies under attack 
by right-minded critics. Now these companies are in the 
position of delivering the critique. They invalidate most 
scientifically published findings in the field of medicine. 
By going public about this embarrassing fact, they act as 
whistleblowers revealing emptiness in current scienti-
fic practices and ways of supporting and awarding high 
quality research.

A solution to the problem has been proposed, though 
not by the research community, but by a company: 
Science Exchange. They offer researchers a new service. 
For a fee, they attempt to reproduce the researchers’ 
studies. If the studies can be successfully replicated, the 
company issues a certificate of reproducibility.

Can such a proposal contribute to a transformation of 
current scientific practices, towards an order where peers 
not merely read and assess papers, but practically try to 
validate results? But shouldn’t validation be internal to 
the research work, rather than outsourced? If I inter-
pret Karl Popper right, a scientist should actively try to 
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achieve negative results. Only by failing to produce nega-
tive results can she tentatively claim positive results.

Do current ways of measuring and awarding scienti-
fic quality undermine the self-critical spirit of scientific 
work?
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Questionable 
questionnaires

Questionnaires are increasingLy frequent in 
bioethics. They can provide valuable information 
about how ethical issues are real for the parties 

concerned: for patients, for families, for nurses, for phy-
sicians, for research participants, for organ donors, and so 
on. Questionnaires can thereby counteract professional 
isolationism, where bioethicists believe they know preci-
sely which issues should concern people, and on the basis 
of that “expertise” develop ethical policies.

Professional isolationism unfortunately isn’t that easily 
remedied. Kevin P. Weinfurt warns that if participants’ 
responses are interpreted by bioethicists who have other 
points of view and linguistic habits than the respondents, 
questionnaires can conceal isolationism. Interpretations 
are easily biased to speak to issues internal to the bioethi-
cal debate. 

How can ethicists’ points of view bias interpretations? 
By asking their questions as if every human housed a 
bioethicist experiencing the same issues. Concerning cli-
nical trials, for example, bioethicists estimate “chance of 
benefit from experimental therapy.” Thus, it is natural for 
them to query research participants how they estimate 
their chance of benefit, as if participants too perceived 
the situation as a decision tree with chances of disease 
control and risks of death.

How can ethicists’ linguistic habits bias the answers? 
By being so thoroughly trained in a bookish scholarly 
culture that they interpret people literally. If a respon-
dent answers the question, ”How confident are you that 
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the experimental therapy will control your cancer?”, 
by encircling 80 percent, ethicists may assume that the 
respondent describes his private assessment of the pro-
bability. But communication does not consist only in 
describing inner mental states. People do a great number 
of things with words, for example, they voice hope.

When a respondent who answered 80 percent after-
wards was interviewed about why other people would 
answer 10 percent, he didn’t answer in terms of diver-
gent prognostic factors, but said:

“ Oh, man, I feel sorry for them… They’re just not…
they’re just…they’re hopeless. They have no hope 
left. For some reason, they’ve been beat down so bad 
that they can’t think positive anymore… Maybe they 
don’t have the same kind of support in their life that 
I do.”

If Weinfurt’s warnings are right, assuming that patients’ 
hope of recovery causes “unrealistic assessments of 
chance of benefit” may be a misconception. Patients may 
do no such assessments at all. It is the questionnaire that 
causes the illusion. They voice their hope, that’s all.
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After-birth abortion as 
a logical scale exercise

in an issue of the Journal of Medical Ethics, two philo-
sophers argue that what they call “after-birth abortion” 
should be permissible in all cases where abortion is 

allowed (even when the newborn is healthy). Not surpri-
singly, the news spread on the internet and the authors of 
the article even received death threats.

If you know the spirit of much current academic 
philosophy, you will not be surprised to know that the 
authors defended themselves by making statements like:

“ This was a theoretical and academic article.”
“ I’m not in favor of infanticide. I’m just using logical 
arguments.”

“ It was intended for an academic community.”
“ I don’t think people outside bioethics should learn 
anything from this article.”

The editor of JME, Julian Savulescu, defended the decision 
to publish by emphasizing that JME “supports sound ratio-
nal argument.” In a similar vein, the philosopher John Harris, 
who developed basically the same rational considerations in 
support of infanticide, felt a need to clarify his position. He 
never defended infanticide as a policy proposal. What did he 
do, then? He merely engaged in “intellectual discussions.”

What I find remarkable is how some of our most signi-
ficant human ideals – logic and rationality – seem to have 
acquired a technical and esoteric meaning for at least some 
professional philosophers. Traditionally, if you build on logic 
and rationality, then your intellectual considerations ought to 
concern the whole of humanity. Your conclusions deserve to 
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be taken seriously by anyone with an interest in the matter.
The article on after-birth abortion, however, is just using 

logical arguments. It is only presenting a sound rational 
argument. It is merely an intellectual discussion. To me, this 
sounds like a contradiction in terms. Moreover, because of 
this “merely” logical nature of the argument, it concerns no 
one except a select part of the academic community.

How should one respond when ethicists publish what 
they present as “rational arguments” in favor of infanti-
cide? My answer is that one should take them seriously 
when they explain that one shouldn’t take their logical 
conclusions too seriously. Still, there is reason for con-
cern, because the ideals they approach so technically are 
prestigious notions with a binding character for most of 
us. Many persons think they should listen carefully when 
arguments are logical and rational. Moreover, JME is not 
a purely philosophical journal. It is read by people with 
real and practical concerns. They are probably unaware 
that many professional philosophers, who seem to be dis-
cussing real issues, are only doing logical scale exercises.

This mechanized approach to the task of thinking, pre-
sented on days with better self-confidence as the epitome 
of what it means to be serious and well-reasoned, is what 
ought to concern us. It is problematic even when conclu-
sions are less sensational.
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Life scientists’ 
responsibility when 
their research has dual 
use

do Life scientists have moral responsibility when 
their research can be used not only to do good, 
like preventing pandemics, but also to harm oth-

ers, like developing biological weapons?
It is tempting to think that researchers’ only responsi-

bility is the advancement of scientific knowledge. The use 
and practical application of that knowledge is the respon-
sibility of others. The September 11 attacks made that 
idea much less tenable. Since then, the security sector has 
pushed the scientific community to take more extensive 
responsibility for research that could be used to develop, 
for example, biological weapons.

Do scientists have such a responsibility for how others 
might use their findings? If they do have responsibility, 
how is it most appropriately approached in practice? These 
questions are investigated by Frida Kuhlau, former PhD 
student at CRB, in her dissertation: Responsible Conduct in 
Dual Use Research. Kuhlau argues that researchers do have 
a moral responsibility for research with dual use and she 
tries to specify the content of that responsibility. It includes, 
for example, always considering possible negative implica-
tions of one’s research; reporting activities of concern; being 
prepared to occasionally delimit the dissemination of results.

How is such responsibility best approached in prac-
tice? The traditional way of taking ethical responsibility 
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for research is by imposing ethical regulatory systems: 
guidelines, codes, ethical review.

Kuhlau doubts such bureaucratic attempts to ethi-
cally regulate research. Researchers need to shoulder 
the responsibility themselves, learning how to delibe-
rate and take action concerning research with dual use. 
Shouldering responsibility does not mean, however, doing 
it alone. Individual researchers normally don’t have all 
the competencies needed to reasonably assess possible 
risks of research. The scientific community and the secu-
rity sector are dependent on each other. What is required 
to take proper responsibility, Kuhlau suggests, is therefore 
an ethic of conversation and deliberation.

Taking moral responsibility for research with dual use 
presupposes ongoing communicational processes. These 
processes need organizational support, platforms. A novel 
suggestion in the dissertation is that ethical review boards 
could function as such platforms. Rather than only 
reviewing, as ethical review boards normally do, these 
boards would support an ethical culture of conversation 
and deliberation about dual-use research.
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Henrietta Lacks and 
the power of rhetoric

ParadoxicaLLy, the victim can have the most 
powerful position, namely, as a rhetorical figure. 
I sense this rhetorical power in Rebecca Skloot’s 

bestselling book, The Immortal Life of Henrietta Lacks. I 
think less freely under the spell of this rhetoric of the vic-
tim. My thoughts are not allowed to discover new aspects 
of things. Questions are being silenced and the direction 
of my thoughts is predestined.

