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A Paternalism and Autonomy

Medical Paternalism and Patient Autonomy

JOHN-STEWART GORDON
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i idea of patient auronomy .
ients’ rights. Nowadays, the i
e 4 nt person to make autonomous -

tinguish between two types of

decision will be overruled because that person is deemed unable to make an auto-
nomous and competent decision in his or her own best interest. Strong paternalism
describes a sitnation in which someone is acting on another person's behalf without
his or her consent when that person is competent and autonomous. The latter case is
an instance of interfering with a person’s civil rights and liberties. It was John Stuart
Mill who famously set out the first systematic anti-paternalistic critique of (weak)
paternalism in his important book On Liberty (Mill, 1859), where he argued that only in
cases of a possible danger o third parties should a persori’s right to self-determination
be limited. Medical paternalism is not only confined to weak paternalism but also

covers strong paternalism. In addition, {(medical) paternalism is not only about inter-
fering with a patient’s freedom of action, bur also concerns either the withholding of
vital information or the practice of misinforming the patient about his or her health
condition, that is, undermining his or her right to freedom of information.

The Birth of Medical Paternalism

‘The Hippocratic Oath and the self-conception of the physician

The Corpus Hippocraticum (500 nc) was the first collection of important fragments of
medical practice and medical ethics in early Buropean history that could be seen as a
general ethical gnide for physicians. In this text, the physician is portrayed as a virtuous
godlike healer with great authority and expertise that justifies paternalistic decision-
muking. The dominance of the approach of the Corpus Hippocraticum can be easily
detected by its widespread use on a global level. All physicians are nowadays obligated
to swear the Hippocratic Oath and to meet the demands stated in the Corpus
Hippocraticum. The Corpus Hippocraticum contains the two leading principles of medical
ethics, namely, the principle of non-maleficence (primum nil nocere) and the principle of

beneficence (salus aegroti suprema lex). Purthermore, it prescribes—among other

things—the principle of physician-patient confidentiality, it forbids taking sexual

- advantage of the patient, and it allows for acting against the declared patient’s will, if
it is for the sake of the patient.

Over the last 2500 years, the Corpus Hippocraticum has deeply influenced the
self-conception of physicians as godlike' healers who deal with the most important

** human good, namely, the health of human beings. Good physicians, admittedly, have

to be true experts in medicine in order to save lives and to defy death. Even with
respect to less serious matters than life and death, most people tend to have a high
degree of respect and honor for physicians, They are generally regarded as an out-
standing group of people because it is thought that they perform such a difficult task
i such a professional manner that it simply far exceeds their own capacities,

2 khowledge, and intelligence to such a great extent that they cannot help but gaze in

wonder, independently of whether this is always the case or not. Interestingly, how-
£ver, many people not only see physicians as godlike healers but also think that they
ate (almost as) good at other tasks as well (as if they were also experts in other
Aumerous fields), which is, of course, an absurd assumption. To put it in a nutshell,
Physicians have almost always been highly regarded and well respected, which, in turn,
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has.influenced their self-conception accordingly. This is the background of medical
paternalism as a kind of "natural disposition” of physicians.

Justifying medical paternalism

What are the reasons for medical paternalism? We have already seen that the amalgam
of the complex physician-patient relationship in terms of praising the praiseworthy is
rather an explanation for why there #s medical paternalism but not a justification for
why there should be medical paternalism. In other words, one should seek some valid
arguments to justify this position. There are, at least, three main arguments—the phy-
sician knows best, the patient may be overwhelmed by the situation, and there may be
a significant risk—in favour of medical paternalism, and these will be examined below:?

The physician knows best

The idea that the physician should decide what is in the best interest of his or her
patient—even if it mearns that some dedsions are made against the will of the patient—is
derived from the physician’s powerful standing as a great expert in matters of life
and death related to human health, in addition to his or her great expertise in and
knowledge of medicine. Against this background, the very idea to leave it up to the
patient to decide which treatment plan should be followed seems almost ludicrous.
The “normal” patient is usually incompetent in terms of medical knowledge and its
application to specific cases (including his or her own case). If this is the case, why
should the physician respect the will of the patient at all?

