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Part 1
Introduction



Chapter 1
Informed Consent: Why Family-Oriented?

Ruiping Fan

1.1 Introduction

This volume introduces an East Asian Confucian ethical perspective on the place
of the family for informed consent regarding clinical treatment and biomedical re-
search. It offers a unique perspective on an approach to informed consent salient in
East Asia but generally unexplored in English-language literature. By drawing on
bioethics scholars from Hong Kong, mainland China, South Korea, and Taiwan,
this volume offers a cluster of viewpoints that play a major role in law and health-
care policy in East Asia, although they are nearly unknown in Western bioethical
reflection. Contributions from four American scholars are also offered in order to
place the East Asian Confucian perspective in a broader context. Even in the West,
there has been a move to address issues of dependency, family care, and shared
decision-making that have many similarities with the concerns addressed by East
Asian scholars. The themes of the five sections designed for this volume range from
theoretical reflections on such concepts as autonomy, individualism, rationality, de-
pendence, independence, and interdependence to the practical explorations of is-
sues like end-of-life decisions, organ donation, research participation, truth telling,
and the arrangement of advance directives. The focus of the whole volume is on
the role that the family ought to play in the proper exercise of informed consent in
biomedical practices.

Regarding the concept of “family,” there are roughly two different meanings
adopted throughout the chapters of the volume. On the one hand, “family” is used
in a loose sense, referring to any well-functioning unit of people connected either
by blood or marriage or by alternative bonds, where there is mutual concern among

I wish to thank Jeffrey Bishop, H.T. Engelhardt, Jr., Lisa Rasmussen and an anonymous reviewer
for their comments on the previous versions of this essay.

R. Fan (D<)

Department of Public Policy, City University of Hong Kong, Tat Chee Avenue, Kowloon, Hong
Kong, China
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4 R. Fan

the various members. This sense of “family” is invoked by some authors in address-
ing biomedical decision-making issues in contemporary Western countries. On the
other hand, most chapters in the volume appeal to the concept of the traditional
family—a husband with his wife and their biological children (and the husband’s
and the wife’s parents as well, as they, at least in East Asian regions, are usually
involved in medical decision making for the husband and the wife respectively)—to
formulate their views and develop their arguments for the appropriate engagement
of family members in the process of biomedical decision making in a Confucian
cultural context. Indeed, in East Asian regions such as mainland China, a three-
generation stem family remains the normal model of the family. This stem family
is taken for granted as essential to any informed consent practice for any significant
biomedical issues of their family members. This is the case even when the grandpar-
ents, in most situations, no longer live under the same roof with their adult child’s
nuclear family (cf. Deng 2014, pp. 203-218).

This introductory essay does not intend to outline the views and arguments of
every chapter one after another. Instead, based on the major concerns of all the
chapters, I attempt to defend the merits of the family-oriented model of informed
consent in East Asian health care contexts. First, | summarize the major problems
faced by individual-directed informed consent. Next I reconstruct the useful ideas
of justification conveyed by the authors for the family-oriented model. In the fol-
lowing section I address the critiques and challenges faced by the engagement of
family members in the informed consent practice and explore suitable ways to deal
with these challenges. In the final section I give some concluding remarks about the
importance of the traditional family in contemporary society.

1.2 The Problems of Individual-Directed Informed
Consent

The dominant model of informed consent in contemporary Western biomedical
practice is individual-directed rather than family-oriented. As H.T. Engelhardt
describes this practice: “Those who regard autonomous individualism as the pre-
sumptively appropriate relation among persons would require any deviations to be
established by explicit statement and agreement. For example, patients would be
presumptively treated as autonomous individuals willing and committed to choos-
ing on their own, unless they explicitly demanded to be regarded and treated within
a traditional family structure” (Engelhardt 2002, pp. 24-25). Evidently, securing
such an autonomous individualist vision has required a progressive political view
that recognizes itself as having an adversarial relationship with traditional family
structures and forms of familial authority. Indeed, as Mark Cherry points out, lib-
eral individualist advocates often appreciate the family as a major impediment to
social implementation of their preferred conceptions of equality and social justice,
in which they intend to see the family as no more than a social construct, created
through the particular agreements of its participants, with no independent reality of
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its own (Cherry 2014, pp. 43—62). It is for this reason that the liberal individualist
notion of personal autonomy is highlighted as integral to human good and human
flourishing in the established American account of bioethics (Beauchamp and Chil-
dress 2009).

As a result, the practice of informed consent under this individualistic model is
at least family-unfriendly in multiple ways, even if it is not family-hostile in nature.
First, the individual is appreciated as possessing sole or exclusive decisional author-
ity in biomedical matters independently of his family. While patients usually do
not make truly single or solitary decisions, there is the sense in which the modern
Western medical establishment and the social apparatus of decision making expect
solitary decisions from patients. They are approached individually in the decision
making process as if they were not members of functioning families, even if they
wish to be treated as members of functioning families. Family members have no
right to participate in the process, unless such participation has been explicitly au-
thorized by the patients through a formal or quasi-formal procedure (Faden and
Beauchamp 1986; Wear 1993). In this way, the exclusive authority of the individual
in making medical decisions independently of the engagement of the family is se-
cured, implemented and promoted.

Indeed, there is a series of institutional barriers to family involvement in in-
formed consent. As Jeffrey Bishop demonstrates, “the structures and practices of
medicine, including informed consent and decisions about removing life support
in the critically ill, organize decisions such that the family is structurally marginal-
ized. Individualized informed consent—as well as living wills, durable powers of
attorney, privacy laws (such as HIPAA), and even the case-law itself—is set up to
support the myth of an isolated individual alone in the world making his own deci-
sions by himself and for himself” (Bishop 2014, pp. 27-42). Such barriers have
already been exported to East Asian regions through the design of an individualist
informed consent mechanism for biomedical research. As Rui Deng indicates, when
families are eager to participate in the decision-making process to protect their fam-
ily members from the likely risk of biomedical research, they find that they have
no role to play in the “standard” implementation of informed consent (Deng 2014,
pp- 203-218). Worse yet, contemporary bioethics, healthcare systems, and laws in-
creasingly assume that a family is not in a state of integrity and is not helpful in
biomedical practice. As Ryan Nash indicates, this mistrust of family has become a
presupposition or at least a practiced assumption in Western society. The family is
treated as something to be wary of, a problem to prevent, or even a disease to at-
tempt to cure. The current system of informed consent reinforces the overly simplis-
tic individualist view that decision making is merely between the individual and the
medical establishment. Accordingly, as Nash sees it, the current system encourages
a practice of familial and cultural shunning (Nash 2014, pp. 219-230).!

! This is not to deny that many patients in the West regularly include families in their health care
decision making. However, this volume is making the point that the policies set up in light of the
dominant individualist model form barriers to including families in health care decision making
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In addition to its family-unfriendly features, the individual-directed model of
informed consent suffers serious conceptual and practical problems. In the first
place, the exclusive decisional authority possessed by the patient independently of
her family members is not beneficial to the practical reasoning required to make
biomedical decisions, as such practical reasoning is inevitably engaged in accord
with her moral identity, established character, and/or her long-standing life plan.
Under the individual-directed model, informed consent is defined as an individual’s
autonomous authorization of a medical intervention or of participation in research.
Since a patient may hold altruistic intentions or otherwise reasonably unselfish val-
ues in making her medical decisions, her autonomous choices may not necessarily
be in her best medical interest. Thus it need not be the case that an individual’s
autonomous decision will always be in her best medical interest. Instead, in con-
temporary bioethics it is generally assumed that “[t]o respect autonomous agents is
to acknowledge their right to hold views, to make choices, and to take actions based
on their personal values and beliefs” (Beauchamp and Childress 2009, p. 103) This
is to say, leaving the best-interest-consideration aside, a patient’s “personal values
and beliefs” must be taken seriously in order to respect her as an autonomous agent
as well as her right to the fostering of autonomous decisions. Now a question arises:
is it the case that as long as an agent is psychiatrically judged not incompetent and is
independent from any controlling influences by others, then any of her biomedical
decisions, whatever they are, should be taken as having been made in accord with
her “personal values and beliefs,” so as to be definitely autonomous? If the answer
is yes, then our notion of autonomy would be overly shallow and trivial. It would be
analogous to the notion of “capricious freedom” in the sense that one is free insofar
as one has a power of acting without a motive (cf. Sidgwick 1888). I don’t think
any serious bioethicist should accept this notion of autonomy. If it is discovered that
a patient’s individual medical decision is egregiously in discord with the essential
features of her moral identity, cultivated integrity, or a well-standing life plan that
she has long cherished, then it is nonsensical to hold that her decision has been
made based on her “personal values and beliefs” and so autonomous.

Indeed, one’s “personal values and beliefs” are typically integrated into the
features of one’s moral identity or character in the exercise of practical reasoning
through one’s life experience. The genuine way of formulating decisions based on
one’s “personal values and beliefs” is inevitably an exercise of practical reasoning
that one performs in the company of others on whom one depends, and “there is
no point then in our development towards and in our exercise of practical reason-
ing at which we cease altogether to be dependent on particular others” (MacIntyre
1999, p. 97). In the predicament of serious illness, as Jue Wang argues, the essential
relevance of dependence on family members to making autonomous choices be-
comes even more explicit and dominant. To see this point clearly, readers can look

in the West. As Nash points out, “Beauchamp and Childress (2009, pp. 106-107) suggest that the
practical way to deal with those requesting family-oriented consent is to ask the individual if this
is his preference. This, of course, is the application of an individualistic system and already does
violence to any family-oriented consent” (Nash 2014, pp. 219-230).
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at an illuminating case that Wang discusses in her chapter (Wang 2014, pp. 65-82).
Contrary to the individualist myth that one’s moods, beliefs, and intentions are only
transparent to oneself and largely opaque to others, the patient’s own voice can
often sound frustrated, broken, and ambiguous, far from being an indisputable stan-
dard for judgment. Instead, the very exercise of practical rationality presupposes a
caring network through interdependence and attachment—the paradigm of which
is the family—as its foundation that makes practical reasoning in accord with one’s
convictions and values possible. Accordingly, individualistic informed consent un-
dermines the patient’s chance of making autonomous decisions in accord with her
values, beliefs and life aspirations, because this model assumes a single decisional
authority possessed by the patient alone and regards the effective exertion of the
authority as isolated from the patient’s significant relations with her family (Wang
2014, pp. 65-82).

Following this line of thought, Lawrence Yung contends, self-interpretation
and interpretation of the self by others are interrelated. As Charles Taylor puts it,
“we define our identity always in dialogue with, sometimes in struggle against, the
things our significant others want to see in us” (Taylor 1994, p. 28). As an individu-
al’s self-interpretation is important to his capacity for autonomy, this is all the more
important for a patient, since his decisional capacity may be undermined by his
internal weaknesses or psychological impediments, such as irrational preferences,
false consciousness, a belief in oppressive norms, or deformed desires (Yung 2014,
pp- 109—-124). From Jue Wang’s observation, while the patient himself may be con-
fused due to suffering from illness, the family is in a position to judge whether a
certain medical decision is consistent with the patient’s life plan. This is because a
meaningful medical decision has to be assessed according to a coherent narrative
of one’s life, and it is through such a narrative that the patient brings unity to his
life, by orienting all his decisions and actions towards some core commitments that
determine who he is as a person. Accordingly, the patient’s personal identity in key
part depends on how well he lives out that unity and brings it to completion (Wang
2014, pp. 65-82). As Alasdair MacIntyre powerfully argues, the self has to find its
identity in and through its membership in communities such as the family, in the
sense that my story is part of the story of other family members just as their story
is part of mine (Maclntyre 2007, p. 221). Particularly, in the process of making a
medical decision with his family, the patient gains the better understanding of his
conditions, his options, and his genuine wishes (Yung 2014, pp. 109-124).

This is to say, a mistaken understanding of autonomy is implicit in the scope of
the exclusive individual authority assumed by individual-directed informed con-
sent. As Bishop argues, “despite the reigning myths of the American individual who
enacts and rejects treatment at the end of life, in truth the family, who can bring the
nuance of spiritual and moral values to the clinical scenarios, is in the best position
to make decisions on behalf of an individual rendered dependent by his illness.
Dependency necessitates a family to enact a community of care” (Bishop 2014,
pp- 27-42). Similarly, Kysungsuk Choi contends that we have to revise the individ-
ualistic notion of autonomy so that it may reflect a desirable sense of moral agents
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as it is embedded in the Eastern way of life, in which the family is just as important
as the individual in participating in the process of biomedical decision making. This
revision avoids depriving patients of the company of their families—and it is only
through and with their families that patients can maintain the integrity of their moral
agency in the practice of informed consent (Choi 2014, pp. 83-92).2

Another problem of the individual-directed model of informed consent is the
mistaken assumption that the patient can sovereignly and independently control his
actions and determine his fate in today’s high-tech medical contexts, such as the
ICU. By drawing on the notion of “technological brinksmanship” coined by Daniel
Callahan, Bishop shows why this assumption is illusory. By technological brinks-
manship Callahan means the drive to seek more aggressive care, thinking that, at
some point in the course of the illness, an individual will be able to know when he
has crossed a threshold. In crossing that threshold, he will know it is time to say
‘no’ to more aggressive care (Callahan 2000, p. 41). In other words, the social ap-
paratus of decision making in contemporary American medicine holds that the self
is in a position to control one’s body, life, and death, knowing when to say, ‘enough
is enough.’ As Callahan suggests, “[t]he only evil greater than one’s personal death
is increasingly taken to be the loss of control of that death” by the individual de-
cision-maker (Callahan 2000, p. 37). The social apparatus of the ICU, along with
all the documents that an individual ought to have completed before going into the
ICU—Iliving will, durable power of attorney, and consent forms, has at its heart a
sovereign and independent individual who sets in motion the aggressive technologi-
cal features of medicine. This apparatus also assumes that the sovereign individual
is capable of conquering the power of this technological environment and bringing
his life and death issues under his own control (Bishop 2005, 2014, pp. 27-42).

However, because of the sheer power of the apparatus of the ICU, it is not at all
clear that the individual will be in a position to know precisely when he has crossed
over the brink so as to be able to give an explicit directive to withhold or withdraw
aggressive technological treatment. Even if the individual knows that a time will
come when the machines may no longer be to her benefit and has completed all the
documents—such as a living will or advance directive—those machines might not
be rightly turned off in terms of her genuine wishes. As Bishop indicates,

For the most part, living wills and the consent that they imply, say something similar to
this: “in the event that I am unable to participate in decision making, and if my attending
physician thinks that aggressive treatment will not result in return of function, I authorize
the doctor to stop” various aggressive treatments. However, anyone who has ever practiced
medicine knows that the complicated physiological nature of seriously ill patients does not
offer bright lines that are baldly apparent to anyone. Rather, there are nuances of clinical
judgment and interpretation that are part of the decision-making process, and having a

2 Indeed, in this volume the Western reader finds for the first time in English a presentation of the
grounds of East Asian approaches to individual autonomy and informed consent and their differ-
ences from what have generally prevailed in Western bioethics. Without such an understanding,
East Asian practices would to the Western bioethicists appear puzzling at the very least.



1 Informed Consent: Why Family-Oriented? 9

family there who can help to make these decisions is so much more important than having
a living will, or a document of informed consent that has been individually executed. The
truth is that, when we are at our most frail, for the vast majority of cases it is the family that
knows its members best and the family that knows how best to reason with and to inform
the doctors of what is best for the sick individual (Bishop 2014, pp. 27-42).

This is to say, though the general ethos of contemporary bioethics promotes the
attitude of technological brinksmanship and individual-directed informed consent,
the actual circumstances and practices of care at the end of life can never place
the patient in a position to be capable sovereignly and independently of control-
ling her actions and determining her fate. The patient cannot independently know
when it is the right time to say ‘no.’ Neither can a living will, set out in the general
delimited circumstances of critical care, explicitly tell the doctor what the patient
precisely wants. The engagement of family members is not only beneficial but also
inevitable.

In addition, individual-directed informed consent does not fit the reality of East
Asian cultural circumstances in general and their practices of biomedical decision
making in particular. It will even be ethically inimical if this individualist model
is forced on East Asian patients. For example, as Kysungsuk Choi reports, most
elderly people in Korea feel a moral obligation to their offspring. When they say
they do not want any life-sustaining treatments, they are probably concerned with
sparing such treatments for saving money that can be used by their offspring for
better lives (Choi 2014, pp. 83-92). Similarly, based on their research findings, Ho
Mun Chan et al. find that a strong ethos of familism is still manifested in current
Hong Kongese society. In this ethos, people are often willing to sacrifice their own
interests, such as health, material interests or other self-centered interests, for the
sake of promoting the interests of other family members. This means that interests
of the self may include the interests of other family members. In other words, the
interests of other family members are inseparable from one’s own interests, and so
one’s own interests have to be sacrificed for the sake of promoting the interests of
other family members. Accordingly, in the process of medical decision making,
the patient should not be conceived as an independent or isolated being; rather, the
patient must be appreciated as a person situated in a family network, and the pa-
tient’s wishes should not be dictated solely by what he wants for himself but should
sometimes be overridden by the family’s decision for the patient’s benefit (Chan
et al. 2014, pp. 151-170).

In Taiwan, from Shui Chuen Lee’s observations, family relations are still very
intimate, and family involvement in all kinds of personal activities remains com-
mon practice. Medical decisions are no exception. Family members can provide the
most needed help and trust when one is sick and vulnerable. Family members are
also usually a reliable source of the patient’s values and preferences, which provide
the best guidance for treating the patient and ground the medical decisions for the
health professionals. The medical law in Taiwan is even written in such a way that
diagnoses and results can be disclosed either to the patient or to the family, and in
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some cases the diagnosis is not made known to the patient at all. In cases of terminal
illness, the family’s legitimate participation is critical because it is often the case
that the wishes of an incompetent or comatose patient are unclear for health pro-
fessionals trying to determine which alternatives to deploy. The family as a whole
is usually competent to make such a decision. This may help health professionals
avoid some of the hard moral dilemmas. On the other hand, family participation is
also useful for preventing the abuse of weak and lonely patients by health profes-
sionals. In short, as Lee sees it, it would be a non-starter for Taiwan to change to the
individual-directed model of informed consent (Lee 2014b, pp. 125-136).3

Finally, individual-directed informed consent is characteristic of a type of prin-
ciplism that is not sensitive to the biomedical complexities and nuances that call
for context-relative virtuous practices. The most popular contemporary bioethical
principlism holds as a starting assumption that “no more basic moral content exists
than the collection of rules and general moral judgments that are developed from
the four clusters of principles”: the principles of respect for autonomy, nonmalefi-
cence, beneficence, and justice (Beauchamp and Childress 2009, p. 387). These
four principles, from this principlist view, not only “function as an analytical frame-
work intended to express general norms of the common morality that are a suitable
starting point for biomedical ethics,” but also “function as general guidelines for
the formulation of the more specific rules” (Beauchamp and Childress 2009, p. 12).
In contrast, there remains within East Asian culture a quite different Confucian ap-
proach to bioethical issues that does not take general principles as the starting point.
Instead, this approach is rooted in Confucian understandings of a life of virtue (&)
and is embedded in a way of life sustained by rituals or rites (i) towards virtue.
The focus is not on offering an exhaustive set of principles to formulate specific
guiding rules for all cases, but on cultivating virtue through ritual exercise which is
inevitably context-relative and practice-dependent. In short, Confucian thought ap-
preciates that the moral and bioethical life is not just directed by general principles,
but is learned and manifested in concrete manners in which specific ritual practices
play a fundamental function in attending to the nuances and complexities of bio-
medical matters in the virtuous way.*

By analyzing a recent Chinese case in which a wife conceals the cancer diag-
nosis from her husband, Wenqing Zhao argues that the principlism implicit in in-
dividual-directed informed consent is bioethically misleading. From Zhao’s view,
the case of concealing illness from the patient partly reflects the Confucian way of

3 Here again puzzles regarding East Asian approaches to the bioethics of informed consent can
be resolved. These approaches do not discount the individual, but rather appreciate the individual
patient within the context of the dependency of illness and the thick social relations that many
patients have within their family.

4 Here one has a light shed from the East on the one-sided and incomplete appreciation of general
principles as envisaged within some Western accounts of medical decision making within the
practice of informed consent. To act freely is always to act in a thick social context. From a Confu-
cian view, only in the constitutive ritual or quasi-ritual practices of the life world (as Confucius
disclosed 2500 years ago), can general principles play their secondary regulative function (cf. Fan
2012).
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making medical decisions, which is primarily not general principle- or rule-guided,
but is ritual- and virtue-based and family-oriented. In this case, on the one hand,
the wife treated her husband according to her knowledge of what was best for him,
which shows a Confucian understanding of caring. Her shouldering of all of the
fear, stress, and suffering arising from her husband’s worsening condition is, ac-
cording to Confucian norms, regarded as manifesting her virtue as a wife in treating
her ill husband with great courage and love. From the Confucian point of view, a
virtuous person need not obey the rule of truth telling regardless of the mental and
physical condition of the patient. It is a much more complicated process of weigh-
ing the consequences of different decisions, carefully evaluating the patients’ men-
tal and physical condition, and most importantly listening to the will of the patient
and other family members. In this story, the husband showed a strong will to live,
and the wife was afraid that knowing the bad news would diminish her husband’s
courage to fight the cancer. Thus, one could hardly say that informing the husband
of his condition would really be doing what was best for his care. There are no
Confucian rules or requirements stating that the family must or must not conceal
information from the patient. The right decision is highly contextual. From Zhao’s
view, taking such a Confucian approach is often much harder than simply following
the principles of beneficence, justice, and, most importantly, respect for autonomy.
If one always acts by deferring to some general principles or rules, such as that
of telling the truth to the patient, one would have shied away from one’s virtuous
responsibilities to significant others in the complex bioethical context (Zhao 2014,
pp. 231-244).3

1.3 The Justification of Family-Oriented Informed
Consent

Family-oriented informed consent denies what the individual-directed model as-
sumes: that the patient has exclusive decisional authority. From an East Asian
Confucian perspective, the patient does not have an individual right to include or
exclude family decision making. Instead, this perspective stresses the naturalness,

5 Some Western readers may not find Zhao’s example compelling. They may contend that it is one
thing to affirm that the wife was well-intended, but quite another to judge whether hiding the truth
from the husband was actually in his “best interest”: just because the wife thought it would be in
his best interest, doesn’t mean it was so. However, it should be noted that Zhao’s main purpose of
addressing this case is to indicate a fundamental cultural difference, which invites Western read-
ers to consider how Chinese people view this situation. As Zhao observes, this case was met with
general approval and admiration in mainland China. In addition, it is at least theoretically possible
that it was in his best interest—in the same way that the Western physician sometimes invokes the
“therapeutic privilege” condition for non-disclosure. Importantly, as Zhao points out, in order to
judge best interest, we need to appeal to a particular conception of the good shared in a culture.
While she does not offer a full-brown Confucian conception of the good, she emphasizes the Con-
fucian experience that “to be able to rely on one’s family members in the final stage of life is the
good thing to do, and it makes the patient happy” (Zhao 2014, pp. 231-244).
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usefulness and normalness of the engagement of family members in a patient’s
biomedical decision making, thus acknowledging a shared decisional authority
enjoyed by both the patient and his family. In East Asian regions, such a family-
oriented model requires the physician to recognize the family as a fundamental unit
for making medical decisions for the patient. Can such a family-oriented (rather
than individual-directed) model of informed consent be justified? The first consid-
eration of justification would be to attend to relevant sociological facts and social
customs existing in society. In this regard, Ana Iltis summarizes two main reasons
in favor of family engagement in biomedical decision making even in the American
context: family members may have a stake in each other’s well-being, and may also
be concerned with advancing and protecting each other’s interests because they
care about each other’s well-being. She warns that clinicians and researchers should
not assume that most patients and potential research participants exist outside of
an intimate family whose participation in health-related decisions is unnecessary
or even inappropriate. Rather, these two considerations give us important reasons
to take families seriously in the health care setting. As Iltis remarks, these consid-
erations are especially important when patients are faced with severe diagnoses or
critical-care situations or individuals are asked to assume health risks primarily or
exclusively for the benefit of others (Iltis 2014, pp. 171-186).

The practical benefits of the involvement of family members in medical decision
making are significant and multi-dimensional. First, as Lawrence Yung points out
in his chapter, a lamentable characteristic of modern medicine is that the physician-
patient relationship has become highly formalized, regulated and constrained due
to the application of ever-changing medical technologies and ever-increasing
health care bureaucratization. Thus a huge gap has been formed between the
patient and the physician, and this gap prevents them from forming a personal,
communicative and intimate relationship. A family platform may provide the kind
of caring and emotional support that a patient needs most during illness. It may also
empower the patient when dealing with difficulties from a highly bureaucratized
relationship with his physician, so as to mitigate the gap between them (Yung 2014,
pp- 109-124). In other words, the involvement of family members is capable of
creating and sustaining a space in which both patients and their family members
find themselves commonly situated to pull together in face of crisis. Their shared
life history, memories and commitments put them in the best position to inform
and reason with the physician, so as to get the physician appropriately engaged in
the treatment of the patient. In short, the involvement of family members creates
a locus that helps bring the physician into a closer, more committed, and more
“biographical based” relationship with the patient, against the background of highly
specialized and bureaucratized medical practice (Wang 2014, pp. 65-82).

Moreover, as Bishop observes, the family seems to be best suited to take on this
role of decision making for at least three specific practical factors. First, the family
has a special role in caring for the material needs of its members. Second, the family
is in the best position to appreciate and preserve the values of its members due to a
common or shared life history. Finally, the family is able to carry out the methods
of decision-making and methods of discernment utilized in the biomedical setting.
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And these methods are much more likely to render decisions that are consistent with
the moral and meaningful life-world of the family-member who has become ill. Not
only are the family-members’ values enacted, but both the family and the individual
family member learn how to make these sorts of decisions in a family-oriented
model of informed consent (Bishop 2014, pp. 27-42).

The turn to family-oriented informed consent could also contribute to the solu-
tion of certain thorny biomedical issues, such as cadaveric organ donation. In her
chapter, Yu Cai proposes that the individual-directed legal model adopted in main-
land China for cadaveric organ donations should be converted to a family-oriented
model, where the express consent of the individual to cadaveric donation during her
lifetime should be a decision jointly made with her close family members, and this
requirement should be reflected on a consent document to be signed by both the do-
nor and a representative of her family. Although the currently adopted individualist
legal model in China only requires individual consent, it is simply impossible—cul-
turally and socially—that the doctor could remove a donor’s organs after his death
without having to seek out the extra informed consent of his family members. From
Cai’s view, only by changing to a family-oriented policy as she proposes, can a
Chinese citizen’s right to dispose of his corpse and his family’s right to the owner-
ship of his body (as it is culturally appreciated) be both respected and fulfilled. In
this way doctors could avoid the embarrassment of having to ask for the permission
of family members and would not risk harvesting organs without the family’s con-
sent (Cai 2014, pp. 187-199).° Similarly, for biomedical experiments using human
subjects in mainland China, Rui Deng proposes “a family-based binary decision
model” to protect Chinese subjects. In this binary decision model, the family has a
right to affirm or deny a family member’s consent to being a research subject. The
family, however, does not have the right to require that a family member participate
in a trial. That is, for any trial, if a person decides not to participate, the family can-
not require her to participate. However, for any significant experiment, if a person
decides to participate, she still needs to get the consent of her family; if the family
denies consent, the person should not be allowed to participate in the experiment.
As Deng states, this right of the family’s participation in the decision making is
necessary to consider the risks of scientific research from more angles so as to pro-
tect the important interests of individual family members as subjects (Deng 2014,
pp. 203-218).

¢ What is the way of resolving disagreement if one family member thinks differently? This is
certainly an inevitable question from Western readers. However, Western readers should be in-
formed of a general Confucian cultural ethos in which people have formed a familist mentality and
attitude: family members, since they are from one family, should reach agreement and make one
decision about any important matters (such as donating organs after death) confronting any of their
family members. This “one-decision” strategy for each family is understood as the basic way of
manifesting the integrity and solidarity of the family in the process of protecting the morality and
interest of each family member, and all family members, in their life experiences, have been cul-
tivated by Confucian virtues (such as harmony (%e) and relevant rituals (such as family meetings)
to practice this “one-decision” strategy. Thus, agreement will usually be achieved through familial
discussion. Those families that cannot reach agreement will be despised by others as wanting of
necessary familial virtue and integrity (Fan 2011; Fan and Chen 2010).
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In addition to being accepted as a normal social custom, the engagement of fam-
ily members in biomedical decisions in East Asian contexts has also been supported
by the Confucian moral virtues prevalent in the region. Indeed, from a Confucian
virtue perspective, the family has a moral obligation to protect the interests of its
members who are ill or interested in participating in biomedical research. The fam-
ily cannot undertake this obligation without being actively involved in the decision-
making process for its members. For example, as Ilhak Lee indicates, Confucian
filial duty () has served as the backbone of social relationships and guided chil-
dren in the care of their parents in Korean society. The younger generation regards
it as their moral duty to care for their elderly parents in return for the grace they
received in the early days of their lives. Since this sense of moral responsibility and
gratitude to one’s parents and grandparents is taken as a given in South Korea, it is
morally impossible for adult children not to be included as principal decision mak-
ers to protect their parents’ and grandparents’ interests (Lee 2014a, pp. 137-148).”
From this Confucian moral perspective, as Yu Cai points out, the family stands as
a morally united entity for mutual responsibility, and in this united entity every
member’s health care or life-sustaining treatment is no longer an individual matter,
but is a common matter, for which every member is morally responsible (Cai 2014,
pp- 187-199). Echoing this view, Rui Deng states that everyone’s moral identity is
formed and confirmed in the family. To make morally important and good decisions
in the course of one’s life, such as matters of education, employment, marriage,
health, hospitalization, and medical treatment, one’s family members are mor-
ally obliged to join in the deliberating and decision-making process (Deng 2014,
pp- 203-218).

Finally, family participation in biomedical decision making gains support
from the ontological-metaphysical account of the family that is still prevalent
in East Asian contexts. In this account, as H.T. Engelhardt presents it in a recent
essay (2013), the family is appreciated as a deep, normative social entity, and this
appreciation has traditionally been endorsed by such religions as Confucianism
and Christianity. Differing from the libertarian/liberal construal of the family that
has been adopted by fashionable contemporary bioethical strategies in the West,
the ontological-metaphysical account of the family recognizes the family as a
normative reality that should be realized by particular families as far as possible.
This account brings with it pre-existing roles for husbands and wives, fathers,
mothers, and children. The family, in this account, tends to be multi-generational,
looking back with respect and support to previous generations, while looking
forward with love and concern to succeeding generations. From Engelhardt’s
view, because the social entity of the family embodies itself in a normative socio-
biological unity, it supports the autonomy and integrity of the family, inevitably
endorsing family-oriented biomedical decision making and policies of confiden-
tiality in preference to individual-directed ones (Engelhardt 2010, 2013).

7 The East Asian appreciation of the virtue of filial piety allows one to take what otherwise would
be a narrow, rule-based imposition of autonomy in informed consent and see it more amply in
terms of a virtue ethics.
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Based on this ontological-metaphysical understanding of the family, authors
for this volume, such as Jeff Bishop and Jue Wang, further explore the rationale
of family engagement in the informed consent practice for the possibility of hu-
man flourishing. As Bishop states it, since the individual is typically dependent on
(rather than independent from) the family, the family is the first and fundamental
unit of care when the contingencies of injury, disease, and other afflictions threaten
one of the family-members. It is the family, not the individual nor the polis, that
does the vast majority of care when injury or disease strikes the individual. In this
regard, families are actually the sites where the virtues of acknowledged individual
dependence are first and most fundamentally nurtured, and family members shape
the specific forms of giving and receiving within families as they strive to meet
and to attenuate the contingencies of injury, disease, and other afflictions upon
any of the family members. It is for this very reason, Bishop contends, that the
family is best situated to take on the role of participating in the decision-making
process of its members (Bishop 2014, pp. 27-42). Children, spouses, parents, and
grandparents are the context within which bodily dependency is attenuated, intel-
lectual needs are met, and moral values are formed. It is within the context of
the family that, as bodily and intellectual needs are met, the moral and existential
meanings and purposes of the lives of its members are inculcated (Bishop 2014,
pp- 27-42). Similarly, along these lines of consideration, Jue Wang adds that the
embodied, vulnerable and dependent condition of the human individual prescribes
a common way of human flourishing, that is, to be included and cared for in the
family—a network of unconditional taking and giving that constitutes the common
good for every individual. Accordingly, if due attention must be paid to the frail-
ties and dependencies of human life in our practical reasoning in biomedical con-
texts, we will inevitably bear witness to the ontological necessity of the family as
well as the moral necessity of family participation in the decision-making process,
since human flourishing first and foremost occurs within the family (Wang 2014,
pp- 65-82).

1.4 Challenges to Family-Oriented Informed Consent

There are numerous misunderstandings of and challenges to family-oriented in-
formed consent in contemporary bioethics. This section will tackle a few of them
that appear prominent. First, it is mistakenly thought that in urging family engage-
ment in informed consent, one is pushed to take family interests over the interests
of individual family members. This charge sounds all the more plausible when the
word of “familism” is used in addressing biomedical issues as I frequently do in my
Confucian bioethical work. As Kam Por Yu suspects in discussing the two examples
constructed in his chapter, if one can provide better care to his family as a whole by
letting his father die, then from the perspective of “familism,” letting his father die
may be the right thing to do. Similarly, if one’s mother is regarded as a more impor-
tant member in the family than one’s 3-year-old son, it can be argued that killing the
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son to save the mother is to the greater interest of the family (Yu 2014, pp. 93—106).
Does family-oriented informed consent really have such repugnant moral implica-
tions? If not, how should the probable tension and conflict between individual and
family interests be resolved?

It seems to me that the real issue at stake is what standard should be adopted to
guide biomedical decisions, regardless of whether they are made in family-oriented
or individual-directed manners. As is well-known, in traditional Western medical
ethics as characterized by the Hippocratic Oath, the best interest of the patient was
invoked as the standard for the physician to make medical decisions. In the modern
West, in contrast, the patient’s own wishes, no matter whether they are in his best
interest, take pride of place as long as they do not violate the physician’s professional
integrity. In Confucian culture, a proper medical decision is taken to follow the way
of heaven (X&) as manifested in the requirements of the virtues, such as ren (loving
humans), yi (being loyal to relatives), xiao (being filial to parents), and he (seeking
harmony). Hence, although the Confucian ethical tradition has been robustly familis-
tic rather than individualistic, it has never held a utilitarian principle of interest cal-
culation or utility maximization. When the best interests of the patient and the family
come to conflict with each other, the Confucian approach to medical decision making
does not provide a guiding formula that requires either family interest or individual
interest to trump the other. Rather, the Confucian standard is always following vir-
tue by performing the rituals (i®) that have been affirmed in the tradition, such as
mutual concern, family meeting, and deliberation. The result, accordingly, has to be
contextual. The ideal is to integrate patient interest and family interest into a possibly
harmonious system that is structured by the guidance of the virtues (Fan 2011).

It could be charged, on the other hand, that family-oriented informed consent
advocates a kind of family-paternalism—family members may, in the name of pur-
suing the best interest of the patient, be allowed to impose their conception of the
good upon the patient who actually holds very different values and preferences.
Such medical family-paternalism is morally objectionable not only because it
deprives the patient of her decisional authority, but also because it allows family
members to substitute their judgments for those of the patient as if they knew bet-
ter what was conducive to the interest and wellbeing of the patient (Yung 2014,
pp- 109-124). This charge, which may be made against any form of family-oriented
informed consent, is especially serious to the robust form of family-oriented in-
formed consent embedded in the so-called Confucian bioethics exercised in East
Asian regions. I don’t have enough space here to address this challenge in detail,
but it suffices to point out one crucial point to demonstrate that Confucian bioethics
is not committed to family-paternalism in the general sense. While the robust form
of Confucian family-oriented informed consent stresses “family sovereignty” or
“family autonomy” rather than “individual sovereignty” or “individual autonomy,”
it by no means excludes the patient from sharing the authority of the family. In
other words, though Confucian bioethics does not accept that the patient has a sole
decisional authority for his biomedical matters, neither does it hold that his family
members possess an exclusive power. What is actually stipulated is that both the
patient and his family members share the “family” authority to make proper medi-
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cal decisions for the patient. Of course a key issue is what should be done when
the patient and his family members disagree. Confucian bioethics does not want to
establish any “universal” principle to demand that either the patient’s preferences
or his family members’ wishes be always followed. Rather, in such situations the
physician is usually called for to exercise medical professionalism by favoring one
side in order to protect the best medical interest of the patient according to his pro-
fessional judgment. At the end of the day, unless the situation is urgent, the patient
must be persuaded, rather than coerced, to accept a medical intervention. In short,
because the family members are not taken to have unique authority to “force” the
patient to accept medical treatment for the patient’s benefit, this type of family-
oriented informed consent cannot reasonably be criticized as family-paternalism
(Fan and Chen 2010).

When the patient becomes incompetent, how should surrogate decisions be made
for the patient? Wouldn’t family-paternalism become prominent in such cases?
Surely there are different standards that have been suggested in the literature regard-
ing surrogate decision making. The best interest standard holds that a surrogate de-
cision should be made by deciding what would be best for the patient. On the other
hand, the proxy judgment standard holds that a proxy (who should be appointed
by the patient before becoming incapacitated) should make surrogate decisions ac-
cording to the patient’s expressed wishes or other knowledge of the patient’s values.
Evidently, the proxy judgment standard has nowadays become dominant in Western
bioethical accounts. In contrast, in East Asian regions, the best interest standard is
still prevalent: family members are making decisions for their incompetent patients
according to their judgment of the patient’s best interests. Sometimes they do appeal
to their own judgment of the patient’s best interests to trump the patient’s previously
expressed wishes, and this indeed is a kind of family-paternalism. In his chapter,
Lawrence Yung attempts to defend this kind of family-paternalism by arguing that
the patient could have been persuaded to accept the family members’ decision if he
were competent and possessed the relevant information of his new condition (Yung
2014, pp. 109-124). Indeed, some American bioethicists have discovered that even
most terminally ill patients in the United States prefer to have surrogate decisions
be made by balancing the patient’s own wishes, the proxy’s judgments about the
patient’s best interests, and the input of the physician, rather than demand that their
wishes be absolutely followed (Sulmasy et al. 2007).

Of course, medical family-paternalism could be abused in practice, not to be
executed to the genuine benefit of the patient. Let us consider East Asian Confucian
cultural contexts, in which adults are morally obliged by filial duty to take care of
their elderly parents, including making medical decisions to maintain or withdraw
their life-sustaining treatment. In this connection Ilhak Lee uses the South Korean
situation to address relevant issues. Generally children seem to feel that it is their
duty to provide every possible means of curative care for a parent, regardless of
the likelihood of recovery. Even in cases where parents explicitly refuse aggressive
medical interventions, children still feel (or would be expected to feel) guilty if
they cease to request every possible medical treatment for their parents. They will
sacrifice their savings, jobs and houses to pay the hospital expenses allowing their
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parents to remain in the hospital longer. Indeed, filial duty requires a child to think
from the perspective of the welfare and happiness of one’s parent in order to make
decisions. But Confucian ethics and bioethics have yet to provide updated, specific
or “quantitative” criterion of filial duty that can be applied by adult children to make
appropriate end-of-life decisions for their parents in contemporary high-tech medi-
cal contexts. Children do not want to risk being blamed or scrutinized for “killing”
or “abandoning” their parents. Therefore, their decisions are usually made in a very
cautious manner: e.g., the parent remains connected to a ventilator for as long as
possible (Lee 2014a, pp. 137-148).

The abuse of elderly care can be generated by various factors and improper in-
centives. [ heard some Chinese cases in which the patients in persistent vegetative
state were kept ventilated for years in order for their relatives continuously to enjoy
certain material privileges assigned to the patients by government policy as long
as the patients were “alive.” Such decisions were not made in the genuine interests
of the patients. What we should be concerned with here is whether such abuse is
necessarily caused by family-oriented informed consent and will be ruled out by
changing to individual-directed informed consent. From my understanding, similar
abuse can take place under the individualist model as well, because the patient may
individually require keeping his life no matter what. Thus, it may not be that the
family-oriented informed consent or the Confucian virtue of filial piety is necessar-
ily to blame. Rather, as Ilhak Lee recognizes, people do not need to abandon their
ethical tradition to be ethical. In the Korean case, what needs to be done, from his
view, is for adult children to understand that aggressive life-sustaining treatment is
not always useful but can be harmful to their parents; accordingly, suitable pallia-
tive care is not abandoning their parents and should not be seen as a failure of filial
duty. At the same time, elderly patients should be encouraged to participate in the
decision-making process to exchange their views expressively with their children
and medical professionals so that appropriately shared medical decisions can be
made for their care. In the Confucian tradition, this is a more active way of seeking
the parent’s wishes and letting them conform to the way of heaven, so that family-
oriented informed consent can be maintained and perfected in South Korea in con-
temporary times (Lee 2014a, pp. 137-148).

Another challenge to family-oriented informed consent concerns the issue of
truth-telling to the patient. The critic would contend that at least in East Asian medi-
cal practices, family-oriented informed consent has the effect of encouraging the
family members (and subsequently the physician) to hide the truth from the patient
so as to violate his right to know his own health condition and choose his own treat-
ment. To meet this challenge, the case discussion and theoretical exploration offered
by Wengqing Zhao in her chapter are illuminating (Zhao 2014, pp. 231-244). Briefly
put, Confucian ethics and bioethics do not accept a robust liberal individualist con-
ception of human rights. Instead, from a Confucian perspective, while it is helpful in
contemporary society to set down Confucian rights as legal requirements to protect
Confucian individuals’ basic legitimate self-interests, Confucian rights as entitle-
ments may be necessary only as a fallback apparatus. This is to say, rights are needed
only when the virtues fail to obtain or people’s personal relationships break down
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(Chan 1999; Fan 2010, p. 58). Accordingly, in the Confucian-cultural context, the
patient’s right to medical truth serves only as a fallback right: when the doctor finds
evidence that family members do not care for the best interest of the patient and/or
that their decisions violate the best medical interest of the patient according to the
doctor’s professional judgment, the doctor is morally obliged to take the initiative to
intervene and tell the truth to the patient (Fan and Li 2004, p. 179).