Who dares to be scrutinizing when confronted with 
the tear-jerking language that occurs on the author’s 
website for the book? This could be the lyrics of a whole 
genre of sad songs. We read and write about Henrietta 
Lacks as if we were spellbound by her destiny. The most 
spellbound of all seem to be the reviewers of the book. 
Many excel in morbid presentations of a both dead and 
living body abducted by science; of a poor black woman 
who anonymously “paid the price” for a whole series of 
profitable medical discoveries and innovations.

Who wouldn’t yield to the temptation? As a result, 
however, obvious questions are silenced. For example: 
Is it not wonderful that she was anonymous (until the 
publication of the bestseller)? Is it not splendid that 
scientists speak of “HeLa cells” and not about “Henrietta 
Lacks’ cells”? Wasn’t her integrity protected that way 
(until the publication of the bestseller)?
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We don’t know how Henrietta Lacks would have 
described her destiny. Would she have described herself 
as a victim of science rather than as a victim of cancer, 
for example? Or has she become one of the most recent 
victims of the enchanting rhetoric of the victim?
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Research ethics as 
moral assurance 
system

modern society seems to be driven by skepti-
cism. As philosophers systematically doubted 
the senses by enumerating optical and other il-

lusions, our human ability to think for ourselves and take 
responsibility for our professional activities is doubted 
by enumerating scandals and cases of misconduct in the 
past.

The logic is simple: Since human practices have a 
notorious tendency to slide into the ditch – just think 
of scandals x, y and z! – we must introduce assurance 
systems that guarantee that the practices remain safely 
on the road.

In such a spirit of systematic doubt, research ethics 
developed into what resembles a moral assurance sys-
tem for research. With reference to past scandals and 
atrocities, an extra-legal regulatory system emerged with 
detailed steering documents (ethical guidelines), over-
seeing bodies (research ethics committees), and formal 
procedures (informed consent). The system is meant to 
secure ethical trustworthiness.

The trustworthiness of the assurance system is ques-
tioned in an article in Research Ethics, written by Linus 
Johnsson, former PhD student at CRB, together with 
Stefan Eriksson, Gert Helgesson and Mats G. Hansson. 
Guidelines, review and consent aren’t questioned as such, 
however. The problem is rather the institutionalized 
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distrust that makes the system more and more forma-
lized, like following a checklist in a mindless bureaucracy.

The logic of distrust demands a system that does not 
rely on the human abilities that are doubted. That would 
be self-contradictory. But thereby the system does not 
support human abilities to think for ourselves and take 
responsibility. The logic demands a system where humans 
become what they are feared being.

The cold logic of distrust is what needs to be over-
come. Can we abstain from demanding more detailed 
guidelines and more thorough control, next time we hear 
about a scandal? The cold logic of skepticism is not easily 
overcome.
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Fruitful uncertainty

we tend to imagine the minds of great thin-
kers and scientists as fountains of knowledge, 
intelligence and certainty. That is what their 

brilliant works make us believe. The products are perfect; 
therefore, the minds that produced them must have been 
perfect.

Well, the opposite may also be true. Brilliant works 
can stem from an ability to endure ignorance, lack of 
clear-sightedness, and uncertainty – because such short-
comings motivate serious counter-attacks and hard work. 
Striving to overcome uncertainty and shortcomings can 
result in the most brilliant works.

These so-called great minds may have been people 
who loved their uncertainty because it alerted them to 
what requires more attention: “Here is a difficulty I must 
take more seriously!” But that is a moral quality rather 
than a purely intellectual one. 

Don’t be ashamed of your uncertainty but value it as 
an asset!
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Thinking about

Standing up speaking, sitting down thinking

inteLLectuaL Life overfLows with discourses about 
urgent matters: various schools of thought, theories 
and ideologies. Philosophy is viewed as originator of 

the most prestigious and fundamental of these discourses 
about life, such as:

idealism
materialism
pragmatism
existentialism
This view of philosophy stands in stark contrast to 

Socrates’ difficulties with discoursing publically. His inner 
voice caused him to hesitate and instead examine himself and 
his relation to such forms of discourse. I can imagine Socrates 
suddenly pausing, torturing himself with questions like:

Why do I want to speak in this way?
Couldn’t one say the opposite as well?
What led me to hold this view?
Am I wise, or do I only pretend I am?
My aim is to draw attention to philosophy as engage-

ment with the latter, self-examining questions, rather than 
to philosophy as contrived forms of discourse. The impor-
tance of being sensitive to such questions derives from the 
fact that intellectual life resembles a marketplace. Schools 
fight for dominance and accuse each other for neglecting 
the decisive aspect of whatever is under discussion.
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Thinking about thinking…

I want to highlight the importance of attacking oneself 
instead; the significance of asking if one is unjust, exagge-
rating, and unwise. We then parenthesize the rules of dis-
course and examine the extent to which we honestly can 
abide by them.

But: wouldn’t such self-questioning presuppose a pure 
discourse of self-examination within which truths finally 
can be grounded; a discourse that, if it existed, immedi-
ately would achieve absolute dominance on the intel-
lectual market? The marketplace of ideas is attractive. It 
is where we can stand up, speak publically and influence 
the direction of the world. Not surprisingly, philosophers 
found it difficult to avoid presenting their self-examina-
tions, especially if found successful, as being if not truth 
itself, then at least the path to truth.

This temptation makes it all the more important to 
emphasize the latter list of actually rather simple questions, 
by which any person can be haunted. Discourse never 
interrupted by self-examination soon becomes dogmatic.

Sometimes, one must sit down and think. Thinking in 
this sense is not a silent form of discourse. But we always 
compare it with one, and thus we constantly misun-
derstand philosophy as if it were the purest and most 
fundamental discourse.
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Biobank & 
registry research

Human tissue samples and personal data 
are a unique resource for research. But 
what is a biobank? What is the status of 
personal data in research? How do we 
handle informed consent and incidental 
findings? For a decade now, researchers 
at CRB have looked at the ethical and 
legal aspects of biobank and registry 
research. I give you a selection of posts 
on some of the pressing ethical problems.
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The Swedish Data 
Inspection Board stops 
large biobank

swedish biobank research suffered serious but only 
temporary defeat in December 2011. The Swedish 
Data Inspection Board then decided that the 

collection of biological samples and health data for the 
population based biobank LifeGene was against the law. 
Karolinska Institutet (that runs LifeGene) had to stop 
collecting new data and was not allowed to use already 
collected data. 

The reason for the decision was said to be the loosely 
formulated purpose of LifeGene: “future research.” 
Participants cannot give consent to anything that vague, 
the Data Inspection Board argued. Well, that openness 
is the point of this kind of biobank. LifeGene is not a 
research project. It is intended as infrastructure for future 
biobank projects. Researchers are invited to apply for 
access to the biobank within future studies of genetic 
and environmental risk factors for widespread diseases. 
The more specifically formulated research purposes enter 
later in the process.

I view the decision to stop LifeGene as a category 
mistake where research infrastructure is conflated with 
peculiarly vague research. If you view LifeGene as a 
research project, “future research” certainly appears 
hope less ly vague as a purpose description. But if you 
understand LifeGene as infrastructure for future bio-
bank studies of common diseases like diabetes and 
cancer, why shouldn’t that purpose be understandable as 
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the specific purpose of the infrastructure? Cannot par-
ticipants understand such a purpose and give informed 
consent to such a use of their samples?

I said that the defeat wasn’t definitive. In 2012, the 
Swedish Government issued a temporary law on certain 
registries for research on what heredity and environment 
mean for human health, which enabled LifeGene to 
resume its work. And in 2014, a committee appointed by 
the Government proposed a new law for research data-
bases that is meant to replace the temporary law, which 
expires on December 31, 2015.

LifeGene represents a new research reality in the 
making. It remains for the authorities, for legislators, and 
for all of us to better understand it.
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Can infrastructure for 
biobank research make 
ethical notions 
obsolete?

i ProPose that population based biobanks, like the 
Swedish LifeGene, represent “a new reality in the 
making”? I will use a simile to explain what I mean. 