Doubtless, the physician is an expert and will be able to help the patient. However,
it does not necessarily follow that a patient would definitely have no say with regard to
the treatment plan. One might object that one must consider the particular circum-
stances of a given case (i.e., context-sensitivity). For example, it is certainly true thatin
emergency cases a patient will be unable to make a good decision—if he or she is stifl
respansive—and hence the physician should make the decision for the sake of the
patient in the paticnt’s best interest. In other cases, however, a different strategy is
more appropriate, for example, in non-extreme cases in which the patient’s will and
autonomy should be respected. All depends on the given circumnstances of the
particular case. Even in extreme cases such as end-of-life issnes, and in particular eutha-
nasia, it should not be entirely up to the physician to decide what the patient should do
(Gordon et al., 2011). Ethical reasoning and decision-making in extreme cases is
strongly dependent on the personal worldview, idiosyncratic life history, culrural con-
text, religious views, and value system of the particular patient, which have 1o be taken
into account in order to make a good decision. Hence, it does not follow that the phy-
sician should, in general, decide what the patient must do. Physicians are morally obli-
gated 1o respect the autonomy and the will of the patient, even if they disagree with
the personal decision of the patient in question (see Mill's line of argumentation
against anti-paternalismn in On Liberty).

The patient is overwhelmed by the situgtion
Each diagnostic and therapeutic medical intervention can potentially present a
problem for the patient’s self-determination, because it limits his or her capacity to

make good decisions---at least to some extent—because of the following factors:
experiencing pain, physical and psychalogical distress, and ignorance/unknowingness
(the list is not complete). Hence, medical paternalism is, in general, preferable since
the damage to the patient’s health in cases of non-compliance with the physician’s
decision may be a greater loss than the comparably smaller damage related to the
limitation of patient autonomy.

If the patient is overwhelmed by the situation, for example, in emergency cases,
then it seems appropriate to follow the physician's advice. But the idea that each medi-

" gal intervention undermines the patient’s self-determination and hence the physician

should make the decisions in all cases is certainly exaggerated. Furthermore, in
extreme cases where there is a living will while the patient is not responsive, the physi-
cian must consider the will of the patient and take it as seriously as possible. Otherwise,
the physician should be held accountable for acting against the declared living will or
current will of the patient. Patients are not little children who constantly need guidance
and whose “decisions” can be easily overruled by their parents.

The significant risk

A good argument in favor of strong paternalism, according to its proponents, can be
found in cases where either the non-action of the physician or the non-compliance of
the patient directly leads to a significant risk of ill health with regard to the particular
patient. Since the patient does not want to worsen his or her situation, he or she must
accept a legitimate sense of medical paternalism.

The above-mentioned argument in support of strong paternalism presupposes that
each patient is always interested in doing everything within his or her power to either
remain healthy or to regain his or her strength. It can easily be the case that a particular
person wants to cornmit suicide because of his or her ill health (or other reasons) and
does not want to comply with the physidan’s decision to have more painful surgery, or
such like. At some point the physician must accept that sometimes treatment is either
futile or that the patient feels that his or her life is no longer worth living.

The Invention of Patient Autonomy

The notion(s) of autonomy

Generally speaking, a decision is autonomous if the person can be held accountable
for his or her actions. The idea of patient autonomy, with particular regard to the
notion of individual informed consent, is a modern invention and it is now standard
practice for the patient’s consent to be obtained with regard to a treatment plan if the
patient is competent. In cases where the patient is incompetent, due to factors such as
severe depression, mental disability, old age, or if they are suffering from Alzheimer’s,
a surrogate decision-maker-—either a family member or a legal official —must be
appointed to make decisions in the best interest of the patient.