What if, after the patient becomes incompetent, family members cannot arrive
at a consensus among themselves? They may have significant disagreements about
what is best for the patient. Here, from Shui Chuen Lee’s observation of Taiwanese
experience, medical professionals can assist in conducting and moderating fam-
ily meetings. As he remarks, medical advice is important for preventing family
members’ misunderstandings and unfounded worries about the patient’s medical
possibilities. Meanwhile, through open discussion with family members, medical
professionals can learn about the differences expressed among family members, the
family’s structure, as well as the values and preferences of the patient and the family
as a whole. With such understanding, medical professionals would be better able to
protect the best interest of the patient in cases of deadlock among family members.
In rare cases in which the patient is maliciously manipulated by his family mem-
bers, medical professionals can serve as powerful regulators and protectors of the
vulnerable patient (Lee 2014b, pp. 125-136).

Should an ethics committee be set up to check the family’s decision and make
the final decision for the incompetent patient in the case of, say, DNRs? Shui Chuen
Lee, using Taiwan’s Hospice Palliative Care Act as an example, answers the ques-
tion in the negative. In a previous version of the Act, there was the requirement
that an ethics committee examine and approve the family’s decision before it could
be implemented. This was required to prevent the possible abuse of family mem-
bers and physicians to the detriment of the patient. However, it was subsequently
discovered that the ethics committees refused reasonable decisions arrived at by
the head physicians and the major family members for DNRs simply because the
committee members worried about accusations by other opposing family members.
Unlike the patient’s major family members who are actually sharing in the suffer-
ing of the patient or the patient’s medical professionals who are committed to the
care of the patient, such committee members are detached and removed from the
patient so that they tend to be conservative in their decisions in order to protect
themselves from possible troubles, at least in the Taiwan context. In this way, the
ethics committee became a mechanism that furthered the pain and suffering of both
the family members and the health professionals. Thus, this provision in the Act was
deleted from its most recent version in 2012, so that decisions made by major fam-
ily members supported by the medical professionals have become final (Lee 2014b,
pp. 125-136).

Finally, how should the family-oriented model of informed consent arrange for
the patient to prepare an advance directive before she becomes incompetent to assess
her future treatment? In addressing this issue, both Hon Chong Wong and Yaning
Yang in their respective chapters agree that such documents are helpful for families
to know better about their patient’s wishes and preferences so as to facilitate their
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decisions after the patients become incompetent. From Wong’s view, encouraging
the patient to work out an advance directive individually and appoint one of her fam-
ily members to be her formal proxy does not in any sense undermine the value of the
family or the intimate relationships she has with her family members (Wong 2014,
pp- 245-256). On the other hand, Yang argues that the process of appointing the
durable power of one family member as one’s attorney by the patient must have the
involvement of all of the patient’s major family members. The surrogate decision
maker should be recognized not only by the patient herself but also by her other
major family members. In fact, Yang thinks that all family members should partici-
pate in determining who should serve as the formal proxy on behalf of the entire
family, and the living will document or the durable power of attorney form should
be signed by both the patient and all major family members to empower its func-
tion. From Yang’s view, this Confucian family-oriented model of advance directives
has two advantages. First, it can encourage patients, especially elderly patients, to
discuss their end-of-life care and decision making with their family members so that
their family members can better understand their desires and wishes. Moreover, it
can also help the patient and her family members engage in harmonious coopera-
tive interactions to arrive at important medical decisions, so as to prevent possible
conflicts between the surrogate decision maker and other family members after the
patient becomes incompetent (Yang 2014, pp. 109-124).

1.5 Concluding Remarks

The force of the reflections in this volume is to bring bioethicists in East Asia to
appreciate better the family as the central ground of their approach to consent for
medical treatment. It also makes available in English a basis for appreciating less
one-sidedly and incompletely informed consent within Western bioethics. The im-
portance of this task is underscored by the American contributors to this volume.
These reflections on the East Asian emphasis of family-located informed consent
interestingly reflect the recent discovery that many Americans (especially native
Americans) wish to have consent for their treatment embedded within a family con-
text. It is hoped that, having made this discussion available in English, a rich and
critical response will develop. Indeed, part of the response has been made by Lisa
Rasmussen in her thoughtful Epilogue to this volume.

The traditional family has largely been broken in the West. In his chapter, Mark
Cherry cites a series of statistics and figures to show the severity of this crisis.
For example, in the United States, unmarried birth rates in 2011 tracking the race
of the mother were as follows: Black—72.3 %; Hispanic—53.3 %; American In-
dian or Alaska Native—66.2 %; White—29.1 %; Asian or Pacific Islander—17.2 %
(Cherry 2014, pp. 43—62). Such data ought to raise significant concern because
children reared outside of the traditional family environment face real disadvan-
tages (Cherry 2010). On the other hand, out-of-wedlock birth rates and single par-
ent families in East Asian regions are fortunately still low: for example, in Hong
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Kong, there were 81,705 single parents in 2011 (among a population of a bit over
7 million) and the average number of dependent children for single parents was
1.3 (Census and Statistics Department of HKSAR 2012); in South Korea, there
were approximately 16,000 unwed mothers raising children in 2010 (D’Itri 2010);
in Taiwan, the proportion of single-parent households has grown by 50 % over the
last decade, numbering 560,000 and accounting for 7.6 % of the totally 7.41 mil-
lion households of Taiwan in 2012 (Taiwan Insights 2012). Accordingly, while East
Asian bioethicists still have a great deal to learn from the ethics and practice of the
modern West, they should not find everything worthy to learn. Instead, they should
be cautions and critical about the changes of modern Western families. Indeed, they
should be warned of the lamentable damaging effects of dominant and fashionable
modern ideologies on the traditional family as Michael Oakeshott remarks: “First,
we do our best to destroy parental authority (because of its alleged abuse), then we
sentimentally deplore the scarcity of ‘good homes,” and we end by creating substi-
tutes which complete the work of destruction” (Oakeshott 1991, p. 41).

Indeed, as Bishop observes, “the excesses of the West have been to spend too
much time thinking about the independence of practical reasoners, that is to say too
much time on the autonomous agent as an individual on the one hand, and too much
time thinking about the political nature of human thriving on the other, and all to the
neglect of the family” (Bishop 2014, pp. 27-42). By focusing on the debate between
individual-directed vs. family-oriented informed consent in the biomedical sphere,
the chapters covered in this volume bring to the fore the fundamental place and
value of the family embodied in East Asian Confucian biomedical commitments
and practices as well as the fresh American bioethical reflections on the role of the
family for long-term human interests and flourishing. Taken as a whole, this volume
argues that the family-oriented model of informed consent should be maintained
and developed in East Asian contexts. This familist model should not be forced
to change to the individualist model. Of course, numerous specific issues around
the legislation and exercise of informed consent in relation to the family cannot be
settled once and for all. But East Asian readers should be reminded that whether
individual-directed or family-oriented solutions will be accepted and promoted in
their biomedical contexts bears on quite different futures for their societies as well
as for their bioethics.
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Chapter 2
Dependency, Decisions, and a Family of Care

Jeffery P. Bishop

2.1 Introduction

In American popular culture, the reigning myth is one in which the individual is a
cowboy, alone in the wild and capable of sustaining his own life without assistance
from others. One thinks of Western movie classics, such as “Shane,” or “The Man
with No Name” as quintessentially American. In fact, the good life is the solitary
life, one lived alone on the frontier without interference from others. This solitary
life as the paradigmatic life can be found even in contemporary American popular
culture, for example in movies like “Spiderman” or the Batman series. The hero is
solitary, alone in the world, and he alone can protect the society from those who
would destroy it. These quintessential American heroes cannot have a family. They
can neither love others, nor can they be loved by others; for to be loved and to love
leaves them vulnerable to their enemies, who might exploit them and weaken them
from the task of creating and protecting the polis.

This myth of the individual moves from the American frontier and into the medi-
cal arena, where the individual reigns supreme over his or her body. This mythical
understanding of the individual creates a strange sort of relationship of oneself to
oneself. I have elsewhere referred to self-made person as the sovereign subject, the
one who is both the sovereign and the subject of that sovereignty (Bishop 2011).
In other words, the patient, alone and solitary makes his own decisions for himself.
Certainly this is why many studies related to both clinical and research informed
consent, chastise medical practitioners for not adequately making information clear
enough for patients. While patients do not make truly solitary decisions, there is the
sense in which the medical establishment expects solitary decisions from patients,
even when he or she turns to engage with their families. Of course, strong fami-
lies—even in the United States—participate in the practices of informed consent,
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especially at the end of life; however, the structures and practices of medicine, in-
cluding informed consent and decisions about removing life support in the critically
ill, organize decisions such that the family is structurally marginalized. Individual-
ized informed consent—as well as living wills, durable powers of attorney, pri-
vacy laws (such as the Health Insurance Portability and Accountability Act of 1996
(HIPPA)), and even the case-law itself—is set up to support the myth of an isolated
individual alone in the world making his own decisions by himself and for himself.

In the first part of this essay, I shall unpack and expand Daniel Callahan’s cri-
tique of end of life decision-making (Callahan 2000). Callahan notes that decision-
making on the individualist model creates a game of brinksmanship with oneself, in
which the person making the decision knows when he must strive to stay alive, and
precisely when he must decide to allow the disease to take his life. Such a model is
flawed. It is highly unlikely that even a healthy and clearly thinking person can ever
know when he has crossed over the brink, even when the decision-making capacity
is not altered. Moreover, dependency abounds and that dependency is best attenuated
through familial support. In the second part of this essay, I shall draw on (and offer
a slight critique of) the work of Alasdair MacIntyre (1999) in Dependent Rational
Animals. Maclntyre’s point is that our biological frailty requires a community of care
committed to the virtues especially in our development, as we move from depen-
dent animals in our youth to independent practical reasoners. However, in illness we
move from independent rational thinkers into a state of dependency, even if intellec-
tual capacities are preserved. It is during these times of illness and dependency when
community is necessary, and family is the closest form of community. However,
Maclntyre does not understand that the primordial community is the family.

Finally, I shall conclude with a reflection on why family-oriented decision-mak-
ing ought to be the norm. After all, our human frailties are clearest at the beginning
and ending of human life. Those frailties are mitigated by family-oriented care at
the beginning of life, and they ought also to be mitigated by the family at the end of
life. After all, it is family that creates and sustains the values of its members, and the
family is in the best position to offer the right kind of care to its members in their
hour of dependency and need. In other words, what is actually the norm in most
families, even American families, is a family of care—the family as the founda-
tional context for living and even for dying, despite the institutionalized structures
and mythologies of American culture. Thus, all decision-making, even within the
structures of informed consent, ought to emerge from the context of the family,
where the frailties and dependencies of human life have always been the site of care,
as well as its origin. Informed consent ought therefore to emerge from the family of
care and not from the corrosive myth of the individual.

2.2 Definition of a Family

Before getting into the thick of the argument, I must first define how I understand
“family.” Any time one appeals to a social concept, like the family, especially in
the West, one is immediately asked, “what does ‘family’ mean?”” Any definition of
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a well-functioning family, where there is mutual respect among the various mem-
bers, where there is concern for body, spirit, and emotion—however one wishes to
define the elements of one’s humanity—is immediately attacked from multiple and
all angles. “Just where does such a family exist?” one is asked. It is just this sort of
family that I mean: a well-functioning unit, where there is mutual respect among
the various members and where there is concern for bodily, spiritual, and emotional
well-being. Of course, as a community, any particular family may have a different
definition of body, soul, spirit, and emotion, on what well-being may mean, and on
what normal functioning may look like.

Certainly, robust notions of family are dissolving in the West, not least because
so many of the institutions of the West seem designed to corrode any traditional or
normative communal understandings in the West. Given the demographic data in
the West, it is therefore difficult to give an easily circumscribed definition of the
family. However, for the purposes of this paper, I will define a family as those who
are bound to each other in a way that their material, spiritual, and emotional frailties
and dependencies are met by one another and are ordered to some normative notion
of well-being.

The family is typically the site where the adult members have emotional attach-
ment, and in the case of parents, both emotional and sexual relationships. It is also
typically the social site where children are conceived, born, and raised and are or-
dered toward some notion of the meaning and purpose of life as understood by the
family. Yet, when I use the term “family” in this paper, I do not necessarily mean a
nuclear family of mother, father, and children. I also mean traditional and extended
families as well, including those second tier relations such as grandparents, siblings,
aunts, and uncles, who take responsibility to meet the bodily, spiritual, and emo-
tional needs of each other. Typically, the relational members of such families are
fathers, mothers, children, siblings, grandparents, aunts, uncles, and cousins.

In addition, the members of a family need not be, but usually are, genetically-
related or blood-related to one another. I take the family to be a relational unit that
creates and sustains the material, spiritual, and emotional existence of those who are
bound together mutually to meet the most basic demands of bodily existence, but at
the same time the most basic emotional, moral, intellectual, and spiritual needs are
being sustained, nurtured, and created. Thus, I take as family the well-functioning
unit that supports the bodily, spiritual, and emotional; but I also understand the fam-
ily to be the site where, when meeting each other’s needs, much more is going on.
Because when bodily, spiritual, and emotional needs are being met, the family is at
the same time creating, nurturing, and sustaining moral, intellectual, and spiritual
worlds of meaning and purpose for its members. And in meeting these needs and
creating these life-worlds, the ties that make the family unit a whole are also being
created, nurtured and sustained.

This working definition of a family should not be seen as existing in some ideal
form. Every family has its failings. Certainly, one or more members of a family
may fail in the family’s understanding of what it means to be a good member of that
family, for example a good father or a good mother. Because families tend to have
normative weight, the various members are able to recognize when, for example a
father or a mother fails. While any particular member/relationship may be missing
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or absent from a family, typically others are capable of filling in for the lost role or
at least work to attenuate the deficiencies which that member fails to achieve. The
fact that any one relationship might be abusive or fail in achieving some virtuous
norm does not mean that we cannot speak normatively about the family. For fami-
lies always carry understandings of the normativity of the various roles within them.
Most families carry as part of their local and particular definition what it means for
a father or mother to live up to his or her obligations. Put differently, in the work
of meeting the material needs and of attenuating the bodily frailties of its members,
a certain normative dimension is enacted by the family. And so we are capable of
speaking of the virtues of its various members, and the virtue of this functional unit
ordered toward the attenuation of bodily, spiritual, and emotional well-being, which
we call the family.

2.3 Anecdotes of Individualism

Having given a working definition—however inadequate it may be—of family, let
me describe two cases from my own medical practice where I think individualism
has adversely affected patient care, and thus where families might have been of
tremendous importance: the first demonstrates the way that individualism struc-
tures the policies and procedures of medical culture, and the second demonstrates
the way that individualism affects the way that patients think of themselves. While
these instances are anecdotal, there will be many doctors who will recognize these
sorts of cases. Each example elevates individualism over against the importance of
family.

As a resident physician in training, I had a Vietnamese patient in her late 1960s,
whom I shall call Thuy. She had come to the clinic with her daughter, Phuong.
Phuong had been the translator for her mother, who spoke no English. Thuy had
fevers, night sweats, malaise, and fatigue for the past eight months. She ignored
her symptoms for the first five months because she was preparing to travel to the
United States in order to visit Phuong and her family. For two months after her ar-
rival, Thuy’s fevers, sweats and fatigue had worsened and she had lost another eight
pounds. Chest x-ray showed bilateral hilar adenopathy. A CT scan of her chest and
abdomen showed diffuse adenopathy in the hilum and in the periaortic region of
the abdomen. Her spleen was also slightly enlarged. The diagnosis appeared to be
consistent with a lymphoma. When I suggested this to Phuong, she requested that
if Thuy’s disease turned out to be cancer or some other deadly disease, she did not
want me to tell her mother. She stated that discussions about the disease, prognosis,
and therapy should only be directed to her, as she is Thuy’s eldest child. Phuong
stated that this is the “way it is done in our country.”

When I went to my attending physician and presented the case to him, he could
not believe what he was hearing. He did not like that Phuong had requested this of
us and immediately assumed that Phuong was up to nefarious purposes. When I sug-
gested that I did not think so, he asked me if | had gotten an independent translator. I
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told him that I had not, and he berated me for not having done so. He suggested that
the patient had a right to know what was going on, and ignored my suggestion that
perhaps this is the way decisions are made in Thuy’s rural Vietnamese village. After
all, he said, the individualism of American culture is what made Western medicine
great, and that if Thuy wanted to benefit from American medicine, then she would
have to participate in our rules about individual decision-making. He insisted that I
get a translator and that I ask Thuy if she wanted her daughter to make all decisions,
including decisions about treatment options for diagnoses of lymphoma. I was able
to finesse this situation without disclosing to Thuy that she very likely had a cancer;
however, Thuy was very puzzled by all the fuss over what her decisions would be,
as it was clear to her that her daughter should be helping the medical team make all
of the decisions.

Or consider a second case. Bill (not his real name) was in his early 1970s and
his wife, whom I shall call Mildred, was in her later 1960s. Bill had metastatic
transitional cell carcinoma of the bladder. He had multiple complications including
frequent episodes of sepsis syndrome, some renal failure, pneumonia that was resis-
tant to treatment, and had to make repeated visits in the Intensive Care Unit (ICU).
He was in and out of the ICU for weeks. I personally had several conversations with
him about his overall poor prognosis. He understood that he was in the final weeks
to months of his life, but he continued to pursue aggressive care, “because my wife
cannot handle my death.” Bill understood that he was dying, and he actually did
not want all of the aggressive care. Yet, he pursued aggressive treatment that would
ultimately prove futile for the sake of his wife. In the meantime, I had conversations
with Mildred. She understood that Bill was dying, and she did not want to see him
struggling to live in pain and suffering, if he was going to die soon anyway. How-
ever, each refused to allow me to talk with the other person about their individual
thoughts and feelings about Bill’s illness and impending death. I tried on several oc-
casions to bring up the topic with them both in the room, and inevitably they would
agree that aggressive treatment was the best option, even when, if we could have
reasoned together, we likely would have come to a different conclusion. The myth
of the individual had become so much a part of their individual identities, that Bill
would not authorize a shift to hospice care because his wife could not cope with this
decision, and Mildred would not challenge Bill, as it was his decision.

Each of these experiences from my early career in the practice of medicine il-
lustrates the individualism of American culture and American medicine. In the first
instance, the American legal system and the hospital policies were such that the
attending physician could not imagine medicine being practiced in any other way
than to disclose to Thuy that she had lymphoma, or at least to get Thuy’s authoriza-
tion for her daughter’s request to share diagnoses, prognoses, nor treatment plans
only with her daughter. What is also revealing is that the attending physician as-
sumed that Phuong was up to something nefarious, perhaps seeking to inherit all
of her mother’s earthly possessions. The attending physician could not imagine a
world in which the family was the primary unit of decision-making, and that con-
sent for diagnostic and treatment procedures ought to emerge from the family, and
not from the individual.
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In the second case, Bill and Mildred were products of American culture with its
individualistic values. Each had so taken in the American culture that Bill could
not imagine that Mildred would be able to assist him in making his decisions; and
Mildred could not imagine that her input on Bill’s decisions would be wanted or
heeded. Moreover, the legal structures of American society, along with the policies
of an American hospital would not allow me to speak directly about Bill’s care
to Mildred, even though Mildred was able to surmise just how sick Bill was. Bill
and Mildred were like individual ships passing in the night each not knowing the
intimate details of the other, even while they were married. This case not only il-
lustrates the influence of individualism on decision-making in health care, but the
corrosive effects of individualism on family structure in the West. Rawls’s desire
to see the family undermined seems to have come into being' (Rawls 1999, p. 64,
265, and 448).

2.4 Individualism and Technological Brinksmanship

In part, I would argue that it is this notion of individualism that leads to what Dan-
iel Callahan has referred to as “technological brinksmanship.” Callahan means by
technological brinksmanship the drive to seek more aggressive care thinking that,
at some point in the course of the illness, an individual will be able to know when
he has crossed a threshold. In crossing that threshold, he will know it is time to say
no more aggressive care (Callahan 2000). Callahan defines brinksmanship as the
effort to get “as close to that line as possible before the cessation or abatement of
treatment” is called for (2000, p. 41). Thus, the myth of the individual, combined
with aggressive medical technology leads us to believe that each individual will
know when enough is enough, and will be able to end the aggressive care in order
to stop life-extending treatment. Callahan concludes that this mode of aggressive
care initiated by the individual “assumes an ability to manage technology and its
consequences with a delicacy and precision that medicine simply does not possess”
(2000, p. 41). Callahan’s assessment has a certain kind of autonomous agency in
mind. He envisions an individual that first embraces an all-out technological inter-
vention upon the dying body in order to save it, and an equally strong individual
will that can push back against the aggressive care on the dying body. Autonomous
individual agency is only partly able to counter the aggressive treatment of the ICU,

! It should be noted that John Rawls, in his Theory of Justice, thought that families created and sus-
tained inequality of opportunity (Rawls 1999). He falls short of calling for the full-scale removal of
families from the polis; his hard-nosed realism seemed to keep him from calling for the dissolution
of the family as seen in the city in speech (Plato 1991). Whereas Plato seems to be speaking about
impossibilities in the city in speech and seems know that because of realities of families there is
no real possibility for perfect justice, I read Rawls as realizing that one cannot simply call for the
dissolution of all intermediary institutions. In other words, I read Rawls as being more cunning,
suggesting but not calling for the dissolution of the family, and thereby initiating the dissolution of
the family by stealth through subtle state action. This essay is not the place to argue for this point.
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because the ICU is governed, not by individual human agency, but by the agency
of a social apparatus of the ICU that has as part of its structure the myth of the in-
dividual. I have argued elsewhere that the power of the social apparatus of the ICU
is too strong and too seductive for any one person to easily control it (Bishop 2011,
pp. 110-118).

In other words, the social apparatus of decision-making in contemporary Ameri-
can medicine holds that the self is in a position to know when to say, enough is
enough. Callahan suggests that, “[t]he only evil greater than one’s personal death
is increasingly taken to be the loss of control of that death,” (2000, p. 37) by the
individual decision-maker. The social apparatus of the ICU, along with all the docu-
ments—Iliving will, durable power of attorney, and consent forms—that an indi-
vidual ought to have completed before going into the ICU, have at their heart a
sovereign individual who sets in motion the aggressive technological features of
medicine, that once deployed cannot be easily brought back under his own control.
Even while the individual who has completed all the documents, and who has con-
sented to the aggressive treatment in the ICU knows that a time will come when
the machines may no longer be to his benefit, the documents and procedures of the
ICU give the semblance that at any time those machines may be turned off. Yet,
because of the sheer power of the apparatus of the ICU, it is not at all clear that the
individual will be in a position to know when he has crossed over the brink, nor is
it clear that any individual will be able to overcome the power of the ICU apparatus
that sustains his life.

Finally, despite the structures and practices of care at the end of life that promote
the attitude of individualism and technological brinksmanship, most medical per-
sonnel would rather have family-members with whom they can reason rather than
a living will that tells the doctor what the patient wants in the general delimited
circumstances set out in a living will. For the most part, living wills and the consent
that they imply, say something similar to this: “in the event that I am unable to
participate in decision-making, and if my attending physician thinks that aggressive
treatment will not result in return of function, I authorize the doctor to stop” various
aggressive treatments. However, anyone who has ever practiced medicine knows
that the complicated physiological nature of seriously ill patients does not offer
bright lines that are baldly apparent to anyone. Rather, there are nuances of clinical
judgment and interpretation that are part of the decision-making process, and hav-
ing a family there who can help to make these decisions is so much more important
than having a living will, or a document of informed consent that has been individu-
ally executed. The truth is that, when we are at our most frail, for the vast majority
of cases it is the family that knows its members best and the family that knows how
best to reason with and to inform the doctors of what is best for the sick individual.
In other words, despite the reigning mythos of the American individual who enacts
and rejects treatment at the end of life, in truth the family, who can bring the nuance
of spiritual and moral values to the clinical scenarios, is in the best position to make
decisions on behalf of an individual rendered dependent by his illness. Dependency
necessitates a family to enact a community of care.
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2.5 Dependency and the Community of Care

Alasdair Maclntyre in his book, Dependent Rational Animals makes some very
important points about dependency and the necessity of a community of care (Ma-
clntyre 1999). Aristotle’s ethics informs Maclntyre’s approach. Like Aristotle in the
Politics, Maclntyre takes seriously the idea that humans are social animals (Aristo-
tle 1984, pp. 1253a3—4). Not only that, but our sociality is part of our natural state
for Aristotle and for Maclntyre. MacIntyre claims that it is by virtue of our depen-
dency that various forms of social enterprise, language not being the least, have
evolved. Exploring scientific literature on dolphin behavior, he describes the ways
that humans have ascribed language to dolphins. MacIntyre goes to great lengths,
and through careful analyses to be precise about what can be said about the human
animal with language. He notes that we humans are in large part dependent upon
“modes of belief and activity that we share” with other animals (Maclntyre 1999,
p. 41). Moreover, he shows that even if they do not have language, the prelinguistic
forms of animal communication still assist in the thriving of the community of dol-
phins (Maclntyre 1999, p. 51). Thus, Maclntyre argues that some species of animals
are practical reasoners and able to solve problems of survival. Thus, we can speak of
dolphins as having complex and goal directed activities directed toward something
that is good for them qua dolphins, and we can refer to that which is good for them
qua dolphins as flourishing. That is to say, dolphins can be said to have species de-
pendent goods that allow them to over-come the various vicissitudes that threaten
dolphin flourishing.

What can be said of dolphins, Maclntyre claims, can be said of human beings:
humans are practical reasoners about goods. Like dolphins, the social dimension
for flourishing is absolutely essential to the success of humans in thriving; and also
like dolphins, there are goods for the human species as such. Certainly humans are
different from dolphins in that we humans also have role-dependent goods due to
the sophistication of our social capacities. Quite different from dolphins, human
beings can argue about what the goods are and what the goods ought to be; and we
can even argue for the possibility of the good for humans. And, MacIntyre claims,
since we can give reasons for our activities, and since we can ascribe reason-giving
as a good, reason itself participates in the good for human beings.

Tracing the development of children, it is certainly true that children are unable
to give reasons for their actions. Over time, however, a child slowly moves from
dependency on others for his or her flourishing and for his or her learning, to inde-
pendence from others. A child achieves, in time, the ability to give good reasons for
his or her goal-directed activity. These goal-directed activities are directed toward
something that is, at least relatively good for him or her. Ultimately, the hope is that
the child will be engaged in activities that are aimed at his or her own flourishing as
an embodied creature, flourishing as persons occupying a role, and flourishing as
someone in pursuit of various goods, and even directed at the good for humans as
such. MacIntyre names this creature that flourishes and is able to give good reasons
for his or her goal-directed activities to be an independent practical reasoner.
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Yet, Maclntyre is quick to note that the social dimension of independence re-
mains a necessary condition for the possibility of independent reasoners; and inde-
pendent reasoners learn the virtues aimed at the common goods of the community.

Independent practical reasoners contribute to the formation and sustaining of their social
relationships, as infants do not, and to learn how to become an independent practical rea-
soner is to learn how to cooperate with others in forming and sustaining those same rela-
tionships that make possible the achievement of common goods by independent practical
reasoners. (Maclntyre 1999, p. 74)

In other words, the possibility for any member of a community to become an inde-
pendent reasoner requires the community that supports those who are not yet inde-
pendent reasoners. In a symbiotic relationship, the independent reasoner also learns
the kinds of goods necessary to create communities of care that create the condi-
tions for the possibility of independent reasoners. Thus there arise a series of moral
and intellectual virtues that are aimed both at the flourishing of the community and
at the flourishing of independent practical reasoners.

Independent reasoners are therefore dependent on the community, which in turn
is dependent upon independent reasoners to sustain the community. Put differently,
there are several virtues of acknowledged dependence (MacIntyre 1999, pp. 119-
128). Put differently again, there are a whole host of giving and receiving relation-
ships and practices that are involved in acknowledged dependence. Acknowledged
dependence is the condition for the possibility of independent reasoners. “The care
that we ourselves need from others and the care that they need from us require a
commitment and a regard that is not conditional upon the contingencies of injury,
disease, and other afflictions” (MacIntyre 1999, p. 128). Maclntyre spends about
two pages on the family in a chapter entitled “The political and social structures
of the common good,” but does not develop in detail the foundational nature of
the family. The family is first and foremost the fundamental unit of care when the
contingencies of injury, disease, and other afflictions threaten one of the family-
members.? MacIntyre almost immediately moves away from the family to the po-
litical dimension and does not develop a thesis as to why families are foundation
(1999, pp. 133-135).

Certainly, MacIntyre is aware that families can thrive even in the face of se-
vere social and political unrest, as has been depicted by Chinese film-maker Yimou
Zhang in his 1994 film 7o Live (Zhang 1994). However, Maclntyre follows the
typical approach of Western political philosophy, and avoids any sustained philo-
sophical reflection on the family. In fact, he moves almost immediately from the
importance of family to the community of care and the social relations that are
necessary for flourishing. For MaclIntyre, the family can only be sustained by the
larger communal, social, and political contexts, even while he acknowledges that
families also act to constitute the larger communal, social, and political contexts.
In other words, MacIntyre does not spend enough time on how and why families
are actually the sites where the virtues of acknowledged dependence are first and

2 I have elsewhere reflected on the lacunae of the family in Western philosophical reflection (Bish-
op 2012).
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most fundamentally nurtured, nor does he reflect on the specific forms of giving and
receiving within families as they strive to meet and to attenuate the contingencies of
injury, disease, and other afflictions.

I shall argue that it is for this very reason that the family is best situated to act
on behalf of its members. In fact, the excesses of the West have been to spend too
much time thinking about the independence of practical reasoners, that is to say, too
much time on the autonomous agent as an individual, on the one hand, and too much
time thinking about the political nature of human thriving, on the other, and all to
the neglect of the family. For it is the family that acts as the single-most important
unit that creates the conditions for the possibility of independent practical reasoners,
but also the family that must be strong for communities to be strong. And for our
purposes, it is the family, not the individual, nor the polis, that in fact does the vast
majority of care when injury or disease strikes the individual.

2.6 Dependency and the Family of Care

Not only does Western culture, particularly in its American stripe, elevate the indi-
vidual over the community and the family, it tends to emphasize youth and children
over the family and the elderly. American culture worships youth, and thus fears
anything that reminds it of death (McGill 1987). In addition, the state typically
expects the family to make decisions in the best interests of any individual, espe-
cially a child, even if the decision might undermine the familial structures. The best
interest standard is what is supposed to guide physicians and the health care team,
such that if the family does not make decisions in the best interest of an individual
child, the child can be removed from the family. The doctrine of parens patriae
allows the state to intervene in the best interests of the child, even if the family is
making a calculation that the intervention will disrupt familial cohesion and the
survival of the familial structure.’ Yet in every other decision, most families make
calculations—say for example in what part of a city the family should dwell, or
where children should be sent to school—about costs to the family so as to preserve
the familial structures. After all, as we have seen, the community in general and
the family in particular are conditions for the possibility of flourishing for any one
individual member of a family; yet the family is a communal unit that must weigh
up the relative costs and benefits on matters of material existence.

3 The Doctrine of parens patriae gives the state authority to act as the parent of any member of the
state who is unable to make decisions in the best interests of the individual. This doctrine permits
the state to remove children from the family and allows the state to act as the child’s parent. There
is a fascinating, and oddly inconsistent aspect to the application of this doctrine. When organ trans-
plant teams decide that a child in need of a transplant does not have the familial and social structure
in place to justify the use of the scarce resource, the doctrine of parens patriae is not deployed. In
other words, organ transplant teams, acting as decisional authorities can make life and death deci-
sions based on familial contexts, but families cannot.
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A child is born into a family and requires the family spend innumerable hours
caring for and nurturing the child. Of course, a larger communal context is neces-
sary to support the family, but, for the most part, the child’s parents, grandpar-
ents, aunts and uncles, and older siblings are responsible for the direct care of a
child. Without the family to offer the necessities of feeding and cleanliness, no child
would ever survive. And while the child can learn to feed himself and bathe himself
by year 4, the habits for eating a healthy diet or maintaining cleanliness are usually
not in place until well into the child’s adolescence. Whereas other mammals do not
require long and intensive periods of care for development to full adult activity, the
human animal exhibits extreme bodily dependency for at least a decade and a half.

Much more care is needed for the development of a robust intellectual life for
the child. While in most contemporary industrialized nations education is usually
funded by the state, educators routinely point out that familial involvement in the
child’s education is one of the most important factors in the child’s academic suc-
cess. However, in the early years children do not yet have sufficient cognitive de-
velopment to understand the value of education. In fact they must develop habits of
education, such as reading and writing, in order to maintain those skills into adult-
hood. In fact, it is not until the child has reached his or her teenage years that higher
thinking and evaluative skills are acquired. It is only after the intellectual habits are
acquired that the adolescent can begin to choose to engage in scholarly activities
knowing that the benefits outweigh their desires for immediate gratification some-
times associated with the neglect of future success (Casey et al. 2005, 2008, 2011;
Galvan et al. 2007; Reyna et al. 2005; Reyna and Farley 2006). Moreover stud-
ies have shown repeatedly, the full brain development may continue well into the
child’s 1920s, and children studying at University remain dependent on the family
for financial resources related to education (Sallie Mae 2012; Discover 2012).

In short, the child learns that his activities, both those directed at the care of the
body and those directed at the care of the intellectual capacities are not merely di-
rected to some immediate material goal or even some merely intellectual goal, but
are directed at other higher goals and goods, and possibly even to the good for hu-
mans qua human as Maclntyre has noted. The child learns more than how to care for
his body and his mind, when her body and mind are being cared-for by the family.
Indeed, much more about the goods as understood by a particular family are being
communicated than the goods of mere bodily and intellectual life. It is this ability to
weigh different goods across many different domains of life that requires develop-
ment, from child to adolescent to independent reasoner, which does not appear to
be consistently in place by the mid-1920s (Casey et al. 2005, 2008). In other words,
both bodily and intellectual development requires over two decades before a child
can fully begin to demonstrate independently the values that have been inculcated
by the family. It is only after the child has undergone these bodily, intellectually,
and morally formative practices that he or she develops the ability to discern moral
and existential meaning.

Therefore, the labor of the family directed at meeting material needs enables the
meeting of the intellectual needs of the child, but also the moral valence of care.
And it is through the activity of meeting the bodily and the intellectual needs that
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the moral and existential formation of a child and adolescent is possible. Contrary to
Hannah Arendt’s (1958, pp. 136—174) claim that labor within the family is directed
solely at meeting material existence, at the same time that the family is providing
for the bodily needs, the meanings of the body are also being inculcated in the child.
Thus, much more than meeting the demands of mere material existence is being
done for the child. The family, in meeting the bodily needs of the child, is commu-
nicating the spiritual and moral significance of the body, as understood by that par-
ticular family. In fact, the social, moral and existential life-worlds are being shaped
even as his bodily and intellectual needs are being met (Bishop 2012, pp. 518-522).

While it is certainly clear that rearing children is an important function of the
family, the bias of the West tends to be directed at the independence of the child.
However, that independence is drastically undermined as an individual family-
member ages or when illness strikes. In fact, there is also evidence that the sick role
taken on by an individual permits the previously independent reasoner to rely on
his family members for tasks he would normally be expected to carry out for him-
self (Parsons 1975). While we can quibble with Parsons on many points (cf. Frank
2013), it seems clear that different familial structures and different members of a
family have different expectations for their behaviors. Yet, when illness strikes, it
is not uncommon to see the teenage child “mothering” his or her mother—mother,
having been given permission not to act as mother. It is within the family that the
child learns to give care because he or she has received such care. I am here using
the notion of “sick role” in a way very different from Parsons’s original usage.

The scope of this paper does not require a detailed sociological analysis of the
“sick role;” however, it seems obvious that when illness strikes a teenage child
takes on different roles, sometimes including the “mothering role,” and the mother
takes on a more dependent role, just as an example. The child learns to give care
from the care he or she has received. He or she will have learned those “mothering”
behaviors from the mother’s offering of care. Of course, I realize that the offering
of care is not something that all or only mothers do. The point is that the giving and
receiving of care occurs within the family, and from within this structure certain
normative practices originate. In other words, we can speak of the virtues of giving
and receiving care, virtues inculcated in the child by virtue of being a member of
the family. It does not matter whether or not the child offers particular kinds of care
in the way that he or she has been reared. The point is that the practices of receiving
and giving care—at least care as it has been understood by this particular family—
will have been learned within the context of the family. The values and meanings of
care, even care offered in the face of illness or injury, are learned in the context of
the family. Thus, when illness or injury strike an individual, the family is still best
suited to have access to the values and meanings of care being offered, and how that
care fits within the family’s overall understanding of the meaning of the body and
the purpose of that life so stricken.

The family seems to be best suited to take on this role of decision-making, since
the family has a special role in caring for the material needs of its members. The
family is in the best position to carry out not only the values of its members, but also
the methods of decision-making and methods of discernment utilized by the family.
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And these methods are much more likely to render decisions that are consistent
with the moral and meaningful life-world of the family-member who has become
ill. And it is precisely in the practices of families coming to the assistance of an-
other family-member—even if that illness is not life threatening—that prepares the
family to make these large and important decisions for one another. In other words,
when an individual family-member has a minor illness, and when he takes on the
sick role—whether taken on willingly or unwillingly—the family comes in to as-
sist with the care that the sick patient could very likely carry out on his own. And
while in the sick role and giving up some aspects of decision-making, lessons are
being learned by both the person with the illness and also by the rest of the family.
Not only are the family-members’ values enacted, but the both the family and the
individual family member learns how to make these sorts of decisions. The family
of care is itself a practice.

Thus, when a grave illness reduces a previously independent person to a state of
dependency, it is the family that has had the most practice at offering care to that
person. The family is in the best situation because the family has been practiced at
meeting the demands of material dependency. Children, spouses, parents, grandpar-
ents, siblings, aunts and uncles, and cousins are the context within which bodily de-
pendency is attenuated, intellectual needs are met, and moral values are formed. It
is within the context of the family that, as bodily and intellectual needs are met, the
moral and existential meanings and purposes of the lives of its members are incul-
cated. They have had practice at giving and receiving care—at least as understood
by a particular family. When grave illness comes along, the family is best situated
to enact the wishes and values of the individual-family member because they have
had practice in doing so.

2.7 Conclusions

Thus, it seems to me that American practices of informed consent—as well as liv-
ing wills and powers of attorney—that are directed at the individual, act to corrode
family practices of decision-making. The fact that Bill and Mildred did not know
how to communicate and to give and receive care as a family is the result of years of
emphasis on the individual as the sovereign decision-maker, as well as institutional-
ized policies that emphasize individual decision-making. The fact that the medical
establishment believed that I should undermine the familial decision-making struc-
tures of Thuy’s family also suggests that these practices are corrosive to traditional
families. The various institutions within Western political systems that have em-
phasized the individual, remove the family as part of the decision making process,
resulting in families that do not learn how to give and receive care according to the
moorings of that particular family. That means that the members of a family do not
have the occasion to learn to reason together as a family about the morally salient
features of medical decision-making.
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I have argued that in fact families are the primary unit that creates and sustains
the practices of procuring practical bodily needs from the time that a child is brought
into the world. And in robust families, the child learns to become independent to
some degree. Whereas Maclntyre has shown that independence is sustained by a
larger community of care, I have argued that because the family supports the bodily
and intellectual needs of the child, and because within the context of the family, the
child learns how to make evaluative decisions of moral and meaningful value. In
other words, we should be speaking of the family of care as much, if not more so
than a community of care. Moreover, a particular family member suffering illness is
best suited to make decisions within the context of the family. Thus, families ought
to be present whenever consent is obtained.

So families ought to be included in all procedures of informed consent, the ar-
ticulation of living wills, and any other procedures when value-laden decisions are
being made. Even for someone with full capacity to make decisions for him or her-
self, there are already practices in place such that the sick person learns to receive
care from those trusted family-members. During these times of illness, the various
members of the family are learning to give and receive care within the context of a
family that has for decades provided bodily care within the meaningful context cre-
ated by the family. It is because of these practices of giving and receiving care that,
when severe illness strikes, families are capable of making informed decisions for
other family members. When a particular family member is unable to make deci-
sions for him or herself in consultation with his or her family, then the family ought
to be the natural place to turn for those decisions.