Suppose that rather than discussing biobank ethics, we 
were playing a form of chess with the strange feature 
that the chessboard sometimes changes. Squares turn 
into circles. Or the entire chessboard turns into the tilted 
shape of a rhomb.

These changes of the chessboard make the old rules 
obsolete. What is “straight” and what is “diagonal” on a 
chessboard with the tilted shape of a rhomb? The rules 
need to be reconsidered!

Research ethics and ethical review can be compared 
to games played on chessboards that sometimes change 
and require that rules and basic notions are reconsidered. 
What I mean, then, is that LifeGene represents such a 
basic change of the research ethical chessboard. How 
should the “aim” of biobank infrastructure be described, 
given that an infrastructure is not a research project 
with the type of aims of individual biobank projects? Do 
people become “research participants” when their ten-
year old blood samples are re-used in new studies?

We cannot always cherish old ethical notions, as if 
ethics stood above time and change. We sometimes need 
to rethink rules and basic notions.
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Research with my data, 
but not about me

it is PerPLexing how the websites of large internet 
companies continuously adapt to me. It looks like 
the entire business activity of Amazon was about the 

musical artists I listened to yesterday. These companies 
evidently collect data about what I search out on their 
websites and automatically adapt to my computer, ma-
king the presentation of products as attractive as possible 
to me.

It is rather annoying to get one’s own internet history 
in the face like that. The example illustrates a common 
property of personal data. When data about me are col-
lected, the data sooner or later return to me: in the form 
of an adapted website; in the form of a demand to pay 
tax arrears; or in the form of more expensive insurance 
premiums.

No one would bother to collect my data if they did 
not intend to return to me on the basis of the data. Me, 
me, me: my data are about me. Sooner or later they 
return to me.

There is, however, one brilliant exception from my 
data’s stubborn tendency to return to me: research. When 
researchers collect my blood sample or ask questions 
about my health, they are not interested in my person. 
My data will not return to me in any form. 

Researchers are interested in general patterns that can 
be discerned in data from thousands of people. If resear-
chers should return to participants, it is to collect further 
data that, for example, can make the patterns of ageing 
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appear. Patterns, patterns, patterns: research is about pat-
terns. It is not about any one of us who supplied the data.

I’m therefore inclined to see research registries as cate-
gorically distinct from the tax authorities’ data about my 
incomes. Researchers upload my data into a depersonali-
zed scientific space. Up there, my data hover weightlessly 
and my person cannot attract them back to me. 

They do research with my data, but it is not about me.
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I want to contribute to 
research, not subscribe 
to genetic information

what do researchers owe participants in bio-
bank research? One answer is that researchers 
have an obligation to share incidental findings 

about participants with these helpful individuals. Re-
turning such health relevant information would support 
a sense of partnership and acknowledge participants’ 
valuable contribution to research.

I’m doubtful about this answer, however. I’m incli-
ned to think that return of information might estrange 
participants from the research to which they wanted to 
contribute. Certainly, if researchers discover a tumor but 
don’t identify and contact the participant, that would be 
problematic. But incidental findings in biobank research 
typically concern difficult to interpret genetic risk factors 
with unclear predictive value. Should these elusive figu-
res be communicated to participants?

Samples may moreover be reused many times in 
different biobank projects. A relevant incidental finding 
about me may not be made until a decade after I gave 
the sample. By then I may have forgotten that I gave it.

Do I want to be acknowledged as a biobank partner 
that long after I gave the sample? Do I want my contri-
bution to research to be repaid years afterwards in the 
form of percentages concerning possibly increased disease 
risks? Wasn’t it sufficient with the attention and the 
health information I received when I gave the sample: 
when I actually made my contribution?
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Personally, I’m willing to contribute to research by 
giving blood samples, answering questions, and under-
going health examinations. But if that means also getting 
a lifelong subscription to genetic information about me, 
I’m beginning to hesitate. That’s not what I wanted when 
I wanted to contribute to research. 

Can’t one simply contribute to research, when bioban-
king makes it so easy?
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Research for the sake 
of the patient

we reguLarLy teLL strangers about sensitive 
aspects of our lives. We do it every time we 
visit the doctor. We do it without hesitating, in 

spite of the fact that the information won’t stay with the 
doctor to whom we gave it. The information is registered 
in the medical record and will be read by health care staff 
in the future, when we visit a hospital again. 

As patients, we are satisfied with this state of affairs. 
Typically, we are happy that our samples are saved for 
future use, and that research is being done on our data 
to improve the quality of the care. It is obvious to us 
that these actions are taken for our sake as patients, or as 
future patients.

However, when the same kind of data is collected for 
similar overall purposes, but outside of the health care 
sector, in the construction of biobanks and registries for 
future medical research, it suddenly becomes more temp-
ting to worry about the safety of our data.

In spite of the fact that the researchers’ information 
about us is coded so that the connection to us is as safe 
as in a bank vault, and isn’t used to do research on us 
individually but to explore human patterns of disease, a 
tendency to imagine nightmarish scenarios of surveillance 
appears. – Why?

One reason could be an assumption that researchers 
only want to satisfy their own curiosity. They don’t do 
research for our sake. They have their own agenda and 
need our support to realize their own research goals. 
Another reason could be an assumption that if medical 
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research has commendable purposes related to health 
care, these purposes are very general and societal: impro-
ved public health; decreased health care costs; a flourish-
ing pharmaceutical sector etc. Who cares about little me?

Today’s health care, however, depends on yesterday’s 
research. The information I give the doctor would not 
help me a bit as a patient, if millions had not already 
provided medical research with their data. My doctor 
wouldn’t be able to suggest a diagnosis or recommend a 
safe and effective treatment.

I believe we need to defuse the issue of personal 
data in biobanks and research registries; calm down our 
tendency to think that the information is collected for 
wholly different purposes than in health care. Even in 
research, our data are collected for our sake: so that we, 
the day we visit the hospital and tell the doctor about 
our troubles, can expect well-founded diagnoses, and safe 
and effective treatments.
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The specific study 
misconception of 
biobank infrastructure

it is comPrehensibLe that a patient who agrees to par-
ticipate in a clinical trial hopes to get access to a new 
effective therapy that will restore health. It is compre-

hensible that it is difficult to convey objective, dispassio-
nate information that such an expectation is unrealistic, 
given randomization and other features of clinical trials.

Participation in biobank research ought to be simpler 
to understand. How can you expect immediate health 
benefits from giving a blood sample and allowing future 
research to combine the genetic data that can be obtai-
ned from the sample with data accumulating over time 
in health registries? The therapeutic misconception ought 
to be less tempting in biobank research, making the 
relationship between researchers and participants more 
straightforward.

For this reason, I was surprised to read about a study 
indicating difficulties to understand participation in 
biobank research; difficulties similar to those that more 
comprehensibly arise for participation in clinical trials.

What surprised me even more, however, was the 
discussion about this finding in a blog post. The fact that 
participants in biobank studies cannot expect a new and 
better therapy was presented as a shortcoming vis-à-vis 
clinical trials, as if such an expectation was not a miscon-
ception. Moreover, hopes were expressed that a change 
is underway. In the blog post, Dr. McBride (one of the 
authors of the study) is quoted saying:
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“ Some new models for biobank studies are more inclu-
sive of the research subject, offering on-going contact 
and return of results that may impact their health.”

I do not exclude that such models might work for some 
biobank studies about specific diseases, which might re-
quire on-going contact with a particular patient group to 
get the research done. But biobanking is more and more 
about building infrastructures where samples are stored 
for future research that cannot be specified in advance. 
Making participation in such infrastructures more like 
participation in specific clinical trials – supporting the 
therapeutic misconception where it ought to be most 
distant – appears fundamentally misguided.