Many authors wrongly assume that the notion of informed consent has its origin
in the Nuremberg Code (1947). This resulted from the famous Nuremberg trial
{1946-7) of German physicians who carried out research on human beings during
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the Nazi era without obtaining the consent of their guinea pigs (mostly Jews).
Among the 10 universal moral principles of the Nuremberg Tribunal’s judgment
was one exclusively directed to the issue of research on human beings. This prin-
ciple is the principle of autenomy, which contains the proposed “new” idea of
informed consent. In fact, however, the idea of informed consent has a different
historical origin. In particular, the idea of individual informed consent is due to the
Prussian and German bureaucratic regulations of 1960/01 that appeal 1o the case of
Dt Albert Neisser in 1896, who publicly announced his concern about the possible
dangers to the experimental subjects whom he vaccinated with an experimental
immunizing serum, Additionally, the investigation of the deaths of 75 German chil-
dren caused by the use of experimental tuberculosis vaccines in 1931 revealed that
the mandatory informed consent was not obtained. Robert Baker rightly states that
“[tThe informed consent doctrine was thus originally a regulatory innovation cre-
ated by Prussian bureaucrats. It wasnot an artefact of Americanlegal or philosophical
culture but of German bureaucratic culture. It was a German solution to problems
created by the advances of German biomedical science” (Baket, 1998b, p. 250).
Admittedly, Baker's following comment on this peint is certainly true: “Tt is indeed
ironic that the 1931 German position on informed consent to research on human
subjects was considerably more advanced than anything in Anglo-American ethical
or legal theory at the time of the Nuremberg Trial. Compounding the irony, the
Nuremberg Tribunal may be the first American court to introduce the German idea
of informed consent into American law and thus into American and international
medical ethics” (Baker, 1998b, p. 269).?

The elements of (individual) informed consent are described clearly by Tom
Beauchamp and James Childress in their influential book Principles of Biomedical
Ethics (Beauchamp and Childress, 2009, pp. 99-148). The following brief and
self-explanatory depiction is taken from their book (Beauchamp and Childress,

2009, pp. 120-1).
Elements of informed consent

Threshold elements (preconditions):

1. competence (to understand and decide);
2. vohluntariness {in deciding).

Information elements:

3. disclosure {of material information);

4. recommendation (of a plan);

5. understanding (of 3 and 4).

Consent elements:

6. decision (in favor of a plan);

7. authorization (of the chosen plan).

In Global Ethics and Principlism (Gordon, 2011) Istate that “Beauchamp and Childress
propose that obtaining an individuals informed consent, which is, according to
Western medical practice, an ethical and legal requirement (Agard et al,, 2000, p. 154)

is a specification [of] the principle of autonomy (Beauchamp and Childress, 2009,
pp. 117-35). However, non-Western countries such as China, Japan and most African
countries do not share the idea of individual informed consent in biomedical ethics.
Instead, they generally demand that either family- or community-informed consent
should be obrained in cases such as life-threatening diseases, breaking bad news at the
bedside of terminally ill patients, human research experimentation, and fernale cir-
cumcision/ mutilation.” (Gordon, 2011, p. 261). The implication of this is that patient
autonomy is not only limited to individual-informed consent, bur also includes
family- or community-informed consent. This is an important observation, since the
viewpoint of the family may clash with the family member’s decision in, for example,
end-of-life cases (e.g., euthanasia) or in cases where the family wants to withhold
information from the sick family member for the sake of the person in gquestion
(bedside rationing, truth-telling).

What is in the best interest of the patient? The case of truth telling

A classic case in which patient autonomy and patient rights have been (and are still)
neglected on a regular basis concerns terminally ill {cancer) patients and the
common idea that one should not inform the patient in question about his or her
bad prognosis. This policy was often carried out in many Western countries until
very recently and is still common in some non-Western countries such as Japan
(Macklin, 1999). The underlying assumption in support of this paternalistic
reasoning is the idea that to inform the patient about his or her severe condition,
that is, to tell the truth, would not be beneficial to the patient as the knowledge
would be likely to harm the patient because he or she might, in addition, develop a
severe (suicidal) depression, which would worsen the condition and most likely
hasten death. Hence, it follows that one shouid not inform terminally it patients
about their true condition because it would not be in the best interest of the
particular patient.* However, this line of argument not only obviously undermines
the patient’s autonomy (i.e., individual informed consent) and individual rights but
also his or her dignity. Furthermore, it seems inappropriate not to give patients the
opportunity to settle their affairs, for example, to say goodbye to their family
(depending on who makes the decision to not inform the person), relatives, and
close friends. Additionally, it also poses a problem in that patients are not given the
chance to reconcile thernselves with friends or relatives or some family members
with whom they may have been in conflict. If one does not know that one will die
(very) soon, then one cannot take appropriate steps to settle cne’s affairs in an
appropriate manner. Of course, most patients might "feel” that they will most
likely die soon but “to feel that one will die soon” is certainly not the same as “to
know that one will die soon.” The issue in question concerns this “small” buat vital
difference and there is no easy solution to the problem. To put it in a nutshell, one
tnight cause paticnts some additional harm (e.g., depression), but helping them to
settle their affairs certainly benefits patients. Ultimately, telling them the truth is
now seen as the most ethical course and the most beneficial with regard to patients’
peace of mind*
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TheFour Models of the Physician-Patient Relationship