Rather than presuming individualized decision-making, we should presume
familial decision-making and informed consent. The current policies of decision-
making found in American hospitals, with their emphasis on individual decision,
corrode the practice of familial decision-making. I have argued that the practices of
Western individualized medicine, with their individualized decision-making, have
resulted in the brinksmanship kind of medicine critiqued by Daniel Callahan. Amer-
ican families are out of practice in giving and receiving care, and thus they have for-
gotten how to offer care and to make decisions for particular family-members. One
way to remedy this situation is for American hospitals to begin to think in terms of
family-centered informed consent. After all, families are the primary community for
meeting the bodily needs of its members, but also the family is the font from which
the values and practices of evaluating moral decisions spring forth. The family of
care then is best situated to give informed consent, because the family of care is the
source and the strength of the family’s values.
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Chapter 3
Individually Directed Informed Consent
and the Decline of the Family in the West

Mark J. Cherry

3.1 Introduction

The traditional family—a husband and wife, together with their biological chil-
dren—provides young children, adolescents, and adults with well-documented so-
cial, economic and adaptive advantages. Yet, in the West, this form of the family
is in decline. A growing percentage of men and women choose not to be bound by
the moral and social expectations of marriage and traditional family life and an ever
more significant number of children are being born to single mothers. More than
40% of all births in the United States in 2011 were to unmarried women (Hamil-
ton et al. 2012, Table 1). Such demographic shifts are associated with important
changes in underlying taken-for-granted social and sexual mores. They also reflect
public policies that instantiate a hermeneutic of suspicion against the traditional
family. For example, the individualistic character of the social-democratic egalitar-
ian ideology that underlies current dominant approaches to health care policy and
medical decision-making in Western Europe and North America is associated with
a decline in family stability (Akerlof and Yellin 1996, p. 21). Individually directed
informed consent, for example, accents an unqualified affirmation of persons as
the source of authority over themselves. This practice of informed consent tends to
present persons outside of any social context in general and outside of their families
in particular. The burden of proofis placed on the family to demonstrate that it acts
with legitimate authority and in the best interests of individual members.

This paper critically engages moral and political pressures that have been brought
to bear on the family, through such practices as individual-oriented informed con-
sent. Whereas individual-oriented approaches to medical decision-making accent
an ethos of personal autonomy, the family-oriented procedures typical of Hong
Kong and China acknowledge the central social and moral reality of the family.
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Here, the family ought to be appreciated as more than simply a network of personal
relations. It possesses a being that is social and moral, such that it realizes particular
elements of the good and preserves necessary conditions for core areas of human
flourishing. Moreover, the family and its core relationships are necessary for ade-
quately appreciating the ways in which men and women come together to reproduce
and the ways in which they successfully raise children. As Ruiping Fan, Xiaoyang
Chen and Yongfu Cao rightly note: “the family is the cardinal intermediate institu-
tion between the individual and the state. It is a biologically based community that
produces children, nurtures and educates children, and tends to amass capital for
its own purposes and goals” (2012, p. 509; see also Fan 2010). Family-oriented ap-
proaches to informed consent for medical treatment acknowledge this foundational
social and moral reality. The family is appreciated as properly possessing more-or-
less significant authority over their members, as well as being the appropriate locus
for determining their best interests. Consequently, from the perspective of family
members, those who would interfere in the conduct of the family are judged as
bearing the burden of proof, with a potentially very significant standard of proof, to
impede family decisions. Throughout the analysis, I argue for the centrality of the
family for human flourishing and, consequentially, for the importance of sustaining
(or re-establishing) family-oriented understandings of informed consent to medical
treatment.

3.2 The Family and Human Flourishing

The family has traditionally been regarded as a normative form of social being, a
morally regulative category of social life over and above a simple biological fact
of the matter.! This core social reality, however, is evermore called into question.
Even to refer to the traditional biological family as properly normative has become
politically controversial. Yet, the family exists not simply as the creation of in-
dividuals or the state, but rather possesses a reality sui generis as a category of
social existence. The dominant ways in which men and women create long-term
social units for companionship, procreation and raising children, preserving and
allocating resources, while also preferentially caring for and expending resources
on their own biologically related children, elderly parents, and other close blood
relatives, routinely document that humans are organized into families. The family is
a key aspect of the fabric of social reality. The family’s being discloses facts of the
matter and normative commitments, including social and moral obligations, while

! That the family is normative and central to human flourishing does not imply that family-based
duties do not need to be carefully explicated. As Ilhak Lee notes: “filial duty has been (mis)under-
stood as an unconditional, unlimited commitment and sacrifice, meaning children should do what,
in the opinion of ‘others,” is best for their parents, not what the parents prefer. It seems in this case
children have little chance of demonstrating obedience, which is the proper understanding of filial
duty. They also seem to have little chance for a discussion with their parents about the treatment
they prefer, or what the parent would want” (2014).



3 Individually Directed Informed Consent and the Decline of the Family 45

sustaining the necessary conditions for central areas of human flourishing. Through
the family one encounters and can know a domain of goods and virtues, as well as
experiences of human flourishing, that are only understandable through its living
reality. Appreciating the family in this fashion provides a foundational condition for
the possibility of experiencing, conceptualizing, and appreciating a major domain
of human experience and human good.

For example, the sociobiological empirical data demonstrates that traditional
family structures and familial relationships are central to securing core areas of hu-
man flourishing. In part, family life permits persons as individuals better to achieve
longer, more fulfilling lives. The high quality social relationships typical of tra-
ditional forms of family life, for example, are associated in significant ways with
positive mental health, as well as with decreases in morbidity and early mortality.?
Strong familial relations also increase social integration, social regulation and sup-
port, even reduce the risk of suicide (Kposowa 2009; see also Kunce and Anderson
2002; Neumayer 2003; Breault 1986). In part also, within the family, persons dis-
cover themselves as already sustained by and within a web of pre-existing respon-
sibilities and moral obligations (see, e.g., Lee 2014a, b; Deng 2014; Yu 2014; Wong
2014). Parents and children are not isolated individuals. They are encountered as
a social unity and must be appreciated in terms of their differing roles, duties and
obligations within the family. As H. Tristram Engelhardt, Jr. concludes: “The ob-
ligations that connect parents and children are such to which they may never have
committed themselves and to which they need never have consented in order for
the obligations to have moral force” (Engelhardt 2010, p. 508).3 In the absence of
the intact traditional family central possibilities for mutual acknowledgment, social
life, and human flourishing go unrealized (Engelhardt 2010, p. 508; Cherry, 2010).

Significant empirical evidence has accumulated, for example, that children who
are raised in families with both biological parents present, have social, emotional,
psychological and financial advantages over children raised in other types of en-
vironments. For example, children reared in single-parent households are statisti-
cally more likely to be impoverished, to engage in delinquency as adolescents and
criminality as adults, to drop out of school, to get pregnant as a teenager, and to have
poorer emotional and psychological health with concomitant difficulties in later

2 Julianne Holt-Lunstad, Timothy Smith and J. Bradley Layton, in a meta-analytic review across
148 studies with some 308,849 participants documented that strong traditional social relationships,
such as the family, indicate a 50 % or greater increased likelihood of survival across a wide range
of causes of death. “Cumulative empirical evidence across 148 independent studies indicates that
individuals’ experiences within social relationships significantly predict mortality. The overall ef-
fect size corresponds with a 50 % increase in odds of survival as a function of social relationships.
Multidimensional assessments of social integration yielded an even stronger association: a 91 %
increase in odds of survival...Results also remained consistent across a number of factors, includ-
ing age, sex, initial health status, follow-up period, and cause of death, suggesting that the associa-
tion between social relationships and mortality may be generalized” (Holt-Lunstad et al. 2010,
p- 9. See also House et al. 1988; Norval et al. 2009).

3 As Ana Iltis notes: “Families have particular interests both because they are stakeholders in fam-

ily members’ well-being and because they ordinarily want to protect the interests of individuals in
the family (and of the family over all)” (2014). On this point see also Bishop (2014).
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life.# Children from divorced families are more likely to end their own marriages in
divorce, to attempt suicide as teenagers (Weisfeld et al. 1987), to misuse alcohol and
narcotics (Norval et al. 2002; Weitoft et al. 2003; Defoe, 2003). Boys raised without
a father are more likely to commit crimes or to be delinquent (Norva et al. 2002,
p- 42). Girls raised in single parent families are twice as likely to give birth while a
teenager and to drop out of high school (Rhoads 2004, p. 80).

The statistics on child abuse and neglect are significantly worse for children be-
ing raised in single parent homes or homes with stepparents or a non-spousal part-
ner, such a boyfriend or girlfriend, over households in which children are raised by
two biological parents. Consider, for example, the results of an empirical study con-
ducted by Martin Daly and Margo Wilson, both professors of evolutionary psychol-
ogy and former presidents of the Human Behavior and Evolution Society. When
looking at child abuse data in the United States, Daly and Wilson were initially
surprised by the over-representation of stepfamilies. Concerned that their data re-
flected an artifact, such as the under-reporting of child abuse by biological parents,
they narrowed search criteria to the most unmistakable cases of abuse, such as those
with fatal outcomes. They were forced to conclude:

But as we made our abuse criteria increasingly stringent and narrowed the sample down
to the most unmistakable cases, the over-representation of stepfamilies did not diminish.
Quite the contrary, in fact, by the time we had reduced the cases under consideration from
the full file of 87,789 validated maltreatment reports to the 279 fatal child-abuse cases, the
estimated rates in step-parent-plus-genetic-parent households had grown to approximately
one hundred times greater than in two-genetic-parent households (Daly and Wilson 1999,

p- 28).

Even when there is no abuse or neglect, stepparents statistically spend less time
with their stepchildren than do biological parents who raise their own children.

Single mothers, who have never been married, produce statistically worse
outcomes for children when compared to those reared by their married biologi-
cal mother and father (Aronson and Huston 2004; Fomby and Cherlin 2007). As
Charles Murray summarizes:

No matter what the outcome being examined—the quality of the mother-infant relationship,
externalizing behavior in childhood (aggression, delinquency, and hyperactivity), delin-
quency in adolescence, criminality as adults, illness and injury in childhood, early mortal-
ity, sexual decision making in adolescence, school problems and dropping out, emotional
health, or any other measure of how well or poorly children do in life—the family structure
that produces the best outcomes for children, on average, are two biological parents who
remain married. Divorced parents produce the next-best outcomes. ..Never-married women
produce the worst outcomes (Murray 2012, p. 158).

Such empirical outcomes remain even after controlling for other family characteris-
tics, such as parents’ race, income, and socioeconomic status (Gallagher and Waite
2000, p. 125; see also Fagan and Rector 2000; Parcel and Dufur 2001; Rountree and

4 “Children raised in single-parent households are, on average, more likely to be poor, to have
health problems and psychological disorders, to commit crimes and exhibit other conduct dis-
orders, have somewhat poorer relationships with both family and peers, and as adults eventually
get fewer years of education and enjoy less stable marriages and lower occupational statuses than
children whose parents got and stayed married” (Gallagher and Waite 2000, p. 125).
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Warner 1999; Cookston 1999; Osgood and Chambers 2000; Flanagan et al. 1999).
More generally, children in single parent families: ““... have negative life outcomes
at two to three times the rate of children in married, two parent families” (Wilcox
and Marquardt 2011, p. 87; see also Wilcox et al. 2011; Parke 2003).

Children raised outside of the biological family are more vulnerable to a wide
range of social, psychological, and economic challenges. The transition from ado-
lescence to adulthood, for example, can in the best of circumstances be traumatic.’
Families typically nurture their teenage and young adult members, providing on-
going lifestyle and career guidance, financial support, and even the possibility of a
temporary move back home with mom and dad if necessary. Children raised outside
of the family environment are less likely to experience such advantages. Youths
raised in non-family environments, such as state care and foster homes, typically
must leave these settings once they become too old to be eligible for these types of
social welfare services, even though the need for emotional and economic support
continues.

Learning to function in the world as a responsible and effective adult can be
a slow and arduous process. Children rely on their parents often well into their
twenties for financial resources, a place to live, employment and educational as-
sistance, emotional support and personal guidance. Unless children fully separate
themselves from their families, this transitional period is most accurately described
as taking place over a spectrum of semi-autonomy, during which the now adult
child achieves additional autonomy, with significant assistance and guidance from
parents and other family members.® Indeed, in functioning extended families, full
independent autonomy may never be realized or sought. Access to the financial,
intellectual, emotional and psychological resources of the family promotes positive
outcomes while softening the consequences of the less than optimal judgments typi-
cal of early adulthood (Settersten and Ray 2010, p. 33). The roles that the male and
female biological parents together play in the successful raising of their children
cannot be adequately reproduced by third-parties, social institutions, such as group
care settings, foster care, or governmental agencies. In short, the family helps to
guide and smooth the transition from childhood to adulthood.”

5 “How an adolescent fares during the transition to adulthood has long-term repercussions. Earn-
ing a college degree leads to a higher-paying and more prestigious job, while early parenthood,
unsuccessful marriage at a young age, and involvement in crime or problematic substance use all
foretell difficulties in finances, family relationships, and beyond” (Osgood et al. 2010, p. 210).

6 Richard Settersten and Barbara Ray note, for example, that “both in the United States and in
many European countries, the process of becoming an adult is more gradual and varied today than
it was half a century ago. Social timetables that were widely observed in that era no longer seem
relevant, and young people are taking longer to achieve economic and psychological autonomy
than their counterparts did then” (Settersten and Ray 2010, p. 20).

7 “Even if the transition to adulthood had not become so demanding, members of these vulnerable
groups [children raised in foster care or in a group care setting] would face exceptional challenges
finding employment, attending college, and marrying and starting a family. Many struggle with
emotional or behavioral problems; many have histories of problems in school and the community.
Often their families are unable or unwilling to provide the support that most families provide to
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Despite such advantages, demographics indicate a shift away from traditional
family life. Individuals are becoming increasingly isolated from the rich and inti-
mate social connections of the family.? Taken-for-granted background social mores
and moral expectations have altered. Adults, for example, have become much less
likely to marry than in past decades. This does not mean that they are choosing to
remain chaste outside of the marriage of husband and wife. Rather, adults are much
more likely to live unmarried with a sexual partner, or simply to live as sexually ac-
tive singles (Wilcox and Marquardt 2009, pp. 69—70). In the United States, between
1960 and 2010, unmarried cohabitation, couples who live together as unmarried
sexual partners, increased by more than a factor of seventeen (Wilcox and Mar-
quardt 2011, p. 75). Some studies estimate that approximately 25 % of unmarried
women between the ages of 25 and 29 live with a sexual partner, and “an additional
quarter have lived with a partner at some time in the past” (Wilcox and Marquardt
2011, p. 75). Moreover, greater than “... 60 % of first marriages are now preceded
by living together” (Wilcox and Marquardt 2011, p. 75) and over 40% of U.S.
households with a co-habitating unmarried couple contain children (Wilcox and
Marquardt 2011, p. 76).

Among the more predictable consequences of such a shift in sexual morality is
that a growing percentage of children are born outside of marriage. In 2011, unmar-
ried birth rates tracking the race of the mother in the United States were as follows:
Black—72.3 %; Hispanic—53.3 %; American Indian or Alaska Native—66.2 %;
White—29.1%; Asian or Pacific Islander—17.2 % (Hamilton et al. 2011, Table 1).
Such data ought to raise significant concern, since, as noted, children reared outside
of the traditional family environment face real disadvantages. A number of studies
have found that such disadvantages appear even when the biological father and
biological mother cohabitate without getting married.® Despite well documented

their children during this transition—funding for college, child care that permits work or schooling
for young parents, a place to live when times are hard” (Osgood et al. 2010, p. 211).

8 “Current evidence also indicates that the quantity and/or quality of social relationships in in-
dustrialized societies are decreasing. For instance, trends reveal reduced intergenerational living,
greater social mobility, delayed marriage, dual-career families, increased single-residence house-
holds, and increased age-related disabilities. More specifically, over the last two decades there has
been a three-fold increase in the number of Americans who report having no confidant—now the
modal response. Such findings suggest that despite increases in technology and globalization that
would presumably foster social connections, people are becoming increasingly more socially iso-
lated” (Holt-Lunstad et al. 2010, p. 2; see also McPherson and Smith-Lovin 2006; Putnam 2000).

9 “The differences begin in infancy, when most of the cohabiting couples are still living together
and the child has a two-parent family. Stacey Aronson and Aletha Huston used data from a study
of early child care conducted by the National Institute of Child Health and Human Development to
assess the mother-infant relationship and the home environment for children at ages 6 months and
15 months. On both measures and at both ages, the children of married couples did significantly
better than the children of cohabiting parents, who in turn had scores that were only fractionally
higher than the children of single mothers. ... The disadvantages of being born to cohabiting par-
ents extend into childhood and adolescence, even when the cohabiting couple still consists of the
two biological parents. Susan Brown used the 1999 cohort for the National Survey of America’s
Families to examine behavioral and emotional problems and school engagement among six- to
eleven year-olds and twelve to seventeen-year-olds. Same story: Having two unmarried biological
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social, economic and adaptive advantages, however, an evermore significant num-
ber of couples find there to be little justification to be bound by the traditional ex-
pectations of marriage and so act in the light of their own particular agreements to
live together, engage in sexual activity, and perhaps reproduce.'?

3.3 Western Bioethics and the Undermining of the Family

By its very nature, the empirical data surveyed is statistical. As a result, not all
particular cases will fit the statistical descriptions. Exceptions complicate but do
not undermine statistical observations. The suggestion is neither that all traditional
biological two-parent families are perfect, nor that all single mothers are poor par-
ents. The character of the empirical data, however, strongly recommends taking
seriously the cardinal role and reality of the traditional biological family and its
life-world, for sustaining important elements of human flourishing. Such traditional
family structures have a demonstrably positive impact on the successful raising of
children. Demographic data routinely indicate that the negative impact on children
of other types of living arrangements is far from negligible. Moreover, such family
structures protect against poverty and provide a safety net for children, adults and
the elderly.!"

Consequently, one should be concerned when the character of public policy con-
tributes to a decline in family integrity or to social shifts away from traditional
family life. Here, a significant challenge is that liberal advocates often appreciate

parents was associated with worse outcomes than having two married biological parents, and the
outcomes were rarely better than those for children living with a single parent or in a ‘cohabiting
stepparent family’” (Murray 2012, pp. 164—165, citing Aronson and Huston 2004; Brown 2004).

10 The prevalence of sexually transmitted disease has also increased. Roughly 16 % of Americans
between the ages of 14 and 49, for example, are infected with genital herpes, one of the most com-
mon sexually transmitted diseases. The infection rates are worst for African-American women
(about 48 %) and African-Americans generally (about 39 %); for women (about 21 %), than for
men (about 11.5%). According to the Centers for Disease Control, treating sexually transmitted
diseases costs the United States healthcare system some $ 16 billion annually (see Allen 2010).
The World Health Organization issued an alert in June 2012 expressing their concerns regarding
new forms of antibiotic resistant gonorrhea (Shepherd 2012).

11 Perhaps, as Wengqing Zhao (2014), argues, it would be beneficial to turn to the family as a whole
to help assure proper medical decision-making. Moreover, as Yaning Yang (2014), argues, family-
based accounts of advanced directives would likely benefit the elderly. For insights into the situ-
ation in Taiwan see Lee (2014b, pp. 125-136), who notes that the goal in family-based decision
making at the end of life in Taiwan is family consensus: “in actual practice, family consensus is
the target. It is usually upheld by medical professionals. In many cases, the presentation of all the
relevant family members, for example, in the decision for parent’s medical treatment, the decisions
of all brothers and sisters are usually requested. Even the spouse and elders were present, medical
professionals would insist that other known family members be present before the final decision is
made. In cases of not a matter of urgency, medical professionals usually ask the family members
to hold meetings to arrive at a consensus decision before taking any further action.”
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the family as a major impediment to social implementation of their preferred con-
ceptions of equality and social justice. To speak of the family as founded on the
monogamous, heterosexual union of husband and wife, together with their biologi-
cal children, clashes with the increasingly dominant political view of the family as
fashioned around the equal partnership of free and equal men and women. For the
progressive liberal, the idea of the family has become increasingly nominalistic;
the family is seen as no more than a social construct, created through the particular
agreements of its participants, with no independent reality of its own. Family mem-
bers, of whichever sex, are presumed to be of equal authority and, as far as possible,
as having interchangeable intra-familial social roles. Many feminists, homosexual
activists, and other defenders of post-traditional social structures support just such
a social-constructivist account of the family. The goal is to emancipate the family
from what are judged to be the inappropriate and illiberal confines of traditional
cultural, social and religious norms.

This progressive political vision recognizes itself as having an adversarial re-
lationship with traditional family structures and forms of familial authority. The
family as a foundational social institution is placed fully within a hermeneutic
of suspicion. Elements of the feminist movement, for example, critically judge
the family to be an institution of unequal power relationships and female sub-
ordination.'? Susan Moller Okin, for example, disparagingly characterized “the
sentimental family”:

...the family had become characterized as entirely distinct from the outside world. Alleg-
edly united in its affections and interests, this special sphere of life was held to depend
for its health on the total dedication of women, suited for these special tasks on account
of the very qualities that made them unsuited for the harsh world of commerce, learning,
and power. Thus anyone who wished to register an objection to the subordinate position of
women had now to take considerable care not to be branded as an enemy of that newly hal-
lowed institution—the sentimental family (Okin 1982, p. 88; see also Okin 1994).

As Okin rightly perceives, the traditional family embodies particular understand-
ings of proper family structures, including appropriate, albeit different, roles for
men and for women. Such perceptions are among her reasons for concluding that
traditional religious groups should not be permitted to nurture and educate their
children within the religion itself. Okin decries such pedagogy as indoctrination
(Okin 2002, pp. 218, 226). Securing her particular progressive vision requires de-
coupling morality and personal choice from cultural and religious viewpoints that
recognize traditional family structures as presumptively authoritative.

The established American account of bioethics, similarly systematically seeks
to limit the authority of families in medical decision making. As Beauchamp and
Childress summarize their viewpoint: “...the authority of the family is not final or
ultimate....Health care professionals should seek to disqualify any decision makers

12 “It was the contribution of the women’s movement to attempt such a synthesis by placing the
family in the center of social analysis. Feminists identified the family as a crucial institution in the
reproduction of social relationships generally, and decisive for women’s subordination. Hence, in
theory and practice, the women’s movement adopted a critical stance toward family life” (Breines
etal. 1978, p. 43).
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who ... have a conflict of interest. Serious conflicts of interest in the family may
be more common than either physicians or the courts have generally appreciated”
(2009, p. 188; see also 2012). The goal is a secular ethic that begins with the privi-
leged presumption of the sovereignty of the individual. The dominant approaches to
bioethics and health care law tend to support an unqualified affirmation of persons
as the source of authority over themselves. Medical decision making, it is claimed,
rightly rests with the individual patient (Beauchamp and Childress, 2009, p. 106).
As a result, persons tend to appear as atomic individuals endowed with a right to
determine their own futures (Applebaum et al. 1987; President’s Commission for
the Study of Ethical Problems in Medicine and Biomedical and Behavioral Re-
search 1982). Individual liberty, conceptualized as autonomous self-determination,
is assigned cardinal moral value. As rational moral beings, persons are to choose
to be autonomous and self-determining individuals, who shape their moral values
and perceptions of the good for themselves. Such an individualistic conception of
personal autonomy is judged to be integral to human good and human flourishing.

Health care law, in turn, is framed to support individualistic consent, reflect-
ing the centrality of the individual and ensuring adequate opportunity for persons
to free themselves from traditional familial relationships. This individual-oriented
practice of informed consent approaches patients as if they are not members of in-
tact functioning families, unless there is good evidence to the contrary. Patients who
wish to be treated as members of families, such as a parent who wishes to have his
children make medical decisions on his behalf, are usually required explicitly to au-
thorize the involvement of family members in the decision making process (Faden
and Beauchamp 1986; Wear 1993). As Engelhardt marks this practice:

Those who regard autonomous individualism as the presumptively appropriate relation
among persons would require any deviations to be established by explicit statement and
agreement. For example, patients would be presumptively treated as autonomous individu-
als willing and committed to choosing on their own, unless they explicitly demanded to be
regarded and treated within a traditional family structure (Engelhardt 2002, pp. 24-25).13

It is the individual, rather than the family, who is appreciated as possessing deci-
sional authority.'*

«

13 Engelhardt continues: “... consider the contrast between those who favor autonomous indi-
vidualism and those who would give moral priority to family life. Those who regard autonomous
individualism as the presumptively appropriate relation among persons would require any de-
viations to be established by explicit statement and agreement. For example, patients would be
presumptively treated as autonomous individuals willing and committed to choosing on their own,
unless they explicitly demanded to be regarded and treated within a traditional family structure...
On the other hand, if one considered life within a traditional family structure as the presumptively
appropriate relation among persons, the burden of proof shifts. Persons are approached as nested
within the thick expectations of traditional family structures, unless they explicitly state that they
wish to be regarded and treated as isolated individuals” (Engelhardt 2002, pp. 24-25).

14 For a detailed account of autonomy and family-based autonomy in the Korean medical context
see Kyungsuk Choi who argues that “The individual (the self) and the family (a community)
should be balanced. The family can be considered a community in a basic sense. From a traditional
Eastern perspective, the family, rather than the individual, has been the basic unit for society and
the state. However, it was not long before Korean society began to recognize an individual as
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This progressive ethos similarly assumes individualistic approaches to patient
confidentiality and access to medical information. For example, rather than being
understood as united in marriage, spouses are treated as fully separate and separable
individuals, with privacy rights vis-a-vis each other, and limited or no authority
over the other. This legal circumstance has led to the limitation of spousal access
to medical, financial, and educational records as well as limitations on the ability
to grant permission on behalf of one’s spouse for medical treatment or financial
decisions. The United States Health Insurance Portability and Accountability Act
(HIPPA), for example, restricts the sharing of medical information with spouses and
children, unless the patient provides specific authorization. Such restrictions tend to
be harmful to patients and destructive for family relationships:

Not only does HIPAA impose extravagant costs for exiguous benefits, HIPAA’s sour
assumptions about human nature work positive harm. For instance, HIPAA assumes people
(1) want to keep information from their families ... HIPAA’s rules are structured to serve
patients who fit those assumptions. HIPPA’s assumptions are wrong. Most people want
their families involved in their medical care. ... Instead of having the few patients who fit
HIPAA’s assumptions opt in to restrict privacy rules, HHS requires the huge majority of
patients who don’t fit the assumptions to opt out of them. This burdens patients. Worse,
most patients won’t realize they need to act, and few will get around to it (Schneider 2006,

p. 11).

Whereas consent in traditional cultures and religions is typically paternalistic and
family oriented, Western bioethics seeks legal requirements for patient-oriented
confidentiality and individual autonomous decision making, shielding personal in-
formation from spouses, children, parents, and other relatives.

With regard to children, emphasis is placed on protecting the child’s “best inter-
ests”; such interests, in turn, are usually appreciated in terms of the child’s liberty
and equality interests. Children are to be nurtured towards equal liberty and person-
al autonomy as soon as possible.!> Parental authority, in turn, is conceptualized as
flowing from the state, which authorizes its proper structure and appropriate limits:

having autonomy. We cannot disvalue modernity. In this regard, the value of autonomy should
continue to be emphasized, but it must be balanced with other traditional values” (2014).

15 See, e.g., Rawls 1999. Rawls urges that parents should not be appreciated as possessing moral
status or moral authority in themselves, but only insofar as parents and the family function as the
preferred social institution for raising children in a well-ordered and just society. “I shall assume
that the basic structure of a well-ordered society includes the family in some form, and therefore
that children are at first subject to the legitimate authority of their parents. Of course, in a broader
inquiry the institution of the family might be questioned, and other arrangements might indeed
prove to be preferable” (1999, p. 405). Left to itself, Rawls argues, the family makes it impossible
“...1n practice to secure equal chances of achievement and culture for those similarly endowed,”
which implies that for reasons of justice, ““... we may want to adopt a principle which recognizes
this fact and also mitigates the arbitrary effects of the natural lottery itself” (1999, p. 64). Insofar as
families are the most appropriate social institution to integrate children, as they gradually acquire
the proper sense of liberty, equality, and social justice, into a well-order society, so much the bet-
ter; if not, then either the family ought to be regulated and reorganized or other more preferable
arrangements found to raise children to become free and equal members of society.
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Parents are given the ethical and legal responsibility to make decisions for children pro-
vided that they do so in the best interest of the child...Children are rights owners, even if
they are not able to express their rights. Everyone dealing with such rights has the duty
to promote them, to give voice to them and to become a true child advocate (Maria De
Lourdes Levy, Victor Larcher, Ronald Kurz and the members of the Ethics Working Group
of the CESP, 2003, p. 630).

Rather than recognizing the normative nature of the family, parental authority has
been reconceptualized to give priority to the child’s own self-determination, indi-
vidual equality, and actual or potential autonomy. Emphasis is placed on the impor-
tance of developing children into self-possessed moral agents, who undertake their
own moral decision-making as soon as possible and as far as feasible. As a result,
Western bioethics frequently turns to children themselves to function as indepen-
dent autonomous decision-makers (Cherry 2010).

For example, there is a growing commitment to augmenting the participation
rights of children in medical decision-making, especially insofar as the minor child
demonstrates intellectual understanding, affective grasp of the situation and reason-
able maturity.'® Here pediatric decision-making is sometimes appreciated in terms
of a sliding scale, where the child’s participation rights are given greater standing
as the child demonstrates more individual maturity (see Ziner 1995; Kuther 2003;
Dickens and Cook 2005). Children who physicians judge to be “mature minors”
are appreciated as having rights to confidentiality, and to healthcare treatment in
accordance with their own wishes, rather than in terms of what their parents’ choose
(Hickey 2007; Downie and Randall 1997; Zawistowski and Frader 2003). The Eth-
ics Working Group of the Confederation of European Specialists in Paediatrics ar-
gued, for example, that:

Younger children may, according to laws of individual states, be able to consent to treat-
ment especially if they have enough maturity and ability to understand the benefits and
risks of the proposed treatment and its alternatives. The concept of a “mature minor” has
been introduced by some authorities to include groups of children whose age ranges in most
EU countries from 1418 years and who are often regarded as being mature enough to give
their own consent to treatment. In some countries the age at which children are considered
to be potentially competent is even lower....doctors should always question themselves if
the child is mature enough to give consent or assent (Lourdes Levy, Larcher, Kurz, and the
members of the Ethics Working Group of the CESP 2003, p. 631).

In England, the “Gillick test” establishes a set of criteria for determining when chil-
dren under 16 years-of-age have the capacity to consent.
In clinical practice, this means assessing whether the young person can understand and

appraise the nature, purpose and implications of treatment; any risks there might be,
any alternative courses of action and their consequences. In making the assessment, it is

16 For example, Unguru et al. (2010) argue that more should be done to educate children so that
they can give meaningful assent to participate in oncology research. “Tools to assist investigators
ascertain that children understand what they are agreeing to when they assent to research and to de-
termine their preferences for inclusion in research may help make assent more meaningful” (e876;
see also Unguru et al. 2010). Sinclair argues that adolescents should be permitted a significant
role in deciding whether to undergo a life saving heart transplant, perhaps even permitting them to
refuse a life saving transplant (Sinclair 2009).
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necessary to consider emotional maturity, intellectual capacity and psychological state
(Wright et al. 2009, p. 239).

The Canadian Pediatric Society supports a similar stance:

Once it is determined that children have the capacity to make decisions, which entails
full understanding of a situation, and fully grasping the main purpose of interventions, the
consequences of consent and the overall extent of what could occur, they should be the
primary decision makers (Whitty-Rogers et al. 2009, p. 748; see also Canadian Pediatric
Society 2004).

Many bioethicists urge that physicians should seek the “informed permission” of
adolescents regarding the direction of their medical treatment (Zawistowski and
Frader 2003; Zinner 1995); others conclude that adolescents should be able inde-
pendently to consent to clinical trials (Ondrusek et al. 1998). Some advocates argue
that even end-of-life decisions, such as refusing cancer treatment or a life-sustaining
transplant, should be left up to the judgment of “sufficiently mature” minors (Lem-
mens 2009; Hickey 2007). Parents and physicians should work more-or-less as
equals with the mature minor, who is appreciated as possessing the moral authority
to make final treatment decisions.!”

Children are often identified as independent of their parents even prior to having
necessarily achieved maturity, especially regarding areas of life secular bioethics
deems private. For example, parental consent to access birth control or sex educa-
tion is not appreciated as necessary to protect the best interests of children (Cook
et al. 2007). Controversial procedures, such as abortion, are routinely left up to the
will of the child, often without even the requirement to inform her parents. For ex-
ample, in Seattle, Washington, the health center at Ballard High School reportedly
facilitated a 15-year-old girl’s abortion during school hours. The young girl was
evidently given a school pass, put into a waiting taxi and sent off to have an abor-
tion, free of charge, without notifying her family. T.J. Cosgrove of the King County
Health Department was quoted as stating: “At any age in the state of Washington,
an individual can consent to a termination of pregnancy” (KOMO Staff 2010).!8

17 As the Ethics Working Group of the Confederation of European Specialists in Paediatrics ar-
gued: “Firstly, seeking a person’s consent/assent respects their basic right to self-determination
(autonomy). Individuals are best placed to determine what is in their best interests and the only
justification for infringing this right is to prevent harm to others. Secondly, obtaining consent/
assent involves treating others in a way in which we would expect to be treated ourselves. The
universal need to obtain consent/assent also involves treating people justly. Thirdly, obtaining
consent/assent protects patients from the physical and psychological harms which may occur as a
result of illness or its treatment. Fourthly, obtaining consent/assent confers benefit by encouraging
active participation of individuals in investigation and treatments which are intended to restore
their health” (Levy et al. 2003, p. 630).

18 Similarly, current California law requires neither parental consent nor simple parental notifica-
tion for a child to obtain an abortion. See Planned Parenthood Parental Consent and Notification
Laws. Available: www.plannedparenthood.org/teen-talk/teen-pregnancy/parental-consent-notifi-
cation-laws-25268.htm. See also California Health and Safety Code, Sect. 123420-123450. “Do I
have to get my parent’s permission to get an abortion? No. You do not need anyone’s permission,
and the law protects your privacy. No one else has the right to know or do anything about it—not
your parents, your boyfriend or partner, or your husband. Even if you are married or under 18, the
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“Sufficiently mature” minors, it is urged, should be permitted to decide on their
own behalf regarding contraception, abortion and sexual practices with consenting
others, and treatment for sexually transmitted diseases. Age thresholds have usually
functioned as an established, if somewhat conventional, criterion for the capac-
ity to make competent, mature, and responsible decisions. However, the focus has
shifted away from any minimal age threshold to a particular medical professional’s
personal judgment regarding the child’s “sufficient maturity.”!® In short, rather than
being appreciated as within the authority of their parents, or other family members,
minor children are anticipated as moving as quickly as feasible from giving assent
to medical treatment, to giving independent consent and as having moral and legal
standing independent of their parents.? Children are to exercise their own personal
autonomy, to define their own conceptions of proper moral choice and life-style
preferences, over against the authority of their parents and other family members,
as soon as practicable.

As a result, familial authority is routinely assumed to reach no further than that
of trustee of the individual member’s best interests and, moreover, as always prop-
erly subject to significant state oversight and governmental intervention. As a result,
core family relationships are evermore undermined and subject to legal restrictions
designed to deflate the significance of, as well as to marginalize the family. Whereas
spouses have usually been appreciated as possessing particular authority vis-a-vis
each other, and parents have usually been regarded as the best judges for balancing
costs and benefits for the family, for determining appropriate life-style choices for
themselves, their children, and the family as a whole,?! these positions have been
radically brought into question. As demonstrated, pressure has been brought to bear
on parents and families through law and institutional policy, focusing among other
concerns on separating children from the sphere of parental and familial author-
ity, as well as spouses from each other’s authority. The examples of individually-
oriented informed consent, personal privacy rights, and pediatric decision making,
illustrate the ways in which the focus of much contemporary moral and political

decision is up to you.” ACLU, “Your Health; Your Rights” [On-line.] Available: www.teensource.
org.

19 Dickens and Cook argue that: “There is usually no chronological ‘age of consent’ for medical
care, but a condition of consent, meaning capacity for understanding” (Dickens and Cook 2005,
p. 179).

20 “Debates surrounding the rights of adolescents to receive confidential and private reproductive
health services have centered around the potentiality conflicting interests of parents and their chil-
dren. The desire of parents to guide and direct their children’s health and development and make
health-care decisions for their children is easily understandable. However, the health threat faced
by adolescents exposes the tension between public or societal interests in maintaining a healthy
population and private or parental interests in maintaining control over their children” (Ringheim
2007, p. 245).

21 For example, in his detailed Roman Catholic casuistry of parental decision making on behalf of
their children, Edwin Healy (1956), argues that parents should and must make decisions regarding
ordinary vs. extraordinary care on behalf of their children, including even determining when treat-
ment is too expensive to be obligatory (Healy 1956, pp. 81-89, see especially page 82).
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analysis has been to sunder the authority of the family over its members, and to
undo the primary loyalty of family members to each other.??

3.4 Conclusion

Western accounts of bioethics routinely fail to appreciate the central role and reality
of the family in human flourishing. Regardless of its advantages, defenders of post-
traditional social structures seek to set aside traditional understandings of the social
and moral obligations of family life, to dismiss or ignore the significant benefits of
the traditional family, so as to liberate the family from the confines of traditional
cultural or religious norms. Such disputes are often embedded in highly ideological
frameworks, which give moral priority to secularity and individualism, to personal
liberty as a positive entitlement to realize one’s own understanding of the good.
Such idealizations, however, ignore the actual choices of actual persons, trivializing
the real connections between parents and children, among spouses and other family
members, so as politically to achieve what is judged to be an ideally liberal, egali-
tarian, and progressive society. The liberal social-constructivist account of the fam-
ily simply replaces traditional cultural or religious content with its own full-fledged
political ideology. Consequently, such an anti-traditional ethos also contributes to
the undermining of the family’s nexus of key social relationships and, thereby, to
the breakdown of the family.

A core challenge, however, is that this particular liberal ethos routinely conflicts
with what would appear to be the long-term good of children as well as of the adults
whom children and adolescents are destined to become. There is a considerable
body of data, for example, demonstrating the positive impact of the more authorita-

22 Consider, for example, Susan Moller Okin who argues, “The liberal state ... should not only
not give special rights or exemptions to cultural and religious groups that discriminate against
or oppress women. It should also enforce individual rights against such groups when the oppor-
tunity arises and encourage all groups within its borders to cease such practices” (Okin 2002,
pp- 229-230). Moreover, education policies, it is argued, should carefully restrict religiously-based
education that might encourage children towards traditional sex roles. “If parents are permitted
to educate their children in sheltered settings in which they are taught, by example, doctrine, and
the content of their curriculum, that it is the will of an omnipotent and punitive God that women’s
proper role in life is to be an obedient wife and a full-time mother, how can the girls be said to
be ‘aware of ... alternatives’ in any meaningful way, to be able to ‘assess these alternatives’ (or
even to think it desirable to do so), or to be able to ‘participate effectively’ in other roles or ways
of life?” (Okin 2002, p. 226) Children, it is asserted, should be educated in the public virtues of
justice, equality and tolerance.

Amy Gutmann opines similarly: “Some kinds of social diversity ... are anathema to political lib-
eralism. Civic education should educate all children to appreciate the public value of toleration”
(1995, p. 559). Gutmann continues: “The basic principles of liberalism, those necessary to protect
every person’s basic liberties and opportunities, place substantial limits on social diversity. ... The
limits on racial and gender discrimination, for example, enable many people to pursue ways of
life that would otherwise be closed to them by discriminatory practices at the same time as they
undermine or at least impede some traditional ways of life” (Gutmann 1995, p. 559).
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tive parenting styles and boundary settings typical of traditional family structures
on the development of effective, autonomous, decision making. The data support
the conclusion that adolescents who grow up with parents who are authoritative,
setting limits on the adolescent’s behavior and choices, are more likely to become
effective adult decision makers. Adolescents raised with permissive parents, in
contrast, in which the child himself is treated as the authoritative decision maker,
develop significantly poorer effective decision-making skills. Traditional authorita-
tive parenting styles in general support, rather than undermine, the ability of the
child to mature into a competent adult decision maker. Authoritative parenting is
related to a wide range of positive cognitive and emotional outcomes, including bet-
ter academic achievement (Dornbush et al. 1987; Weiss and Schwarz 1996; Wintre
and Ben-Knaz 2000; Wintre and Yaffe 2000), less psychological distress, fewer
adjustment and problem behaviors (Brown et al. 1993; Fuligni and Eccles 1993;
Slicker 1998), and higher quality relationships with their peers, as well as greater
levels of competence, self-esteem, personal reliance, and even individual autonomy
(Baumrind 1991a, b; Buri et al. 1998). Authoritative parenting styles help provide
adolescents with the ability to resist peer pressure, to avoid substance abuse and
other potentially harmful circumstances (Weiss and Schwarz 1996; Adalbjarnar-
dottir and Hafsteinsson 2001; Huver et al. 2007). As even the United States Su-
preme Court has come to recognize, the available scientific evidence supports the
conclusion that adolescents are qualitatively different types of agents than adults
(Cherry 2013).2% Parents, by setting limits and giving direction, letting adolescents
deliberate and choose within limited circumstances, while also withholding for the
parents the right to veto adolescent decisions, protect children from the long-term
consequences of poor choices. Moreover, as documented, the failure to sustain car-
dinal concerns focused on the family has lead to increased pregnancy outside of
marriage and an ever greater percentage of children raised outside of traditional
family life, which is significantly statistically correlated with a wide range of social,
psychological and economic disadvantages. Such traditional family structures aug-
ment positive characteristics (cognitive, emotional, and adaptive) associated with
becoming an effective adult.

In short, traditional forms of the family free people to live in ways that many
(both men and women) judge to be central to human flourishing.>* The family usu-
ally functions as the central locus of moral guidance for its members, but especially
for the family’s children. The empirical data surveyed supports the conclusion that

23 The Supreme Court has reasoned that, on balance, the available scientific evidence, including
neuroimaging studies of the relative immaturity of the adolescent brain, does not support the con-
clusion that adolescents possess adult capacities for personal agency and rational mature choice.
See Roper v. Simmons p. 541 US 551 (2005); Graham v. Florida p. 560 US (2010); and Miller v.
Alabama p. 567 US (2012).

