














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?

EARSAY 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

HEN 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

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 naive 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:

P ATIENTS SEEM MORE willing to participate in biobank

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

MPORTANT 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 Sjdstrand,
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, [ 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.

REFERENCE
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Philosophy 38:710-724.
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The economization of
the language of
medicine

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.

IN 2011, TWO AMERICAN physicians wrote in the New
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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.

REFERENCE
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Does bioethics
understand the family?

EW 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 discus-
sion about problems of justice, requiring a perspective
from family ethics to be seen.

REFERENCE
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Self-contradictions of anti-movements

NE CANNOT $AY, “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? [ 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!

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 Par?” 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

I F YOU ARE writing on animal welfare, you may one day
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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.

REFERENCE

Savage-Rumbaugh, S, Wamba, K, Wamba, P and Wamba, N. (2007),
“Welfare of apes in captive environments: comments on, and by, a
specific group of apes,” Applied Animal Welfare Science 10:7-19.
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Apes become
pregnant with
language In culture

URING THE PAST century, a series of optimistic re-
D 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.

REFERENCE
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Who, or what,
becomes human!

UR 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

NY EDUCATED HUMAN is supposed to know that
Athe 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

E MUST ENHANCE the human, or else humanity
Wwill 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 facade, 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?

REFERENCE
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The claim of thoughtfulness

HILOSOPHY 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.