Ezekiel L. Emanuel and Linda L. Emanuel {1992) elaborated four different models to
illustrate the dynamics of the physician-patient reladonship: the informative, the inter-
pretive, the deliberative, and the paternalistic model:

« Informative Model

a. Patient values; Defined, fixed, and known to the patient.

b. Physician’s obligation: Providing relevant factual information and implement-
ing patient’s selected intervention.

c. Conception of patient’s autonomy: Choice of, and control over, medical care,

d. Conception of physician’s role: Competent technical expert.

Interpretive Model

a. Patient values: Inchoate and conflicting, requiring elucidation.

b. Physician’s ohligation: Elucidation and interpreting relevant patient values as
well as informing the patient and implementing the patient’s selected inter-
vention.

c. Conception of patient’s autonomy: Self-understanding relevant to medical
care.

d. Conception of physician’s role: Counsellor or adviser.

» Deliberative Model

a. Patient values: Open to development and revision through moral discussion,

b. Physician’s obligation: Articulating and persuading the patient of the most
admirable values as well as informing the patient and implementing the
patient’s selected intervention.

c. Conception of patient’s autonomy: Moral self-development relevant to
medical care.

d. Conception of physician’s role: Friend or teacher.

= Paternalistic Model

a. Patient values: Objective and shared by the physician and patient.

b. Physician’s obligation: Promoting the patient’s well-being independently of
the patient’s current preferences.

c. Conception of patient’s autonomy: Assenting to objective values.

d. Conception of physician’s role: Guardian.

Their important article, “Four models of the physician-patient relationship,” has
come to be regarded as authoritative and has been very influential in the field of med-
ical ethics (Emanuel and Emanuel, 1992, pp. 2221-7). The traditional paternalistic
model, in which the physician is seen as an unquestioned guardian, and the (extreme
libertarian) informative model, where the physician is a mere handmaid with great
expertise (e.g. in cosmetic surgery), can be seen as the two extremes of the physician-
patient relationship. The interpretive and the deliberative models are moderate
approaches. Against this background, it seens crystal clear that one should avoid the
extreme models and try to adhere 1o moderate approaches in order to maintain patient
autonomy and to limit the influence of paternalistic reasoning and decision-making in
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medical ethics. There is no good reason to simply accept the idea that there is no
problem in nndermining a competent person’s autonomy and thereby to limit his or
ber self-determination {see “What is in the best interest of the patient? The case of
truth telling” above). Strong and weak forms of paternalism need to be justified well
and must only be applied to speciat cases, that is, in emergencies. They should not be
regarded as the general way to proceed but should only be considered as exceptions.
In the following three cases, the ethical problems of medical paternalism are examined
briefly within the context of the previous discussion.

Vital Issues Concerning Medical Paternalism

Research on human subjects

Medical experiments, for example, experiments on hypothermia, high-altitede studies
in decompression chambers, forced sterilizations of women with X-rays, and experi-
mients to make sea water drinkable, which were conducted on Jews by Nazi physi-
cians in Germany, are only one example of (medical) research involving physicians
{Annas and Grodin 1995). The Tuskegee Syphilis Study, in which US physicians
studied the natural spread of syphilis among African-Americans between 1932 and
1972 in Tuskegee, Alabama, is another example (NCPHS, 1979). Finally, the Haman
Radiation Experiments conducted on prison inmates by physicians in the United
States during the Cold War period, where some inmates and their food were contam-
inated with radioactivity, is yet another example of medical research on human sub-
jects (Advisory Committee on Human Radiation Experiments, 1996). What all these
cases have in common is that no individual informed consent was obtained, even
though it was legally necessary to do so. It is fair 1o claim that no research subject
would have given their consent if they had had any relevant information about the
details of the given research in the above-mentioned cases. In this respect, medical
paternalism and patient autonomy are—at least to some extent—mutually exclusive.
It is a "golden rule” that physicians and researchers are obligated to obtain the indi-
viduals’ informed consent when it involves research on human subjects—a rule artic-
ulated by the Nuremberg Code (Trials of War Criminals Before the Nuremberg
Military Tribunals under Control Council Law, 1947), the Declaration of Helsinki
(World Medical Association, 1964), and the Universal Declaration of Human Rights
(United Nations, 1948). But even in our time, some pharmaceutical companies con-
duct research on human beings in developing countries because the requirements are
less stringent than in their home countries (Macklin, 2004). The upshot is that med-
ical paternalism is liable to abuse in a wide range of different cases. If this is the case,
however, why not take patient autonomy seriously in order to avoid the slippery slope?
Medical paternalism is based on or presupposes a trusting relationship between
patients and physicians. This trust may become treacherous and misleading in cases
of abuse where the research subject is harmed. In such cases, the physician uses the
trast which has been established to conduct his or her research, not for the sake of the
patient but for the sake of the research. This is one of the main reasons—among
others—why the abuse is so abominable.
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The incompetent patient and surrogate decision-making