24 ““Less marriage means less income and more poverty” (Sawhill 2011, p. 42). reckons Isabel
Sawhill, a senior fellow at the Brookings Institution. She and other researchers have linked as
much as half of the income inequality in America to changes in family composition: single-parent
families (mostly those with a high-school degree or less) are getting poorer while married couples
(with educations and dual incomes) are increasingly well-off.
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traditional understandings of parental authority benefit children, augment the qual-
ity of childhood decision making, helping them to avoid unnecessary risks and to
develop into mature autonomous decision-makers. More generally, the rich social
structures of traditional family life convey social stability and social integration
and support, reducing morbidity and mortality, and offering protection from stress-
ful life events. Given the centrality of the family for sustaining such key areas of
human flourishing there are good grounds for sustaining (or re-establishing) more
family-oriented understandings of informed consent to medical treatment and for
rethinking rules regarding patient confidentiality that restrict access to information
from spouses and other family members.
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Chapter 4
Family and Autonomy: Towards Shared Medical
Decision-Making in Light of Confucianism

Jue Wang

4.1 The Patient as Agent: A Desirable Ideal?

One remarkable feature of contemporary bioethics is the triumph of individual-
directed autonomy, which has become the characteristic point of departure for con-
sidering the rights of patients, the duty of physicians, and the shaping of clinical
practice for terminal care. At the same time, this triumph is also a highly contro-
versial one: it is criticized as only temporary (Veatch 1984, p. 38), of very limited
implications for medical practice, or even an obsession (Callahan 1984, p. 496).
The doubts concentrate on the individualist orientation of the concept of au-
tonomy: for critics, it is too narrowly “atomic” to pay due attention to the social
nature of personal identity as well as the impact of those social relationships on
individual autonomy. Beauchamp and Childress (2009, p. 102) in the most recent
edition of their Principles respond to these criticisms by stressing that “no funda-
mental inconsistency exists between autonomy and authority if individuals exercise
their autonomy in choosing to accept an institution, tradition, or community that
they view as a legitimate source of direction.” For example, if a patient entrusts her
family to handle such matters for her, she could yield decision-making power as
long as she gives explicit autonomous delegation. However, this qualifying state-
ment makes the individualistic foundation of their account of autonomy—which
also represents the dominant model of autonomy in the West—even more conspicu-
ous: individual choice has been celebrated as the ultimate source of authority. A
person’ s autonomy is tantamount to his or her independence, primarily expressed
in his or her self-contained ability for deciding, analogous to the self-rule of an in-
dependent state (Beauchamp and Childress 2009, p. 103). Specifically, to worship
the ultimate value of self-determination, two conditions are viewed as necessary:
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liberty (usually addressed in the language of rights) and agency (usually addressed
in the language of capability) (Beauchamp and Childress 2009, p. 100).

However, their strategy to respond to the critical objections is only partially suc-
cessful. By focusing on the conceptual structural compatibility between individual
autonomy and the authority of the communities or social relationships the patient is
embedded in, their reply bypasses a deeper concern addressed by the criticism from
a relational perspective, that is, whether it is a feasible ideal for a patient to play the
role of a capable agent to the full extent, insofar as to be cast in the position of the
sick person is to be in an essentially vulnerable and dependent situation. After all,
“it is incapacity that qualifies a person as a patient” (MacIntyre 1977, p. 205).! From
the patient’s perspective, illness is not simply a collection of physical symptoms, but
is primarily experienced as a distinct way of being in the world, a way of being that
is characterized as a loss of wholeness and bodily integrity, a loss of certainty, a loss
of control, a loss of freedom to act, and a loss of the familiar world (See Toombs
1992, p. 90). Moreover, it is the loss of connection with the familiar world—with
the way of being in the world one used to be in—that most threatens the autonomous
selfhood.? In this respect, connections to family play a vital role in maintaining the
integrity of the patient’s autonomy, because these connections provide not only car-
ing support but also a network of shared memories and rituals which help sustain a
sense of a unitary self through the crisis of alienation.? The first part of my paper is
devoted to an analysis of a real case of an end-of-life decision, in order to show that
under the dominant model of individual autonomy the patient is left with a broken,
troubled voice, rather than an active agent, in pursuing his/her own life plan.

Following this line of thought, my paper aims to give a systematic reflection on
the inadequateness and inappropriateness of the principle of respect for autonomy
in bioethics, by referring to the Confucian tradition for those necessary yet miss-
ing concepts, i.e., goods, roles, and relationships which constitute medicine as an
ordered form of human practice. In the first place, these Confucian considerations
of health care help crystallize the moral uneasiness about individual autonomy en-
countered in a real case study that I will present here. Further, I will argue that
compared to the dominant western model giving priority to individual’s autono-
mous choice, the Confucian model of medical practice is more persuasive in that it
takes seriously the basic human condition of embodied vulnerability in general, and
the patient’s incapability in particular, by putting the integrity of the family at the
center of a caring relationship, including health care. The final goal of this paper is
to show the need to reconfigure the concept of autonomy and the related medical

! One might question this claim by pointing to many patients who are capable of making their own
decisions even though they are ‘sick.” However, such objections miss the point. By using the term
‘incapacity,” which I borrow from Maclntyre, I focus on patients’ existential situation which dis-
tinguishes the physician-patient relationship from other contractual relationships. Therefore, the
question at issue is not whether patients are capable of making autonomous decisions, but whether
the individualist understanding of autonomy in medical practice is adequate for promoting the
proper good of patients.

2 As S. Kay Toombs (1992, p. 95) observes, it is extremely hard to be “clear-headed” and view
clinical choices with equanimity when they relate directly to one’s own uncertain future.

3 For details see Donchin (2000, p. 248).
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decision-making model so as to be more sensitive to relation of care, interdepen-
dence and mutual support that serve as the necessary conditions for the patient to be
an autonomous agent, if possible.

4.2 A Real Case: The Broken Voice of the Patient

Recently, a controversial case about an end-of-life decision went to court in New
York, and brought the fierce yet usually repressed conflict between family integrity
and the individualist framework of the patient’s autonomy to the public’s attention.
Grace Sung Eun Lee, a 28-year-old financial manager who is on life support with
terminal brain cancer, comes from a Korean Christian family that immigrated to
American years ago. She has been paralyzed from the neck down since Sep., 2012,
unable to eat or breathe on her own. Although she could not speak, she is able to
shake her head, move her lips and blink “yes” or “no” to communicate with others.
Doctors at North Shore University Hospital in Manhasset, N.Y., testified that Ms.
Lee told them that she wanted to die, and that they were prepared to grant her wish
after having a psychiatrist assessment of Lee to show that she is mentally competent
to make medical choices. Lee’s family had been excluded from the process of deci-
sion-making until the night of Sept. 23, when Lee’s mother overheard a nurse talk-
ing with her daughter, making plans to remove the breathing tube the next morning.
Lee’s family went to court to petition to become her legal guardian, which could
give them more power over her health care decisions. By then, the heartbreaking
family tragedy had been turned into a right-to-die legal battle,* or as the New York
Times put it in the heading “Daughter’s Right to Die Is Weighed Against Family’s
Wish to Keep Her Alive.” On October 6, a New York Court of Appeals upheld Ms.
Lee’s right to make a decision of removing her life-supporting machines. After tak-
ing the victory, however, she dramatically decided the next day to live out the rest
of her life and designated her father as her healthcare guardian.

In terms of rights, Lee’s story is very simple except for the unexpected end.
However, the language of rights—which dominates the individualist concept of the
patient’s autonomy—overlooks the most intriguing and inspiring part: what is the
patient’s true intention in the whole process? When this question is addressed, we
find ourselves faced with a Rashomon® tale of the patient’s wish. Not only did the

4 Pearson, E. Paralyzed bank manager terminally ill with brain cancer fights for her right to die. New
York Daily News, October 4, 2012. http://articles.nydailynews.com/2012-10-04/news/34243320_1_
tumor-tube-doctors.

5 Hartocollis, A. Daughter’s right to die is weighed against family’s wish to keep her alive. The
New York Times, October 4, 2012. http://www.nytimes.com/2012/10/05/nyregion/in-sungeun-
grace-lee-case-right-to-die-is-weighed-against-a-familys-wishes.html.

% In “Rashomon,” a famous Japanese film, the same violent event is convincingly yet divergently
related by the three protagonists: a bandit, a woman who has been violated by the bandit, and her
husband who is found to lie dead in a grove. Each one has his/her own narrative of the tragedy. But
the movie never tells us which version to believe—or whether to believe any of them.
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family and the hospital hold irreconcilable accounts of the patient’s wishes, but
even the patient’s own voice sounded troubled, broken, and ambiguous, far from be-
ing an indisputable standard for judgment. Contrary to the liberal individualist myth
that one’s moods and intentions are truly transparent to oneself and largely opaque
to others, there is a deep ambivalence inherent in all of Lee’s expressions of her
wishes for the future, which to some extent foreshadows Lee’s later change of mind.

As an example, as her physician testified, “She is very tearful when she thinks
about dying, but she consistently asks that the breathing tube be removed and she
begs us to do that.”” The hospital took such expressions as a firm, clear claim of the
right to death, and was ready to comply with it without even notifying Lee’s family.
However, if one listens to these words with care, it is readable if not evident that the
message Lee essentially delivered was no more than “I can not bear to go on living
in the way I am currently forced to live.”

In those words, usually accompanied with tears and intense emotions, she was
not so much motivated by an autonomous decision about her future, as by the de-
spair about the present disability and disease she is caught in. One crucial impact of
severe illness on the patient’s life is to disrupt the usual connections of the patient
with the world: the patient feels herself aliened from the familiar world she used to
live in and confronted with a future which is suddenly rendered impotent and inac-
cessible. From the patient’s perspective, the meaning of illness is not only grasped
in pathological terms, but first and foremost in a particular biographical situation.
Thus the most significant challenge facing the patient comes from a deeper, per-
sonal level, which involves a task of merging the lost past, the alienated present,
and the altered future in a narrative identity of her whole life. Not surprisingly, it
is a dynamic ongoing process for the patient to create new personal meaning out
of the experience of disease and disability, and incorporate these experiences into a
coherent narrative of her life.

For our discussion, this narrative perspective is important in that it sheds light on
the continuity between those apparently self-contradicting expressions Lee made of
her wishes. On the one hand, Lee told the physicians, the newspaper and even her
mother she wanted to die; on the other hand, Lee made an explicit expression to her
cousin in a video, which was made and updated to YouTube by her family before
the court’s final judgment was announced, that she would like her father to be her
medical proxy and wanted to go out of the hospital immediately. Although they
might give people an impression of incoherence and contradiction, these expres-
sions actually conveyed the same message: that the patient struggled to get out of
the present impossible situation in any way and at any cost. In other words, these
contradictory expressions can only make sense in the context of the whole process
of adapting to impairment and striving to restore her self. In this way, the fact that
Lee changed her mind in the end is not an haphazard, but rather a final decision of a
process towards preserving the integrity of the self; at that point the patient no lon-

7 Pearson, E. Paralyzed bank manager terminally ill with brain cancer fights for her right to die. New
York Daily News, October 4, 2012. http://articles.nydailynews.com/2012-10-04/news/34243320 1
tumor-tube-doctors.
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ger remained fixed on the present but was able to look to the past and to anticipate
a future: as Lee explained the reasons for her changing of mind, “she was doing it
to make peace with her parents and to make peace with God.”® In other words, she
is trying to look to those personal commitments which define who she was in past
and continue to orient herself towards the future.

Most comments on this case tend to explain the conflict between the family and
the hospital as a collision of religious belief with secular medical ethics, or a culture
clash between the West and the East. However, if we take the whole process of
adapting to impairment and striving to restore self into account, we can see that the
conflict between the family and the hospital first and foremost is the consequence
of the contradictory approaches they respectively take to assess the patient’s wish.

The hospital took an impersonal, distant attitude towards to Lee’s wishes and
tended to assess her decisions in a formal, legal fashion. As Terry Lynam, a spokes-
man for the hospital, said, “We just want to comply with her wishes, whatever they
might be.”® Or as Beauchamp and Childress write, “The fundamental requirement is
to respect a particular person’s autonomous choices, whatever they may be” (2009,
p- 107).

The family, by contrast has taken a future-orientation attitude, of a partially tele-
ological character, towards the patient’s wishes. For the family, a meaningful medi-
cal decision about one family member should be assessed according to a coherent
narrative of her life. This narrative brings a unity to her life, by orienting all her
decisions and actions towards some core commitments which determine who she
is as a person. Accordingly, her personal identity in large part depends on how well
she lives out that unity and brings it to completion.

It is the concern with the integrity of Lee’s self-identity that brought Lee’s family
to the court. The aim of pursuing the court option was not to pit the family’s claim
against the patient’s right—since there was no chance of success for the family to
win the legal war—but to strive to gain more time for one of the family members
in order to help her to continue her own narrative intelligibly in conformity with
the common narrative of the family, in which the individual’s narrative is largely
embedded. As Maclntyre (2007, p. 221) powerfully argues, the self has to find its
identity in and through its membership in communities such as the family, through
the sense that my story is part of the story of other family members, just as their
story is part of mine. Conversely speaking, these intertwined narratives shared by
members of a family over time provide an inside perspective from which the family
can judge medical decisions concerning one family member in a teleological frame-
work which is partly based on their common past. To some extent, the family is in a
position to judge whether a certain medical decision is consistent with the patient’s

8 Cf. Hartocollis, A. Changing her mind, a Queens woman decides to remain on life support. New
York Times, October 7, 2012. http://www.nytimes.com/2012/10/07/nyregion/sungeun-grace-lee-
changes-her-mind-and-decides-to-stay-on-life-support.html? r=0.
° Hartocollis, A. Changing her mind, a Queens woman decides to remain on life support. New
York Times, October 7, 2012. http://www.nytimes.com/2012/10/07/nyregion/sungeun-grace-lee-
changes-her-mind-and-decides-to-stay-on-life-support.html? r=0.
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life plan, even if the patient herself might be confused due to the suffering from ill-
ness. This is why Lee’s family was not surprised when Lee changed her mind and
decided to stay alive; this is because for the family, the decision was a truth that they
had already witnessed and lived out together with another ill family member.!? By
contrast, for the hospital, whether the patient chooses to end her life or not makes
no difference: both are autonomous decisions and of the same value, as long as they
satisfy the formalist requirement of liberty and agency.

It should be noted that what’s most striking for me in Lee’s story is not the dra-
matic ending when Ms. Lee finally agreed with her family, but rather how deeply
connected human lives are in the process of making decisions significant for indi-
vidual member as well as the family as a whole. Again, it is the concern with the
integrity of Lee’s life and personality that gets Lee’s family involved in the situation
of medical decision-making. So the key issue is not who—the individual or the fam-
ily— should have the authority to make the decision, but how the decision should
be made in a shared, balanced way, insofar as we are relational, social animals.
Furthermore, the shared decision-making model leaves open the possibility that the
individual might disagree with the family’s viewpoint in the end and persuade the
family instead. What is important is merely that: the family should not be excluded
from the process of decision-making; rather the company of significant others con-
tributes to individual integrity and autonomy.

In brief, what is at stake in the family’s attitude is the commitment to sharing
suffering in a personal way. Accordingly, another significant feature of the family’s
attitude is the tension between the integrity of the family and the integrity of the in-
dividual’s identity, as two distinguishable yet interdependent commitments. Firstly,
the integrity of the family entails the narrative integrity of each family member
embodied in a single life. As Lee’s father said, Lee is an only daughter, cherished
by the whole family, and with the thought of losing her, “everything goes black.”!!
Since the family seems doomed to lose her, what is of ultimate importance for the
family is to enable Lee to come to terms with her fate in a coherent and meaningful
way, which is not only crucial for the integrity of her personality, but also for the
integrity of the family as a whole. Secondly, the family plays a vital role in main-
taining the full extent of the patient’s autonomy. As shown above, the presence of
the family proves to be essential in helping the patient to maintain a sense of self
in the maze of disorientation—more than often the patient felt a radical existential

10 Lee’s brother said the family was not surprised concerning Lee’s final decision. “One of Lee’s
brothers, Paul, told the court that not only was suicide against the religious principles of his fam-
ily and church, but it was also against his sister’s personal beliefs. He remembered that when he
had personal troubles and thought of killing himself, “It was Grace that told me not to give up.”
Cf. Hartocollis, A. Daughter’s right to die is weighed against family's wish to keep her alive. New
York Times, October 4, 2012. http://www.nytimes.com/2012/10/05/nyregion/in-sungeun-grace-
lee-case-right-to-die-is-weighed-against-a-familys-wishes.html? r=0.

1 Hartocollis, A. Daughter’s right to die is weighed against family’s wish to keep her alive.
The New York Times, October 4, 2012. New York Times, October 4, 2012. http://www.nytimes.
com/2012/10/05/nyregion/in-sungeun-grace-lee-case-right-to-die-is-weighed-against-a-familys-
wishes.html? r=0.
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rupture and the world was perceived as changing and hostile— by serving various
duties, e.g., protecting the patient from the realities and responsibilities of the out-
side world, and helping to fill the gap in the narrative of the patient’s life.

The dominant use of autonomy in contemporary bioethics implies the image
of self-rule, analogous to a helmsman who steer the ship within the context of a
wide variety of “external” considerations such as currents or weather, while not
being determined by these “external” considerations (May 2005, p. 307). This im-
age presupposes an uncorrupted rational subject or a moral mind per se. However,
as MaclIntyre points out, “to become an effective independent practical reasoner is
an achievement, but it is always one to which others have made essential contribu-
tions” (1999, p. 82). In other words, the capacity of practical rationality presupposes
a caring network of interdependence and attachment—the paradigm of which is the
family—as its foundation. More importantly, as Maclntyre argues, “there is no point
then in our development towards and in our exercise of practical reasoning at which
we cease altogether to be dependent on particular others” (1999, p. 97). In the pre-
dicament of serious illness, the essential relevance of dependence to independence
becomes even more explicit and dominant, as we observe in Lee’s case. Generally,
to become an independent practical reasoner is a lifetime enterprise which can only
be engaged in through participation in a set of relationships to certain particular
others. It follows that the concept of autonomy should be recast in relational terms.

In sum, the story of Lee and her family reveals that if only we pay due attention
to the subtle yet complicated relationship between individual integrity and family
integrity, we can approach the notion of ‘autonomy’ in the full sense. The term ‘in-
dividual integrity,” indicates that personal identity rests on narrative configurations
and reconfigurations within the cohesion of a lifetime. An authentic autonomous
decision should come to terms with the agent’s life plan as it is understood in his/
her life history and life world. As a crucial part of this background narrative, the
family plays an indispensable role in the cultivation and maintenance of individual
autonomy. In this way, family integrity in general—including the family’s stability,
wholeness, prosperity—proves to be the condition of individual integrity. From this
perspective, the prevalent model of individual-oriented autonomy in medical prac-
tice is problematic in two respects.

First, by regarding decision makers as isolated from significant relations with
the surrounding others, it undermines the patient’s capability for making autono-
mous decisions in accord with his/her character and life plan. Its abstract criterions
of autonomy—Iliberty and agency—deprive patients of the company of significant
others, the only ones through and with whom he/she can retain the integrity of self.
In this way, the patient’s broken voice we observed in Lee’s case is not a unique
phenomenon, but a symptom of a general defect in the individual-centered practice
of autonomy in medicine. While individualistic autonomy enshrines the right of the
individual to make his/her own choices, it can only be institutionalized in a very
formal way and is therefore incapable of—as well as disinterested in—specifying a
means of evaluating the contents of those decisions.

Second, on a higher level, the individualist model of autonomy is morally de-
fective in that it underplays the interdependence between individual integrity and
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family integrity, and treats the family unfairly. Through the worship of individual
autonomy, modern bioethics is often empty of all contents but that of choice, while
insisting that physicians should respect the patient as an unencumbered individual
who is assumed to be independent of all possible attachments.'? As a result, the role
of family is marginalized in the process of medical decision-making, while the good
unique to the family goes to oblivion. The family suffers from a special aphasia in
that it cannot refer to its own integrity to make its claim, although it is only because
the patient is part of the family that her decision has so much influence on the whole
family.

We are now at a point to acknowledge that Lee’s case raises some difficulties
caused by the individual-directed model of autonomy, but cannot be addressed in
its own conceptual framework as long as it still takes the autonomous person as
such (i.e., treating the patient as an unencumbered, self-encompassing agent) as the
staring point. It follows that we need to reframe our conceptual schema so that it
might incorporate an understanding of autonomy that stimulates health-care profes-
sionals to respond appropriately to the social situation of patients and their families.
The rest of my paper is devoted to proposing a reasonable alternative view of moral
autonomy that gives priority to family integrity and stability.

Two points should be noted beforehand about the nature of our inquiry. Firstly,
what is at stake is not the meaning of autonomy as a moral principle in ‘the litera-
ture,” but its social uses and social influence, or as Callahan puts it, “what happens
to ideas out in the streets” (1984, p. 41). Secondly, bioethical principles need to be
appreciated and justified in a broader context of communal human life and related
practices. Following MacIntyre, I will adopt a communitarian approach, by assert-
ing in medical ethics “that rules are less fundamental than roles and relationships
and that it is the context which roles and relationships provides which alone makes
sense of rules” (1977, p. 44). Accordingly, the problem with the prevalent indi-
vidual autonomy consists in the lack of a proper understanding of the characteristics
of medicine as a practice: goods, roles, and relationships are the missing concepts
without which the notion of agent choice and rule become morally powerless. In
this way, the broken voice of Ms. Lee should have been viewed as a symptom of
deep disempowerment. The sheer choice celebrated by individual autonomy is inca-
pable of providing the wise and insightful moral companion which one badly needs
in fashioning one’s moral life and moral goals.

Keeping both points in mind, in the following section, I will draw heavily on
the Confucian tradition for some important insights concerning the roles, relation-
ships and goods proper to medicine as an ordered form of human practice. In this
way, the following discussion is not aimed to provide a cultural-specific version
of autonomy. Rather its purpose is to engage in an internal dialogue between two
traditions, i.e., to go back to the foundation of the principle of respect of autonomy,
and re-open some questions precluded by those foundations, by way of a detour into
another tradition.

12 Cf. Beauchamp and Childress emphasizes that health professionals should “never assume that
because a patient belongs to a particular community or culture, he or she affirms that community’s
worldview and values” (2009, p. 107).
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4.3 The Confucian View of Medical Practice:
The Art of Ren

Let us begin with the most foundational question: the question of what grounds and
justifies conclusions in medical ethics. Among the various answers to this question,
Beauchamp (2001) proposes the internal/external distinction as the basic framework
for reasoning about the good of medicine, the role of physicians, and the patient-
physician relationship. The internal perspective defends an ethics derived from the
internal goals of medicine or from professional integrity. The external perspective
maintains that the precepts in medical ethics rely upon and require justification by
external standards, and in this way, medicine is treated as part of general social life
rather than a self-serving profession. Certainly there also exist some variants of a
mixed internal/external account.

However, the Confucian view of health care seems at odds with the internal/
external distinction. On the one hand, for Confucians, medicine is definitely an or-
dered form of human practice, a kind of an art, or fechne in the Aristotelian sense. !
On the other hand, the Confucian tradition emphasizes that the meaning of medicine
can only be completed within a network of mutual caring, the paradigm of which
is family. Lacking a counterpart to the Aristotelian distinction between poiesis and
praxis, between techne and phronesis, Confucianism tends to propose that medicine
is a practice dealing with human life in general and not solely with the condition of
the body: “The best physician cures the state prior to people, that is what a physician
should do” (Zuo 2008, Chap. 8). In other words, in the Confucian view, the craft
aspect of medicine should be absorbed and appreciated in the communal pursuit
of the good life. This is why traditionally medicine is termed as the “Art of Ren”
(Renshu, {-A).

The concept of ren is a key term embedded in Confucianism,'* and it is poly-
semous at its root. There are two senses in which the Confucian usage of ren are
directly relevant to our discussion here.

First, ren stands for the tender aspect of human feelings as well as a peculiar way
of life based on this particular human feature. As Confucius says, “ren is to love
others” (Analects 12:22, Cf. Chan 1963, p. 40). Confucius further emphasizes that
ren could only begin with the love for intimate family members. If we are learn to
care for others, we must be first learn to care for those we find ourselves joined to

13 Ancient Greeks routinely speak of medicine. Aristotle distinguishes three kinds of human activ-
ity: the activity of praxis, the activity of theoria, and the activity of poiesis. Unlike theoria, which
produces nothing beyond itself and leaves everything as it is, praxeis are, like poieseis, useful
and effective, concerned with what is human and changeable. But poiesis is different from praxis
because the good of poiesis consists in the product rather than in the producer, i.e., aiming at an
external good beyond production, while praxis aims at the action for its own sake, aiming at inter-
nal goods. The distinction between poiesis and praxis extends to be the distinction between techne
and phronesis. Techne is concerned with reasoning about production rather than action, while
phronesis involves deliberation about “living well in general,” or about the things which manifest
our happiness in “living well as a whole”(cf. Knight 2007, pp. 6-17; Waring 2000, p. 142).

14 The Analects Confucius mentioned ‘ren’ as many as 105 times, without giving a formal defini-
tion.
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by the accident of birth, because we are never born into a totally alien world, but
into a set of particular relationships with those who have already accepted and thus
are ready to respond to the newborn.!> In this sense, ren prescribes a general way of
human flourishing by giving priority to the family as an intimate community of mu-
tual caring which is sustained by deep commitments among family members as well
as the cultivation of relevant virtues in the family. As Confucius put it, “when the
root is firmly established, the moral life (Dao) will grow. Filial piety and brotherly
respect are the root of ren” (Analects 1:2, Cf. Chan 1963, p. 18). In this picture, the
meaning of the family can never get fully defined in terms of the individual; it rather
constitutes a sui generis reality, irreducible to individuals, while entailing a prog-
ress of ‘becoming one flesh’ with other family members. The image of “one flesh”
dominates the Confucian imagination and discourse on family, and bestows a great
moral significance on the relations of care, interdependence and mutual support that
define family life, as shown in the following paragraph from Confucian classics:

Relations of parents to children or children to parents are like two parts of a single body or
the same breath/vital energy separately breathed. [...] even if they are in different places,
they remain linked. Hidden intents reach from one to the other, they rescue one another
from pain or suffering, and they are moved by the other s worries and longings. [...]This is
called ‘the closeness of bone and flesh’ (‘5" P2 #1). (Lii 1991, Chap. 9, translation mine).

In sum, the rationale behind this use of ren as love is a deliberation about the good
life, which recognizes that the circumstances of human flourishing first and in gen-
eral occur within families, insofar as vulnerability and dependency are essential
aspects of the human condition. To put it in a Aristotelian framework of poiesis and
praxis, ren counts as a form of praxis for its own sake, a practice “actualized” by
pursing the flourishing of the mutual caring communities—the foundation of which
is the family—as internal goods.

Second, etymologically, the character of ren indicates by its structure—it con-
sists of a simple ideogram of a human figure and two horizontal strokes suggesting
human relations—a relational understanding of self. For Confucians, we exist as
limited, embodied, and particular. These features locate us in the world at a particu-
lar place and time and with some particular others, whom we have not chosen but
to whom we find ourselves tied. Our relation to them constitutes our concept of the
self to a large extent, and thus underpins the capability of autonomy.

For example, being part of the family in an authentic way—in a way the Confu-
cian terms as “the closeness of bone and flesh”—means one is joined with someone
else in an undivided situation to the extent that one suffers from the suffering of an-
other, that one gains his/her freedom precisely in the act of love rather than in vain
autonomy, abstracted from concrete relations and particulars. The commitments to
others who are united with oneself in a mutual caring community are an essential
way of finding one’s own identity, and the commitments of other family members
also play a crucial role in helping sustain and restore personal identity in difficult

15 Even a Hobbesian individual—who is supposed to be at war with all others—needs to be cared
for by someone not at war with him in some inevitable dependent situations like infancy or child-
hood (Cf. Groenhout 2004, p. 26).



4 Family and Autonomy: Towards Shared Medical Decision-Making ... 73

times. In this way, the central social significance the family plays is to provide a
necessary narrative context'® in which the members find themselves already com-
monly situated to “begin with,” to be motivated by ends beyond their individual
choices. If an individual sets out without the family story, he/she easily gets caught
by accidental internal desires, as well as the external depersonalizing bureaucracy,
which is exactly the dilemma that Lee was stuck with.

The Confucian understanding of medicine as the ‘Art of Ren’ implies two moral
requirements which might seems exotic for a Western mind. On the one hand, it im-
plies that the care of the sick member first and foremost is a family matter. Confu-
cians even emphasizes that “if your parents or children are sick in bed, and you can
do nothing but let their lives be decided by mediocre physicians, it’s not so different
from just not loving them. Accordingly, those who love their family shouldn’t be
ignorant of medicine” (Cheng and Cheng 1992, vol. 12, translation mine). On the
other hand, the ‘Art of Ren’ entails the capability of the physician to put herself as
a necessary condition for the practice medicine. One author on Chinese traditional
medicine put it in this way, “If I have a disease, how eagerly would I hope a physi-
cian could save my life! If one in my family has a disease, how eagerly would I hope
a physician could save his or her life! If we adopt such a perspective, the greed in
our hearts will fade out, and conscience will appear to call our reverence” (Fei 1987,
p- 1, translation mine). Traditional medicine stressed this idea as a basic standard,
thinking that it is the only way to “draw an outsider into the situation, and feel what
the patient as well as the patient’s family feel” (Fei 1987, p. 1, translation mine).

In short, on the Confucian view, healthcare as ‘The Art of Ren’ is a practice in-
volving the patient, family members, and physicians in pursuing the flourishing of
a caring, loving unity as family, as a internal good.

4.4 The Internal/External Perspective of Medical Ethics
vs. the Perspective of Ren

A comparative study between the perspective of ren and the internal/external per-
spective will help us further grasp the features of the characterization of ‘Art of
Ren.’ This comparison will set up the stage on which we can further examine the
practical implications of the Confucian view for medical decision-making.
Different from the internal perspective, Confucians emphasize, besides the
health of the patient and the excellence of medicine as a craft,!” that there is another

16 For a similar argument about the family as a “narrative context” for action, see Stanley Hauer-
was (1981, p. 165). He views the family as the bearer of history and hope, which is the primary
means to bind people throughout time.

17 Maclntyre gives serious consideration to the character of medicine as a practice, and mentions
that “Medicine is after all an ordered form of human practice and it involves the pursuit of at least
two kinds of good. There is the good of the patient whose health, life, and general well-being are
at stake. And there are those goods achieved by that extension of human creative powers which the
history of medicine embodies” (1978, p. 44).
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important good worth pursuing, i.e., a flourishing network of mutual caring within
which every individual has always already been located in some place. H. Tristram
Engelhardt illuminates Hippocrates’ tradition by stating that “the physician and
patient are not alone in the patient-healer relationship...in addition to the physi-
cian and the patient in their confrontation with disease, there is also the art” (1996,
p- 291). Confucians would add that the physician and patient are not alone in the
patient-healer relationship, but first and foremost involved in an intimate caring
community—on the Confucian view, the physician is invited to join the family to
help care for the patient. For Confucians, just the notion of profession is inadequate
to lay the moral ground for a successful practice of medicine, but has to been com-
pleted by moral deliberation about the general way of human flourishing, i.e., ren.
Compared to the internal perspective, the perspective of ren seems more persuasive
at two points. Firstly, as Engelhardt put it, part of the task of medicine is to “in-
duct the patient into the lifeworld of health care,” because for patients, “to accept
a diagnosis is often to committed to reordering one’s very life in terms of the treat-
ments and preventive regimens that the diagnosis warrants” (1996, pp. 295-296).
However, as we have observed in Lee’s case, the family plays an important role
in helping to maintain the patient’s personal integrity while she/he has to adapt to
impairment. In this respect, the presence of the family plays a vital role in helping
moderate the alienation the patient feels in his/her encounter with the physician in a
totally strange environment. Confucians would agree with Engelhardt in his charac-
terization of the patient as “a stranger in a strange land” (Engelhardt 1996, p. 295),
but emphasizing this difficulty indicates the necessity of locating the care for the
patient primarily in a caring community like the family rather than merely within
the scope of the profession. Secondly, one main objection to the internal perspective
of medical morality is that internal standards are non-self-sufficient, but in some
cases “may be shallow, expendable,” and open to the social changes and social val-
ues which are initiated and motivated by concerns outside the practice of medicine
(Beauchamp 2001, p. 606). In contrast, the strength of the position of ren is that it
sets up a common, general goal, i.e., the flourishing of the caring community, which
enjoys kind of self-sufficiency in face of social change while giving due regard to
the specific features of health care practice.

On the other hand, the phrase of ‘Art of Ren’ also represents a sharp divergence
from the external perspective in that it puts the concrete, particular relational nature
of human life at the center of moral deliberation, whereas the external perspec-
tive appeals to “universal moral principles that are valid independent of the per-
spectives of particular communities and traditions of medical practice and ethics”
(Beauchamp 2001, p. 612).

In sum, the doctrine of the ‘Art of Ren’ takes vulnerability and related depen-
dence as central to the human condition, and thus demands incorporating the prac-
tice of health care into a common way of human flourishing which relies on the
stable function of the family as the primary nexus of mutual caring. Insofar as it
sheds light on the crucial relevance of humans as embodied, vulnerable, and depen-
dent to our moral life—an issue which has been marginalized and even obscured
from either the internal or external standards for medical morality—the Confucian
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position deserves a serious consideration for its practical implications. This essay is
confined to examining what difference it can make to our understanding of the pa-
tient’s autonomy if health care should be first and foremost construed as a practice
which pursues the flourishing of a mutual caring community as one of the internal
goals.

In light of the ‘Art of Ren,’ the individual-oriented model of autonomy is morally
defective and powerless, because it fails to recognize a good which is crucial for
personal flourishing under our condition as particular, embodied and limited, espe-
cially in the fields of medicine and health care, where the issues turn on embodiment.

The dominant concept of autonomy in health care “rests on a picture of the per-
son as a separate being, with a distinctive personal point of view and an interest in
being able securely to pursue his or her own conception of good” (Blustein 1993,
p- 10). In this picture, the ultimate good that the patient can seek in health care is
no more than the freedom of choice and accordingly, the patient-physician relation-
ship is constructed by contracts, since the only moral obligations we can owe to
autonomous moral agents are those formally agreed to. However, the contractual
model obscures and diminishes a specific end (or good)—the healing of the pa-
tient—so that the physician-patient relationship is entered into and maintained with
this end in sight. What distinguishes the physician-patient relationship from other
contractual relationships is the incapacity of the patient. “Whereas incapacity of
a certain kind disqualifies me from being a customer in a restaurant (if I am too
drunk or too poor, they throw me out) or a lawyer’s client (once it is established that
I lack either mental capacity or the appropriate standing in a case, no lawyer will
even advise me), it is incapacity that qualifies me as a patient” (Maclntyre 1977,
p- 205, emphasis mine). Part of the good of the patient depends on having someone
committed to caring for him/her, in a way deeper than those one voluntarily under-
takes in some contractual model.'® With similar concerns, Kay Toombs (1992) pro-
poses that health care should be characterized as the healing of a patient rather than
merely curing a disease. The healing of the patient entails developing a “face-to-
face” relationship which is grounded in sharing the patient’s suffering with an aim
to restoring his or her integrity against a biographical background (Toombs 1992,
p- 111). In this respect, the individualist understanding of autonomy seems to lead
to negative effects instead, by encouraging physicians to treat patients impersonally
and distantly, respecting our autonomy but nothing else.

But how can we construct a form of physician-relationship that is more than and
different from the contractual model? The friend model is often used as an alterna-
tive to the contractual model (Maclntyre 1978; Engelhardt 1996). Engelhardt and
Maclntyre both discuss the feasibility of the friend model in a medical context. To
a friend you are tied by your concern for goods that are both your and his concern

18 To illustrate this difference, MacIntyre gives a very interesting example, “But if, on entering
the butcher’s shop as an habitual customer I find him collapsing from a heart attack, and I merely
remark ‘Ah! Not in a position to sell my meat today, I see,” and proceed immediately to his com-
petitor’s store to complete my purchase, I will have obviously and grossly damaged my whole re-
lationship to him, including my economic relationship, although I will have done nothing contrary
to the norms of the market” (1999, p. 117).
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for the same good. “The more physicians and patients share a common view of the
good life, the more plausible it will be that they meet as moral friends” (Engelhardt
1996, p. 297). Maclntyre further specifies two conditions which must be satisfied
for the patient and the physician to be friends (1978, p. 45). First, the physician
should stand in a long-term relationship with the patient and his family, a pres-
ence at births and deaths. Second, the physician and patient should share essentially
the same moral point of view. Obviously modern medical practice and its bureau-
cratic organization, as well as the increasing cultural and religious diversity, make
it more and more difficult for the physician to play the role of the patient’s friend.
Maclntyre and Engelhardt both propose the dichotomy of the roles the physician
could play in his/her relationship to the patient: either as a friend or as a stranger.
And both raise the issue with a pessimistic tone: although the encounter between
the physician and the patient as friends is a desirable ideal, it can only be realized
under very limited circumstances and is generally not feasible in the context of
contemporary health care.

However, the Confucian view of the ‘Art of Ren’ offers a way out of this
dichotomy by elucidating the central role the family plays in dealing with the frail-
ties of human life and related dependence which are typical of the patient’s situ-
ation. Consistent with the friend model, the view of the ‘Art of Ren’ also argues
that the primary good of the patient consists in having somebody committed to
his/her goods in a way beyond autonomous choice. But the Confucian model goes
even deeper than the friend model, because friendship is ultimately based on the
individuals,'® whereas the significance of the family can only make full sense in
these relations. Family love should be understood not simply as attachment to those
who are like us, but also as regard and respect for those whom we have not chosen
but to whom we find ourselves tied. The familial relation is distinguished from other
relations in that the family members are committed to share each other’s fate from
birth to death, and this initial commitment is unconditional in important respects.
For example, friendship can be justified on the expectation of self-fulfillment,
whereas the family cherishes the mutual commitment unconditionally, merely for
the sake of relationships per se. As a traditional Chinese pledge states, “However
things turn out, I will be there for you.” In this way, the well-functioning family
embodies a network of unconditional giving and taking, which is characterized by
a systematic refusal to treat the care receiver in a way that is proportional to his/her
qualities and aptitudes.?! For Confucians, only this model can serve as the norm for
caring for the patient, because what the patient needs in his/her role of incapacity is

19 As Aristotle puts it, “in loving their friend they love what is good for themselves” (Aristotle
2011, NE 1157b33). Further one “is related to his friend as he is to himself, since the friend is
another himself” (Aristotle 2011, NE 1166a31). As May Sim (2003, p. 451) comments on these
quotations, “One rational person can wish for the good for another rational person, and for her own
sake. But the good is the excellent functioning of the individual; the relationship is ‘incidental.””
20 We are encouraged to view the friendship primarily as the institution of personal fulfilment that
is necessary for us to attain the good proper to ourselves.

21 The teacher may give up his student when the latter is too retarded to be worth teaching. And one
may put an end to a friendship when the other party does not remain the same (cf. Nicomachean
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to always get someone to respond to his/her disease and assist him/her in continuing
to live life to the fullest extent possible, no matter how seriously his/her qualities
and aptitudes are impaired by the disease.

Again, the crucial point of the Confucian view is that health care, as an ordered
form of social practice concerned with the frailty of the embodied human being,
should be located and appreciated in the network of unconditional mutual caring.
On the Confucian view, physicians do have obligations to the patient beyond those
mutually and autonomously consented to, on the ground that they are invited to
participate in the mutual caring community. Far from something to be wary of or a
problem to cure,?? family care provides the general context as well as the concept
of a common good which unites physicians, family members, and the patient in the
common pursuit of restoring the patient’s integrity to the fullest extent possible.
Furthermore, as we observe in Lee’s case, the patient’s integrity is inseparable from
the integrity of the whole family. On the practical level, family involvement in the
medical decision-making process also significantly mitigates the gap between the
patient and the physician which was aggravated by the bureaucratic organization
of health care, because the family is capable of creating and sustaining a space in
which family members find themselves commonly situated to pull together in face
of crisis. All that shared history, those memories and commitments, put the fam-
ily in the best position to inform and reason with the physicians to get them to be
actively involved in caring for the patient. In other words, the involvement of the
family creates a locus that helps bring the physicians into a closer, more committed,
more ‘biographically based’ relationship with the patient, against the background
of highly specialized medical practice. Thus the Confucian view of the ‘Art of Ren’
provides an approach to overcome the dichotomy of the relationships the physician
stands to the patient: either as friends or as strangers.

At this point it is perhaps worth summarizing what has been said so far about the
Confucian view of the ‘Art of Ren’, and its relevance to the contemporary practice
of the patient’s autonomy.

Firstly, when Confucianism understands medical practice as the ‘Art of Ren,’
it sheds new light on the nature and status of health care as an ordered human
practice—rather than merely a profession—and nests its social and political signifi-
cance in the network of unconditional giving and taking, which is centered around
the family care. This Confucian view is especially revealing at two points. First,
moral reasoning about bioethical issues should pay due attention to the frailties and
dependencies of human life, i.e., it should start from the particular situation of the
patients, rather than importing a constellation of values inspired by the concerns
outside the field of health care.?? Second, the condition of humans as embodied,
vulnerable, and dependent prescribes a common way for human flourishing, that is,

Ethics, p. 1165b). But good parents would never give up their child, no matter what kind of distress
happens to this child, no matter how disabled this child is.