The infrastructural nature of modern biobanking 
remains to be understood. It needs to be freed from what 
could be termed the specific study misconception.
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Dynamic consent in 
biobank research: 
better than broad 
consent?

biobanking makes contributing to medical rese-
arch easier than when the research is performed on 
living human bodies. I simply donate my sample 

and consent to storage for certain kinds of future rese-
arch, and I do it under specified conditions: like that the 
research is ethically reviewed and the sample is coded 
so that it cannot be traced to me without code keys. I 
consent to a specified biobank framework. Thereafter, the 
research is done on the sample and on data in registries. 

What an easy way of contributing to research! Too easy, 
it is sometimes objected. Broad consent to future research 
implies ethically problematic passivity among biobank 
participants, the objection goes. Participants are precluded 
from exercising fundamental rights and freedoms. Power is 
transferred from participants to researchers.

What’s the solution, then? An often proposed solution is 
familiar to all who make choices on the internet. Passive par-
ticipants can be activated by keeping themselves updated via 
a website. On this website, they give dynamic consent in real 
time, as researchers continually inform about new research 
proposals with donated samples. Dynamic consent would 
empower biobank participants, making them engaged in the 
decision-making process and equal partners in the research.

What an obvious solution! In the case of large popu-
lation-based biobanks constructed as research infra-
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structure, however, it would mean that hundreds of 
thousands would spend the rest of their lives keeping 
themselves updated about planned research with samples 
donated perhaps decades ago, and for each new project 
make an active choice: yes or no? Researchers would be 
free to come and leave the biobank, while participants 
are fettered to a life-long commission as ethical gate-
keepers with their own login information.

Are we seduced by sugary phrases? In an article in the 
European Journal of Human Genetics, Norwegian research 
ethicists identify six often cited reasons in favor of a dyna-
mic consent model for biobanks. For each cited claim, they 
adduce reminders and considerations that make the model 
notably less appetizing, at least to me. Two central objec-
tions are that a dynamic consent model would invite people 
into the therapeutic misconception, and that it would indi-
vidualize the ethical review of public health research.

Still, biobanks need to continually inform about 
on going and planned biobank activities, making the 
research transparent and giving those who might want to 
opt-out opportunity to do so.
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Idling biobank policy?

if you aLLow researchers to do brain imaging on you 
for some research purpose, and they incidentally dis-
cover a tumor, or a blood vessel with thin walls, you 

probably want them to inform you about this finding. 
There are no doubts about the finding; the risks are well-
known; it is actionable.

Suppose instead that you donate a blood sample to a 
biobank. Suppose that researchers studying the sample 
discover a genetic variant that, depending on a number 
of interacting factors, might result in disease in three 
years’ time, or in thirty years, or not at all. It is difficult to 
predict! Do you still want to know?

How should these incidental genetic findings, which 
increasingly often will be made in biobank research, be 
handled? We are all different, so finding variants with 
some statistical correlation with disease is more or less 
expected.

A common approach to this question within attempts 
to develop a policy for incidental biobank findings is to 
formulate general conditions for when researchers should 
inform participants. Like: if the finding is analytically 
valid; if it has clinical significance; if it is actionable – then 
participants should be informed.

The problem is: we already knew that. We know what 
these conditions mean in imaging studies when a tumor 
or a damaged blood vessel is discovered. In these cases, 
the conditions can be assessed and they make it reasona-
ble to inform. But what about genetic risk information, 
which often is more multidimensional and has unclear 
predictive value?
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This question is discussed in an article in the European 
Journal of Human Genetics, written by Jennifer Viberg 
together with Mats G. Hansson, Sophie Langenskiöld, 
and myself. Viberg argues that when we enter this new 
and more complex domain, we cannot rely on analo-
gies to what is already known in a simpler domain, for 
example, in imaging studies. Nor can we rely on surveys 
of participants’ preferences, if these surveys employ the 
same analogies and describe the findings in terms of the 
same general conditions.

Time is not yet ripe for a policy for incidental genetic 
findings, Viberg concludes. Formulating a policy about 
genetic incidental findings through analogies to what is 
already known about imaging studies is to cover up what 
we don’t know about genetic information and what it 
means for the individual. The issue requires a different 
form of elucidation. That elucidation remains to be 
developed.
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65



66

Thinking about

Humorous and comical thinkers

in my PhiLosoPhicaL reading experience it is striking 
that some thinkers crack really good jokes. They are 
humorous and I laugh with them. Others are comical 

in their unyielding seriousness: difficult not to make jokes 
of.

Humor is not exactly what you think of when you 
think of philosophy. Hardly anyone reads philosophy to 
get a good laugh, and neither do I. But when philosophi-
zing, joking surprisingly often lies just around the corner. 
Those unexpected jokes often pinpoint the really sensi-
tive issues.

Philosophy approaches you with such extreme 
demands: Demands for absolute certainty. Demands for 
complete universality. Demands for vantage points so 
primordial that they don’t even belong to life, but precede 
all trivialities that people are busy doing daily without 
reflecting.

The need to joke arises under the pressure of those 
demands. The contrast between the absolute demands 
and the life that you nonetheless live becomes comical. 
You can then either persist in making the demands even 
more rigorously, becoming a comical thinker, or you can 
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become a humorous thinker who cracks jokes under the 
pressure of the demands – to return to life.

In this humorous spirit, Jacques Derrida made the fol-
lowing joke of the “absolutely certain” vantage point that 
Descartes thought he found in his cogito ergo sum 
(“I think therefore I am”):

“’ I breathe therefore I am,’ as such, does not produce 
any certainty. By contrast, ’I think that I am brea-
thing’ is always certain and indubitable, even if I am 
mistaken. And therefore I can deduce ’therefore I 
am’ from ’I think that I am breathing.’”

“Even if I am mistaken”: even if I am dead! Derrida’s joke 
opens up Cartesian certainty to doubt. Absolute certainty 
about my human essence that is compatible with my no 
longer being alive: how can that be “what I am”!? 

The need to think can be a need to joke!
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Genetic information, 
tests and risks

Genome sequencing is becoming 
cheaper and faster. This makes it 
easy for individuals to get genetic 
information about their risk for 
disease. We put a lot of research focus 
on genetic risk information: what 
does it really mean for the individual 
and how do people respond to it?
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Genetic 
exceptionalism and 
unforgivingness

is information about an individual’s genetic disposi-
tion for eye color more sensitive than the fact that he has 
blue eyes? What fuels the prevalent tendency to view 

genetic information as exceptionally private and sensitive?
In their book, Rethinking Informed Consent in Bioethics, 

Neil C. Manson and Onora O’Neill make heroic efforts 
against an avalanche of arguments for genetic exceptio-
nalism. For each argument meant to reveal how uniquely 
private, how exceptionally sensitive, or how extraordi-
narily risky genetic information is, Manson and O’Neill 
find elucidating examples, analogies and comparisons that 
cool down tendencies to exaggerate genetic information 
as incomparably dangerous.

What fuels the exceptionalism that Manson and 
O’Neill fight? They suggest that it has to do with meta-
phors that tempt us to reify information; temptations 
that, for various reasons, are intensified when we think 
about DNA. Once again, their analysis is clarifying.

Another form of genetic exceptionalism strikes me, 
however; one that has less to do with information. I’m 
thinking of GMO exceptionalism. For thousands of 
years, humans improved plants and animals by breeding 
them. This traditional way of modifying organisms is 
not without environmental risks. When analogous risks 
appear with GMO, however, they tend to be seen as 
extraordinary risks, revealing the ineradicable riskiness of 
“genetic manipulation.”
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Why are we prepared to embrace traditionally modi-
fied organisms, “TMO,” and deal with their risks, when 
basically the same risks with GMO make us want to 
exterminate every genetically manipulated bastard?

Unforgivingness. I believe that this all-too familiar 
emotion drives genetic exceptionalism, and many other 
forms of exceptionalism. 

Consider the response of becoming unforgiving. 
Yesterday we laughed with our friend. Today we learn 
that he spread rumors about us. His familar smile imme-
diately acquires a different meaning. Yesterday it was 
shared joy. Today it is an ugly mask hiding an intrinsically 
untrustworthy individual who must be put in quarantine 
forever. Every trait of character turns into a defect of charac-
ter. The whole person becomes an objection; an exception 
among humans.