There are quite a few cases where a person may suddenly lose his or her autonomy and
hence become incompetent, by virtue of a severe accident, for example (other cases
may inchude persons with a mental disability”). The patient, therefore, needs a surrogate
decision-maker, If the accident was very bad and the patient is in coma and the prog-
nosis means that recuperation is impossible, then the question of what to do remains.
Sometimes people have made a living will that depicts the kind of circumstances under
which they would, for example, wish to be unplugged from a respirator, and so on, and
be left to die in peace and dignity, according to their personal beliefs, because they may
have decided that such a life would simply not be werth living (e.g., the "Terri Schiavo
case; see Caplan et al., 2006). If this coincides with the viewpoint of the surrogate
decision-maker-—who is either a family member or a legal official—then the patient in
gquestion might be unplugged from the respirator given that there is no probability of
recuperation. This last step, however, could bring some great problems. Physicians,
including members of the administration, working at a hospital are usually not very
keen to comply with such demands and often opt out by claiming that such a procedure
is against their professional ethos (i.e. the Hippocratic Oath), their conscience, personal
and cultural values, or religious views. In such cases, the patient wilt have no opportu-
nity get have his or her wish fulfilled, unless there is another physician who is willing
o unplug the patient from the respirator. Even if a court decrees that unplugging the
person from the respirator can be done, it stll needs a person to unplug the patient.
This means that since one cannot force a physician—and maybe rightly so—to act
against his or her conscience, this kind of situation regularly poses problems for rela-
tives. Thisis a case where medical paternalism may be in conflict with patient autonomy,
since the very idea of the living will is to represent a person’s autonomy in cases of
incompetence. The physicians’ negative attitude is a case of strong paternalism. There
is, indeed, no easy way out in such cases,

The cost-efficacy ratio and futile treatment

The most straightforward case with regard to a clash between medical paternalism
{physicians, hospital administration) and patient autonomy concerns cases in which a
particular medical treatment is seen as futile, with a high cost-efficacy ratio (particu-
larly important in times of great strain on the healthcare systems) and very limited
benefit to the patient.® The treatment is, medically speaking, furile and the physician
and the hospital administration deny that further action should be taken. The patient
and his or her family want the medical treatment because they believe that it would be
(very) beneficial to the patient. If the patient’s decision is based on ignorance or on a
failure in rational deliberation (Savulescn and Momeyer, 2000), then the physician
should try everything in his or ber power to clarify the facts (e.g,, consult other physi-
cians, discuss the issue with a clinical ethics consulram®), If it is not possible to come to
a solution and the physician still denies further medical treatment, then the patient
should have the opportunity to ask another physician and/or hospital. The physician,
however, should not be forced to treat a person against his or her professional judge-
ment (that it would be a futile treatment) concerning the case in question. Medical
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knowledge should be decisive in such cases, but one should, of course, acknowledge
that such cases are not only about medical facts but also raise concerns about under-
lying values, and cultural and religious views, as well as substantive views of how one
should live and die in dignity. The different views of the particular parties (i.e., physi-
cians, patients) may make a simple solution very difficult and sometimes (almost)
impossible. Hence, it follows that in some (rare) cases one should not fulfill all wishes
and comply with all the ideas a patient has only because one is obligated to respect his
or her patient autongmy and rights. Patient autonomy is no charter for everything that
a patient wants in medical matters. Patient autonomy should be respected as long as it
is reasonable. But what is reasonable? A medical decision about the reasonableness of
a given treatment—whether it is futile or not—certainly involves medical facts, rational
deliberation/practical wisdom, and the ability to put oneself in the position of the
patient. If all the issues have been carefully considered and the particular case has been
competently examined in great detail and effort, then one should accept and trust the
physician’s advice to forgo the medical treatment.