22 As Chap. 14 summarizes, this attitude is typical in contemporary bioethics.

23 As Daniel Callahan summarizes, “As a familiar constellation it encompasses a high place for
autonomy, for biomedical progress with few constraints, for procedural rather than substantive
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to be included and cared for in a network of unconditional taking and giving, which
to some extent constitutes the common good for every one. Both lead to significant
changes in framing bioethical issues, for example, they give priority to family in-
tegrity and stability in recognition of the circumstance that human flourishing first,
and in general foremost, occurs within families.?*

Secondly, as far as the issue of autonomy is concerned, the Confucian view pro-
vides crucial insights and imagination to conceive an alternative view of moral
autonomy and a proper model of medical decision-making. Again, the point of the
‘Art of Ren’ is that the physician is invited to join the family to help care for the
patient to the extent that the integrity of the family as a unit of mutual caring is also
the internal good of medical practice. On the institutional level, it requires respect-
ing and giving freedom to the family to carry out its indispensable tasks. It should
be the entire family that takes the burden of listening to and discussing with the
physician, communicating with the patient, consulting the other family members,
and finally signing the consent form. Only this familist model of medical decision-
making?® can reflect this deep moral presupposition of the family: that the family
is in its nature the most important nexus for human beings, by which the members
find themselves mutually indebted and morally engaged to share each other’s fate.
Furthermore, the physician is also bestowed an active role in the pursuit of the in-
tegrity of the family as a primordial unity of caring. It implies that physicians are
obligated to inform the patient directly or bring in the extra-familial authority, like
a hospital ethics committee, if they find that the reasonable interests of the patient
are jeopardized by a deteriorated familial relationship. It is important to note that
although the Confucian model respects family authority, the family itself is not an
authority on moral standards that guide these decisions. Rather it is ren that binds
the patient, his/her family members, and physicians together in the same practice.
In this way, “[t]he model is best termed not only by family-based but also harmony-
oriented because it invites physicians, patients, and their family members to regard
critical medical decisions as located in families, structured by ritual practices and
guided by Confucian virtue in order to achieve harmonious agreement for the health
care of patients” (Chen and Fan 2010, p. 574).

4.5 Concluding Remarks

In conclusion, Confucian reflection on medical practice supports a family-based,
harmony-oriented medical decision model in recognition of the circumstance
that human flourishing first, and in general foremost, occurs within families.

solutions to controverted ethical problems, and for a strong antipathy to comprehensive notions of
the human good” (2003, p. 498).

24 T am indebted to Engelhardt for the phrasing and related ideas.

25 See Fan 2010 for more detailed discussion of the familialist model of Chinese medical decision-
making.
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I want to make some brief remarks on the universal significances of this shared
decision-making model to end this essay.

Firstly, this essay argues for reconfiguring the notion of autonomy rather than
getting rid of it. We live in a world prone to tyranny, and in the company of a
medicine more and more like a bureaucracy in a large-scale nation.?® Insofar as the
value of autonomy is an effective means to empower patients with a full partnership
with physicians, autonomy is an indispensable good in today’s medical context.
The issue, then, is how to understand autonomy in a way that can do justice to the
vulnerability and interdependence of human existence. The point of the Confucian
view is that relatedness is not the antithesis of autonomy, but a literal precondi-
tion of autonomy. As Confucians understand it, authentic autonomy is inseparable
from an experienced harmonious state—a combination of bodily harmony, mental
harmony, and life-process harmony—which can only be fostered and sustained in
relationships, the most foundational of which is the family.

Secondly, what is at stake in the debate between the Confucian view and the
dominant bioethics in the West is not so much a cultural war as the conflict between
different forms of life, or different understandings of what it is to be human. The
dominant bioethical theory in the West, underpinned by the Enlightenment moral
project and political liberal individualism, depends on the category of ‘personhood.’
Persons are a universal category abstracted from particularity, from those significant
relationships and roles that in key part define who I am. On the contrary, Confucians
insist that moral reasoning should begin with a reflection on the limited, embodied
particularity of human being, which also prescribes a universal way of framing
ethical issues in general, and bioethical issues in particular. That is, as long as we
want to reflect on the character of the moral life, it gains content from being located
first in a contextually rich locus, such as that of family. In contrast, individual au-
tonomy when evacuated of any particular content does not have sufficient content
to determine the character of moral life. As Callahan describes it, “My autonomy is
an inarticulate bore, good as bodyguard against moral bullies, but useless and vapid
as a friendly, wise, and insightful companion” (1984, p. 42).

In this way, the Confucian view takes issue with the individualist notion of au-
tonomy dominant in the West, not aiming to provide a culture-specific alternative,
but inspired by the longing for another kind of universality, which a global bioethics
constructed in abstract terms can not satisfy. The attractiveness of Confucian moral-
ity as well as the bioethics it supports exactly lies in the way it brings together both
the particularistic and universalist dimensions of the moral life.”” When directed at
this level, a confrontation between Confucian morality and Contemporary Western
morality on bioethical issues could be a serious and fruitful communication. This
paper is a very preliminary attempt at this project.

26 See Callahan (1984, p. 42) and Engelhardt (1996, p. 298).

27 As far as 1 know, Engelhardt is the first one to make this point clear. See H.T. Engelhardt, “To-
wards a Chinese bioethics: Reconsidering medical morality after foundations” (Lecture presented
at the conference, ‘Constructing Chinese Bioethics,” Hong Kong Baptist University, Hong Kong,
June, 2012).
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Chapter 5
The Ideal of Autonomy and Its Misuse

Kyungsuk Choi

5.1 Introduction

Respecting autonomy has been an important principle for medical ethics since
Beauchamp and Childress wrote their famous monograph, Principles of Biomedical
Ethics. The principle of autonomy often seems to dominate the solutions given
for bioethical issues in both Eastern and Western societies. Recently a number of
Korean scholars have criticized the principle.

New approaches to autonomy have been proposed in Korea as well as the West.
Some suggest a notion of “relational autonomy” which criticizes the individual-
ist perspective. Eastern scholars frequently emphasize the value of family rather
than the individual. For example, John Hardwig (1997), an American philosopher,
expresses the idea that one may have a moral obligation to die for one’s family
member in his article, “Is There a Duty to Die?” In his article, “What About the
Family,” Hardwig (1990) also argues that the family should make the treatment
decision when the lives of family members would be dramatically affected by the
treatment decision.

While I appreciate these new approaches to autonomy and the moral complexity
of human relationships they capture, I wonder if these approaches will somehow
destroy or devalue autonomy as a moral value, which has played an important role
in our moral foundations. Historically, autonomy has been emphasized with the
development of an individualistic society. However, at our modern moral founda-
tions, the values of autonomy and freewill cannot be devalued. What then is the
proper analysis of autonomy as a moral value?
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In this paper [ will distinguish the ideal of autonomy from its practical implemen-
tation. Further, I will clarify which of these has been the target of recent criticisms.
I will then argue that autonomy is an important moral value, even in Asian cultures,
and what we need to be weary of are misinterpretations and misuses of autonomy.

5.2 The Ideal of Autonomy

The ideal of autonomy reflects modern enlightenment thinking and its understanding
of human beings. The ideology of autonomy presupposes a rational human being
capable of reasoning to a conclusion if he/she is given relevant and sufficient
information.

Here the notion of a rational human being is not only integral for the ideology of
autonomy, but also for constructing modern societies, that is, human-centered soci-
eties divorced from the God-centered world. In the secular world, a rational human
being is a member of democratic society and is a desirable person for modern
societies.

The structure of modern society reflects the ideal of a rational human being.
Political decision making usually follows majority rule. This rule cannot be adopted
if we do not consider all persons to be equally rational. Education also sets up
the ideal of a rational person. When we consider this ideal, we come to recog-
nize the significance of critical thinking in our societies, especially the democratic
ones. Economics also presupposes that consumers are rational. Even though many
individuals are not in fact rational, our political, educational and economic systems
presuppose that they are or at least that they should be. In this respect, rationality is
the ideal we have to pursue.

Therefore, the self-determination of a rational human being is to be respected
because he/she is the final authority for deciding what’s in his/her best interest if he/
she is competent. This idea is easily observable in the discourse of bioethics.

Beauchamp and Childress explain autonomy as follows: “We analyze autonomous
action in terms of normal choosers who act (1) intentionally, (2) with understanding,
and (3) without controlling influences that determine their action” (Beauchamp and
Childress 2009, p. 101). The second condition, “with understanding” is related to
the notion of “informed consent,” which is required in biomedical contexts. I think
that the importance of “informed consent” is related to our assumption that a nor-
mal chooser is a rational human being. In other words, a rational human being
will determine his/her best interest if sufficient information is given. Beauchamp
and Childress say, “To respect autonomous agents is to acknowledge their right to
hold views, to make choices, and to take actions based on their personal values and
beliefs” (Beauchamp and Childress 2009, p. 103) Thus, we can simply understand
autonomy as a rational person’s self-determination on the basis of personal values
and beliefs when given sufficient information.
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5.3 Misinterpretations and Misuses of Autonomy

From a theoretical perspective, the concept of autonomy as it is defined within
biomedical ethics (including Beauchamp and Childress’ account) is not the same
as that set forth by Kant. Kant states, “Act always on such a maxim as thou canst
at the same time will to be a universal law” (Kant 1998, p. 301). He continues,
“Autonomy of the will is that property of it by which it is a law to itself (indepen-
dently on any property of the objects of volition). The principle of autonomy then
is: Always so to choose that the same volition shall comprehend the maxims of our
choice as a universal law” (Kant 1998, p. 303). Here, autonomy is explained as a
universal property of the will. Accordingly, autonomy is not mere self-determina-
tion. When we discuss autonomy in bioethical contexts, it seems we do not have in
mind universalizability. Hardwig outlines the gap between Kant’s understanding of
autonomy and the general use of autonomy in medical ethics as follows:

Because medical ethics has ignored patient responsibilities, we have come to interpret
“autonomy” in a sense very different form Kant’s original use of the term. It has come
to mean simply the patient’s freedom or right to choose treatment he believes is best for
himself (Hardwig 1990, p. 8).

In this way, autonomy in biomedical ethics is better understood as Millian rather
than Kantian. Beauchamp and Childress exposit Mill’s account in On Liberty as
follows:

Mill concerned himself primarily with the “individuality” of autonomous agents. He argued
that society should permit individuals to develop according to their own convictions, as
long as they do not interfere with a like expression of freedom by others or unjustifiably
harm others; but he also insisted that we sometimes have an obligation to persuade others
when they have false or ill-considered views (Beauchamp and Childress 2009, p. 103).

From the above citation we can understand autonomy as mere self-determination.

Autonomy is often understood as synonymous with freedom. However, it is
wrong to identify an autonomous decision simply as a free one. When the subject
of self-determination is understood as individualistic, his/her decision demonstrates
just his/her preference among the other options available. I do not think this deci-
sion is necessarily the same as the one a rational person would make after he/she has
reviewed the relevant information with moral reflection and consideration.

Autonomy is not freedom or mere self-determination. Autonomy is ethical self-
regulation as is evident in the Greek etymology of autonomy: “autos” (self) and
“nomos” (rule, governance or law). Thus, one’s autonomous decision is not a mere
free choice in accord with one’s best interest among other options. Hardwig is right
to strongly criticize the individualist perspective and to emphasize the responsibility
an individual has to and for his/her family. Accordingly, moral reflection should in-
clude moral consideration for the lives and wellbeing of others when making moral
decisions in bioethical contexts. From a practical perspective, the ideal of autonomy
has not been implemented in accord with its theoretical foundations.

Emphasis has often been placed on acquiring a signature to document informed
consent rather than, more importantly, considering how the decision is reached.
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This reflects our shallow understanding of autonomy. Accordingly, the ideals of
autonomy and the rational human being are not realized in a desirable manner. The
presence of one’s signature does not ensure that an autonomous decision was made.
Consequently, practical guidelines need to be developed in order to move closer
to realizing the ideal of an autonomous decision made by a rational human being.
To realize this goal, efforts should be made to study and develop informed consent
practices, how to provide relevant information for consent, and how to identify
autonomous decisions.

5.4 Is Family-Oriented Decision Making an Alternative?

As mentioned above, Hardwig criticizes the notion of individual autonomy. Al-
ternatively, he suggests that one’s family should be seriously considered in the in-
formed consent process (Hardwig 1997, pp. 36-39). This discussion may be valu-
able for those Western societies in which an individual’s free choice has enjoyed
absolute priority even though it may not be a genuine form of autonomous decision
making.

However, Hardwig’s view is not novel to Eastern cultures. In Korea especially,
older generations feel a moral obligation to their offspring. When elders refuse life-
sustaining treatment, they do so because they understand it as a waste of money that
could be better used for their offspring. This rationale is also not just an economi-
cally based compromise between family members, it is also reflective of the view
that human life is not endless.

Most Koreans do not subscribe to the individualist perspective. However, some
Koreans may feel the burden of tight relationships among family members!' and
feel they are wrongly forced to sacrifice their life plan for family members. Older
generations, who lived after the Korean War, often had to sacrifice for older sons
or younger siblings by forgoing an education to make money for the family. In this
regard, Hardwig’s argument for moral obligations to the family might not fit some
Eastern societies where the value of autonomy is not fully developed.

! Here I use “family” to refer to a group of people who are related to each other by marriage and/or
blood ties, such as grand-parents, parents, their children, the siblings of parents and their children,
etc. However, the scope of “family” may vary depending on an individual’s perception. According
to Article 779 of the Korean Civil Act, family is legally defined as follows: “(1) Family members
shall consist of the following persons: 1. The spouse, lineal blood relatives, and brothers and sis-
ters; and 2. Spouses of the lineal blood relatives, lineal blood relatives of the spouse, and brothers
and sisters of the spouse. (2) In the case of paragraph (1), subparagraph 2, it shall be limited to
those cases where they share living accommodations.” Here “lineal blood relatives” means “father,
mother, and their father and mother” and “son, daughter, and their son and daughter.” Unlike the
Act, most Korean people seem to think that family members are persons mentioned in paragraph
(1), ignoring paragraph (2). I will use “family” consisting of persons mentioned in the paragraph
(1). For reference, Article 777 defines “relatives” as “1. Blood relatives within the eighth degree
of relationship. 2. Affinity relatives within the fourth degree of relationship.” Here the first degree
of relationship is one between parents and their offspring whereas the second is between siblings.
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Further, Hardwig’s argument that the family should participate in individual
decision making requires consideration. He states:

Considerations of fairness and, paradoxically, of autonomy therefore indicate that the
family should make the treatment decision, with all competent family members whose
lives will be affected participating (Hardwig 1990, p. 9).

This point also does not quite fit Eastern societies because a family is already
involved in its members’ individual decision making. Too much involvement of the
family is problematic.

According to Ruiping Fan, the family plays an important role in decision making
in Eastern societies. He states,

It is not a sick family member him/herself but the entire family that has real authority in
clinical decision making. Western people might be concerned about this claim of family-
sovereignty. But the family under this notion can be viewed as an autonomous social unit
from the physician and the state, analogous to the autonomous individual in the West (Fan
1997, p. 317).

Fan is right to notice this difference between Western and Eastern cultures. How-
ever, does this difference justify “the East Asian principle of autonomy” Fan (1997,
p- 315) presents? Fan’s principle appears to be a “principle of family autonomy”
because it views the family as an autonomous social unit that should be regarded as
such by physicians and the state.

I agree that the family should participate in the process of decision making, but
the decision of a family is not the same as that of an individual person in some
respects. The latter cannot be reduced to the former for the following reasons.

First, a decision is fundamentally made at the individual level. A family in itself
is not a legitimate subject to make a decision. Even though a group makes a deci-
sion following a majority rule vote in a democratic society, it is hard to apply this
idea to a family. A majority rule vote presupposes autonomous individuals who are
equal. This rule may be the best way to resolve a problem when there are conflicts
of opinions among equal individuals, but a family is not comprised of equal indi-
viduals. Thus, it is not easy to say that a family may adopt a majority rule practice
for decision making.

Second, Eastern culture, especially Koreans, may adopt a principle of best inter-
est for family decision making. This principle works best when we do not know the
wishes of an individual and others know what is the best for the individual. We may
accept a principle of best interest when a decision needs to be made on behalf of an
incompetent patient whose wishes we do not know. In such a case, the conditions
listed above are met.

But what about family decision making? There is no problem when a proxy deci-
sion is a family decision. In this case, a family or its representative plays the role of
a proxy. But what if a family knows the individual’s wishes? Should we say that a
family decision is still better in this case? I would argue that it is not. The principle
of family autonomy cannot be considered the same as or similar to that of individual
autonomy.
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As previously stated, the family should participate in the decision making
process and the individual should seriously consider the values of one’s family and
how their lives and wellbeing might be affected by one’s decision. However, the
individual should ultimately make the decision if he/she is competent. This view
is found in Amitai Etzioni’s article, “On a Communitarian Approach to Bioethics,”
which also addresses Hardwig’s point. Etzioni states,

Hardwig leans somewhat in the authoritarian direction when at one point he claims that
“considerations of fairness and, paradoxically, of autonomy therefore indicate that the
family should make the treatment decision, with all competent family members whose lives
will be affected participating.” Thus, a less authoritarian position would suggest that, for
instance, if nine out of ten family members agree that treatment should be stopped for a
given member, but the member—who is competent—rejects this conclusion, the family’s
wishes should not carry. However, the person does owe the family members a careful con-
sideration of their values, reasons, and needs (Etzioni 2011, p. 367).

I agree with Etzioni’s position. An individual should appreciate the value of family
and take into account the values and needs of family members. However, the final
decision should be made by an individual if he/she is competent.

The notion of group autonomy cannot be established if it lacks a formal process
for decision making, like the established procedures of a committee or a congress.
As such, there is no formal procedure for family decision making. Further, it should
be noted that conflicts of interest might be present in family decision making
because, in most cases, the family bears the burden of paying medical costs.

Consequently, we should ask, what is the best understanding of autonomy that
preserves the ideal of rational human beings as decision makers while also honoring
the individual’s relationship to other family members?

5.5 A Constructive Understanding of Autonomy

How can we maintain the ideal of autonomy and its value while also reflecting the
non-individualistic value of the family or community? Problems with the principle
of autonomy do not come from the notion of autonomy in itself, but from misunder-
standing the concept of autonomy and/or how it implemented. As previously men-
tioned, in bioethics, the concept of autonomy is conflated with notion of freedom,
even though autonomy is not synonymous with freedom. In practice, there are no
practical procedures to ensure a decision is made autonomously.

The ideal of autonomous decision making may in fact be internal and personal,
causing problems for the principle of autonomy. Even though this ideal may be
difficult to realize, this does not necessarily mean we should give it up. This is also
true of other human values, such as justice, liberty, and love. I contend, we should
still hold to the ideal of autonomy and have reason to pursue it. In its pursuit, we
must educate individuals about the true meaning of autonomy and urge them to
seriously reconsider what constitutes an autonomous decision.
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Bruce Miller’s discussion of autonomy is informative for constructing a rea-
sonable theory of autonomous decision making. He explains different types of
autonomy as follows.

There are at least four senses of the concept as it is used in medical ethics: autonomy
as free action, autonomy as authenticity, autonomy as effective deliberation, and auton-
omy as moral reflection...Autonomy as free action means an action that is voluntary and
intentional...Autonomy as authenticity means that an action is consistent with the person’s
attitude, values, dispositions, and life plans...Autonomy as effective deliberation means
action taken where a person believed that he or she was in a situation calling for a decision,
was aware of the alternatives and the consequences of the alternatives, evaluated both, and
chose an action based on that evaluation... Autonomy as moral reflection means acceptance
of the moral values one acts on. The values can be those one was dealt in the socialization
process, or they can differ in small or large measure. In any case, one has reflected on these
values and now accepts them as one’s own (Miller 1981, pp. 24-25, italics mine).

Miller’s third and fourth descriptions of autonomy appear to be the most useful for
understanding the ideas of “relational autonomy” and “family-oriented consent.”

In the third description, autonomy as effective deliberation, one can include con-
sideration of the wellbeing of one’s family and community when one considers
the consequences of the alternatives. In this way, Hardwig’s worries are overcome
when one seriously considers the full consequences of one’s decision.

In the fourth description, autonomy as moral reflection, one may include the
value of family and give consideration to the relationships between one’s self and
others, including family members or one’s community. In addition, one should
consider what the desirable and reasonable ways of life are for moral reflection. The
individualist perspective Hardwig criticizes is derived from a misunderstanding of
human life. It is just a fact of the world that we share our lives with others, including
our family members and others in our community. Consideration for the lives of
others, especially family members, and their well being should be included in one’s
moral reflection.

The meaning of “family-oriented consent” is well captured by Miller’s descrip-
tion of moral reflection. Most Koreans appreciate the value of family. If one’s mor-
al view is that family is valuable to one’s life, sacrifices for one’s family do not
compromise one’s integrity. Additionally, if one wants a family member to make
a decision in their place, this also does not compromise one’s integrity. However,
this does not mean we can replace the value of autonomy with others or that we can
underestimate its value. In the above cases, the choice of a surrogate decision maker
or one’s sacrifice for the family must be the outcome of one’s own deliberations and
the values one accepts.

Daniel Callahan sets forth a communitarian interpretation of autonomy in his
statement that “autonomy should be broadened to encompass an analysis of what
constitutes morally good and bad free choice. The claim that so-called private
choices should be exempt from moral analysis is the death of ethics” (Callahan
2003, p. 505). One should interpret autonomy such that it includes some aspects of
Miller’s individual approach as well as characteristics of Callahan’s communitarian
theory.
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Further, we can learn from responsive communitarianism, that is, the relation-
ship between autonomy and the common good of a society. Etzioni states,

Although responsive communitarianism’s starting point is the recognition that the tense
relationship between autonomy and the common good must be worked out rather than
assuming a priori that one of these core values trumps the other, it expects treatment to dif-
fer from one society to another and among different historical periods. Thus, in totalitarian
societies and theocracies, such as in Singapore and Iran, those who advocate the balance
that responsive communitarianism favors would need to promote autonomy, while in soci-
eties in which individualism is rampant, such as the US was in the 1980s, the advocates of
responsive communitarianism would need to promote more attention to the common good.
That is, societies often need to move in opposite directions from another to achieve the
same end balance (Etzioni 2011, p. 364).

Etzioni’s argument holds for the relationship between autonomy and the good of
the family. The value of the family, more concretely, the good of family members,
should be balanced with the value of autonomy.

At this point, I will argue that autonomy is a universal moral value. What needs
to be revised is the individualistic interpretation of autonomy, not autonomy itself or
a revised version of “family autonomy.” For the Korean way of life, autonomy may
still reflect a desirable notion of the moral agent in which family or other members
of the community are just as important as the individual. Korean culture emphasizes
harmony between an individual and his/her family members. However, harmony
should be balanced with the value of autonomy; one cannot replace the other. This
is true of the value of the family.

We have a number of values that contingently conflict with one another. The
difficulty of ethics lies in balancing the various values we pursue. Consequently,
the values of an individual and his/her family should also be balanced. If the value
of the family is underestimated, we have to emphasize its importance as Hardwig
suggests. If the value of the individual is underestimated, as it is in Korean society,
we have to increase its value by emphasizing autonomy. In the East, especially in
Korean culture, autonomy is still an important value in need of development.?

The individual (the self) and the family (a community) should be balanced. The
family can be considered a community in a basic sense. From a traditional Eastern
perspective, the family, rather than the individual, has been the basic unit for society
and the state. However, it was not long before Korean society began to recognize an
individual as having autonomy. We cannot disvalue modernity. In this regard, the
value of autonomy should continue to be emphasized, but it must be balanced with
other traditional values.

2 The 2011 Organ Transplantation Act in Korea allows a family’s refusal of organ donation even
if a donor has expressed his/her explicit wishes to donate his/her organ(s). This shows that one’s
autonomous decision is thoroughly disvalued.
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5.6 Some Practical Suggestions

In order to improve the balance of the relationship between an individual and one’s
family, or between autonomy and the value of family, I would like to suggest the
following practices.

First, sufficient time for decision making should be given. This will help allow
patients and research participants the necessary time to weigh and consider one’s
values in addition to how the values and wellbeing of the relevant family members
will be affected.

Second, consultation services providing medical information, psychological
comfort, and the like should be provided. Such services will help patients or research
participants make their decisions through the processes of effective deliberation and
moral reflection.

Third, the legal requirement to ask patients or research participants whether
to discuss decisions with his/her family members or to consider their expected
responses should be reviewed. Asking this question will allow patients or research
participants the chance to consider multiple perspectives, including the values and
needs of one’s family members.

Finally, society should try to cultivate a social environment in which autonomous
decisions can be made. For example, a decent health insurance system is necessary
before advance directives can be introduced.

References

Beauchamp, T. L., and J. F. Childress. 2009. Principles of biomedical ethics. 6th ed. Oxford:
Oxford University Press.

Beauchamp, T. L., and J. F. Childress. 2013. Principles of biomedical ethics. 7th ed. Oxford: Ox-
ford University Press.

Callahan, D. 2003. Individual good and common good: A communitarian approach to bioethics.
Perspectives in Biology and Medicine 46 (4): 496-507.

Etzioni, A. 2011. On a communitarian approach to bioethics. Theoretical Medicine and Bioethics
32:363-374

Fan, R. 1997. Self-determination vs. family-determination: Two incommensurable principles of
autonomy. Bioethics 11:309-322.

Hardwig, J. 1990. What about the family? Hastings Center Report 20 (2): 5-10.

Hardwig, J. 1997. Is there a duty to die? Hastings Center Report 21(2): 34—42.

Kant, 1. (1873) 1998. Fundamental principles of the metaphysic of morals. Trans: T. K. Abbott.
In Ethics: History, theory, and contemporary issues, ed. S. M. Cahn and P. Markie, 275-318.
Oxford: Oxford University Press.

Miller, B. L. 1981. Autonomy and the refusal of lifesaving treatment: Four cases, four senses of
autonomy. The Hastings Center Report 11:22-28.



Chapter 6

The Confucian Alternative to the Individual-
Oriented Model of Informed Consent:
Family and Beyond

Kam-Por Yu

6.1 Confucian Ethics as an Alternative

In recent years, Confucian ethics has been considered as an alternative to the indi-
vidual-oriented model of medical decision-making that is dominating in the modern
West. As pointed out by Ruiping Fan,

[T]he Western pattern of medical decision making has been individualistic, and the Chinese
pattern familistic. ... [T]hese two different patterns of medical decision making represent
two different overall moral perspectives on human life and relations. (Fan 2002, p. 347)

Fan explained the Confucian alternative in this way:

In contrast, Confucianism holds that the ideal human relation is characterized by the
principle of humanity. In the Confucian account, humanity constitutes the basic virtue of
individual humans and is the foundational principle of human society... Confucianism
emphasizes that humanity requires one to practice love in the light of five human relations:
father and son, ruler and minister, husband and wife, elder and younger, and friend and
friend. Confucians understand that these five relations represent all the important natural
types of human relation and form the basic patterns of human society. For Confucians,
humanity requires one to give love, yet in giving love one must differentiate, follow a
prescribed order, and attend to relative importance according to the different types of human
relations. This is because different types of relations convey different moral significance in
relation to the requirements of humanity. Confucianism requires that love be manifested in
specific virtues for particular human relations. (Fan 2002, p. 356)

I would like to take the above representation of the Confucian alternative as my
reference point in my discussion below. I shall argue that while it is right to say that
Confucianism regards human relationships as the basis of human morality, and puts
a lot of emphasis on the importance of family in a person’s moral life, there is a gap
between such features of Confucianism and the characterization of Confucianism
as familistic in nature.
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What is the foundation of human morality? The Confucian answer is simple:
human morality has its foundation in human relationships, which in turn have their
source in human nature and human sentiments (Yu and Tao 2012). We find ourselves
in some relationships with other people, such as the relationship with our parents
and siblings. According to Confucian ethics, such natural human relationships form
the most elementary basis of human morality. As it is said in the Book of Changes:

Heaven and earth existing, all (material) things then got their existence. All (material) things
having existence, afterwards there came male and female. From the existence of male and
female there came afterwards husband and wife. From husband and wife there came father
and son. From father and son there came ruler and minister. From ruler and minister there
came high and low. When (the distinction of) high and low had existence, afterwards came
the arrangements of propriety and righteousness. (Legge 1963, pp. 435-436)!

On the other hand, there are also some relationships that we enter into, such as by
taking up the role of a government official or a medical doctor. Such roles and rela-
tionships are the basis of our ethical obligations. The following passage implies that
responsibility comes with a certain professional role that one takes up:

The Master said, “Do not concern yourself with matters of government unless they are the
responsibility of the office you are in.” Zengzi commented, “The gentleman does not allow
his thoughts to go beyond his office.” (4nalects 14.26; Lau 1992, p. 141)

Confucius was once a minor official in charge of stores. He said, “All I have to do is
to keep correct records.” He was once a minor official in charge of sheep and cattle.
He said, “All T have to do is to see to it that the sheep and cattle grow up to be strong
and healthy” (Mencius 5B5; Lau 1984, vol. 2, p. 213).

The traditional Chinese conception of morality is renlun (A& or human rela-
tionship). Morality is regarded as based on human relationships. There are different
kinds of human relationships, and different kinds of human relationships give rise
to different kinds of moral obligation. By contrast, Western conceptions of moral-
ity for the most part regard impartiality as the essence of morality.? A /un or human
relationship is defined with reference to a self. The human relationships referred
to here are relationships between individuals, but never relationships between an
individual and a collective (be it a family or a state). As noted by a number of
scholars, the emphasis is put neither on the individual nor on the collective, but on
the relationships. As a result, neither individualism nor collectivism is advocated in
Confucianism (Liang 1989; King 1985).

The moral duty one has to another person is determined by the kind of human
relationship one has with the other person, and the position one has in that human
relationship. It is said in the Analects: “Let the ruler be a ruler, the subject a subject,
the father a father, the son a son”(4Analects 12.11; Lau 1992, p. 113). What is meant
is that each person should do well with his role. The role for each person is different,
and depends on the position the person occupies in his various human relationships.

! This paragraph from The Book of Changes is summarized in Ban Gu (32-92 A.D.) the History of
Han Dynasty as “The Book of Changes said, ‘As there are husband and wife, father and son, ruler
and minister, superior and junior, propriety and rightness have a basis.” In this summary it is made
very clear that human relationships are the source of human morality.

2 This is a characterization made by Thomas Nagel in his book Equality and Partiality (1991).
Western philosophers such as Kant, Hare and Rawls fit this characterization very well.
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Five major human relationships are commonly enumerated in the Confucian clas-
sics. In the Mencius, for example, the duties for different kinds of human relation-
ships are spelt out: “love between father and son, duty between ruler and subject,
distinction between husband and wife, precedence of the old over the young, and
faith between friends” (Mencius 3A4; Lau 1984, vol. 1, p 105). This passage iden-
tifies five crucial human relationships (/un), and the principles (/i) of these five
human relationships.?

Out of the five major human relationships, three of them (i.e. father and son,
husband and wife, elder brother and younger brother) reside in the family. This
may give people the impression that the relation-based ethics in Confucianism has
a lot to do with the family. On the other hand, it is also very clear that the family is
regarded as an important domain of moral practice in Confucianism. For example,
it is said in Mencius:

Mencius said, ‘There is a common expression, “The Empire, the state, the family.” The
Empire has its basis in the state, the state in the family, and the family in one’s own self.’
(Mencius 3A5; Lau 1984, vol. 1, p. 141)

It seems apparently right to say that Confucianism provides an alternative model
that is different from the individual-oriented model, as it puts the emphasis on hu-
man relationships and gives a more important role to the family. However, do the
above observations warrant us to conclude that Confucianism is not just relation-
based but also familistic in nature? My answer is no.

6.2 How Confucian Ethics is Different from Familism

It is important to distinguish between Confucian ethics and familism. The two can
be distinguished in a number of ways.

6.2.1 Multiple Value vs. Family Value

First, family is just one value among a number of core values recognized by Con-
fucianism. It is neither the highest value nor the only value. It is a value to be
considered and balanced rather than to be unequivocally upheld as sacrosanct and
to override other values whenever there is conflict. The position of Confucianism
is more accurately described as upholding multiple values, rather than singling out
the family as having paramount moral status. For Confucianism, the real moral
challenge is to balance different values, instead of arranging different values in a

3 Some writers refer to the Confucian morality as a role-based morality. See Hansen (1993, 72). In
discussing the Confucian concept of the person, Henry Rosemont emphasizes the importance of
roles: “If we reject the view of human beings as free, autonomous, rights-bearing individuals, what
are the alternatives?... For the early Confucians there can be no me in isolation, to be considered
only abstractly: I am the totality of the roles I live in relation to specific others” (1991, 71-72).
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hierarchical order (Yu 2010). According to this perspective, ethics is not just about
distinguishing right from wrong, or good from bad, but also about making judg-
ments and decisions when there is a conflict between different kinds of good. The
key is not to choose between opposite values, but to balance and moderate.

According to the historian Wang Guowei (1877-1927 CE), the institutions of the
Zhou dynasty (1111-249 BCE), which were designed by the Duke of Zhou (b. circa
1100 BCE), who was much admired by Confucius, and left everlasting imprints
on Chinese culture and civilization, were based on three core values: zunzun B
B (respect those who have high status); gingin $ (maintaining good relation-
ships with those who are related to oneself); and xianxian B B (appointing those
who are virtuous and capable) (Wang 1973). Each of these three values is of crucial
importance in itself, but each one also has serious limitations. Respecting those who
have high status is essential for maintaining stability and order. Maintaining good
relationships with those who are related to oneself is essential for fostering social
cohesion. Appointing those who are good and capable is essential for promoting
good governance. All the three values have important functions to serve, and so
they should all be preserved at least to a reasonable extent. As a result, the important
question to answer is not which of these three values is more important and which
of these three should override the others, but rather: how can all three of them be
achieved as far as possible, or how to strike a good balance between all these three
areas of concern.

Likewise, in the Confucian classic The Doctrine of the Mean, good governance
consists in a set of nine canonic principles (jiu jing JL#). They are: cultivate one’s
person; honor the good and capable; be devoted to one’s kin; respect the senior min-
isters; understand the difficulties of the various officials; love the common people;
attract the various artisans; give preferential treatment to people from afar; pacify
the feudal lords (Legge 1971, pp. 408—411). The real challenge is not to do each as
well as possible, but to do all of them as far as possible at the same time.

What exactly are the Confucian multiple values? Are there three or nine such
values? How do we strike the appropriate balance when there is a conflict among
the multiple values? These are important questions, but they are not questions that
we have to answer here. It is sufficient for our current purpose to realize that fam-
ily is just one aspect of concern in the Confucian scheme of values, and it is over-
simplifying and misleading to characterize Confucian ethics as a kind of familism.

6.2.2 Relation-Based vs. Family-Based

It is also important to note that even if individualism is rejected by Confucianism, it
does not imply that Confucianism must be associated with some form of collectiv-
ism, such as communitarianism or familism.

As pointed out by outstanding scholars of Chinese society and Chinese ethos
such as Liang Shuming (1893-1988 CE) and Fei Xiaotong (1910-2005 CE), Chi-
nese society is neither individual-based nor collective-based, but relation-based.
Neither the rights of the individual nor the benefit of the collective is regarded as
having priority.
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In the words of Fei Xiaotong, the Chinese pattern is “self-centered,” and the
self is connected to different people with different types and different degrees of
relationships:

According to the Western pattern, all members in an organization are equivalent, just as all
straws in a bundle are alike. This is quite different from the Chinese pattern. Social relation-
ships in China possess a self-centered quality. Like the ripples formed from a stone thrown
into a lake, each circle spreading out from the center becomes more distant and at the same
time more insignificant. With this pattern, we are faced with the basic characteristic of Chi-
nese social structure, or what the Confucian school has called ren/un (human relationships).
What is lun? To me, insofar as it is used to describe Chinese social relationships, the term
signifies the ripplelike effect created from circles of relationships that spread out from the
self, an effect that produces a pattern of discrete circles. ...... Lun stresses differentiation.
In the Book of Rites (Liji), the “ten relationships” form a discontinuous classification. Gods
and ghosts, monarchs and subjects, fathers and sons, the noble and the base, the intimate
and the unconnected, the rewarded and the punished, husbands and wives, public affairs
and private affairs, senior and juniors, and superiors and inferiors—these are principal
types of human relationships. “Everyone should stay in his place” (bu shi qi lun); thereby,
fathers are differentiated from sons, those remote from those close, those who are intimate
from those who are not. (Fei 1992, p. 65)

Liang Shuming (1893—1988), in his book Essence of Chinese Culture (1989),
contrasted Chinese society with both the individual-based and the society-based
models. He argued that both the individual-based and the society-based models are
Western ways of organization—the former best represented by Britain and United
States, and the latter by the then USSR. He also clearly denied that Chinese society
is family-based, and argued that Chinese society is relation-based. Neither the self
nor the collective is given priority, but rather the different kinds of relationship a
person finds himself in. In a relation-based ethics, the key question is not what is the
best for an individual or the collective, but what is the best for the relationship. The
key question is: what should I do given my role in the relationship. For example:
what should a good son do? What should a good husband do? What should a good
friend do?

In the Confucian tradition, morality was particularistic. One’s moral obligations to others
were defined by their positions within one’s network of personal affiliations. In Confucian
moral discourse, the configuration of Chinese society was, as the great Chinese anthropolo-
gist Fei Xiaotong expressed it, “like the rings of successive ripples that are propelled out-
ward on the surface when you throw a stone into water. Each individual is the center of the
rings emanating from his social influence. Wherever the ripples reach, affiliations occur.
The rings used by each person at any given time or place are not necessarily the same....” In
such particularistic configuration, the nature of one’s moral obligations to another depended
on the precise nature of one’s relationship to the other; for instance, a son’s obligations to
his father were different from a father’s obligations to his son. (Madsen 1984, pp. 54-55)

6.2.3 Role-Based Perspective vs. Holistic Family Perspective

Even within the family, there are different kinds of relations, for example, father and
son, younger and elder brothers, husband and wife. The ethics involved is based on
the specific relationships as well as one’s place in the relationship. This approach
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to ethics recognizes the important roles played by family members, but it is not
familism, or specific kinds of familism such as family utilitarianism or family re-
publicanism, which assume that there is some collective good, such as the best
interest of the family, that all members of the family should try to promote, or that
there is some kind of General Will, such that an unselfish true member of the family
will act in a certain way for the sake of the family. In the Confucian relation-based
ethics, however, different people in the family have different roles to play. What
they are supposed to do is not the same. What is right for the son to do to the father
may not be right for the father to do to the son. Likewise, what is right for the father
to do to the son may not be right for the son to do to the father.

As there are different perspectives within the family, it is unjustified to reduce
all such perspectives into a perspective called “the family’s perspective.” A relation-
based ethics requires people to take up the perspective pertinent to their role in the
relationship, instead of requiring everyone in the same collective unit to take up the
same perspective.

The relation-based principles are stated in a number of Confucian classics.* In
the Book of Rites, for example, it is said that there are five basic human relation-
ships, and as there are two roles in each relationship, there are ten basic kinds of
patterns of moral behavior.

What is human morality? The father should be concerned with the well-being of the son.
The son should be filial to the father. The elder brother should set an example for the
younger brother. The younger brother should respect the elder brother. The husband should
have life-long commitment to the wife. The wife should follow and support the husband.
The senior should give benefits to the junior. The junior should be cooperative with the
senior. The ruler should be actively concerned with the well-being of the minister. The
minister should be loyal to the ruler. These ten things are called human morality.

Let us for the moment forget about the larger society and just focus on the family.
It is important to notice that even within a family, what each person is supposed to
do in the family may not be the same. Let us use the parent-child relationship as an
illustration: the parent should take care of the long-term well-being of the child, and
the child should respect the will of the parent. Such a differentiation of roles has
important practical implications. For example, as the parent is responsible for the
long-term well-being of the child, it is justified for the parent to coerce the child to
have healthy lifestyle, such as to have a balanced diet or to quit smoking. The par-
ent is not doing his or her duty if the parent just lets the child makes his or her own
choice. On the other hand, it would be wrong for the child to coerce the parent to
have healthy lifestyle. The child can persuade the parent, but not coerce him or her.

We can put it this way: the priorities of values are different for the parent and
child. For the parent, in dealing with the child, the care of the long-term interest of

4 See for example the chapter “Liyun” in The Book of Rites, and Year 26 of the Duke of Zhao as
well as Year 3 of the Duke of Yin in Zuozhuan. For a translation, see Legge 1885, vol. 1, 379-380;
Legge 1960, vol. 5, 13, 718.

5 “Liyun,” The Book of Rites. My translation. For Legge’s translation, see Legge 1885, vol. 1, 379—
380.
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the child should come before respect for freedom of choice. For the child, in dealing
with the parent, the respect for freedom of choice of the parent should come before
the care of the long-term interest of the parent.

The elder brother and the younger brother also have different roles to play. The
elder brother should be the role model for the younger brother, and the younger
brother should respect the elder brother. This implies the younger brother can adopt
a more individualistic ethics, and the elder brother has to adopt a more collectivist
or altruistic ethics. The younger brother just has to take care of himself, and give
the elder brother due respect, but the elder brother has to bear in mind the influence
that he might have on the younger brother in deliberating about what he should do.
For example, in considering whether to donate a kidney to someone outside the
family, the younger brother can take the decision more like a personal decision, but
the elder brother has to consider whether this behavior sets a good or bad example
for the younger brother. The parents, on the other hand, have a different role, and
their primary duty is to ensure that the choice made by the child will not cause any
significant harm to the child’s long-term interest.

Unlike familism, the crucial question raised in Confucian ethics is not “What is
the best for my family?” but rather “What should I do, given my role in the rela-
tionship?” The questions raised would be “What should a caring father do?” “What
should a filial son do?” “What should a committed husband do?” “What should a
supportive wife do?”. This ethics of multiple perspectives is not adequately repre-
sented by the model of familism.

6.3 How Important is Informed Consent?

How important is informed consent? In answering this question, we will do well
in taking the Confucian advice: “The gentleman devotes his efforts to the roots.”
(Analects 1.2; Lau 1992, p. 3) What is the purpose of informed consent? Why is
it important? What function does it serve? To answer the question “what kind of
informed consent is justified” or “how should informed consent be done?”” we must
first answer the question “what is the real meaning of informed consent?”’