Manson and O’Neill are right when they analyze a ten-
dency to reify information in genetic exceptionalism. But I 
want to suggest that what fuels this tendency, what makes 
us more than willing to yield to the temptation, is an emo-
tional state of mind that also produces many other forms of 
exceptionalism, for example, towards ex-friends.

In their efforts to think well about genetic information, 
Manson and O’Neill can be understood as doing forgive-
ness work. They calm us down and patiently show us that 
our friend, although he sometimes does wrong, is not that 
intrinsically bad character we want to see him as when we 
are in our unfortunate unforgiving state of mind. 

We are helped towards a state of mind where we can 
think more freely and justly about the risks and benefits of 
genetics.
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Commercial gene tests 
and incidental findings

arthur caPLan is critical to the personalized 
genetic tests that some companies insist we must 
buy to gain control over our future health. He 

rejects the crystal ball view of genetic information that 
is utilized in the marketing of these tests: the image that 
your genetic information is uniquely predictive of your 
future health.

The crystal ball image is a prejudice. It is a gene myth 
that makes people believe that they must get their 
genetic information to control their future health. It is a 
myth that makes people think that they have a right to 
look into the crystal ball, now that this uniquely power-
ful predictive instrument is available. But disease risk is 
the result of complex interactions between genes and 
environment, and “no one knows how a single person’s 
lifestyle, upbringing and environment interacts with their 
particular genes to create risks”, Caplan writes.

If this is true and genetic information in abstraction is 
far from predictive, then I cannot avoid worrying about 
how the crystal ball image shapes also the ethical dis-
cussion about incidental findings in genomic biobank 
research. In this discussion, incidentally discovered indi-
vidual genetic variation is sometimes described as a good 
that participants have a right to receive in return for the 
biological material they donated to the biobank.

If Caplan is right and such information typically is not 
worth the money, how can it be a good that participants 
have a right to receive from the biobank in return for 
their sample? 
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Do well-meant ethical arguments sometimes resemble 
unethical marketing campaigns?

reference
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The risk with 
knowing the risk

we resPond to risk information not only as 
rational decision makers, but also with our 
bodies, feelings and attitudes. 

An American study investigated elderly people 
whose genetic test results showed a predisposition for 
Alzheimer’s disease. One group was informed about the 
risk; the other group was not. In subsequent memory 
tests, those who were informed about the risk performed 
markedly worse than those who weren’t informed. 

Knowing the genetic risk increased the risk of a false 
positive diagnosis of dementia. The informed participants 
performed as if they were already on the verge of deve-
loping Alzheimer’s.

The risk with knowing the risk is a further compli-
cation to take into consideration when discussing bio-
bank researchers’ obligation to return incidental genetic 
findings to individual participants. Returning information 
about genetic risks cannot be viewed only as empowering 
participants, or as giving them valuable information in 
return for contributing to research. 

It can also make people worse, it can distort research 
results, and it can lead to false diagnoses in clinical care.
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Direct-to-consumer 
genetic testing: 
empowering people to 
hurt themselves?

one temPting Picture of the human is that we 
(ideally) are autonomous individuals who make 
rational choices on the basis of information. 

Another tempting picture is that our individuality is 
coded in our DNA. These pictures work in tandem in the 
marketing of direct-to-consumer genetic testing. 

The website of the personal genomics company 
23andMe features their DNA spit kit. On the half-open 
lid you can read: “Welcome to you.” That’s the DNA 
picture: your DNA contains the information about you. 
For 99 dollars and a saliva sample you’ll get to know who 
you are. 

If you click Order now, you encounter the other 
picture: “Knowledge is power.” By buying this product, 
you’ll be empowered to better manage your health and 
wellness. You’ll get information about diseases you risk 
developing and diseases you are less likely developing, 
and can plan your life accordingly. That’s the autonomy 
picture: you are the driver of your life. For 99 dollars and 
a saliva sample, you are empowered as rational deci-
sion-maker about your future health. The combination of 
the two pictures is a powerful marketing campaign that 
can be followed on YouTube.

In November 2013, the US Food and Drug 
Administration (FDA) sent a warning letter to 23andMe, 
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urging them to immediately stop marketing the test. The 
device isn’t just any commercial product, but is to be 
seen as medical technology. This implies certain quality 
standards:

“ …we still do not have any assurance that the firm 
has analytically or clinically validated the PGS for its 
intended uses…”

FDA also expressed concern about public health conse-
quences if the test doesn’t work reliably. A false positive 
risk assessment for breast or ovarian cancer “could lead a 
patient to undergo prophylactic surgery, chemopreven-
tion, intensive screening, or other morbidity-inducing 
actions, while a false negative could result in a failure to 
recognize an actual risk that may exist.” Another concern 
is that patients who receive assessments of their personal 
drug responses may begin to self-manage their dosages or 
abandon their therapies.

Genetic tests will no doubt play significant roles in 
the future. But genetic risk information is tremendously 
complex and its predictive value difficult to assess. 
The danger is that the deceptive marketing rhetoric of 
empowering individuals to take charge of their lives 
rather empowers people to hurt themselves.

reference
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Doing philosophy and studying philosophy

Literary schoLars don’t claim that they became 
novelists or poets because they studied such 
authors and such literature. They know what they 

became: they became scholars who learned to produce 
certain kinds of commentaries on literary works. The 
distinction between the works they produce and the 
works they study is salient and most often impossible to 
overlook.

Things are not that obvious in what is called philo-
sophy. Typically, people who study philosophical authors, 
texts, ideas and concepts and who receive a doctor’s 
degree in philosophy will call themselves philosophers. 
They could also, and in most cases more appropriately, 
be called philosophical scholars who learned to produce 
certain types of commentaries on philosophical authors, 
texts, ideas and concepts.

Has philosophy been eaten up by the study of it? 
There seems to be a belief that philosophy exists in 
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the scholarly format of commentaries on philosophical 
authors, texts, ideas and concepts, and that philosophy 
thrives and develops through the development of such 
comments.

A problem with this learned façade conception of 
philosophy is that the great canonized thinkers, who 
legitimize the study of philosophy, never produced that 
kind of scholarly literature when they philosophized. An 
even greater problem is that if you try to philosophize 
and think for yourself today, as they did, the work you 
produce will be deemed “unphilosophical” or “lacking 
philosophically interesting ideas,” because it isn’t written 
in the scholarly format of a commentary on canonized 
authors, texts, ideas and concepts.

Thank God literature isn’t that easily eaten up by 
the study of it. No one would call a novel “unliterary” 
because it wasn’t produced according to the canons of 
literary scholarship.





81

Doctors, nurses and 
patients

Do patients understand what 
participation in clinical trials means? 
How do nurses experience do not 
resuscitate orders? At CRB, researchers 
with a clinical background look at the 
actual problems patients, nurses and 
doctors experience in health care today.
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Why do cancer 
patients participate in 
clinical trials?

hearsay and good intentions won’t suffice in 
health care. If a new treatment is chosen for a 
patient with cancer, one must first have seen that 

the treatment is at least as efficient as the conventional 
treatment. And one must have looked at side effects and 
correct dosages.

Seeing all this, however, presupposes that some 
patients agree to test the new treatment… before one has 
clearly seen its efficacy. This is done in so-called clini-
cal trials arranged in phases where first side effects and 
dosages are studied, and finally efficacy is compared to 
conventional treatment.

This gives rise to questions: Why are some patients 
prepared not to be patients on the same conditions as 
other patients? Why are they prepared to test a treat-
ment that one has not yet seen is most efficient? Do they 
understand what they agree to participate in? Since they 
participate in a study of a new treatment, do they under-
stand that in order to see its efficacy, some in the group 
will be given just the conventional treatment?

Tove Godskesen, PhD student at CRB, noticed that 
such questions were relatively unexamined in the context 
of Swedish clinical cancer trials. She therefore did a sur-
vey study with cancer patients in several Swedish phase 
3 clinical trials, where experimental and conventional 
treatments are compared.
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Godskesen’s study is published in the European Journal 
of Cancer Care. It contains many interesting findings. 
For example, patients-participants seemed generally to 
have understood the information about the “seeing” they 
were willing to support by not being patients quite the 
same way as other patients. Most important and salient, 
however, was that patients have two main motives for 
participating. They hope for a cure; and they wish to help 
future patients.