Conclusions

Medical paternalism—as a general strategy of ethical reasoning and decision-making in
medicine—should be in retreat. Taking patient autonomy and patient rights seriously
is not only a matter of taking competent adults seriously but also respecting them as
rational human beings of equal moral standing. Physicians must obtain the informed
consent of the patient so that there is an agreement with regard to the treatment plan.
Otherwise, they act immorally. With regard to the disclosure of vital information
concerning the health of the patient in question, it seems that the physician is obli-
gated to reveal the truth under normal circumstances. In extreme cases, however, it
seems reasonable to withhold the relevant information if and only if it is beneficial 1o
the patient.

Notes

1

In the introduction to A Companion to Bioethics Helga
Kuhse and Peter Singer cite M.B. Etziony (1973) in the
following way: “A monument in the sanctuary of
Asclepius, for example, tells doctors to be “like God:
saviour equally to slaves, of paupers, of rich men, of
princes, and to all a brother, such help he would give™
(Brziony, 1973, in Kuhse and Singer, 2009, p. 4).

Bermard Gert, Charles M. Culver, and K. Danner
Clouser thoroughly examine the notion of paternalism
and its justification in the chaprer 10 (“Paternalism and
its justification”™) of their book Bioethics. A Systematic
Approach (Gert et al,, 2006, pp. 237-82). The general
view is that "Although paternalism is often unjustified, it
is not always morally unacceptable. On the contrary,

not only is paternalism often justified, it is sometimes
even morally required so that in some situations not act-
ing paternalistically can be immoral” (p. 237).

The answer of the main question, then, as to why the
Germans did not practice “informed consent” on
their subjects of experimentation, namely the Jews, is
obvious. They did not regard the Jews as human beings.
They were, rather, Untermenschen and, hence,
according to the doctrines of Nazi Germany, were not
protected by the legal regulations of informed con-
sent of 1931 (see also Baker, 1998a, p. 211). Animals
were better protected than those people who were
guinea pigs of German research experimentation.
These people were treated as non-humans and were
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also regarded as standing below the animals—a
detestable point of view.

4 A (still} valuable contribution is Donald Qken’s influ-
ential study, first published in JAMA (Oken, 1976), of
medical paternalism with regard to legally competent
padents in “What to tell cancer patients: a study of
medical attitudes”, subsequendy reprinted in Moral
Problems in Medicine (eds. Samue] Gorovitz et al., 1978,
pp. 109-16}. Bven though one has to acknowledge that
there has been a great deal of change since that study, it
is still fair to say that many physicians around the world
do not inform their patients in cases of termina! cancer.

5 An interesting discussion with further compelling
arguments in support of truth telling with regard
to terminally ill cancer patients can be found in
Allen Buchanan's article “"Medical paternalism”
(Buchanan, 1978).

6 ‘Tom Beauchamp argues in his ardicle “The concept of
paternalism in biomedical ethics” (Beauchamp, 2009)
that strong paternalism can be justified in some cases,
despite the contemporary trend in biomedical ethics
to question the strong paternalistic approach. His
final conciusion is "It is clear that many paternalistic
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Rationai Non-Interventional Paternalism

Why Doctors Ought to Make Judgments
of What Is Best for Their Patients

JurLian SAvuLESCU

It is almost universally accepted that doctors ought to make judgments of what is
medically best for their patients. However, the view that doctors ought to make judg-
ments of what is, all things considered, best for their patients has fallen into serious
disrepute. It is now widely believed that it is up to patients, not their doctors, to judge
what they ought to do, all things considered. I will argue that doctors ought to make
value judgments about what is best for their patients, not just in a medical sense, but

in an overall sense.

In the bad old days of paternalism, doctors did make judgments about what patients
ought to do, all things considered. They also compelled patients to adopt what they
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