I would like to argue that (1) informed consent has remedial value; (2) informed
consent has derivative value; (3) informed consent has limited value; and (4) in-
formed consent contains composite values and internal conflicts.

“Informed consent” emerged as a remedial measure. Some practices are regard-
ed as clearly unacceptable, and informed consent is devised as a way to prevent
such kind of malpractices to happen. “Informed consent” originated as a means
to protect research subjects. Nazi experiments during the Second World War were
unethical because they were done without the consent of the subjects. The verdict of
the Nuremberg trial listed ten principles that all research involving human subjects
must observe, and one of which is “informed consent:”

The voluntary consent of the human subject is absolutely essential. This means that the per-
son involved ... should be so situated as to be able to exercise free power of choice without
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the intervention of any element of force, fraud, deceit, duress, overreaching or any other
ulterior form of constraint or coercion. (Nuremberg Tribunal 1947)

Two problems, however, were left unsolved by the Nuremberg Code: (1) If the
patient is in coma or in emergency situation, how can the patient give informed
consent? (2) If a new treatment is likely to benefit a patient in coma or in emer-
gency situation, but the treatment cannot be given to the patient because informed
consent cannot be obtained, does this contradict the original intention of protecting
the patient from harm?

In order to make sure that medical practitioners will not fall into the traps of
violating the patients’ informed consent, in recruiting them as research subjects or
in including them in clinical trials, it is necessary to work out a version of “informed
consent” that is workable for the practitioners. The “Declaration of Helsinki” was
approved by the 18th World Medical Assembly held in Helsinki in 1964 (World
Medical Organization 1964). It was less restrictive than the Nuremberg Code, and
it was drafted by the Medical Association to meet the practical needs of the medical
professionals. It introduced the concept of proxy or surrogate consent—when a per-
son (e.g. a baby, a patient in coma) cannot give informed consent, a proxy can give
consent on behalf of the person concerned. It also distinguished between therapeutic
research and non-therapeutic research—the proxy can give consent to participate in
therapeutic research (but not to participate in non-therapeutic research).

Both Beecher’s 1966 paper® and the Tuskegee scandal made widely known in
1972 showed that the abuse of people as research subjects is not just a war time
crime but can be a systematic misconduct of academic or clinical research. As a
result, scientific researchers and medical practitioners today have to take informed
consent very seriously, or else they would be accused of involving in unethical
research or practice.

“Informed consent” is designed as an effective measure to protect the subject in a
hostile environment. As such, it is an instrumental value, and its value is derivative
from other more fundamental goods, such as the protection of the vulnerable or the
respect of individual choice. However, as it is developed today, obtaining informed
consent is more a means to protect the researchers from being accused of using the
subjects inappropriately.

Let’s consider the supposed values of protecting the interest and realizing the
autonomy of the subject. How effective is informed consent as a means to achieve
these purposes? Informed consent is an instrumental value. Its real value depends
on how far it can promote the goal value. There seem to be two common justifica-
tions: (1) the protection justification: protection of people from being abused as
research subjects; (2) the “autonomy” justification: Every human being of adult age
and sound mind has the right to determine what will be done to his body.

According to the protection justification, the value of informed consent is de-
rivative. It is, however, based on two dubious assumptions: (1) the subject knows

% In his paper, Beecher gave more than twenty real examples of unethical research whose results
have been published in established journals.
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what is good/bad for himself and will choose accordingly; (2) the subject has all
the relevant information and is able to understand and make use of it intelligently.

The second justification regards informed consent as more fundamental in na-
ture. However, the view that a person has a right to determine what can happen to
his body does not seem to be a sound fundamental value, as it justifies selling or-
gans and disallows the prevention of suicide. Respect for person can be recognized
as a fundamental value, but there is a gap between respect of a person and respect
of the person’s choice, as well as a gap between respect of the person’s choice and
obtaining the person’s consent. Respecting the choice of a person is just one way to
respect the person, and there can be other legitimate ways.

Moreover, “informed consent” is not one single coherent value, but a composite
value. “Informed consent” has three components: voluntariness, information, and
comprehension. For there to be genuine consent, three conditions have to be met.
First, the subject has to agree to participate without coercion or undue influence.
Second, the subject has to be given information about the nature of the activity or
participation, foreseeable risks, benefits, alternatives, etc. Finally, the subject has
to understand the information given to him or her. There is tension and competi-
tion within these three components of informed consent. For example, there is ten-
sion between information and comprehension. The information component requires
that information be given as complete and accurate as possible. The comprehension
component requires the information given to be comprehensible and manageable.
These are different concerns, and may lead to different attitudes and practices. For
the sake of comprehension, it is however, very difficult to meet all the three condi-
tions satisfactorily. In spite of all the efforts, the difference that can be made may be
very small, especially when the stake of participation is very low.

6.4 The Confucian Response to Informed Consent

From the Confucian perspective, the rules and arrangements for informed consent
are the peripherals. The nature of the doctor-patient relationship is the crux of the
matter. What exactly is the doctor-patient relationship? What is the role of the doc-
tor, and what are the doctors expected to do? Can the doctor be trusted with a certain
task, or is the patient on his own take care of his own self-interest?

The Confucian role-based ethics carries an important ethical message: ethics is a
collective enterprise. It is not the work of one person, but has to rely on the coopera-
tion of a number of persons. Instead of requiring everyone to aim at the highest goal
or to follow an ultimate principle, it is better to design roles according to the pursuit
of a worthwhile goal, and then require everyone to do their role.

Confucius said, “It is a better strategy to act according to one’s role than to act directly
according to the Way.” (Legge 1960, vol. 5, p. 684)7

7 Zuozhuan, Year 20 of the Duke of Zhao.



102 K.-P. Yu

Mencius said, “One who holds an office should resign it if he is unable to discharge his
duties. One whose responsibility is to give advice should resign if he is unable to give it.”
(Mencius 2BS; Lau 1984, vol. 1, p. 79)

The contemporary emphasis on informed consent in all kinds of human interac-
tions fails to recognize the special relation between the doctor and the patient, and
the special role that a doctor is expected and required to play. Informed consent is
important in interaction between strangers, but people who have a loving or trusting
relationship do not have to take so much effort to safeguard themselves from each
other. The crucial question that has to be answered is: what exactly is the nature of
doctor-patient relationship? How much trust can the patient put on the doctor, and
when can it be said that the doctor has betrayed the trust of the patient?

Should the doctor-patient relationship be understood as a relationship between
service provider and customer? If that is the case, then the major task of the doctor
is to satisfy the preference of the client, and the major ethical principle is “Caveat
emptor” (let the buyer beware). If the doctor-patient relationship should be under-
stood as a trusting relationship, then the doctor is committed to the task entrusted
(i.e. health of the patient), and the major ethical principle to follow is “Credat emp-
tor” (Let the buyer trust).

The Confucians distinguish between two kinds of professions. (1) Noble profes-
sions: A person serving in the noble profession is called s/i, which can be translated
as “gentleman,” “knight,” or “scholar.”® The main purpose of a noble profession is
to fulfill a noble mission. Examples of this kind of noble profession include: gov-
ernment official, doctor, and teacher. (2) Common professions: the main purpose of
common professions is just to earn a living. Examples of such profession include
merchant, farmer, and worker. Mencius said that it is alright to take up the second
kind of profession just to earn a living, but it is wrong to regard the first kind of
profession just as a means to earn a living. Certain strict moral codes have to be fol-
lowed in taking up the noble profession.

Mencius said, “Poverty does not constitute the grounds for taking office, but there are times
when a man takes office because of poverty.... A man who takes office because of poverty
chooses a low office in preference to a high one, an office with a small salary to one with
a large salary. In such a case, what would be a suitable position to choose? That of a gate-
keeper or a watchman. ... It is shameful to take one’s place at the court of a prince without
putting the Way into effect.”(Mencius 5B5: Lau 1984, vol. 2, p. 213)

In Chinese history, medicine has long been regarded as a noble profession.
Here are some passages expressing such a view:

A great physician must have a tranquil mind and be free from desires. He must first be
moved by the heart of compassion, and vow to relieve the suffering of all that have a soul.
When those who are sick and painful come to ask for help, no attempt should be made to
find out whether they are noble or mean, rich or poor. There should be no distinction with

8 The following are some descriptions of shi (gentleman): “A gentleman must be strong and reso-
lute, for his burden is heavy and the road is long” (4nalects 8.7; Lau 1992, 71); “What is the busi-
ness of a gentleman? To set his mind on his ambition” (Mencius, 7A33; Lau 1984, vol. 2, 279).
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regards to age or beauty. Friends or enemies, Chinese or foreigners, clever or stupid, should
be treated alike—just like one’s closest family members. (Sun 1996, p. 615)°

Doctors have to meet very high ethical standards. Those who are not benevolent cannot
be relied on. Those who are not wise and learned cannot be used. Those who do not have
perfect personal integrity cannot be trusted. This is why since ancient time people choose
doctors from famous families, who have generations of proven records of good ethical
practice.!?

It is wrong to study medicine for the sake of earning a living. Medicine is an art which
reveals the secret of heaven and earth, life and death. It is an art which can intervene with
the course of nature, and save people from death. Only the best type of scholars with highest
level of morality should be allowed to learn this art."!

6.5 Confucian Virtue Ethics at Work

Let us now consider some cases.

6.5.1 CaseA

Mr. A’s father has fallen into a coma and will never regain consciousness. Mr. A can afford
the time, energy, and money to take care of his unconscious father, but such expenses will
substantially take away from his care of other members in his family. The hospital is now
asking for his consent to turn off the life-sustaining equipments. If he himself was in such
condition, he would not hesitate to turn off the machine for himself. But he worries that he
would be criticized as being an unfilial son if he gives consent to turn off the life-sustaining
equipment. What should he do?

If he can provide better care to his family as a whole by letting his father die, should
he do so? From the perspective of familism, this may be the right thing to do. But
will a truly filial son sacrifice his father for the greater benefit of the family? On the
other hand, what does the son really care about—to be a filial son or to be regarded
as a filial son? I think the above case can show very well the blind-spots of both
familism and conventionalism.

In Taiwan, as in other Chinese societies, family members play a very important
role in health care. Surveys have been done to find out whether people would sup-
port some form of euthanasia under some specific conditions for themselves as well
as for their family members (Yang 2003). It was found that most people would pre-
fer ending their life under some specific conditions (such as in vegetative state, or in
a painful dying process) but they would not prefer the same for their parents. There
seems to be some apparent contradiction here. If they prefer what they regard as the
best for themselves, why would they want to have something else for their parents?

° Sun Simiao (581-682), Essential Prescriptions Worth a Thousand Pieces of Gold, 1.2, “Sincere
Attitudes of a Great Physician.” My translation.

10 Yang Quan of the Southern Qi period (479-503), Wuli lun, Quoted in Lin 1993, 34.
11 Xu Dachun & X#& (1693-1771), Yixue Yuanliu Lun. Cf. Xu 2002, vol. 2, 57.
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The major reason given was that people were influenced a lot by the idea of filial
piety. They would like to be regarded as filial, and withdrawal of treatment may be
interpreted as saving resources and not caring their parent enough.

When the son is considering whether he should give consent to terminate fu-
tile treatment for his parent, what is the right ethical question that he should ask
himself? In Confucian ethics, the right question for the son to ask is none of the
following:

1. What should I do to promote the best interest of my family?
2. What should I do to be regarded as a filial son?

But rather:
3. What should a person with the heart-mind of a truly filial son do?

Asking question (1) may lead him to give up treatment while asking question (2)
may lead him to continue the treatment regardless of its effectiveness. By asking
question (3), he cannot jump to the conclusion so quickly, but has to take into con-
sideration the well-being and the will of his parent. The question he has to answer
is: what should he do to truly care about his parent and respect his or her will? The
parent should not be seen as just a utility-bearer that contributes to the well-being
of the family as a whole. In role-based virtue ethics, the son’s duty to the parent is
based on their relationship and his role as a son, and is not conditional on the parent
being a vehicle constituting and contributing to the so-called benefit of the family.
The following historical story is illuminating. In the year 1393, in the early Ming
dynasty period, a man called Jiang Bo-er had a mother who was not able to recover
from sickness after a long time. He heard that using their son’s flesh to make soup
could help to cure the disease of one’s parent, so he cut off a piece of his flesh, and
made “spare-rib soup” for his mother. His mother did not recover. He pleaded to the
gods in the temple, and he promised to kill his son to make sacrifice to the gods if
his mother could recover. His mother did recover, and he killed his three-year-old
son to thank the gods. The local official reported the case to the Imperial Court, and
suggested commending the filial son. The Emperor, who was well advised by his
scholar-ministers, gave the following edict (Xiong 2007, pp. 35-38):

The relation between father and son is a most important natural relationship. The person
concerned is so foolish to kill his son. This is total annihilation of human relationship. How
ridiculous it is to suggest commending such behavior!'2

Jiang Bo-er’s behavior can be justified by familism as well as conventionalism.
As one’s mother is regarded as a more important member in the family than one’s
three-year-old son, it can be argued that killing the son to save the mother is to the
greater interest of the family. Jiang’s behavior was also regarded as filial according
to the popular opinion at that time.

However, from the perspective of role-based Confucian virtue ethics, Jiang has
a dual role to his mother as well as to his son. Killing his son to save his mother is
wrong, as the father-son relationship is also a primary relationship that he has, and
this role also has its firmest basis in human nature and human sentiments. Jiang’s

12 Translation mine.
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thinking, however, was utilitarian in nature—he gave highest weighting to his
mother, lower weighting to himself, and very low weighting to his son. This is a
utilitarian rather than a Confucian scheme of thinking.

6.5.2 Case B

Doctor B is a family doctor. He is at the same time doing medical research. Right now he
would like to recruit a number of subjects. The research he is doing cannot benefit the sub-
jects, and it may cause some discomfort and small risk. But he is quite sure that he can go
through the procedures properly and obtain informed consent from his patients if he invites
them to participate in his research. Is there any ethical problem if he can obtain his patients’
informed consent to participate in his own research?

As a family doctor, he has a specific role to play, and he owes special obligations to
his patients. The right question that he should ask is not:

1. What procedures or rules I should follow to avoid complaints and punishments?
or

2. What agreement can I reach with my patient?

But rather:

3. What should a doctor with the heart and mind of a truly good and caring doctor do?

Of course the doctor can do his own research, and he is free to recruit subjects to
participate in his research. But there is a role conflict in him recruiting his own pa-
tients as the subjects of his research. As the patients’ family doctor, he is entrusted
with the well-being of the patients, so far as their health is concerned. He has the
obligation to protect their health interests. Recruiting them in research that will not
bring them any good and may even bring them some harm contradicts his role of
caring. Other people can recruit the patients in other settings, but not through the
family doctor’s capacity, since he has an ethical relation with the patients.

6.6 Conclusion

Seeking prior informed consent of a person whenever something of substantial im-
pact is done to the person is appropriate and necessary in human interactions with-
out a special relationship. When there is a relationship, informed consent is not a
primary issue that has to be handled first. The nature of the relationship is the prima-
ry issue, which provides the frame of reference for deciding how relevant informed
consent is, and to what extent informed consent is necessary or appropriate. In the
area of health care, the doctor-patient relationship is of primary importance, not pro-
cedural issues like obtaining prior informed consent from the patients concerned.
Confucian ethics is unique in giving human relationships a central place in
ethical problems. Confucian ethics is more accurately described as relation-based,
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role-oriented, virtue ethics, than as familism. Giving human relationships a cen-
tral place in ethics justifies not just giving family members a more important role
to play in the medical decision-making process of a patient by his or her family
members, but it likewise provides support to give a special role to the doctor, as the
doctor-patient relationship is also an important and ethically relevant relationship.
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Chapter 7
The East Asian Family-Oriented Principle
and the Concept of Autonomy

Lawrence Y. Y. Yung

7.1 Introduction

I shall begin with a brief sketch of the East Asian principle of autonomy first pro-
posed in Ruiping Fan’s (1997) “Self-determination vs. Family-determination: Two
Incommensurable Principles of Autonomy.”! The East Asian principle of autonomy
supports family-sovereignty in bioethics as it regards the family and the patient
together as an autonomous unit comprising the final authority in clinical decision
making. Moreover, it assumes an objective conception of the good collectively
understood by family members and it upholds harmonious dependence within the
family.

There has been a persistent concern in bioethics about the role of the family in
clinical decision making. A major worry is that the family’s involvement in an adult
patient’s clinical decision making may interfere with the patient’s autonomy and his
best interests. Therefore, while the family-oriented principle is subject to critical
scrutiny, the East Asian principle of autonomy is criticized for being “a principle of
family autonomy” and hence a misimplementation of the ideal of autonomy, like
the Millsian individualistic notion of autonomy as freedom to choose treatment in
bioethical contexts.?

In this chapter I will discuss Kyungsuk Choi’s criticisms of the East Asian prin-
ciple of autonomy and his objections to the family-oriented principle in East Asian
bioethics. In addition to Choi’s objections, I will also address two moral issues

! Fan argues elsewhere that the Western and Chinese models of medical decision making manifest
two different perspectives of human life and human relations. See Fan 2002.

2 See Chap. 5.
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pertaining to the ethics and practice of the family-oriented principle. The first issue
is that the family-oriented principle may give rise to the problems of family-oriented
paternalism in bioethics and withholding information from patients. The second is-
sue is that under undue pressure from family members, a patient may succumb to
familial interests and sacrifice his own interests. I argue that these issues pose seri-
ous problems for the East Asian family-oriented principle as a viable alternative to
individual-oriented decision making in bioethics.

Contrary to Fan, Kam-por Yu argues that the Confucian model of informed con-
sent is not a familial model.? T will examine Yu’s position and complete my discus-
sion by reflecting on the primacy of autonomy in bioethics against the backdrop
of Fan’s account of the East Asian principle of autonomy and Choi’s call for a
return to the Kantian non-individualistic understanding of moral autonomy as the
ideal conceptualization of patient autonomy that provides the ethical foundation for
informed consent.

7.2 The East Asian Principle of Autonomy
and Family-Sovereignty

Fan argues that East Asian bioethics and Western bioethics can be differentiated
not only in Tom Beauchamp’s broad sense of morality but also in his narrow sense
of morality.* In particular, East Asian bioethics and Western bioethics differ in the
narrow sense with regard to the minimal substantive content of the principle of
autonomy, which bears on clinical decision making. Accordingly, the East Asian
principle of autonomy and the Western principle of autonomy are incommensurable
on three issues: (1) who holds the final authority of decision-making, (2) what is
the basis for the decision made, and (3) what is the major value upheld by the prin-
ciple of autonomy. On Fan’s view, “the East Asian principle of autonomy contains
the minimal substantive content of family-sovereignty, an objective conception of
the good and harmonious dependence, while the Western principle of autonomy
carries the minimal substantive content of self-sovereignty, a subjective conception
of the good and individual independence” (Fan 1997, p. 319). According to Fan the
Western principle of autonomy is not a universal moral precept because East Asian
bioethics is informed by its own principle of autonomy.> With its claim of family-
sovereignty, the East Asian principle of autonomy appears to be drastically different

3 See Chap. 6.

4 See Fan 1997. According to Beauchamp’s distinction, morality in the narrow sense is constituted
by moral precepts that are vague, indeterminate, and yet universally binding whilst morality in the
broad sense is constituted by moral precepts that are subject to further culturally and theoretically
conditioned interpretations. Hence, no ethical precept in the broad sense of morality is absolute;
only ethical precepts in the narrow sense of morality are universally binding. See Beauchamp
1996.

5 Fan anticipates the objection that the East Asian principle of autonomy he proposes is not a
principle of autonomy at all because it goes beyond the basic scope of the concept of autonomy
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from the Western principle of autonomy, which regards the individual as the locus
of autonomy.® In the absence of a standing formulation of the East Asian principle
of autonomy, Fan has proposed the following:

Positive Formulation: Every agent should be able to make his or her decisions and actions
harmoniously in cooperation with other relevant persons.’

Negative Formulation: No harmoniously made decisions and actions should be subjected to
controlling constraints by others (Fan 1997, p. 316).

In contrast to the Western principle of autonomy, the East Asian principle is a less
known and less established concept in bioethics.® Indeed, the East Asian principle
of autonomy is “yet to be clearly articulated” (Fan 1997, p. 313). Unlike the Western
principle of autonomy, which is an individual-oriented principle, the East Asian
principle is a family-oriented principle. In the West, a competent patient is given
final authority over his own body and well-being in bioethical contexts while his
family can at best play a secondary role.’ The patient can accept or refuse medical
treatment according to his wishes and his private conception of the good, even if
his family has a different view. In the West, the family is obligated to respect the
patient’s self-sovereignty and his capacity for self-determination. In East Asia,
however, family-sovereignty is the norm, i.e., the family and the patient, together as
an autonomous unit, share final authority when making clinical decisions. As Fan
notes, “it is not a sick family member him/herself but the entire family that has real
authority in clinical decision making. Western people might be concerned about

as it is understood in the West. See Fan 1997, p. 321. I discuss the concept of autonomy in the last
section of this chapter.

¢ Unfortunately bioethicists have not been able to resolve the question regarding what we are to
respect in respecting autonomy. Different suggestions include: autonomous choice, autonomous
execution of a choice, autonomous agency, and the will of an agent. The conceptual enquiry into
the notion of autonomy goes beyond bioethics and becomes metaphysical.

7On Fan’s account, the other relevant persons in the clinical context would include family
members, like the spouse, parents and adult children, in addition to the physician. Fan’s discussion
makes no reference to people who are emotionally or psychologically close to one another, e.g.,
adopted families and other domestic and intimate relationships.

8 Here I am using “the Western principle of autonomy” as a loose term, without specifying any
particular formulation of the principle of autonomy in Western bioethics. The principle of autonomy
takes a central place in Western bioethics as it is assigned the task of grounding informed consent.
However, despite the primacy of the principle of autonomy, bioethicists have not been success-
ful in formulating a universal principle of autonomy acceptable to all. In the final section of this
chapter I discuss Beauchamp’s dissatisfaction with the unsuccessful attempts of bioethicists to
establish a theory of autonomy that clearly “spells out its nature, its moral implications, its limits”
(Beauchamp 2004, p. 214).

°1In fact, even an incompetent patient in the West can exercise this final authority through
arrangements like surrogate decision-making, living wills and advance directives. In general, the
family is marginalized in clinical decision making in the West. As Mark J. Cherry notes, “The fam-
ily is placed within a hermeneutic of suspicion, as failing to protect the best interests of its mem-
bers” See Chap. 3 for an exegesis of the decline of the family under the individualistic character
of the social-democratic egalitarian ideology that underlines the dominant approach to Western
bioethics.
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this claim of family-sovereignty. But the family under this notion can be viewed
as an autonomous social unit from the physician and the state, analogous to the
autonomous individual in the West” (Fan 1997, p. 317).

7.3 Family-Oriented Principle: Challenges and Responses

Kyungsuk Choi raises three problems concerning the claim of family-sovereignty
introduced by Fan’s account of the East Asian principle of autonomy. The first
problem refers to the lack of a formal procedure for clinical decision making in the
family. In Choi’s own words,
Majority rule presupposes autonomous individuals who are equal. Majority rule may be the
best way to solve a problem when there are conflicts of opinions among equal individuals.

But a family is not composed of equal individuals. Thus it is not so easy to say that a family
may adopt a majority rule (See Chap. 5).

The second problem has to do with the burden of determining an incompetent
patient’s best interests and respecting his wishes. Suppose a patient is deemed
incompetent because he is in a coma and, in accord with family-sovereignty, the
family plays the role of a proxy decision maker on his behalf. Being incompetent,
the patient cannot take part in the decision making process and thus cannot defend
his own wishes. Consequently, his family may ignore his wishes, especially if his
family has no knowledge of them and, therefore, cannot respect them. As a result,
the family can only make a decision on the basis of the patient’s best interests. Even
if the family is aware of the patient’s wishes, they may knowingly violate them on
the grounds that they should act in accord with the best interest of the patient. At any
rate, under family-sovereignty, one’s family may disregard an incompetent patient’s
wishes in an attempt to act in the patient’s best interest. This problem arises because
family members are usually responsible for paying medical fees and the financial
burden may constrain their clinical decisions.

However, the problems Choi raises are not restricted to the family-oriented
model. To begin, the lack of a formal procedure for decision making can also be
found in individual-oriented models. Generally speaking, illness may diminish a
patient’s ability to exercise the critical reflection required for patient autonomy.
Due to deteriorating health conditions and the emotional turmoil caused by illness,
a patient’s cognitive capacity to understand the diagnosis and prognosis of his con-
ditions, as well as his medical options, may have been compromised. His cogni-
tive capacity to make autonomous decisions based on the information given to him
may be greatly undermined. Moreover, despite the institutional implementation of
informed consent procedures, a patient may still fail to critically reflect upon and
evaluate his preferences and options for treatment before coming to a decision. In
fact, the presumption that the patient is an atomistic, autonomous decision maker
capable of making autonomous choices in his own best interest has been challenged
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by feminists and communitarians who conceive of autonomy as a relational concept
and define selfhood as deeply imbedded within one’s social relations with others.!”

Family involvement in bioethics can help a patient in different ways. Self-inter-
pretation and interpretation of the self by others are interrelated. As Charles Taylor
puts it “we define our identity always in dialogue with, sometimes in struggle
against, the things our significant others want to see in us” (Taylor 1994, p. 28). A
patient’s self-interpretation is important to his capacity for autonomy. His autono-
mous decision may be undermined by some internal weakness or psychological im-
pediment such as irrational preferences, false consciousness, a belief in oppressive
norms, or deformed desires. In these cases a patient would need the help of others
in order to make a truly autonomous decision. Family-oriented decision-making can
provide a much needed platform for patients to discuss their conditions with family
members before making a decision. In the process of making a decision with his
family, the patient may gain a better understanding of his conditions, his options,
and even his genuine wishes.

Family-oriented decision-making is a shared decision making process that
upholds an objective conception of the good accepted by the family. In dealing
with the internal weaknesses and psychological impediments of a patient, family
members may help the patient realize that his current wishes and preferences are not
truly in his best interests or they do not fit with the objective good. As Fan points
out, for the family-oriented principle “what is important is not that one’s clinical
decisions must be made by oneself in conformity with one’s present desires. It is
more important that they are made for one’s long-term good impersonally under-
stood” (Fan 1997, p. 317). However, according to Fan, under the East Asian prin-
ciple of autonomy the family can significantly discount a patient’s currently held
desires, preferences or expectations if they do not agree with the objective good.!
Does this mean that the East Asian principle of autonomy supports family-oriented
paternalism in bioethics? Does the East Asian principle of autonomy allow the
family to interfere with the rational preferences and genuine wishes of a competent
patient? I discuss family-oriented paternalism in the next section.

Family involvement may be particularly helpful when the institutional imple-
mentation of informed consent procedures fails to encourage the patient to engage

10 See Stoljar 2011 for a recent example. Drawing on Charles Taylor’s social theory of agency
and his communitarian arguments against the atomistic conception of the self, Stoljar argues that
informed consent (in the sense of information plus noninterference) is not sufficient for patient
autonomy partly because patients, as agents, “are situated in historical, social, class, race and
gender contexts” (Stoljar 2011, p. 376). As such, this social situation has an impact on identity,
self-conception, and the nature and development of important capacities like autonomy. In sum,
autonomy is intrinsically social and relational because it is conditioned and limited by the social
situation of human existence.In contrast, Jules Holroyd argues that the conditions for autonomous
agency are not constitutively relational though the conditions for autonomous choice or autono-
mous action may be relational. See Holroyd 2009.

' Fan’s example is, “if a patient refuses treatment because he judges his life is no longer worth
living, while the relevant others do not think so in terms of the objective conception of the good,
the patient’s wish would not be followed, whether or not the patient is competent” (Fan 1997,
p- 318).
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in the critical reflection required for patient autonomy. A lamentable characteristic
of modern medicine is that “the patient-doctor relationship has become highly con-
strained, formalized, and regulated instead of being a personal and communicative
relation of interpersonal respect” (Rehbock 2011, p. 526).!? Therefore, a family
platform may provide the kind of caring and emotional support a patient needs most
during illness. It may also empower the patient when dealing with difficulties from
his illness and/or a highly constrained, formalized and regulated relationship with
his physician. Aside from helping a patient endure the healthcare experience and
providing long-term care after discharge, family involvement may also empower
the patient by providing the assistance he needs for autonomous decision making.

Finally, Choi’s concern about conflicts of interest could be a legitimate and prac-
tical worry. However, on the other hand, the family may also provide the financial
aid a patient needs in order to cover medical costs. A more significant moral worry
is that family involvement in the decision making of an adult patient may conflict
with his best interests and may cause the patient, under undue pressure, to succumb
to the interests of his family. I discuss this problem in the next section.

7.4 The Problem of Family-Oriented Paternalism
in Bioethics

Among the three issues Choi raises, the burden of promoting the patient’s best
interests and respecting his wishes is a serious problem for family-oriented decision-
making. Choi’s worry is that under the claim of family-sovereignty, an incompetent
patient’s wishes are vulnerable to the discretion of the family who, in acting as
proxy decision makers, may choose to promote the patient’s best interests at the
expense of his wishes. However, Choi’s discussion does not spell out the full extent
of this worry.

I will now examine the worst-case scenario arising from an endorsement of
family-sovereignty. In determining the best interests of the patient, family mem-
bers play the role of interpreters. Consequently, they may impose their conception
of the good and their values upon the patient who may have very different values
and preferences. However, family-sovereignty allows it on the grounds that family
members are meant to act and decide on the best interests of the patient. This seems
rather paternalistic.

Family-oriented paternalism is morally objectionable because it allows family
members to substitute their judgments for those of the patient as if they knew
better what was conducive to the interests and wellbeing of the patient. In addition,
family-sovereignty may leave no room even for a competent patient to take part in

12 Rehbock depicts a bleak situation for the patient as a solo decision maker: “If one only has to
read and sign a long paper with a good deal of information and is otherwise left alone with the
final decision, one does not get the feeling that one’s autonomy is being respected” (Rehbock
2011, p. 526).
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the decision making process because “generally, the Chinese take for granted that
the entire family makes medical decisions for a patient, whether the patient is com-
petent or not” (Fan 2000, p. 90). When the family takes charge completely it may
lead to concealing illness even from a competent patient.'*> Therefore, the practice
of family-sovereignty may lead to the worst case scenario of family-oriented pater-
nalism in which, even if competent, the patient’s condition is concealed from him
and he is isolated from the clinical decision making process while family members
violate his expressed wishes by acting in what they take to be in his best interests.

Obviously, the worry that family-sovereignty may become family-oriented
paternalism raises a genuine moral concern for the East Asian principle of
autonomy, rendering it an unlikely, if not a completely unjustifiable, principle of
autonomy for Western people. The individualistic approach to bioethics in the West
and the familial approach to bioethics in East Asia represent two opposing attitudes
regarding the role of the family in bioethics. In general, the Western approach has
taken great care to prevent or withhold the family from interfering with an indi-
vidual’s decision making, while the East Asian approach looks upon the family as
an important source of help and support rather than a source of paternalistic inter-
ference. These opposing attitudes to the role of the family in bioethics suggest that
East Asian bioethics and Western bioethics have different conceptions of the nature
of the family and of individuals.

According to Fan, the ethics and practice of family-sovereignty in East Asian
societies are shaped by the Confucian understanding of the family and individuals.
Due to the Confucian moral requirements that “one should take one’s family as an
autonomous unit from the rest of society, flourishing or suffering as a whole” and, in
medical contexts, that “the injury, disease or disability of one family member must
be taken as a problem of the entire family” (Fan 1997, p. 317), it is only natural that
it takes the entire family instead of just the patient alone to make medical decisions.
In general, family-sovereignty is deep-rooted in the daily lives of East Asian societ-
ies. For instance, making a medical decision in accord with family-sovereignty is
like making a decision to relocate the family.'* People in East Asian societies have
a Confucian understanding of the family and individuals and they generally adopt a
familial approach to any issues that concern the family as a whole.

In contrast, although people in the West may approve of a familial approach to
relocation, they generally do not welcome a familial approach to decision making
in bioethics. In relocating a family, all family members in the household are stake-
holders and the family should decide on the relocation by taking into account each
member’s needs for living, education and work. However, this is not an argument
by analogy for the normative claim that insofar as a patient’s illness concerns his
family, other family members should take a more active role as stakeholders in
his decision making. After all, relocation and medical decisions are different in

13 See Fan 2000, 2004 for the implications of the East Asian principle of autonomy on the practices
of truth-telling and on the Confucian view on truth telling in medicine. See also Chap. 15.

14T thank Eirik Lang Harris for the example of relocation.
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important ways. The disanalogies are obvious. Relocating a family usually causes
substantial change in the lives of everyone in the household whereas a patient’s
illness may only mildly affect other family members. For instance, suppose a pa-
tient and his siblings live in different cities and they only see each other a few times
over the years and have very independent lives. In this case the patient’s illness may
not affect the siblings’ lives other than causing some distress and concern. In the
case of medical decision making, it is about what shall or shall not be done to the
patient. It can be a matter of life and death. People in the West do not favor a familial
approach to bioethics as they advocate respect for the patient’s autonomy.

Additionally, in planning for relocation, a family may try to balance the needs
of its members. However, it is inevitable that some needs may precede others and
thus some needs may be compromised. For instance, if the parents have to change
jobs and relocate to somewhere far away from where they live, the parents’ need
to relocate would certainly precede their children’s need to stay in the commu-
nity, peer-groups and schools with which they identify. And of course some parents
would relocate their family in order for their children to receive better schooling.
In any case, when relocating a family each member is a stakeholder and their needs
will be weighted and considered differently depending on the circumstances.

In contrast, when the family makes a medical decision by exercising family-
sovereignty, the patient’s needs and wellbeing are usually given overriding priority
so that other family members sacrifice themselves for the sake of the patient. For
example, family members may take leave from work in order to take turns looking
after the patient.Nevertheless, it is not uncommon for a patient to refuse treatment
because he wants to relieve his family of the financial burden of his medical treat-
ment. For instance, elderly patients usually choose to sacrifice themselves in order
to save family resources for younger generations. In some of these cases they may
succumb to familial interests because of undue pressure from other family mem-
bers. However, in normal circumstances the ethics of family-sovereignty can have
the potential merit of prioritizing the patient’s best interests above those of other
family members.

Gerald Dworkin famously argues that paternalism could be justified in those “pure
cases” in which “the class of persons whose freedom is restricted is identical with
the class of persons whose benefit is intended to be promoted by such restriction”
(Dworkin 2008, p. 283). Such cases are justifiable because in retrospect the person
whose freedom is restricted would consent to the interventions if he possessed the
relevant information. Likewise, family-oriented paternalism can be justified if the
patient would consent to the interventions if he possessed the relevant information
for the decision made. In such cases the patient would come to endorse the good
brought about by the intervention as serving his best interests and wellbeing. How-
ever, there are two unsettling challenges for the family-oriented principle. First, it
is not clear how the family can protect the best interests of a patient when family
members disagree and when the patient is subject to undue pressure to succumb to
family interests. Second, it remains to be seen what a morally appropriate response
for the family would be when the rational choice and genuine wishes of a competent
patient do not fit the objective conception of the good supported by the family.
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7.5 The Family-Oriented Principle: Confucianism
and Familism

Yu argues that because of three crucial differences between Confucianism and
familism the Confucian alternative to the individual-oriented model of informed
consent is not a familistic model, albeit it supports a form of “family engagement”
in medical decision making. Yu suggests that the first crucial difference between
Confucianism and familism lies in a contrast of values. In his own words:

family is just one value among a number of major values recognized by Confucianism. It is
neither the highest value nor the only value...The position of Confucianism is more accu-
rately described as upholding multiple values, rather than singling out the family as having
paramount moral status. For Confucianism, the real moral challenge is to balance different
values, instead of arranging different values in a hierarchical order... (See Chap. 6).

Confucianism on Yu’s view upholds multiple values including the “family value”
and others like the three core values (zunzun, gingin, and xianxian) and the nine
canonic principles for good governance (jiu jing).'> Therefore, Yu concludes,
“family is just one aspect of concern in the Confucian scheme of values, and it is
an oversimplification and misleading to characterize Confucian ethics as a kind of
familism” (See Chap. 6).

This argument appears elusive for a number of reasons. A confusing misnomer
occurs in this argument as it seems to conceive of a “family value” and then con-
flates it with “family” as a concern for Confucianism. It may make sense to say that
the family is “just one aspect of concern in the Confucian scheme of values.” For
Confucianism is also concerned with the state and the individual. But this consti-
tutes a rather weak argument and it does not give much support to the conclusion
that Confucianism is not familistic. Yu seems to reason that since family is just
one aspect of concern for Confucianism, whereas family is the only concern for
familism, Confucianism is therefore not familism. But this is problematic. After all,
Confucianism can still be familistic if its concern for the state and the individual is
extended or derived from its primary concern for the family. In other words, Con-
fucianism is familistic if it supports a familistic conception of politics and takes the
family as the ultimate foundation of human life on which one’s social and political
life is to be modeled.

Moreover, it is puzzling why the premise that the family is a Confucian value
among others (i.e., the three core values and the nine canonic principles) leads to the
conclusion that Confucianism is not familistic. Yu seems to believe that the “family
value” is familial whereas the three cores values and the nine canonic principles
for good governance are mostly nonfamilial, and, therefore, Confucianism is not
familistic.

15 The three core values are first articulated by Wang Guowei (1877—1927) in his study of the Zhou
dynasty. Basically, zunzun means to respect those who have high status, gingin means to maintain
good relationships with one’s relatives, and xianxian means to appoint those who are virtuous and
capable. The nine canonic principles for good governance are found in The Doctrines of the Mean.
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But this argument is muddled because it simply fails to define or explain the
“Confucian family value.” Presumably this ‘Confucian family value’ must be a
familial value. It is true that the majority of the nine canonic principles are nonfa-
milial as they are related to good governance while only one (i.e. xianxian) of the
three core values is nonfamilial.'® So it seems that the three core values and the nine
canonic principles could be used to support the claim that Confucianism upholds
multiple nonfamilial values, therefore it is not a kind of familism.

However, this argument does not work because it is tainted with preconceptions.
The argument mentions mainly Confucian nonfamilial values and is so unreasonably
selective with Confucian values that it risks underrepresenting Confucianism. It is
puzzling why this argument omits the two fundamental Confucian values, i.e., xiao
and di (both are familial), which are of the utmost importance to Confucianism.
The omission of xiao is particularly problematic. It is the most fundamental of all
other Confucian values and it is the root of ren and many other values (Analects
1.2)."7 Therefore, the fact that the father and son relationship comes first in the
five cardinal human relationships (wulun) is not without reason. In fact, those non-
familial relations (i.e., the ruler and subject relationship as well as the friend and
friend relationship) are modeled on, or at least in continuum with, the familial rela-
tionships. This familistic reduction of human relationships in Confucianism greatly
weakens Yu’s claim that the family is “just one aspect of concern in the Confucian
scheme of values.”

The second contrast is between relation-based and family-based. Yu draws on
Fei Xiatong’s view that “Chinese society is neither individual-based nor collective-
based, but relation-based... the Chinese pattern is “self-centered,” and the self is
connected to different people with different types and degrees of relationship” (See
Chap. 6). Yu then appeals to the work of Liang Shuming who “denied that Chinese
society is family-based, and argued that Chinese society is relation-based. Neither
the self nor the collective is given priority, but rather the different kinds of relation-
ships a person finds himself in” (See Chap. 6).

The first problem with this contrast is that Yu does not support it with argu-
ments. The contrast is presented more like a summary of the ideas of Fei and Liang.
Obviously the lack of argument is problematic. For instance, to judge the passage
alone, we do not know on what ground Liang “denied Chinese society is family-
based” and why he “argued that Chinese society is relation-based.” It reads such
that we are supposed to take the ideas of Fei and Liang as absolute truth. A related
problem is that some tension exists between Yu’s quotations of Fei’s view on renlun
(human relationships) and the Chinese pattern of “self-center” (i.e., the claim that
the individual is the center of the social relationships that circle around him), and
Liang’s view that neither the self nor the collective is given priority. If we judge
the passage alone we cannot determine how this “Chinese pattern of self-center”
is different from the liberal Western self. In other words, Yu appears to have risked

16 See Chap. 6, for his account of the nine canonic principles.

17 In the Analects there are several sections on xiao, see 1.9, 1.11, 2.5-8, 4.18-21, 13.18, 17.21,
19.18
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supporting his account of Confucianism with some form of individualism, making
it difficult to identify what remains uniquely Confucian in his account.'® At any rate,
Yu’s point is simply that both Fei and Liang support the view that Chinese society
is relation-based instead of family-based.

However, I think it is an exaggeration, if not a gross distortion, to insist that
Chinese society is relation-based instead of family-based. The second contrast, as
Yu presents it, seems to exaggerate the relational dimension of the Confucian self
while ignoring the fact that Confucianism puts more emphasis on familial relations
and non-familial human relations are modeled on familial relationships.

The final contrast is between role-based perspectives and the holistic family per-
spective. On Yu’s view, familism assumes either “some collective good, such as the
best interest of the family, that all members of the family should try to promote” or
“some kind of general will, such that an unselfish true member of the family would
act in a certain way for the sake of the family” (See Chap. 6). By contrast, Confu-
cianism, as Yu argues, supports the role-based perspective, which “requires people
to take up the perspective pertinent to their role in the relationship” (See Chap.
6). Therefore, Yu concludes, the Confucian “ethics of multiple perspectives is not
adequately represented by the model of familism” (See Chap. 6).

I want to discuss the implications of this final contrast for bioethics. As Yu sum-
marizes:

The priorities of value are different for parents and children. For the parent, in dealing with
a child, care for the long-term interest of the child should come before respect for freedom
of choice. For the child, in dealing with a parent, respect for the parent’s freedom of choice
should come before care for the long-term interest of the parent (See Chap. 6).