I would like to say: Patients hope that they will be 
given the new treatment already and that it will turn out 
to be more efficient than the conventional one. And they 
want to help future patients to get the treatment that 
one has seen is most efficient. Sight and future, patient 
role and research participant role, hope and altruism, in 
complex association.
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Nurses’ experiences of 
do not resuscitate 
orders

when a criticaLLy ill patient has such a poor 
prognosis that resuscitation would be of 
no use, doctors can write a so-called do not 

resuscitate order. The decision means that if the heart 
stops beating, the medical team should not, as otherwise, 
perform coronary pulmonary rescue. 

The decision is made by the physician on the basis of a 
medical assessment. But the decision affects the patient, 
the relatives, and the nurses who care for the patient 
and the family. Mona Pettersson at CRB is writing her 
dissertation on the decision not to resuscitate. In a study 
recently published in Nursing Ethics, she interviewed 
15 nurses about their experiences of do not resuscitate 
orders at Swedish hematology and oncology departments.

The nurses describe several problems that may arise. 
The nurses have daily close contact with patients and 
notice when they are no longer responding to treatment. 
The nurses can then expect a do not resuscitate order, 
which may not always come. The decision may be taken 
by the doctor on the spot, when a resuscitation attempt 
already started. Sometimes decisions are unclear or 
contradictory: decisions are taken while continuing to 
give the patient full treatment. And if the patient and 
family are not informed about the decision, or the nurse 
is not present when the information is given, it becomes 
difficult for the nurse to care for the patient and his 
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or her family – for example, to answer their questions 
afterwards.

Pettersson concludes that nurses need clear, well- 
documented orders. Patients and families need to be 
informed and involved in the decisions, and nurses should 
be present when the information is provided. Finally, 
regular ethical discussions between nurses and doctors 
are needed, to understand each other and the different 
perspectives on do not resuscitate orders. 
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Handling mistaken 
trust when doctors 
recruit patients as 
research participants

Patients seem more willing to participate in biobank 
research than the general public. A possible expla-
nation is the doctor-patient relationship. Patients’ 

trust in health care professionals might help doctors to 
recruit them as research participants, perhaps making 
recruitment too easy.

That trust in doctors can induce a willingness to par-
ticipate in research seems threatening to the notion of 
well-informed autonomous decision making. Can senti-
ments of trust be allowed to play such a prominent role 
in these processes?

Instead of dismissing trust as a naïve and irrational 
sentiment, an article in Bioethics distinguishes between 
adequate and mistaken trust, and argues that being trus-
ted implies a duty to compensate for mistaken trust. The 
article is written by Linus Johnsson, former PhD student 
at CRB, together with Gert Helgesson, Mats G. Hansson 
and Stefan Eriksson.

The article discusses three forms of mistaken trust:

Misplaced trust: Trusted doctors may lack relevant 
knowledge of biobank research (for example, about the 
protection of privacy).



87

Irrational trust: Patients may be mistaken about why they 
trust the doctor (the doctor may be a father or mother 
figure for the patient).

Inappropriate trust: Patients may inappropriately expect 
doctors always to play the role of therapists and fail to 
see that doctors sometimes play the role of research 
representatives who ask patients to contribute to the 
common good.

The idea in the paper, if I understand it, is that instead 
of dismissing trust because it might easily be mistaken in 
these ways, we need to acknowledge that being trusted 
implies a duty to handle the potentiality of mistaken 
trust. Trust is not a one-sided sentiment: it creates 
responsibilities in the person who is trusted. If doctors 
take these responsibilities seriously, the relationship of 
trust immediately begins to look more trustworthy and 
rational.

How can mistaken trust be compensated for? 
Misplaced trust in doctors can be compensated for by 
developing the relevant expertise (or by dispelling the 
illusion that one has it). Irrational trust can be compen-
sated for by supporting the patient’s reasoning and moral 
agency. Inappropriate trust can be compensated for by 



88

nurturing a culture with normative expectations that 
doctors play more than one role; a culture where patients 
can expect to be asked by the doctor if they want to 
contribute to the common good.

If patients’ trust is seen in conjunction with these corre-
sponding moral responsibilities of doctors, the relation ship 
of trust can be understood as supporting the patients’ own 
decision making rather than undermining it.

That, at least, is how I understood this subtle philo-
sophical treatment of the role of trust when patients are 
recruited by doctors as participants in biobank research.
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Beware of the vanity 
of “autonomy”

imPortant words easiLy become totalitarian. They 
begin with communicating some humanly important 
point, so we listen with attention. But then it is as if 

the words suffered from vanity and assumed that our 
attention was directed at them; not at what they were 
used to say.

Over time, the words become emblems of importance 
in human life. A word that underwent such a process in 
bioethics is autonomy. It was first used to communicate 
an urgent right: patients and research participants have a 
right to information about what is about to happen, and 
to decide on their own whether they want to undergo 
some treatment or participate in some experiment.

Patients and research participants have this under-
standable right to autonomy. But as the word was used 
to communicate this right, the importance seemed to 
move into the word. If patients have a right to auto-
nomy, mustn’t autonomy be a valuable trait that can be 
supported so that we increase this value? Is autonomy 
perhaps even the most valuable aspect of the human: our 
characteristic trait when we are in our most ideal state as 
rational animals? Perhaps autonomy is human essence? 

From having been a comprehensible right, autonomy 
assumed the appearance of a super important value to 
constantly look for, like for a holy grail. The question 
arose: Should we restrict people’s freedom to make 
their own choices, if the choices threaten their future 
autonomy?
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We occasionally do disrespect people’s choices: for 
their sake. What I’m writing about here is the tendency 
to replace “for their sake” with “for the sake of their 
future autonomy.”

An article in the Journal of Medicine and Philosophy 
deals with the question. It is written by Manne Sjöstrand, 
Stefan Eriksson, Niklas Juth and Gert Helgesson. 
They criticize the idea of a paternalistic policy to res-
trict people’s freedom in order to support their future 
autonomy.

The authors choose to argue from the opponent’s 
point of view. They thus start out from the interpretation 
of autonomy as a super important value, and then try to 
show that such a policy becomes self-defeating. Future 
autonomy will be threatened by such a policy, much like 
the dictatorship of the proletariat never liberated humans 
but chained them to a totalitarian order.

The article is well-argued and should alert those 
enchanted by the word “autonomy” to the need of check-
ing their claims. Reading it, I was struck by the tragi-
comedy of proposing that the ultimate reason why health 
care staff should not comply with a patient’s request 
for help to die is that assisted death would destroy the 
patient’s future autonomy.
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The economization of 
the language of 
medicine

in 2011, two american physicians wrote in the New 
England Journal of Medicine about how they were 
forced back to school again learning another foreign 

language. In medical school they learned that measles was 
called rubeola and itching pruritus. Today they learn that 
patient is called customer (or consumer) while doctor and 
nurse are called providers.

The authors guess that spiraling health care costs 
drive this “economization” of their professional langu-
age. Economists and politicians believe that the solution 
to the cost problematic lies in the industrialization and 
economic steering of health care. Hospitals are to be 
run as modern businesses and the traditional language 
of medicine modified with terms that correspond to 
the professionals’ new factory functions. Above all, the 
patient relation is updated as a customer relation.

The two doctors see the economization of their langu-
age as reductionist. It neglects the psychological, spiritual, 
and humanistic aspects of the relation to the patient. 
Precisely those aspects made medicine a calling, they 
write. The economization of medicine concerns not only 
language, however, but also the organization of work. 
Doctors are less free to make their own decisions based 
on their clinical judgment. They are forced to follow 
manuals written by experts, as if they were on the factory 
floor following the chief engineer’s scheme.
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When I read the article, I thought of an alternative way 
of formulating the problem, namely, in terms of means 
and ends. The authors’ note that clinical care always had 
a financial aspect, but the treatment of the patient still 
was the doctor’s primary goal. The economization of 
medicine overturns the relationship between means and 
ends. The aim of treating the patient is snatched out of 
the doctor’s hands and becomes a means towards other, 
economic ends. The analysis of the alienation this creates 
is old and one can hear echoes from another century in 
the article’s finish, which I cannot resist paraphrasing: 
“Doctors and nurses of the world, unite! Throw off the 
language that demeans both patient and professional and 
that threatens the heart of medicine!”

Simultaneously, one must admit that new generations 
grow up that do not seem alienated in this new world, 
but act as self-evident consumers of health care.
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Does bioethics 
understand the family?

new oPPortunities in health care create moral 
problems that traditional bioethics cannot iden-
tify and manage, because it doesn’t pay suffi-

cient attention to the role that family relationships can 
play, for example, in decisions about organ donation. To 
identify and understand these moral problems requires 
a specific ethics of families. That is what Ulrik Kihlbom, 
CRB researcher and lecturer, writes together with others 
in the Journal of Medical Ethics.

The authors are members of the “Network on ethics 
of families.” In the article, they use a striking example 
of a moral problem that becomes invisible in standard 
bioethics. I believe the example is authentic.

Annie’s brother Stewart has kidney problems. Annie 
would like to donate one of her kidneys to her brother, 
but cannot because she does not have matching blood or 
tissue type. Thanks to a new health care initiative, she can 
however join a donor pool. If the computer can identify 
a suitable person in the pool who can receive her kidney 
and another suitable person who can donate a kidney 
to her brother, the result is the same: Annie donates, 
Stewart receives.

But Annie does not perceive it as the same thing. She 
cannot explain why she suddenly becomes hesitant to 
donate her kidney, when the health care team treats indi-
rect donation to the brother via the pool as completely 
analogous to direct donation to her brother.

Annie does not reason according to the professional 
logic that the health care team and many bioethicists use. 
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She is willing to donate a kidney to her brother. To donate 
to a stranger to thereby enable her brother to get a kidney 
is not the same thing.

Understanding Annie’s problems with the health care 
team’s proposal requires a different form of ethical thin-
king, a family ethics.

Another aspect of Annie’s willingness to donate a 
kidney to her brother that is made invisible by tradi-
tional bioethics is its unconditional character. Donating 
an organ to a needing member of the family can strike 
families as a given responsibility. They can feel they have 
no choice. This is difficult to understand from a traditio-
nal bioethical perspective that emphasizes individuals’ 
autonomous and rational choices between alternatives.

I would like to add that the professionally well-mo-
tivated donor pool possibly even plays on the family 
ethics that one does not understand. Are not new donors 
recruited by appealing to the unconditional willingness to 
donate within the family?

If you are interested, the article also contains a dis cus-
sion about problems of justice, requiring a perspective 
from family ethics to be seen. 
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Self-contradictions of anti-movements

one cannot say, “I’m the humblest person in 
the world,” without displaying arrogance. One 
cannot protest, “How dare you call me arrogant? 

My whole life I’ve served individuals who don’t even 
deserve to tie my shoelaces!” without once again display-
ing arrogance. Or listen to this: “Nothing is certain: here 
is the proof.”

Anti- and post-movements – anti-metaphysics, 
post-modernism etcetera – display similar difficulties of 
avoiding comical self-contradiction. It is difficult to reject 
the grandiose ambitions of metaphysics to describe the 
world order, without trying to describe a world order that 
evades description. That is to say: it is difficult to resist 
the temptation.

Rhetorically brilliant anti-metaphysicians compete 
contriving the most awe-inspiring neologisms to unveil 
the world’s essential evasiveness: they speak of a noma-
dic world of quasi-objects, hybridization and cros-
sings of borders. “How dare you call me a pretentious 
metaphysician? I know everything about the world’s 
unknowability!”
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Animals and humans

Ever since I was reprimanded by an ape 
named Panbanisha, I’ve been thinking 
and writing about the concepts of humans 
and animals. That interest is reflected in 
a number of posts on the Ethics Blog.
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Have you cited a 
captive ape?

if you are writing on animal welfare, you may one day 
cite Savage-Rumbaugh, Wamba, Wamba and Wamba 
(2007). If you do, you will have cited one human and 

three captive apes. I recently cited them at a conference. 
Citing them felt natural since I’ve met the authors several 
times. Although only the human can write, all four un-
derstand spoken English and express their opinions about 
what you say and do. 

How do they communicate? Well, to focus on the non-
humans: The first day I visited the bonobos I happened to 
breach the rule, “just sit and observe,” by chatting with a 
caretaker just outside Panbanisha’s enclosure. Panbanisha 
heard when the rule was explained to me, and she looked 
offended and pointed QUIET on her portable keyboard 
with several hundred word symbols. I shivered with a 
combination of shame and metaphysical vertigo. A little 
later, I could not resist the temptation to touch her son’s 
hand. He ran to mother who became even more upset 
than before. She approached me with the keyboard and 
pointed to another symbol. A researcher asked, “Do you 
want to communicate with Pär?” She answered with the 
characteristic short high-pitched vocalization that she, 
Kanzi and Nyota use to answer questions in the affirma-
tive. Her finger remained on the symbol until I identified 
it and exclaimed: “She’s calling me a MONSTER!”

The first author, Sue Savage-Rumbaugh did the fol-
lowing. She asked the bonobos if they wanted to partici-
pate in a conversation about what they see as important 
for bonobos. They answered in the affirmative. During 
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the tape-recorded conversation she presented a list of 
welfare items that she guessed might be important to 
them. It was presented as a series of yes/no questions. 
If there was uncertainty about a reply, the question was 
rephrased. Not all suggestions met with the bonobos’ 
approval. The final list of 12 items was published in the 
article.
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Apes become 
pregnant with 
language in culture

during the Past century, a series of optimistic re-
searchers set out to teach language to apes. This 
could have been no more than a queer expres-

sion of human naiveté, if it wasn’t for the fact that one of 
them succeeded.

Who succeeded? The one who avoided teaching the 
apes, as if they were furry language students! Why did 
the one who avoided teaching succeed? I believe the 
answer lies dormant in an insightful objection to ape 
language research (ALR). The objection is that language 
is not a demarcated skill that can be detached from our 
humanity and then taught to nonhumans.

We must not confuse this insightful objection with its 
sophistic variant, which says that ALR is a contradiction 
in terms. The question whether apes can learn langu-
age cannot even be raised, according to this objection, 
because language is so deeply entrenched in what we are 
as humans. The philosophical task with regard to ALR 
can only be to illuminate the difference between all pur-
ported examples of “ape language” and human language.

The insightful objection, on the other hand, says that 
ape language research cannot consist merely in teaching 
apes demarcated skills. The question is not if apes can be 
taught language. The question is if we can stimulate them 
to become beings in whom language is as deeply entren-
ched as it is in us. “Becoming someone” goes deeper than 
merely “learning something.”
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The secret behind success, Sue Savage-Rumbaugh dis-
covered, was to initiate apes into a cultural environment 
with meaningful others who already were speakers (i.e., 
humans). And then wait and see. Wait and see if the apes 
would respond to this cultural environment as human 
children do: by spontaneously becoming speakers.

Every parent experiences that language isn’t taught 
to children but somehow grows within them, as if 
they were pregnant with language. Sue had the same 
experience with Kanzi, Panbanisha and Nyota. They 
spontaneously developed comprehension of her spoken 
English and they began to speak to her by (among other 
things) pointing to word symbols on a portable key-
board. Immersion in culture transformed the apes’ way of 
being apes. Culture made them pregnant with language. 
Language began to “grow” in them.

Apes in the entertainment industry are trained to do 
apparently human things. They strike us as comical because 
they are not the kind of beings that can “carry” human 
traits. In successful ALR the emphasis is not on training but 
on stimulating apes to become beings that genuinely exhibit 
human traits. Kanzi, Panbanisha and Nyota are not aping 
us. They became sufficiently like us to carry language.
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Who, or what, 
becomes human?

our Long chiLdhood and dependence on paren-
tal care seem to leave no doubt about it: we are 
not born as humans, we become human. I want 

to highlight a tempting metaphor for this process of be-
coming human: the metaphor of order out of chaos.