This summary seems to suggest that despite all the perspectives held by family
members, medical decisions are eventually made in accordance with some pre-
established priorities of value. Curiously, if that is the case, to what extent do
multiple perspectives contribute to the final decision? Given the priorities of value,
what roles do relation-based perspectives play in clinical decision making? Can an
adult child disregard the priorities of value by favoring the long-term interest of
his ill father instead of respecting his freedom of choice? Moreover, are there any
justifications for the priorities of value?

To conclude, Yu’s attempt to differentiate Confucianism and familism is not sat-
isfactory. Confucianism has been closely identified with familism for a long time.
The “standard interpretation” is that classical Confucianism was the ideology of the
zongfa system, which gave rise to the problems of submissiveness, traditionalism,
and nepotism in Chinese society. It also led to “the problem of stranger” in nonfa-
milial impersonal contexts. Lastly, it conflicted with the rule of law and prevented
the growth of public virtues or spirit in Chinese culture. Confucianism supports
partiality as its familial and clan ethics regulate human relations and conduct
according to familial and intra-familial bonds. Consequently, the ties between
unrelated people are undermined, making social networking and civil cooperation

18 A full explanation of this point is beyond the scope of this chapter.



118 L.Y. Y. Yung

difficult in Chinese society.!” How Confucianism and familism have influenced
each other is open to debate,?° although I cannot go any further into this dispute
here. However, my previous discussion should suffice to show that Yu’s view, that
the Confucian model of informed consent is not familistic, does not hold. Yu’s
charge that familism assumes “the best interest of the family” or “the holistic fam-
ily perspective” may be valid for familism per se, but it not valid against Fan’s
family-oriented principle. Fan’s family-oriented principle is familistic in that it
regards the family and the patient together as the final authority in bioethical con-
texts. Under the family-oriented principle, clinical decisions are made on the basis
of the patient’s long-term good objectively understood by family members. The
process does not invoke “the holistic family perspective” and it does not serve the
best interest of the family.

7.6 The Primacy of Autonomy

Ruth Faden and Tom Beauchamp attest to the primacy of autonomy over beneficence
and justice in the growing literature on informed consent.?! However, they also note
that given its conceptual uncertainty, respect for autonomy can be elusive when it is
applied in bioethics. They warn that “major confusion can emerge over the precise
analysis of autonomy if we move beyond the core idea that the autonomous person
is not bound by controlling constraints and is in control of personal affairs” (Faden
and Beauchamp 1986, p. 8). After actively working within the flourishing bioethics
literature for decades, Beauchamp begins to question moral philosophers’ success
at “bring[ing] ethical theories and methods to bear on problems of practice,” i.e.,
“the actual moral difficulties and issues presented in health policy and the health
professions when decisions must be made about a proper action or policy” (Beau-
champ 2004, p. 209). Beauchamp complains, “no clear connection has been made
between conceptual analysis of autonomy and topics in bioethics” (Beauchamp

1% However, contrary to the “standard interpretation,” Joseph Chan argues that “classical
Confucianism does contain important nonfamilial principles and values that can balance its
familial ethics and constrain its tendency to cast everything in that light” (Chan 2004, p. 62).

A different approach can be found in Kim 2010. Instead of taking Confucian familism as “the criti-
cal obstacle to civil society”, Kim Sungmoon proposes “to reconstruct a civil society by creatively
repossessing Confucian familism...and to present it as an alternative to liberal civil society, which
is predicated on moral individualism and asserts its unique mode of civility (“socialiablity”’) and
citizenship (“strangership”)—tenets that are largely unpalatable to the Confucian moral sensibil-
ity” (Kim 2010, p. 477). On Kim’s view, a characteristically modern yet Confucian civil society
can be founded on a moral individualism cultivated in Confucian familism.

20 See, for instance, a recent chapter of this dispute between Liu (2007) and Guo (2007). Liu criti-
cizes Confucianism as “consanguinitism in essence” and Guo responds to Liu.

21 Faden and Beauchamp state, “respect for autonomy is the most frequently mentioned moral
principle in the literature on informed consent, where it is conceived as a principle rooted in the
liberal Western tradition of the importance of individual freedom and choice, both for political life
and for personal development” (Faden and Beauchamp 1986, p. 7).
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2004, p. 214). The second problem is that moral philosophers’ conceptualization of
autonomy seems to be leading nowhere.

The distinction between the metaphysical and moral concepts of autonomy
has fostered confusing views and uncertainty currently surrounds the meaning of
“autonomy,” its relationship to the concept of persons, the descriptive or normative
character of these concepts, and the connection between these notions and that of
respect for autonomy (respect for persons). What we are to respect about autonomy
remains unclear, and it remains obscure what “respect” means. Most obscured is
how practice is affected by a theory of autonomy (Beauchamp 2004, p. 214).2?

Beauchamp considers Gerald Dworkin’s theory of autonomy more successful
and penetrating than other formulations of autonomy although he still finds “many
problems” with Dworkin’s theory. In short, Beauchamp is pessimistic about the
future of ethical theory in bioethics and he is deeply concerned that, despite the
primacy of autonomy in bioethics, the various attempts at conceptualizing it have
failed to produce a satisfactory account of respect for autonomy and, above all, the
various formulations offered have no practical implications.

Beauchamp’s deep concern is revealing. As some contest, Fan’s account of the
East Asian principle of autonomy may not be a proper principle of autonomy. For
instance, in Choi’s view, the East Asian principle of autonomy is “a principle of
family autonomy” that cannot be a viable principle of patient autonomy because it
risks revising and devaluing the ideal of autonomy in bioethics. Nevertheless, Fan’s
articulation of the East Asian principle has the merit of bringing the East Asian
perspective to bioethics, especially its family-oriented principle, and thereby helps
define the difference between Western and East Asian approaches to bioethics. Choi
believes that family-oriented decision making cannot be a viable alternative to in-
dividual-oriented decision making in bioethics because his objections claim “the
decision of a family is not the same as that of an individual person” (See Chap. 5).
However, I have defended the family-oriented principle against these objections
and have also laid out some important challenges for the family-oriented principle.

It should be noted that Choi’s objections to family-sovereignty are only intended
to regulate the role of the family in bioethics because he also holds that the family
should be involved in one’s clinical decision making. Drawing on John Hardwig,
Choi calls for a return to the Kantian, non-individualistic understanding of moral
autonomy as the proper ideal of autonomy in bioethics (See Chap. 5). His proposal
is that the ideal notion of autonomy should reflect the patient’s relationship with
other family members and it should include moral consideration of others’ lives and
wellbeing.?* By and large the ideal autonomous decision in bioethics would refer to

22 Things actually begin to change. For instance, the primacy of autonomy is challenged by James
Taylor, who argues that “the ethical foundation of informed consent is really concern for human
well-being” (Taylor 2005, p. 384).

23 Choi suggests that Bruce Miller’s four senses of autonomy in bioethics (namely autonomy as
free action, autonomy as authenticity, autonomy as effective deliberation, and autonomy as moral
reflection) can be expanded to reflect the ideas of relational autonomy and family-oriented consent.
His proposal is to incorporate consideration for other family members, as well as the community’s
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the decision of a rational person after reviewing all relevant information concern-
ing not just one’s own life and wellbeing but also the lives and wellbeing of others.

Similar proposals exist. Like Choi, Theda Rehbock also holds that “the problem
is not the principle of autonomy itself, but the conceptual understanding of it as well
as the concrete realization and institutional implementation of informed consent
procedures under conditions of modern medicine” (Rhebock 2011, p. 526). On
Rehbock’s view, we need “a more precise, broader, and more differentiated under-
standing of the concept of autonomy and of its relation to other ethical principles”
(Rehbock 2011, p. 524) if we are to see the principle of autonomy as unconditional
and universal. Accordingly, “the principle of autonomy should not be restricted or
abandoned in favor of other ethical principles such as beneficence or public interest”
(Rehbock 2011, p. 524). Rehbock’s proposal is to combine the non-individualistic
Kantian account of autonomy as moral autonomy with an “Aristotelian account of
happiness as a common good that includes justice and moral virtue (Rehbock 2011,
p- 527). It is beyond the scope of this chapter for me to judge whether a Kantian for-
mulation of autonomy can really answer all of the problems concerning respect for
autonomy in bioethics, but I do maintain that any satisfactory account of autonomy
has to address Beauchamp’s concerns: it should have practical implications and it
should indicate to us what it is about autonomy that we are to respect.

7.7 Conclusion

In this chapter I have argued that the East Asian family-oriented principle is
defensible in theory as a shared decision making model and is thus a viable alterna-
tive to individual-oriented decision making in bioethics. I have responded to some
misconceptions concerning the familistic nature of the family-oriented principle.
Moreover, I have also discussed whether the family-oriented principle is work-
able in practice. I identified and considered two crucial problems in employing the
family-oriented principle, i.e., family-oriented paternalism and conflicts of interests
between a patient and his family. These obstacles may appear formidable but they
are not insurmountable in practice.
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wellbeing, into autonomy as effective deliberation and to add the value of family and consideration
of sound relationships between the self and others to autonomy as moral reflection. (See Chap. 5).
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Chapter 8

Family Consent in Medical Decision-Making in
Taiwan: The Implications of the New Revisions
of the Hospice Palliative Care Act

Shui Chuen Lee

8.1 Introduction

The second revision of the Hospice Palliative Care Act added a new criterion that
allows for a patient’s family to petition for the withdrawal of life sustaining treat-
ment if a terminal, incompetent patient’s wishes are unknown and the patient satis-
fies DNR criteria. In the third and most recent revision, the requirement of consult-
ing an ethics committee has been removed. These changes reflect the long estab-
lished practice of family consent in medical decision-making in Taiwan as well as
in Confucian cultural contexts. This paper presents some of the key features of this
practice and the attendant rationale for family decision-making in hospice care. It
argues how and why family decision making is beneficial for both the patient and
the family as well as for medical professionals. Some short-comings and difficulties
are discussed and solutions proposed. This paper also examines how family consent
and the mediation of medical professionals can enforce and protect the best interest
of the patient.

This paper ultimately proposes a Confucian model for medical consultation and
argues for the cooperation of the patient, the patient’s family and relevant medical
professionals in making decisions that best reflect the will of the patient and reduce
the suffering of the patient and family members. Further, it will be argued that
family participation should be extended to and used as a model in other bioethical
contexts. To conclude, the underlying core Confucian values and ideas for family
involvement and medical consultation will be highlighted and developed by con-
temporary Neo-Confucianism. !

! The contemporary Neo-Confucianism referred to in this paper is the so-called third generation
of Confucianism, that is, the successor of the pre-Chin Confucianism of Confucius, Mencius and
Xunzi, and the Song-Ming Neo-Confucianism. The main figures include the late Professors Tang
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8.2 The Development of the Hospice Palliative Care Act
in Taiwan

As medical technology and treatment have greatly improved in Taiwan, more and
more lives have been saved and some have been sustained or prolonged in vegeta-
tive or semi-vegetative states. During the late 1990’s, only about one-tenth of termi-
nal cancer patients obtained hospice care while the rest occupied a large portion of
intensive care facilities, resulting not only in a great demand for medical care, but
also causing needless harm to patients and family members. Since laws in Taiwan
require saving the patient at all costs, natural death is uncommon and end-of-life
treatment becomes a last torture rather than a comfortable farewell to family and
friends. Consequently, it has become more and more urgent for Taiwan to establish
clear legal procedures for guiding end-of-life treatment. After years of vigorous
debate, “do not resuscitate” (DNR) orders, as part of the Hospice Palliative Care
Act, were finally legislated into law on June 7, 2000. The law’s title suggests that
its content provides for palliative care rather than directly addressing the ending of
life for terminal patients. Reflecting the taboo surrounding this issue, some medical
professionals will not mention “letting die” or “death” when referring to the law.
However, the law addresses allowing terminal patients to die with their consent,
DNRs, and withholding of other related invasive treatments. This is the first law
to break the engrained medical tradition of saving patients at all costs, providing a
first step towards solving some of the grave problems facing terminal patients, their
families and medical professionals.

However, as it originally stood, medical professionals found the law to be almost
useless because it only addressed the legal process for withholding life-sustaining
treatments. When a patient was rushed in, in most cases, it was unclear whether the
patient had a DNR order and it was rare to have two doctors available to certify
the patient fit the legal criteria. At the same time, other medical laws required the
immediate provision of life-sustaining treatment. Additionally, no law provided for
the withdrawal of life-sustaining treatment once it had begun. Thus, the law was
practically useless.

After two years revisions were clearly necessary. The second version of the Act
allowed for the withdrawal of life-sustaining treatment if the patient’s condition
satisfied the requirements for withholding such treatment. This revision did make
the law workable. Further application of the law meant further difficulties because
patients usually entered a coma or became incompetent. According to the Act, if a
patient did not have a DNR order in place prior to entering an incompetent state,
life-sustaining treatment could not be withdrawn. This led to further revisions and
protracted debate due to its introduction of family surrogacy when the patient’s
wishes are not clear. The debate reflected the deep-seated differences between the
traditional Confucian acceptance of family involvement in medical decision-mak-
ing and the disposition of some medical professional to respect patient autonomy.

Chun-i, Mou Tsung-san and Hsu Fu-kuan, who have written influential classics on Chinese and
Confucian philosophies.
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8.3 The Rationale for Family Involvement

The main revision included in the Act’s third version introduced family members as
surrogate decision makers when the patient was in a comatose state or incapable of
making known his or her will. The Act outlines how the patient’s family can arrive
at a decision to enact a DNR when the patient is comatose, incompetent or under
the legal age. It should be noted that family involvement is permitted only when the
patient loses competency. This means personal choice still remains the foundation
for decision-making. The Act also specifies that a family decision cannot contradict
the explicit will of the patient before entering into a state of incompetence. The
Act is written with Western priorities, that is, with the spouse, adult children, grand
children, parents, brothers and sisters, grandparents and so on in that order. In cases
of conflict, family members given priority on this list can overrule the decisions
of others. The Act also guards against abuse or neglect of the patient’s interests by
further requiring that in such cases an ethics committee must be consulted. Conse-
quently, it is clear that the third version of the Act is in line with the mainstream
thought of Western bioethics. It is clear that family surrogacy is introduced because
the patient’s wishes are unknown and needed for the purpose of end-of-life decision
making. Family decision making is crucial and necessary in such cases, but it is not
a mechanism capable of overruling the personal decision of the patient.

However, in practice, family consensus is the aim of the Act and medical profes-
sionals usually uphold it. Even in cases where a DNR is in place and the patient’s
condition fulfills the required criteria, if there are family objections, medical pro-
fessionals will not take the actions prescribed by the Act. This shows that family
consent is paramount. In many cases, the presence of all relevant family members
is requested. For example, in determining critical medical treatment for a parent,
the consent of all brothers and sisters is usually requested. Even if the spouse and
elders are present, medical professionals insist that other known family members
be present before the final decision is made. In non-urgent cases medical profes-
sionals usually request the family members hold meetings to arrive at a consensus
decision before taking further action. There have been cases where reasonable de-
cisions were made and later contested by absent family members who blamed the
medical professionals for acting against the will of the deceased patient. Sometimes
extended family members, such as uncles or cousins, participate and are involved
in the final decision. It simply is not true that family members with legal priority
necessarily make the final decision. It is in practice that the significance of the Con-
fucian concept of the family is recognized as a decision-making entity.

Family involvement appears to bring to the bedside a complicated decision mak-
ing procedure that sometimes leads to disaster or a delay in treatment. Some also
doubt the legitimacy of family participation and see it as a violation of the patient’s
right to make his/her own medical decisions. However, because the family is a
closely knit and sharing unit, its members do not only share household expenses,
but also intimate experiences and affection. Because family members share com-
mon experiences that constitute their self-identity, family members usually have a
strong identity with their family and with each other. Joy and grief are shared and
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not just observed like bystanders. Strong sympathetic or empathetic feelings usually
exist between family members. In Taiwan, it is said that when one family member
is sick, the whole family is sick. The pain of a patient is also the pain of their fam-
ily members, much like how a mother very often feels more pain with her child’s
illness than her child. Mutual concern and intimacy derive strong mutual responsi-
bilities that naturally develop into a kind of care and duty to each other. End-of-life
decisions are especially critical and painful for the patient and the family.

In Taiwan, family relations are generally still very intimate and family involve-
ment in all kinds of personal activities is common practice. Medical decisions are
no exception. Even though family members may not be living under one roof, they
still share household expenses, the joy and grief of the family, and take strong re-
sponsibility for each other. For instance, a family member usually accompanies the
patient when seeing a doctor and they receive the diagnosis together. Family mem-
bers very often are the main respondent to queries and instructions from health pro-
fessionals. The medical law in Taiwan is even written in such a way that diagnoses
and results can be disclosed either to the patient or to the family, and in some cases
the diagnosis is not made known to the patient at all. Family members can provide
the most needed help and trust when one is sick and vulnerable. Family members
are also usually a reliable source of the patient’s values and preferences, which pro-
vides the best guidance for treating the patient and grounds the medical decisions
for the health professionals. In cases of terminal illness, the family’s legitimate
participation is critical because it is often the case that the wishes of an incompetent
or comatose patient are unclear for health professionals trying to determine which
alternatives to deploy. The family as a whole is usually competent to make such a
decision. This may help health professionals avoid some of the hard moral dilem-
mas. On the other hand, family participation is also useful for preventing the abuse
of the weak and lonely patient by health professionals.

It should be acknowledged that family participation sometimes makes cases
more complicated and sometimes can result in a deadlock. One common problem
is when family members cannot arrive at a consensus among themselves. Family
members may have significant disagreements about what is the best for the patient.
The need for family discussion is important. Here medical professionals and eth-
ics consultants can assist in conducting and moderating family meetings. Medical
advice is important for preventing misunderstandings and unfounded worries about
the medical possibilities. Ethics consultations can also clarify and reduce mistak-
en conceptions of the ethical and legal responsibilities involved. The hope is that
through good will family members will arrive at a reasonable and harmonious deci-
sion. Through open discussion medical professionals can learn not only about the
differences expressed among family members, but also about the family’s structure
and the values and preferences of the patient and the family as a whole. With such
understanding, in cases of deadlock, medical professionals would be better able to
protect the best interest of the patient. In cases of malicious manipulations, medi-
cal professionals are usually powerful regulators and protectors of the vulnerable
patient. Since family members may be far apart and untraceable, the Act specifies
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how a family decision can be made without all members present and also provides
a priority ranking of the family members in case deadlock occurs.

There may be instances where the family makes a choice that does not benefit
the patient or is against the patient’s expressed will. In such cases, medical profes-
sionals need to use their best judgment in managing the final decision. In cases of
apparent abuse, medical professionals need to have courage and the support of the
hospital and their colleagues to fight for the patient’s rights and best interest. In
cases of deadlock, one might consider the family as temporarily dissolved and the
individual as temporarily constituting the family—one person is one family. In such
a case medical professionals should employ their best judgment to treat the patient
in line with his/her best interests.

A small puzzle may be what constitutes a family in modern society. In this essay,
it shall be defined as one with the basic natural family as its base, usually containing
those living under the same roof. Since members of Chinese society share house-
hold expenses even if they live and work in other cities or countries, these individu-
als are also regarded as family members. Sometimes, people with no legal status,
such as partners or friends living and sharing together like family, are also eligible
for membership. In such cases it is better if the patient has properly confirmed such
a partner’s membership in his/her family. It is often the case that a key person in the
family is someone who does not belong to the family at all. It is supposed that this
key person can represent the values and preferences of the patient and, therefore,
his/her opinions should be consulted and carefully considered.

8.4 The Incorporation and Elimination of the Ethics
Committee

In the case of DNRs, family consensus and decision is vital. Proponents of the Act
largely include families who have had a terminal relative suffering the great pain of
dying and those health professionals who take care of medically hopeless and suffer-
ing patients. Health professionals and hospice services in Taiwan will not accept a
decision made by one or some family members without the consensus of all known
family members because they are afraid of endless protests against them if a family
member was not told of the decision and would have opposed the DNR if informed.

In order to prevent the possible abuse of family members, the third version of
the Act requires an ethics committee be set up to make the final decision. It is not
that medical professionals favor individual autonomy and the rights of the patient,
but rather it is a check to guard against family members abusing the incompetent
patient. It is necessary to be careful about such issues when preserving family in-
volvement in medical decision-making, especially concerning end-of-life cases, be-
cause there are in fact tensions between patients and family members in East Asian
societies.

In the old traditional Chinese family, there is no doubt that family members were
more intimate and ethically related in almost all kinds of individual and family
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activities. Medical decisions were usually made in the best interest of the patient
through a harmonious consensus in which everyone was satisfied. However, there
were abuses, exploitation, and suppression of the wishes of vulnerable family mem-
bers by those with superior power in the decision making process, especially the
ruling father or some other person. Although family ties are still strong in modern
Asian societies, it is obvious that they have weakened and diverse personal interests
have become a part of modern life. Conflicts abound between family members. In
medical decision making, decisions reached by patients or family members are usu-
ally other-regarding and self-sacrificing, however, it should be acknowledged that
there are obvious cases in which a conflict of interests between the patient and fam-
ily members, or amongst individual family members, may lead to the unnecessary
suffering of the patient and a difficult moral dilemma for the relevant medical pro-
fessionals. In the Act’s third version, an ethics committee is required to review the
decision. This is a reflection of the concern of medical professionals and bioethicists
in Taiwan that the family could abuse the Hospice Palliative Care Act. This require-
ment is understood as shielding medical professionals from the burden of denying a
family decision as well as providing critical protection for the benefit of the patient.

However, a similar problem arises for committee members. In one case reported
by ethics committee members involved in the decision, the committee refused a
reasonable decision arrived at by the head physician and the major family members
for a DNR because some committee members were worried about accusations by
other opposing family members. Requiring an ethics committee review can be seen
as a result of the growing distrust of physicians and families in such cases of life and
death decision making. In fact, the traditional mutual trust between physicians and
patients has eroded over time because medical professionals have begun to protect
their own interests and shy away from accusations brought by patients and their
families. Understood as such, the ethics committee basically serves as a veto power
in the decision making process.

The composition of the ethics committee includes members of fairly diverse dis-
ciplines and different walks of life. The ethics committee is meant to be representa-
tive and more objective in evaluating cases because they are less affected by per-
sonal predilections. However, committee members are usually somewhat detached
and thus cannot meet the intensive commitment required for end-of-life decision
making. Since such decisions require highly emotional and committed participation,
it is not easy for someone removed from the patient’s suffering and death to make a
proper decision. The patient’s family members actually share in the suffering. They
are not and could not be bystanders. They are in deep emotional as well as moral
dilemmas. It runs deep for intimate family members. Hence, their decision is critical
and should be respected. Medical professionals are also supposed to be as concerned
as the family members. In Chinese medical tradition, medical professionals are ex-
pected to treat the patient as they would be relatives and family members. Those
called Confucian doctors have great compassion for the suffering patient. Hence,
even though medical professionals may not be as affected as family members, they
are committed to the patient as well. However, it is different for ethics committee
members. As a fourth party in the decision making process, and very often not really
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involved with the patient or medical matters, it is understandable that committee
members are more conservative in reaching a final decision. Consequently, some
of the painful decisions made by family members and the involved medical profes-
sionals are lightly vetoed by the committee. To block the decision of the patient and
family in this way, the ethics committee becomes a mechanism that furthers the pain
and suffering of both the family members and the health professionals. Thus, it is
reasonable that this provision was recently deleted from the fourth version on De-
cember 21, 2012. Henceforth, decisions made by family members supported by the
medical professionals are final. Family members usually respect the suggestions of
the professionals, however, in cases of conflict, family decision has the last say both
legally and in daily practice.

The role of medical professionals has changed from dominant decision maker to
collaborator and facilitator in the decision-making process. In typical cases, health
professionals should not only provide medical advice, but also facilitate the family
decision making process. They should attempt to learn about their patient’s prefer-
ences, the individual family members, and their role in family matters. In foreseeing
possible moral dilemmas, the health professional should help the patient and his/her
family members hold meetings to express their respective view points and their dif-
ferent opinions, to inform them of the possible outcomes and their respective legal
rights and duties. In this way, when a final decision needs to be made, the decision
can be reached smoothly and most satisfactorily for everyone involved. In the most
difficult cases, health professionals have to stand by the rights and interests of the
patient.

A good and reasonable decision in favor of a DNR requires the cooperation of
the patient, his/her family members, and the relevant health professionals. It is un-
reasonable for any party to have the upper hand. If a decision becomes an insolv-
able case, the patient’s preference should prevail, for, when this happens, we regard
the patient’s family as dissolved and reconstituted with him/her as the only mem-
ber. Medical professionals also have to protect the best interest of the patient, even
against the patient’s family. This is demanded by the professional code of health
professionals and need be upheld and supported both by its professional members
and the public.

8.5 A Confucian Model of Medical Decision-Making and
Its Ramifications

It is part of the ethos and philosophy of Confucianism that family is one of the
most basic human relations. It is called an “ethical relation” to signify the some-
what intimate relationship that constitutes naturally the identity and reality of our
lives?. Since no human child can survive its early years without family-like caring

2 The justification for intimate relationships and relational autonomy was first proposed by femi-
nists. My concept of Confucian ethical relational autonomy is a reflection of the Confucian empha-
sis on the ethical family relation. See: Lee2007; cf. MacKenzie and Stoljar 2002.
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by others and because the natural family is the paradigmatic case for all, family is
regarded as part and parcel of our self-identity.? In traditional Chinese society, so-
cial and political duties are often bound up with the family, which is regarded as an
inseparable whole for both fame and blame. Nowadays, in Chinese society, family
ties are still quite strong. Though family members very often do not live under the
same roof anymore, much sharing, including support for parents and elders, is still
part of family life. Consequently, allowing family members to join us in personal
decision-making is reasonable and very often provides the strongest protection for
the individual. However, we need to acknowledge a number of reservations. First, in
Confucianism and the Chinese family, there are other ethical relations, for example,
nation and subjects, friends and social relations, that are significant as well. They
all make different claims on one’s responsibility. The family relation is of course a
primordial one, but that does not mean it is absolute. The involvement of other rela-
tional parties, one’s nation for example, is regarded as equally important, especially
when medical resources are needed that are far beyond the financial resources of a
person or a family. Mencius commended that a sage king had to provide family care
for those in need (Mencius, 1B:5). This means that public authority and support are
in the background of family relations. Second, parental disobedience is morally per-
missible, and sometimes necessary, when a family’s decision is unreasonable (Men-
cius, 5A4:2). The legitimacy of parental interference is based upon the reasoning that
parents should be benevolent towards their children. Confucius never recommends
blind obedience to one’s parent or ruler*. Mencius admired Shun (the Sage king)
in his deeds of disobedience to his father’s unreasonable commands. Furthermore,
other important and related persons could form part of the family and have equal
status to other family members. For example, in the tradition of Confucian doctors,
physicians are understood as becoming part of the patient’s family. Medical profes-
sionals are not simply outsiders. Care providers form a close relationship with the
patient and a virtuous physician is to treat his/her patients as his/her own relatives.
In the physician patient relationship, the professional is assumed to treat patients as
a parent devoted to their children. Thus great trust is usually vested in the physician
to make the best medical decision for the patient. In the Confucian tradition, the
physician plays a large part in medical decisions for the patient and the patient’s
family because of his professional skills and virtue. Hence, medical professionals
have a duty to protect the reasonable interests of the patient, as a parent would for
his/her child. In other words, the Confucian model of medical decision-making is
a semi-familial one. In this model, family involvement in decisions is basic. How-
ever, the patient has the final say over his/her own treatment and decision-making,
but the patient has to face the blame of his/her family if his/her choice hurts the fam-
ily’s interests. Medical professionals have to take into consideration the opinions

3 Christine Korsgaard would call such an identity “practical identity” or “moral identity,” with the
implication that it defines our obligations and values. See: Korsgaard 1996, pp. 90-130.

4 The Book of Rites mentions Confucius’ story of Tsengzi who sustains slight, but not life threaten-
ing, punishment from his father.
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and decisions of the family as a whole and also has to have the courage to stand for
the rational as well as the personal interests of the patient.

In accordance with the usual Chinese ethos of death, the dying person, and some-
times the sick, becomes the supreme decision-maker. The patient’s decision com-
mands the respect of family members even though it may not be preferable for other
family members and sometimes it may not be in the best interest of the patient him/
herself. This is why it was previously proposed that the patient make the final deci-
sion, as though the family had been dissolved, when there are conflicts. Hence, the
involvement of the family is not only necessary, but a better way to deal with the
dilemmas that arise in end-of-life situations.

Based upon the Confucian conception of the family relationship, a proposal can
be made for a basic model of medical decision-making.’ The basic element of this
model consists of four steps. First, physicians should try to build a good patient-
physician relationship, so that both sides can achieve some degree of mutual trust
and understanding; and in the process the patient’s values, preferences and choices
can be noted and clarified. Second, medical professionals should observe and de-
termine the degree of competence and the rights of the patient, and should foretell
the collapse of the patient and any possible urgent situations. Third, medical profes-
sionals should conduct family meetings to clarify the medical diagnosis, possible
treatment, prognosis, duties and rights of the patient and his/her family, and provide
medical recommendations. Finally, medical professionals should help generate rea-
sonable consensus regarding medical treatments. With such a process for family
consent, the decision is assumed to be a harmonious consensus within the family
and also reasonably satisfactory for the medical professional.

This model could be applied to all sorts of medical issues, including the DNR
requests addressed by the Hospice Palliative Care Act, treatment for terminal pa-
tients, and other related bioethical issues. For instance, the law providing for legal
abortion in Taiwan has been accused of being too lenient, not discriminating be-
tween different types of requests for abortion and allowing for abortion based on the
subjective feelings of the pregnant woman. On the one hand, it protects the pregnant
woman from any possible harm due to the pregnancy, but on the other hand, it is
too lenient, causing youngsters to engage in careless sexual behavior, which leads
to an exceedingly great number of abortions in Taiwan. Some conservatives have
proposed a mandatory waiting period and consultation before receiving an abor-
tion. Without mutual trust between the pregnant woman and the consultant, the
consultation would be a one-sided argument against abortion and may violate the
spirit of the Confucian doctor. Even though by law a pregnant woman could inde-
pendently decide to have an abortion, in practice, medical professionals in Taiwan
usually require the husband to witness her request form. This practice may invite
objections from the husband and often involves a violation of the woman’s wishes.
Consequently, this has led to women seeking underground abortions. There are also
many reported cases of women being forced by their families or boyfriends to have
an abortion against their will. A healthy abortion consultation should give full pro-

5 T have elaborated a Confucian model of clinical consultation in Lee 2008.
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tection to the woman while providing due respect to the innocent fetus, and should
aim at reaching a mutual understanding with family members.

This kind of family consultation is also proper for research involving family
members. For example, research involving biobanking should require family con-
sultation because genetic materials and information contain many common familial
elements. Even by personal freedom standards, individual consent is not enough in
such cases. Genetic information is in fact the common property of the family.

The Confucian model proposed for family decision-making may also provide an
alternative for the West. In Taiwan, some medical laws provide for the involvement
of the family. In practice, family involvement is openly permitted even though in
some instances there is a balance of shared authority with due respect given to the
individual preferences of the patient.

8.6 Concluding Remarks: Clarifications and Refutations

The proposed model of family participation in medical decision making is built
around those core ideas and values of Confucianism most prominently expressed in
the Analects of Confucius and the thought of Mencius. The core value is ren, or the
mind of ren, for Confucius and, for Mencius, the unbearable mind of other’s suffer-
ing. For Confucians, this is the foundation of morality, which determines the moral
actions of human beings. Some understand the Chinese word ren as composed of
the roots, “two” and “man,” and thus regard Confucianism as an ethic of relation. A
recent archaeological discovery demonstrates that the original Chinese word, ren,
is a direct combination of the two roots, “body” and “mind.” This disposes a limit-
ing interpretation of 7en and Confucian philosophy to a relational one. There is no
doubt that human relation guides our actions in practice, but it is obvious that this
is not the only way. Confucian ethics is not limited to the familial relation. In the
Analects and Mencius there is also mention of moral practice involving only the
self. In fact, this is the most basic and profound way to cultivate one’s morals. For
instance, Confucius told his best student, Yan Hui, to: “Suppress your selfish desires
and return to the ritual of ren” (Analects12:1). This is pure moral cultivation of the
self. One is to rid oneself of any immoral desire and follow the spirit of /i, that is,
ren or the mind of ren. Mencius also emphasized the “thinking” of the heart/mind,
that is, the determination of the unbearable heart/mind of what should be done. In
the two later pre-Chin classics Zhongyun and the Great Learning, the practice of
self-awareness for detecting and removing immoral desires is the most prominent
and important step of moral cultivation. It is from this primordial starting point that
different and diverse human lives are evaluated. Thus, human relations are the ways
in which human morality can be expressed and moral ideals achieved. In a more
concrete way, it is codified in /i or rituals. However, Confucius points out that /i
has to be built upon the foundation of ren, and /i should always be transformed ac-
cording to the command of ren (The Analects, 2:23). This means moral rules should
constantly be critically reviewed by the moral mind. Confucius would likewise take
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filial piety as the first, natural step of the practice of ren because it is when and
where one grows up all along, and the parent-child relationship is surely the most
basic relationship. However, as has been indicated in this essay and as many records
in The Analects show, respect for elders and parents is not the only way to practice
ren or to be a virtuous Confucian gentleman, junzi. Furthermore, Confucius, as
well as Mencius, condemns those who stick rigidly to the requirements of rituals,
especially those who regard them as absolute moral commands. They are said to be
the thief of virtue (The Analects, 17:13)! Not only should we be flexible in how we
express moral concerns, but practice should also be updated through learning. There
is an oft-quoted saying of Confucius that expresses the idea that we can always
learn something through common people, which implies that there are good deeds
and achievement through which we can learn to improve ourselves. Confucius said
he himself never tired of learning. It is not only a devoted love for knowledge and
wisdom; it is a moral command to always improve ourselves and our ability to be
better. To improve our bioethical actions we must update our scientific knowledge
of the world and our social and moral knowledge of human society. Self-limiting
and self-exaggeration is not the attitude of Confucianism.

Though the basic concern of Confucianism is rooted in family matters, Confu-
cians never stop here. Confucians are always concerned with others, especially their
suffering. The others Confucians are concerned with expand from the family to the
social, the national to all people, and from animals and plants to, ultimately, the
whole universe. Confucianism is holistic. Even within the human world, it never
ends without encompassing all human beings. Family is but one stage of our moral
deliberation. Therefore, Confucianism cannot be properly understood as familism.
Neither can it be understood as only having moral concern for the family alone, or
as assigning supreme value to the family. Hence, the above analysis of family con-
sent is based upon the underlying requirement of ren or the moral heart/mind for the
sympathy of the suffering patient. It is through the closely knitted moral community
of the family and the Confucian semi-familial relationship of the physician and the
patient that we specify the necessity and significance of family participation.

There are a number of similarities between Confucianism and the ethical theo-
ries of the West. Care ethics is most closely related to Confucianism because both
emphasize the importance of a shared caring relation. Nel Noddings, an American
feminist, understands care as the primordial relationship and derives ethical care
from natural care, forming the foundation of morality. However, Noddings limits
caring as a kind of personal affection and neglects the rational aspect of moral de-
liberation. Noddings does not accept natural caring as itself moral and her concept
of caring is limited to concrete relations. For Confucianism, caring and sharing the
suffering and joy of others is a natural universal sentiment. It is more than just a
sentiment. It is a moral and rational command to ourselves. The unbearable mind
is by no means stuck to our personal affection, as parent to child, but in itself is a
universal caring for all.

Given that Confucianism also emphasizes the importance of community, some
understand Confucianism as a kind of communitarianism. This interpretation recog-
nizes the community implications of Confucianism, but forgets that the community
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is just another way to realize or express the moral command that flows from the
moral mind. Community itself is not sacred and always needs to be checked by
our moral mind or the virtue of ren. A community is a moral community only if it
satisfies or is constituted by the principle or command of our moral mind. Moral
principles constitute a moral community. For Confucianism, it is obvious that the
origin of morality stems from our moral mind, which issues directives for action:
when these directions are codified, they become moral principles. It does not matter
whether they are called principles of ren, yi, li, chi, shun, or other names, as they
all come from the moral mind and are constitutive of our moral community. These
principles are the origin of community authority in moral matters. Similarly, virtue
is the successful achievement of moral cultivation built into our predisposition to
perform moral deeds. But, again, virtue is not the starting point of morality.
Although Confucianism cannot be strongly identified with Western ethics, this
does not mean that Confucianism has nothing in common with Western theories.
Confucianism does contain some Western moral elements, such as care, individual
freedom, justice, etc., but it attributed different weightings to these elements. The
primordial core of Confucianism is the heart/mind, such that we share each other’s
joys and pains. Through the sharing of experience, we form the first moral com-
munity within our family and extend our moral concern to an expanding circle from
family to society, and ultimately to the whole universe. It is no accident that Confu-
cians have a cosmic feeling: feeling upheld in awe of Heaven, the grand universe. In
the mundane world, we start from the near at hand, that is, from our home. For the
diversified modern world, our moral sharing may seem limited, especially to family
sharing, however, this does not mean that we are and must be limited. In the field of
medicine in particular, Confucianism provides a wealth of philosophical resources
for better and more reasonable medical activity as an art of humanity or ren-shu.°
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Chapter 9
Filial Duty as the Moral Foundation of Caring
for the Elderly: Its Possibility and Limitations

Ilhak Lee (Z H 2)

9.1 Introduction

Humans are “social animals”: one is born into the human relationship, nurtured
with the support of other human beings, and has a chance to live life in its fullest
sense only when he/she remains in this relationship. The family is at the core of this
relationship. There is little doubt about the importance of family in one’s life. In
Asian countries, where family ties are strong, the younger generation regards it as
their moral duty to care for their elderly parents in return for the grace they receive
in the early days of their lives. This sense of responsibility and thankfulness to one’s
parents also extends to one’s ancestors.

This concept is expressed especially well in the Confucian social order. Confu-
cianism has influenced Korean society in every aspect of life. It has served as the
backbone of social relationships, as well as political and socio-cultural standards.
Among its values, filial duty (%) guides children in the care of their parents. Filial
duty was once regarded as a natural representation of the loving and caring rela-
tion between parents and children on which the whole social relationship was built.
However, due to rapid and inevitable social changes this basic value seems obsolete
and even oppressive (especially against women), because current culture put em-
phasis on personal autonomy and independence. Making the situation worse, filial
duty has been (mis)understood as an unconditional, unlimited commitment and sac-
rifice, meaning children should do what, in the opinion of “others,” is best for their
parents, not what the parents prefer. It seems in this case children have little chance
of demonstrating obedience, which is the proper understanding of filial duty. They
also seem to have little chance for a discussion with their parents about the treat-
ment they prefer, or what the parent would want. If we are to preserve the family
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as the core of Korean social life and address the undesirable tendencies mentioned
above, we must renew society’s understanding of filial duty and its implications.

The idea of filial duty represented in the Xiao Jing’s Book of Filial Duty (F£%)
explores what it means to care for elderly patients. The concept of “filial duty(=)"”
can serve as moral justification for children’s obligation to care for their parents
and provides good reason to involve family members in end-of-life care decision-
making. However, as family members are included as principal decision makers,
there is a need to support the patient actually receiving end-of-life care. It should be
remembered that family members as decision makers are another form of substitute
decision making and it is better to set limits on their authority. This issue will arise
when we consider how elderly parents are cared for in Korea, especially when they
become critically ill.

9.2 The Concept of Filial Duty in the Confucian
Literature

9.2.1 Historical Background: The Confucian Chosun
(A 5F) Dynasty

Confucianism worked as a governing ideology from the point of its introduction to
Korea. The Chosun (#/]ff) Dynasty (AD 1392-1897) was the period when Con-
fucianism, especially Neo Confucianism (?1: F12) dominated every aspect of life,
from politics to the conventions of the lay public. The strong influence of Neo
Confucianism in Korea can be explained by several factors. First, politicians recog-
nized that Confucianism would be the best way to achieve an ideal political system
and, consequently, during the fourteenth—sixteenth centuries codes of law were ac-
tively enacted in an attempt to establish a Confucian political structure in Korea.
Second, political leaders and Confucian scholars vigorously encouraged the spread
of Confucian conventions in Korean society generally. People’s lives were framed
according to the Confucian conventions of a coming-of-age ceremony, a wedding
ceremony, the mourning of one’s parents, and ancestral rites (5~ I~ 2 -%%) and
all were educated about these rules. These efforts resulted in the establishment of a
Neo-Confucian Korea beginning in the seventeenth century. Even though a foreign

! English translation for 2 is not a simple task. There are some translations of this concept in
English, e.g., filial piety (James Legge), filial conduct (Roger T. Ames), the treatment of parents
(Arthur Waley), and filial duty (Ivan Chen). There are even some plain translations like “the love
between parents and children.” Each translation has its strengths and weaknesses, and nuance is
often missed in translation. The conventionally used term, “filial piety.” is unsatisfactory in several
senses; filial piety is introduced in context of ancestral ceremony with religious sense but my focus
is obligation to living parents with the sense of moral obligation. So I chose less used one, duty
which fits well. In this article filial duty will be used for its neutrality and moral sense.