According to this metaphor, human infancy is abun-
dantly rich in possibilities; so abundant, in fact, that it 
is a formless chaos: a “blooming, buzzing confusion,” as 
William James characterized the infant’s experience of 
being alive. To acquire recognizable human form, the 
child’s inner chaos must be tamed through the disci-
plining efforts of parents and society (the metaphor 
suggests). The child’s formlessly rich inner life must me 
narrowed down, hardened, made boring… until, finally, it 
becomes another disciplined member of society.

The “order out of chaos” metaphor makes life and 
growth look like death and atrophy. Becoming human 
means aborting limitless possibilities and gradually tur-
ning into that dull result of social forces that we know as 
“the mature adult.”

If becoming human is anything like what the meta-
phor presents it as, then “no one” becomes human, 
strictly speaking, for before the disciplined human is for-
med, there is nameless chaos and no recognizable human 
subject. But how can the proto-human chaos – I mean, 
the child – be so responsive to its non-chaotic parents 
that it reduces its inner chaos and becomes… human? 
Isn’t that responsiveness already a form of life, a way of 
being human?
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Dare we entertain the hypothesis that the newborn 
already is active, and that her transformation throughout 
life requires her own participation? I believe we need 
another understanding of human becoming than that of 
“order out of chaos.” Or is human life a form of coloniza-
tion of the child?
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Jumping over 
our own shadow

any educated human is supposed to know that 
the Earth is spherical and that it revolves around 
the sun. But there are things we are supposed to 

know also about ourselves. For example, we are supposed 
to know that we are animals, one of the primate species. 
The question I’m pondering is this: Can we have knowled-
ge about ourselves in the same sense that we have knowledge 
about the world?

I have noticed a tendency among those who straight-
forwardly answer this question in the affirmative. They 
marvel at the fact that evolution produced a species that 
understands the evolutionary process that produced that 
species. It is as if evolution finally bit its own human tail 
and the world thereby became closed as a natural world 
and nothing but that natural world. And since this feat was 
achieved by the science that the human species produced, 
the closure of the world is celebrated also as the closure 
of science. Science finally knows itself as a product of the 
world it knows. Science is the world’s self-knowledge.

I’ve been reading Martin Heidegger. He has a diffe-
rent kind of answer to the question under discussion. His 
answer is: yes and no, depending who “we” are; for there 
are two ways of being human. In one way, human beings 
are among the living beings that inhabit the natural world, 
and they can be scientifically studied as such living beings. 
Heidegger did not reject biological knowledge about life 
and about human beings as one of the animal species on 
Earth. But does biology reveal also a more fateful fact, 
namely, that the world is nothing but a natural world so 
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that all the things we know about the world must be rein-
terpreted as the world’s self-knowledge? – Reinterpreted 
by whom? By the world? Can the world interpret? 

“No one can jump over his own shadow,” Heidegger 
wrote (in a slightly different context). But that is the 
weird feat that is celebrated when the world is supposed 
to finally understand itself. Heidegger reminds us that we 
are not just one of the living beings on Earth. We are also 
the beings for whom there is world; for whom there is 
Earth and sky; and for whom there is science accumulating 
knowledge about the world. Talking about this nearest way 
of being human, he emphasizes not closures but openings.

The nearest human is the opening up of a world, with 
living beings that can be studied scientifically. The alleged 
completion of evolutionary history through the world’s 
self-knowledge is not produced by evolution, or by the 
science that a product of evolution produced. It is produ-
ced by people who forget the simplest and nearest way of 
being human, and who thus are led to such old-fashioned 
metaphysical absurdities as “the world’s self-knowledge.”

And yet, Heidegger’s “nearest” human being can 
hardly be purified as unaffected by the world, or by 
what is known about human beings as part of the world. 
Heidegger identifies a vital problem, but I believe that the 
relation between the two ways of being human is messier 
than in Heidegger’s elegant philosophical poetry. I do 
not quite recognize our connections with the world, and 
with the animals, in Heidegger’s attempt to uncover the 
authentic way of being human in the age of science. Who 
dares a renewed attack on these messy relationships?
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Save humanity 
from the human

we must enhance the human, or else humanity 
will come to an end. Thus dramatically one 
could summarize the bioethicist Julian Savu-

lescu’s TEDx-talk in Barcelona in July 2013: “The Need 
for Moral Enhancement.”

The idea is that we urgently need medicine and 
technology to enhance our moral skills. Otherwise we 
will not be able to handle the global threats that we 
ourselves created: climate change, nuclear weapons, 
terrorism, starvation, escalating violence. Globalization, 
in short, created a world with dimensions to which our 
hunter-gatherer morality is not adapted. Only a moral pill 
can save us now.

Listening to the talk, I’m struck by how archaic it 
sounds, despite references to modern medicine and tech-
nology. Thus fire-and-brimstone preachers always made 
people feel the proximity of the end of the world. Thus 
fire-and-brimstone preachers always made people feel 
that the cause of the despicable state of the world is their 
own moral failure. Thus preachers always forced a new 
awakening: “You are on the wrong path; I can show you 
the way!”

The difference is the use of what could be termed 
the modern rhetoric of empirical justification, in which 
all claims are supported by evidence… that is to say, by 
rapidly clicked PowerPoint slides. However, evidence 
pointing in other directions isn’t cited. Savulescu does 
not explore alternative ways of thinking. Has globali-
zation really produced a world so big that we cannot 
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handle it? Couldn’t one just as well claim that globali-
zation created a world so tiny and manageable that one 
might grieve for the death of all that is great?

In the talk, an archaic form of moralizing is provided 
with a modernized rhetorical façade, in order to persu-
ade us that only conversion to a biomedically perfected 
morality can save us now. It is slightly paradoxical.

No wonder the audience looks dejected. Are we still in 
church?
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The claim of thoughtfulness

PhiLosoPhy has an aura of pretentiousness. Philo-
sophers seem to make such ambitious claims about 
the essence of everything: about morality, about 

mind, about language, but usually without doing any em-
pirical research! From where do they derive their claims? 
Are they sitting in armchairs just awaiting “truths” from 
out of nowhere? Is philosophy a form of “easy science” 
where one goes straight to the results without doing the 
research work needed to substantiate them?

There are certain peculiarities in the claims, however, 
and in the style of address, which disappear in this image 
of philosophy as “easy science.” Empirical researchers can 
write didactically, informing the reader about results of 
their research. Science writers thus typically adopt a von 
oben attitude that is perfectly in order, since research sheds 
light on states of affairs that are unknown to the reader.

If philosophers adopt the didactic style of a science 
writer, the result is comical: “My thoughts during the past 
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ten years prove that morality basically is…,” and then 
follows information about the essence of morality! The 
image of philosophers as pretentious “armchair research-
ers” expresses this comedy. 

Philosophers certainly make claims, but these claims 
can be questioned by a reader who thinks further than 
the author. Philosophical writers expect readers to make 
objections that possibly are as powerful as the writer’s 
own. This feature is overlooked in the image of the pre-
tentious armchair philosopher.

Philosophical writers expose their entire thought pro-
cesses so that the reader can think with – and against – 
the author. Philosophical writers address readers as peers 
in thinking. Together, we think for ourselves.

Perhaps the claim of scientific expertise has become 
so dominant that we no longer hear the claim of 
thoughtfulness.
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Why would a cancer patient agree to test a drug 
that might not be effective on their own di-
sease? And are researchers responsible if their 

research can be used to develop biological weapons? This 
collection of texts might not provide the answers, but at 
least give you some food for thought. 

Pär Segerdahl invites you on a journey through some 
of the issues that the Ethics Blog has dealt with in the 
recent years. He writes about researchers’ responsibilities, 
about participating in research and about information and 
integrity. But he also writes about ethics as such: What 
is it today, really? In this book you can read about data 
protection and population based biobank studies. But you 
can also read about apes writing articles and about the risk 
with knowing the risk. 

But what is ethics? According to Pär Segerdahl it 
is something that changes when the world around us 
changes. So the conclusion must be that you are holding a 
very dynamic book in your hand!