Although I have expressed the English meanings of some Chinese characters in this text, the
translations are still problematic, so I leave some of the notes below concerning translations in
characters for those able to read them.
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power took control of the Korean peninsula during the first half of twentieth century
with an apparent discontinuation of the Confucian tradition as a result, Confucian-
ism survived the rapid modernization that took place in twentieth century. The
weight of this tradition is due to the “long and thorough” cultural traditions. Conse-
quently, the Confucian tradition is still the working ideology in Korea. The rites of
passage are still Confucian in their content and procedures, and personal character
is still valued when evaluating one’s suitability for a public position. Moreover, ev-
eryday personal relationships are still deeply ruled by Confucian notions, including
making distinctions according to age and gender and taking a hierarchical approach
to organizations. The ancestral rite is a very important mechanism for justifying
and preserving these Confucian conventions. People are reminded of the identity
and continuity of family ties and those distinctions made according to age and/
or gender, which fortify the resulting patriarchy by tending to ceremony (Cheong
2007, pp. 193-207).

Consequently, because end-of-life decision making is related to life and death,
family relations, and public policy, it is important to understand contemporary
Confucianism among Koreans.

9.2.2 Filial Duty in Confucianism

9.2.2.1 Loyalty (353) and Propriety (ii}) as Fundamental
Interpersonal Virtues

Loyalty is the fundamental virtue of Confucianism. Loyalty is based on a sense of
human (and emotional) relationship to others, and a loyal person is one who shows
the utmost commitment to this relationship. However, according to differences in
the strength of a relationship, loyalty is distinguishable between persons. Propriety
means expressing a degree of loyalty proper to the relationship. Propriety is relative
to the timing, place, and person (IFF'F). In Confucianism, one is right only when one
makes a right action according to his place (%4 77") within relations, more specifi-
cally, the social order. In particular, according to filial piety, children have a duty
to their parents because of their relation to them and this duty is to express their
gratitude and love in a proper manner.

9.2.2.2 Filial Duty in the Book of Filial Duty (Z£§

In The Analects (ifint), filial duty is mentioned as the foundation of all human
relationships: “filial piety and fraternal submission! Are they not the root of all
benevolent actions?” (Confucius Analects, Chap. 2).> We can briefly examine the
Confucian teachings of filial duty in the Xiao Jing’s Book of Filial Duty (##%).?

2 Filial piety(filial duty) and fraternal submission!- are they not the root of all benevolent actions?
(Book L. Hsio) (BN 2256 th o8 H A 2 ACEL),
3 There are several versions of ZZ££. I refer to 4 L ZA¢ when citing.
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Filial Duty Begins with One’s Own Body

The scope of the Confucian notion of filial duty can be understood by reading the
Book of Filial Duty. The first chapter of the Book teaches that filial duty begins with
revering one’s own body: “Our bodies—to every hair and bit of skin—are received
by us from our parents, and we must not presume to injure or wound them. This is
the beginning of filial piety” (Confucius Xiao Jing, Bk. I).* This natural and even
basic duty expands throughout the chapter to encompass the duty of public service,
which includes serving the King and gaining societal recognition, the final goal of
the duty.’ It begins with service to one’s parents; it proceeds to service of the ruler;
and it is completed by the establishment of character (Confucius Xiao Jing, Bk. I).
In the eighth book, the duty is understood as a natural responses to one’s parent’s
love, therefore, it is unimaginable for a man to be loyal to others but not his own
parents. Only when a man has been a loyal child does he deserve other social roles
in government or society.®

The relationship between a father and a son and its attendant duties thus belong
to the Heaven-conferred nature; they contain in them the principle of righteousness
between ruler and subject. The son derives his life from his parents, and no greater
gift could possibly be bestowed upon him. As ruler and parent, the father deals with
him accordingly, and no generosity could be greater than this. Hence, he who does
not love his parents, but loves other men, is called a rebel against virtue, and he who
does not revere his parents, but reveres other men, is called a rebel against propriety
(Confucius Xiao Jing, Bk. 8).

The Practices of Filial Duty

In the tenth chapter of the Xiao Jing, the five practices that fulfill children’s duties
are provided.” The services a filial son performs for his parents are as follows:

4 Our bodies—to every hair and bit of skin—are received by us from our parents, and we must not
presume to injure or wound them. This is the beginning of filial piety. (B> W1 3%: FH852)H, %
aft SO RE, NECEAS, 2 ).

5 It commences with the service of parents; it proceeds to the service of the ruler; it is completed
by the establishment of character (442 81, NS H, #IRLH).

¢ “The relation and duties between father and son, (thus belonging to) the Heaven-conferred na-
ture, (contain in them the principle of) righteousness between ruler and subject. The son derives
his life from his parents, and no greater gift could possibly be transmitted. His ruler and parent (in
one), his father deals with him accordingly, and no generosity could be greater than this. Hence,
he who does not love his parents, but loves other men, is called a rebel against virtue, and he who
does not revere his parents, but reveres other men, is called a rebel against propriety. (2 iA: 2T
ZE, R, Ahizsit, KAz, MR, AL, 5 fis SOng R Im 1
NE, 3250, AOUB Ml A, 552 150).

7 “The service which a filial son does to his parents is as follows: In his general conduct to them, he
manifests the utmost reverence. In his nourishing of them, his endeavor is to give them the utmost
pleasure. When they are ill, he feels the greatest anxiety. In mourning for them (dead), he exhibits
every demonstration of grief. In sacrificing to them, he displays the utmost solemnity. When a son
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In his general conduct to them, he manifests the utmost reverence. In his nourishing of
them, his endeavor is to give them the utmost pleasure. When they are ill, he feels the
greatest anxiety. In mourning for them (dead), he exhibits every demonstration of grief. In
sacrificing to them, he displays the utmost solemnity (Xiao Jing Book 10. Trans. Legge).

Practicing this duty then includes reverence(#%), nourishing(#%), caring when
ill(%), mourning(#¢) and sacrificing(%%)%. These practices are natural but it is their
performance as a response to love received that is important. In familial relations
reciprocity is stressed. Theoretically parents will not be abusive to their children,
because it is natural to love children (it is basic human nature). Likewise, children
must do their utmost with their filial duty toward the parents. Are there any limits
to the requirement of filial duty? It seems that, from the Book, one possible limit
is when obeying parents will lead to the disgrace of the parents. In fact the Book
does set limits on the practice of the duty: A child must argue against, rather than
obey, the will of his parents if it does not fulfill the requirement of righteousness.’
“Hence, since remonstrance is required in the case of unrighteous conduct, how can
(simple) obedience to the orders of a father be accounted filial piety" (Confucius
Xiao Jing, Bk. 15)? Accordingly, while fulfilling one’s duty to one’s parents, reason
and rationality are still to be pursued.

The Adoption of Filial Duty in Korean Society

Filial duty expands beyond familial relationships to include society. It is understood
as a cornerstone of the ideal Confucian nation. The virtuous relationship between
father and son(Z) can be applied to the virtuous king-servant relationship(.). Due
to the implications for society of filial piety, the Korean government published ma-
terials containing exemplar cases of filial duty (F47) for laypeople who could not
read Chinese characters.'® Combined with an emphasis on family ties, filial duty
was always the top priority for ordinary people. Younger generations lived with and
cared for their elderly parents, providing them with nourishment and respect. If one
was regarded as disloyal to his/her parents he/she would not live in the same com-

is complete in these five things, (he may be pronounced) able to serve his parents. (fC Z£17: #
Z I, JE BT, 2 RO, g RO, e B0 ) 28 AL,

8 Ancestral sacrificing will be better understood as “ancestral sacrificing ritual”. In Korea, there
were 1016 ritual ceremonies remembering/celebrating ancestors' hidden merits. (4 generations
upward(father, mother—great-great grand father/mother) has his/her own ceremony, and over has
several ceremonies in total. There ritual ceremonies followed Neo-Confucian courtesy, minimally
modified.

9 Therefore when a case of unrighteous conduct is concerned, a son must by no means keep from
remonstrating with his father, nor a minister from remonstrating with his ruler. Hence, since re-
monstrance is required in the case of unrighteous conduct, how can (simple) obedience to the
orders of a father be accounted filial piety? i3 B A ZE, MIF 2, 162025, LISHRFET!
10 For example, in the Chosun dynasty (W/]ff, 1392-1897), the government published a book for
public education entitled, The Picture Book of Deeds According the Three Bonds (— {7 E1&]),
which emphasized filial duty(3), loyalty(i£.), and marital loyalty(%!) as cardinal virtues (AD
1431).
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munity. The obligation of filial duty therefore extends in proportion to how much
the family means to the individual.

The exemplar cases put forth were not the stories or ordinary, everyday people.
They contained foolish filial duty(i% =), foolish loyalty(2: /&) and foolish virtuous
women(&:7!l). The exemplars required individuals to sacrifice themselves in ex-
treme duty with no aim and no limits. Filial duty implies reciprocity and rationality
in theory, but in reality it eroded to a brute justification of a vertical hierarchy where
being of a higher caste requires obedience, sacrifice and commitment from those
who are younger and of a lower social position.

This distorted understanding of filial duty in combination with loyalty (/&) has
survived through the current day. During the Japanese occupation period (1910—
1945) and the Japanese dictatorship (1945-1992), filial duty was confused with
loyalty and obligation to dictators. In Korea, the concept and practice of filial duty
still plays a crucial role in social life. However, we can imagine that the practice of
filial piety is also often misled by factors outside of its original meaning. As such,
it is necessary to compare people’s conventional understandings with the original
meaning of filial duty. It is also necessary to consider whether the responsibility of
care can be justified by the Confucian notion of filial duty and how this value can
be saved. This discussion leads us also to consider policy implications for the aging
population whose burden of care often falls on younger generations, usually their
children.

9.3 Future Research for Applying Filial Duty in Medicine

Filial duty, with its virtues and vices, is still a guiding principle for assisting family
members in making decisions about end-of-life care. It locates the individual within
those relationships that give him aims and meaning in life. Filial duty provides a
good moral foundation for surrogate decision making for elderly patients because
it requires children to care for their parents while also considering the genuine will
of their parents. Children who are willing to care for their elderly parents and are
very attentive to their will, can be reliable surrogates. However, there are still some
issues to be resolved in the interest of a better decision making process.

First, we need more empirical information about the actual surrogate decision
making process: What factors affect the decision? How is consensus reached? How
are the children involved in advance care planning?

Second, contextual barriers to soliciting and fulfilling the patient’s care prefer-
ences need to be identified.

Third, medical professionals need to be made aware that inviting the whole
family to participate in advance care planning can result in better outcomes. At
present, they typically abandon one of the stakeholders, either the patient herself
or the family. Consequently, the medical care setting needs to be changed; more
palliative/hospice care facilities should be made available, service charges for ad-
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vance care planning should be reimbursed, and professional ethics consultations for
end-of-life care should be provided.
These issues come into play in the following situation in Korea.

9.4 Filial Duty in the Twenty First Century in Korea

9.4.1 How are Dying Patients Cared for in Korea?

Life in Korea, especially when one becomes ill, centers on the family relationship.
One is provided social resources (education and support) by his/her family and
in response, as a member of the family, one adopts the duty of family. It includes
participating in important rites (e.g., wedding, mourning, and ancestral sacrificing),
and taking care of his/her old and ill parents. Elderly parents typically abide by the
decisions their children make. The younger generation recognizes the care of their
elderly parents as a moral obligation; meanwhile they find it quite burdensome
(Cho 2006). In a national survey, over seventy percent of respondents answered that
caring for one’s elderly parents is a family obligation in 2002, but in 2008 this num-
ber dropped to thirty-seven percent (Statistics Korea 2011).!' Recent cases of “lone
death” (INMTE, MEF%IE) in Korea confirms the concerns of society. There was
also the tragic story of an abandoned elderly couple that chose to commit suicide
because there was no one to turn to (Huh 2012). The traditional obligation of filial
duty is losing its grasp on the younger generation of today: they find the obligation
more suitable for the state (Statistics Korea 2011).

However, in matters of healthcare, the moral obligation of caring still abides in
the younger generation. When a parent becomes sick and cannot care for oneself,
the common understanding among Koreans is that caring for one’s elderly parents
is a very natural obligation (Kim and Song 2012). In one study about end-of-life
expenditures, almost 80 % of the out-of-pocket fees are covered by the children of
the patient, with 15% from the spouse, and 8 % from the patient (Lee 2012).

9.4.2 Family Members as Surrogate Decision Makers

As children bear the burden of care for their parents, they also play the role of sur-
rogate decision-maker for determining end-of-life care. Only a small percentage of
patients document their treatment preferences in advance directives or living wills,
leaving the family members or physician to make the decisions. Although there

'T am not sure what led to this change in general attitude. But this ‘expressed’ change is a rep-
resentation of underlying changes, like the generation gap (such that baby boomers have become
seniors, and their children raised in a different culture have now become the majority of the re-
spondents) and the governmental responsibility of social welfare that has become the dominant
ideology among the younger generation.
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have been campaigns to increase the public awareness of such documents (Cho
2012), it may take a long time to include patients in end-of-life decision making.
For example, in a palliative care hospital, only 0.7 % of patients had of advance
directives. Similar results have been reported several times (Park unpublished; Heo
2009). At this point one may ask, “does it matter if patients entrust their welfare
to their children and that children do their best for the good of their parents?”” The
problem is that end-of-care decisions are often too personal to entrust even to the
patient’s own children. They are often overwhelmed by the possible loss of their
loved one or exhausted from the long, burdensome care that is required. Confusion,
a lack of pertinent medical knowledge, and the unavailability of legal and ethical
counseling can lead to tragic decisions. Family members of dying patients are often
in need of help and the moral justification for the authority of one’s children needs
to be explored. For now we have to trust that their children have the best intentions,
and filial duty is often referenced in this regard.

From the perspective of biomedical ethics, the responsibility of filial duty has
a double edge. Patients can make their wishes known through their husbands and
wives or their daughters and sons, who take the wellbeing of their loved-one to be
a top priority. Patients become a member of the community through a strong bond
and the common goal of regaining health. They are located in a network of caring
people. This network is composed of people with mutual understandings of each
other so that decisions can be made on the basis of their deep communications.
Patients can influence decisions by stating their treatment preferences. The prin-
ciple of filial duty in end-of-life care holds for children. They are to consider both
the physical welfare and the wishes of the patient. This considerate approach is
compatible with other principles in biomedical ethics.

However, there are many obstacles to deal with. In Korea, patients are often
times not provided with basic information about their disease and instead, family
members, most often the eldest son, make medical decisions for them and are re-
sponsible for those hospital charges not covered by insurance (approximately 50 %
of net expenses). Koreans consider care for the elderly to be the responsibility of
one’s children, which is understood as filial duty (#ko, hyo or xiao). Worldwide,
it is quite natural for children to love and care for their aging parents, but in Korea
it is considered the most fundamental duty of a human being.'? In fact, people are
evaluated by how they regard their parents because filial loyalty is fundamental
to all Confucian ethics. Ignoring this duty is tantamount to committing a serious
sin worthy of social blame and scrutiny. The old saying goes: “Serve your parents
with everything: it will be of no use to mourn them after they have passed.” This
cultural belief supports the idea that a good child would be willing to cut off one’s
own finger so that their dying parent might be revived by the vitality of the blood
and their sacrifice.

As such, children feel that it is their duty to keep a parent “alive” and to provide
every possible means of curative care, regardless of the likelihood of recovery. Even
in cases where parents explicitly refuse aggressive medical care, children feel (or

12 See Kim 2008, Confucius’Analects, 1:2,6,11; 2:5,7; 4:18.19. 21.
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are expected to feel) guilty if they cease to request every possible medical treat-
ment. In contemporary Korea, children will sacrifice their jobs, houses, and savings
to pay the necessary hospital expenses in order for their parents to remain in the
hospital longer. Understandably, because children seek every treatment measure
available, the economic burden is unimaginable.

In the meantime, the Korean family structure is changing: most Koreans now
live separately from their parents, resulting in the loosening of family ties. Chil-
dren seek to escape the burdensome duty of caring for their elderly, disconnected
parents. When there remains little emotional bond to one’s parents, it is difficult to
fulfill one’s filial duty. In addition, there is another problem related to this change
of family structure. As a consequence, children are becoming less reliable sources
of their parent’s preferences for treatment. Filial duty requires a child to think from
the perspective of the welfare and happiness of one’s parent, but it does not provide
an objective or quantitative standard for one to apply during deliberation. Because
there is no proper standard to rely on, decisions are usually made in a cautious man-
ner, i.e., the parent remains connected to a ventilator for as long as possible. Chil-
dren do not want to risk any blame or scrutiny for “killing” their parent, especially
not from their acquaintances. Consequently, a patient’s living will is ignored and the
decision is made without consulting the patient.

9.5 Policy Implications

Fulfilling one’s filial duty is a step toward personal integrity and the perfection of
self. To admit of an obligation to one’s parents is to recognize one’s personal posi-
tion within society, especially with relation to one’s family, ancestors and descen-
dants. Consequently, policy initiatives should be undertaken to encourage a more
rational and patient-centered model of surrogate decision making, however, not in
the conventional or medicalized sense'>.

First, palliative care for dying patients should be more accessible in terms of
quality and expense. Children should be informed of alternative treatments and their
attending costs and benefits: aggressive life-sustaining treatment can be critical in
the care of patients. However, sometimes it is useless or even harmful for the pa-
tient. Children should understand that palliative care is not abandonment of the
patient and should not be seen as a failure of filial duty; in fact, it is often times a
true act of beneficence.

Second, the patient should be included in the shared decision-making process.
Conventionally, the patient is excluded from information sharing and discussions of
the treatment options. These practices are undesirable from the perspective of pa-
tient autonomy, however, from the perspective of filial duty it is seeking the parent’s
wishes and letting them conform to the will of heaven.

13 The term ‘medicalized’ is adopted to reflect the attitude of trying every possible means of treat-
ment, even with little hope.
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It is difficult for clinicians, as well as family members, to break bad news. Policy
initiatives to promote advance care planning and documentation through advance
directives should be undertaken. The newly revised Cancer Control Act (2011)!
mandates disclosing the patient’s diagnosis as well as the goals of palliative care to
the patient. During intake sessions, physicians have the chance to ask for the living
wills of patients. A patient’s participation in care planning can improve compliance
and assist the patient and family in preparing for what’s to come.

9.6 Conclusion

Filial duty is representative of the natural relation between parents and children. It
can serve as a guiding principle for biomedical decision making. Consequently, we
don’t need to abandon our tradition to be ethical. However, we do need to amend
our view of filial duty such that it encompasses rational deliberation rather than just
an unconditional, unlimited commitment. In addition, there are further policy issues
that must be addressed before asking people to change their views on one’s duty to
care for terminal elderly patients.

References

Cheong, S. B. 2007. The cultural grammar of Koreans. Seoul: Saeng-gak-ui-namoo.

Cho, M. K. 2012. Advance directives: Patient's right to decision and treatment is important. Me-
diphana News. http://www.medifonews.com/news/article.html?no=82071. Accessed 23 Nov
2013.

Cho, S. 2006. Challenges of the aging society and familial support for the elderly. Korean Popula-
tion Studies 29 (3): 139-157.

Confucius. 1960. Confucian Analects. In The Chinese classics: With a translation, critical and
exegetical notes, progegomena, and copious indexes. Vol. 1., 137-145. Trans. J. Legge. Hong
Kong: Hong Kong University Press.

Confucius. 2011. Xiao Jing. Trans. J. Legge. http://www.ctext.org/xiao-jing. Accessed 15 Nov
2013.

Heo, D. S. 2009. Opinion on the legalization of foregoing futile life supporting treatment. Proceed-
ings for Legislating Death with Dignity. Korea.

Hubh, J. K. 2012. I killed your demented mom: I will follow her. Chosun Ilbohttp://news.chosun.
com/site/data/html_dir/2012/10/31/2012103100230.html. Accessed 23 Nov 2013.

Kim, E. J., and J. H. Song. Increasing lonely death. Sisainhttp://www.sisainlive.com/news/arti-
cleView.html?idxno=14389. Accessed 23 Nov 2013.

Kim, Y. O. (trans.). 2008. Confucius’analects: Korean translation with commentary. Seoul: Tongnamu.

Kim, Y. O. 2009. Hyokyeong: Korean translation with commentary. Seoul: Tongnamu.

Lee, E. J. 2012. Children of patients pay the care of elderly patients. Money Todayhttp://news.
mt.co.kr/mtview.php?no=2012021717148286574. Accessed 23 Nov 2013.

14 Korean Cancer Control Act (2011). Act No. 10465. Available: http://www.law.go.kr/lIsSc.do?me
nuld=0&p1=&subMenu=1&nwYn=1&query=2 ¥ 2] H &x=-609&y=-208#liBgcolor0 (accessed
November 23, 2013).


http://www.medifonews.com/news/article.html?no=82071
http://www.ctext.org/xiao-jing
http://news.chosun.com/site/data/html_dir/2012/10/31/2012103100230.html
http://news.chosun.com/site/data/html_dir/2012/10/31/2012103100230.html
http://www.sisainlive.com/news/articleView.html?idxno=14389
http://www.sisainlive.com/news/articleView.html?idxno=14389
http://news.mt.co.kr/mtview.php?no=2012021717148286574
http://news.mt.co.kr/mtview.php?no=2012021717148286574
http://www.law.go.kr/lsSc.do?menuId=0&p1=&subMenu=1&nwYn=1&query=<C554><AD00><B9AC><BC95>&x=-609&y=-208#liBgcolor0
http://www.law.go.kr/lsSc.do?menuId=0&p1=&subMenu=1&nwYn=1&query=<C554><AD00><B9AC><BC95>&x=-609&y=-208#liBgcolor0

9 Filial Duty as the Moral Foundation of Caring for the Elderly 147

Legge, J. (trans.) 1885. The classic of Filial Piety (XiaoJing), In The sacred books of China: The
texts of Confucianism, Pt. 3, ed., 465-488, Oxford: Clarendon Press.

Park, J. C. unpublished. Advance directive, who writes it, how? Seminar material for “Monthly
Seminar of Korean Association on Medical Law” Presented March 2011. Seoul, Korea.

Statistics Korea. 2011. Social survey. http://kosis.kr. Accessed 15 Nov 2013.


http://kosis.kr

Chapter 10

End-of-Life Decision Making in Hong
Kong: The Appeal of the Shared
Decision Making Model

Ho Mun Chan, M. W. Tse Doris, Kam Hung Wong,
Julian Chuk-Ling Lai and Chun Kit Chui

10.1 Introduction

Making decisions about end-of-life care (EOL care) for the terminally ill is often
difficult for patients, family members and health care professionals, as EOL deci-
sion-making poses legal, medical, ethical, religious and cultural issues that cannot
be easily tackled, such as considerations of the patient’s dignity and autonomy, and
‘paternalism.’” The case of the 41-year-old brain damaged woman, Terri Schiavo in
the U.S. (who was in a vegetative state for more than 15 years) has provoked discus-
sion of the right-to-live/right-to-die and the implementation of advance directives
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(including living wills, health care proxies/durable power of attorney). In particular,
the case also raises a crucial question: “who should be the right person to make the
decision to embrace the EOL care?”

Advance directives (ADs) have been widely recognized in some Western soci-
eties—e.g. the U.S., Canada, Australia—as instruments for competent persons to
express their prior treatment choices of EOL care (for example, with respect to
withdrawal/withholding life-sustaining treatment) before they become incapable of
making such decisions. However, in many cases, ADs have failed to guide clinical
decision-making and their utility has been questioned (Biegler et al. 2000). In addi-
tion, their application to non-Western societies has also been studied (Akabayashi
et al. 2003; Bito et al. 2007; Bowman and Singer 2001; Colclough and Young 2007,
Kwak and Haley 2005). According to the liberal model, the establishment of ADs is
rooted in the principle of respect for autonomy. The fundamental value that under-
pins the use of ADs is the principle of respect for autonomy. Human beings should
have the right to demand their EOL care in accordance with the advance medical
instructions that they have made before they become mentally incapacitated. ADs
were designed to solve the dilemma of decision-making in the case of patients who
were no longer capable of exercising self-determination, and to avoid paternalistic
decision-making by the physician or the family (Vollmann 2001).

Aside from giving advance treatment instructions, patients can use ADs to ap-
point their proxies. In the absence of ADs, the EOL decision will usually be made
by the family. According to the prevailing liberal model, neither the proxy nor the
family is supposed to make their own decision (Veatch 1998). Rather, when the
patient loses his/her decisional capacity, the surrogate decision-maker (the proxy
or the family) is expected to follow a substituted judgment standard by imagining
being in the patient’s situation, and then figuring out what s/he would have chosen
for him/her had s/he been mentally competent and fully understood his/her situa-
tion. When no definite choice could be derived from going through this thinking
process, the surrogate decision-maker is expected to fall back on the principle of
best interests. According to this principle, the surrogate decision-maker should fol-
low what a reasonable person would have chosen to promote his/her best interests
had s/he been in the circumstances of the patient. The family is supposed to make
the decision for the patient but not for themselves. The interests of the family are
marginalized. The decision of the family merely serves as a means for the patient to
exercise his/her autonomy or protect his/her best interests.

Thompson et al. (2003) conducted a vignette study, using hypothetical cases,
to compare the views of cancer patients, healthy controls and medical staff on the
binding nature of advance directives, and whether instructions in advance direc-
tives should be followed because they are “the right thing to do,” and not because
they are legally binding. Results have shown that in cases with cancer patients,
instructions laid down in the ADs are considered less binding by the participants
of the study than the opinions of physicians and nurses. (Thompson et al. 2003,
pp- 297-298). Recently, the debates about a culture-based approach to EOL deci-
sion making have increased (Akabayashi et al. 2003; Bito et al. 2007; Bowman and
Singer 2001; Colclough and Young 2007; Kwak and Haley 2005). However, it is
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argued that autonomy has a transcultural value (Sanchez-Gonzalez 1997). Research
findings have shown that Asians were more likely to prefer family-based decision
making than other ethnic groups (Chan 2004a, b; Ohi 1998; Tuschida 1998; Tse
et al. 2003; Ohara 2000).

In Hong Kong, ADs are still not commonly used in EOL care planning. In August
2006, the Law Reform Commission of Hong Kong released its report “Substi-
tute Decision-Making and Advance Directives in Relation to Medical Treatment”
(2006). The Commission recommended that the Government should play a role in
promoting public awareness and understanding of the concept of ADs. Only in July
2010 did the Hospital Authority issued the first detailed guidance on ADs in adults
for clinicians in Hong Kong. However, the principle of autonomy that underpins
the use of ADs is rooted in the culture of Western societies, and controversies exist
about its applicability to non-Western societies. Furthermore, even with an EOL
decision that is made with the aid of ADs, there may still be a risk of a premature
death, or a prolonged and undignified dying process with avoidable distress and
suffering. This risk can be minimized if the decision is regulated and guided by
a public policy framework, and guidelines are based on a plausible, ethical EOL
decision-making model. Yet there is no universally accepted model across different
cultures. The key issues of the controversy are concerned with the role of ADs and
the problem of determining who has the principal authority to make decisions about
EOL care for the terminally ill.

The study reported in this chapter aims to examine opinions on life-sustaining
treatment and ADs of patients, family members, and health care providers in Hong
Kong with respect to who should be the principal decision-makers for the patient
in various EOL conditions, and how to resolve the conflicts among various stake-
holders in the decision making process. One of the main objectives of the study is
to construct an ethical model for EOL decision-making that could be practiced in
the cultural context of Hong Kong, and compare it with the liberal model, which is
prevalent in the US and some Western other countries.

To achieve the above aims and objectives, the study investigated the views of
advanced cancer patients, family members, physicians and nurses, by questionnaire
surveys and face-to-face interviews based on two vignettes, with the first one ad-
opted from Sahm et al. (2005) study in Germany and the second from Thompson
et al. (2003) study in Scotland.

10.2 Research Design, Respondents, and Methodology

There are four groups of respondents in the study: advanced cancer patients (n=34),
family members' (n=40) and health care providers: doctors (n=23) and nurses
(n=42). The respondents were recruited by the snowball method in the hospice

! “Family members” included 6 bereaved relatives and 34 relatives accompanied advanced cancer
patients attending the outpatient clinics.
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center of the Department of Clinical Oncology and the out-patient clinic of the Pal-
liative Care Unit of two public hospitals in Hong Kong respectively. The study was
conducted from November 3, 2008 to April 28, 2009.

Data was generated through a combination of quantitative and qualitative research,
i.e. questionnaires and individual face-to-face interviews. The aim of the question-
naire study is to collect data about respondents’ in the following four aspects:

. Demographic data, personal attribute, and relevant background information

. Value and attitude profiles

. Knowledge about different aspects of end-of-life treatment and care

. Subjective experience in regard to life sustaining treatments (LSTs) and ADs
. Choice of EOL decision making model

wn AW =

Self-administrated questionnaires were provided to medical professionals before-
hand. For patients and family members, their responses to the questionnaire items
were codified by the interviewer. After the completion of the questionnaire, two
vignettes were presented to the respondents for individual interviews. The respon-
dents were asked to approve or disapprove of the decisions made by the doctors
in the vignette. After that, they were asked to state their own preferences if they
were in a similar situation. They were then asked to explain the reasons for their
responses to the two vignettes.

Analyses were conducted to identify significant relationships between data col-
lected from the questionnaire survey and respondents’ judgments and preferences in
response to the two vignettes. SPSS 17.0 (SPSS Inc., fall 2008) was used to process
the quantitative data.

All interviews and discussions were recorded by MP3 recorders and were tran-
scribed verbatim with the help of software Express Scribe. The thematic analysis
and approach mainly followed the methods used by Ritchie and Spencer (1994).
The preliminary classifications of codes were in accordance with the key issues or
questions in the vignettes, as well as the categories from Thompson et al. (2003).
Revision and modification of codes were carried out in the process of indexing each
transcription. The findings, including translated quotations from the interviewees,
were then put into charts.

10.3 Results

10.3.1 Vignette 1

A 58-year-old patient has survived a bowel cancer operation, but now has metas-
tases in the liver and lungs, which are being treated (chemotherapy) and which are
stable at the moment. Now she is reasonably well and cooks in the afternoons for
her granddaughter.

When she has a heart attack, which results in cessation of the heartbeat, she is
not resuscitated because her husband says that she did not want to be resuscitated.
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Patients Family Nurses Physicians p
members
Right/wrong  20.8/79.2 32.4/67.7 44.7/55.3 70/30 <0.01
(n=24) (n=37) (n=38) (n=20)
Interviewee’s 16.7/66.7/16.7 22.5/67.5/10  58.5/36.6/4.9 78.3/13/8.7n.s.
preference (n=30) (n=40) (n=41) (n=23)

Fig. 10.1 Responses to Vignette 1 in the four groups of participants: patients, family members,
nurses, and physicians

Professionals Non-professionals  p

Right/wrong  53.4/46.6 27.9/72.1 <0.005
(n=58) (n=61)

Interviewee’s 65.6/28.1/6.3  20/67.1/12.9 <0.001

preference (n=64) (n=70)

Note: The chi-square-test is used above in comparing frequency of answer in groups and
association with categorical variables. The figures shown above are given in percentage.
‘Right/wrong’ indicates opinions that express agreement or disagreement with doctor’s
decision mentioned in the vignette. ‘Interviewee’s preference’ indicates respondents’ own
decision for the same circumstance and the three options are: not want to be resuscitated/

want to be resuscitated/ not want to make any definite statement.

Fig.10.2 Responses to Vignette 1 in participants regrouped as professionals (nurses and physicians)
and non-professionals (patients and family members)

The decision of the doctor was,

* Right—because the patient did not want to be resuscitated
* Wrong—because her quality of life was quite good and death was not near

Would you, in this situation, if you had been given an advance directive,

* not want to be resuscitated,
* want to be resuscitated,
* not want to make any definite statement. (Figs. 10.1, 10.2)

The results indicate that 20.8% of patients (n=24), 32.4% of family members
(n=37), 44.7% of nurses (n=38), and 70.0% of physicians (n=20) approved the
doctor’s decision in Vignette 1 (right—because the patient did not want to be re-
suscitated), while 79.2 % of patients, 67.7 % of family members, 55.3 % of nurses,
and 30.0 % of physicians disapproved the doctor’s decision in Vignette 1 (wrong—
because her quality of life was quite good and death was not imminent). When ask-
ing the respondents’ preferences in case they were in the similar condition: 16.7 %
of patients (n=30), 22.5% of family members (n=40), 58.5% of nurses (n=41),
and 78.3 % of physicians (n=23), would not want to be resuscitated; 66.7 % of pa-
tients, 67.5 % of family members, 36.6 % of nurses, and 13.0% of physicians would
want resuscitation; 16.7 % of patients, 10.0 % of family members, 4.9 % of nurses,
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and 8.7 % of physicians did not want to make any definite statement. In sum, if the
results were categorized as two groups: professionals (nurses and physicians) and
non-professionals (patients and family members), 53.4 % of professionals (n=58)
considered that the doctor’s decision in Vignette 1 was right, 46.6 % disapproved
of the decision, while 27.9% of non-professionals (n=61) approved the doctor’s
decision in Vignette 1, 72.1 % disapproved the decision. Of professionals (n=64),
65.6% would not want to be resuscitated, 28.1 % would want resuscitation, and
6.3 % did not want to make any definite statement, if they were in the similar con-
dition. For non-professionals groups (n="70), 20.0 % would not want to be resus-
citated, 67.1% would want resuscitation, and 12.9% did not want to make any
definite statement.

The phrase “death was not near” is ambiguous. It may mean “death from cardiac
arrest was not imminent” or “death from her underlying cancer was not immi-
nent”. Follow-up interviews clarified that the latter was the understanding of the
respondents who disapproved the doctor’s decision.

10.3.2 Vignette 2

A 68-year-old retired male lives with his wife and enjoys hiking. Although it was

discovered that he has terminal liver cancer, his condition is stable and his life re-

mains normal. In his advance directive, it is clearly stated that he does not want any

life-sustaining treatment under a life-threatening medical situation. A few days ago,

he was infected with pneumonia and was sent to a hospital. Since his life was threat-

ened, the doctor decided to give antibiotics to the patient in order to save his life.
The decision of the doctor was,

» Right because the patient has a fair quality of life and antibiotics are not only for
sustaining-life, but also effective in treating pneumonia
* Wrong because the patient’s will is being ignored

Would you, in this situation, if you had given an advance directive,

* not want to receive antibiotics
» want to receive antibiotics
* not want to make any definite statement (Figs.10.3 and 10.4).

The results of Vignette 2 indicate that 92.0 % of patients (n=25), 90.6 % of family
members (n=32), 80.5% of nurses (n=41), and 95.2% of physicians (n=21)

Patients Family Nurses Physicians p
members
Right/wrong 92/8 90.6/9.4 80.5/19.5  95.2/4.8 n.s.
(n=25) (n=32) (n=41) (n=21)
Interviewee’s  6.9/72.4/20.7 13.2/71.1/15.8 22/70.7/7.3 13/82.6/4.3n.s.
preference (n=29) (n=38) (n=41) (n=23)

Fig. 10.3 Responses to Vignette 2 in the four groups of participants: patients, family members,
nurses, and physicians
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Professionals Non-professionals p

Right/wrong  85.5/14.5 91.2/8.8 n.s.
(n=62) (n=57)

Interviewee’s 18.8/75/6.3 10.4/71.6/17.9 n.s.

preference (n=64) (n=67)

Note: The chi-square-test is used above in comparing frequency of answer in groups and
association with categorical variables. The figures shown above are given in percentage.
‘Right/wrong’ indicates opinions that express agreement or disagreement with doctor’s
decision mentioned in the vignette. ‘Interviewee’s preference’ indicates respondents’ own
decision for the same circumstance and the three options are: not want to receive
antibiotics/ want to receive antibiotics/ not want to make any definite statement.

Fig. 10.4 Responses to Vignette 2 in participants regrouped as professionals (nurses and physi-
cians) and non-professionals (patients and family members)

approved the doctor’s decision (right—because the patient’s quality of life is fair
and antibiotics is an effective treatment of pneumonia), while 8.0% of patients,
9.4% of family members, 19.5% of nurses and 4.8 % of physicians disapproved
(wrong—because the patient’s will is being ignored). When asking for the respon-
dents’ preferences in case they were in a similar condition: 6.9 % of patients (n=29),
13.2% of family members (n=38), 22.0% of nurses (n=41), and 13.0% of physi-
cians (n=23) would not want to receive antibiotics; 72.4% of patients, 71.1% of
family members, 70.7 % of nurses, and 82.6 % of physicians would want to receive
it; 20.7% of patients, 15.8% of family members, 7.3% of nurses, and 4.3% of
physicians did not want to make any definite statement. In sum, if the results were
categorized as two groups: professionals (nurses and physicians) and non-profes-
sionals (patients and family members), 85.5% of professionals (n=62) approved
of the doctor’s decision, 14.5% disapproved it, while 91.2 % of non-professionals
(n=57) approved of the doctor’s decision, and 8.8 % disapproved the decision. Of
professionals (n=64), 18.8 % would not want to receive antibiotics, 75.0 % would
want to receive it, and 6.3 % did not want to make any definite statement if they
were in the similar condition. For non-professionals groups (n=67), 10.4 % would
not want to receive antibiotics, 71.6 % would want to receive it, and 17.9 % did not
want to make any definite statement.

10.3.3 Reasons for and Against the Doctor’s Decision

The responses of Vignette 1 may seem to show that non-professionals tend to dis-
regard the wishes the patient laid down in ADs, tend to consider ADs less binding
than health professionals, and lay more emphasis on the quality of life of the patient
than on autonomy (Sahm et al. 2005). Yet the responses to Vignette 2 show no
such difference. This result can be explained by different perceptions of treatments
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mentioned in the vignettes. Although both resuscitation and antibiotics are consid-
ered as life-sustaining treatments, respondents believed that the former is more in-
vasive than the latter. Further, some respondents regarded antibiotics as medicine
for curing pneumonia rather than a kind of life-sustaining treatment that can only
prolong life without improving patient’s quality of life. The reasons for this response
towards the doctor’s decision in the vignettes therefore cannot be explained simply
in terms of their attitudes towards the dilemma of autonomy vs. quality of life. Sahm
et al. (2005) approach was quantitative, but ours was both quantitative and qualita-
tive. Respondents were asked to explain the reasons for their responses towards the
doctor’s choice in the two vignettes. The results of our qualitative study gives a pic-
ture seemingly more complicated than Sahm et al. thought. Aside from autonomy,
respondents also explained their views of the doctor’s decision by making reference
to best interests of the patient, the value of the family, the value of medical knowl-
edge, and professional experience. The key issue did not seem to be simply a matter
of autonomy vs. quality of life. The following is a summary of the responses.

1. Autonomy: Some respondents argued that out of a respect for autonomy the
patient’s prior instruction should be followed; while some said that not follow-
ing the AD did not compromise the value of autonomy because the wishes of the
patient were not so clear, and so it was not so clear that the AD was applicable,
hence ignoring it was not a violation of the patient’s autonomy.

2. Best Interests: Some respondents said that following the doctor’s decision of not
prolonging life was in the best interest of the patient because his health condition
was regarded as poor; while some said that such a decision was wrong because
the patient’s quality of life was perceived to be reasonable good.

3. The Family: As for the value of the family, some respondents said that if the
family member acknowledged that the AD should be followed, then it should
be so; while some said that if following the AD would prolong the poor health
condition of the patient, the family might feel upset later on, and so it should not
be followed if we really respect the family.

4. Medical Knowledge and Professional Experience: Some said that authority of the
medical doctor should be duly respected because of his/her expert knowledge,
and so his decision should be taken if s’he chooses to act against the patient’s oral
AD, even if it was not supported by the husband in Vignette 1. Yet some other
respondents said that if the doctor trusted what the husband said, the decision of
following the AD should be correct because it is a professional judgment of the
medical doctor.

Respondents did not have a tendency to rely on a single value, such as autonomy—
as in the case of the liberal model—to justify their views. Other values were widely
addressed in the justification of their responses. Furthermore, complexities and con-
tingencies are common in EOL situations. It is often difficult to ascertain whether
the patient can foresee accurately what his/her situation will be when s/he becomes
incompetent, and know exactly what is his’/her own prior wish, even if here is an
AD. Nor is it easy to determine whether the family knows exactly what the patient
wants or is entirely trustworthy. Furthermore, terms used in AD, such as LST or
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“life-threatening,” are often vague. The values that respondents drew on to justify
their views, including autonomy, quality of life, the family, and so on, are not well-
defined in themselves either. It is not surprising that different respondents could
use the same value to justify different preferences and different values to justify the
same choice. The values drawn upon by respondents therefore could not serve as
predictors of their preferences.

Indeed, similar findings were generated by a questionnaire survey too. The in-
struments developed by Schwartz (1992) were used to measure the value profile
of respondents. Four value dimensions were measured by 10 value types, which
were based on 57 values. (For the mean scores and the comparison of the 10 values
in different groups of participants, please refer to Table A.1 and Table A.2 in the
Appendix.) The comparison of the value profile and the responses to the doctor’s
choice in the two vignettes shows that in Vignette 1 the respondents who agreed
with doctor’s decision have a statistically higher mean score (0.708) on the val-
ue of Benevolence, than those who disagreed with doctor’s decision (0.4849) (F
(1,101)=5.979, p=0.016). Although such a result is found, no single value is over-
whelmingly decisive in predicting responses since, as stated above, respondents
also consider other values, such as autonomy and best interests, in their decision-
making processes. Respondents were also asked to weigh the quality of life against
the sanctity (intrinsic value) of life itself. Again, no significant results were found
between the weighting and respondents’ responses in the questionnaire and in the
two vignettes. The same applies to demographic background. Most respondents
(50.7 %, n="70) declared no religious faith. Christianity was respondents’ most pop-
ular religion (37 %, n=>51), with 28.3 % (n=39) of them being Protestant and 8.7 %
(n=12) Catholics. 8.7% (n=12) and 2.9% (n=4) of respondents were Buddhists
and Taoists, and one of them (0.7 %) was a Hindu. Even though a high proportion of
respondents were Christians, none of the respondents said that people should fight
death to the very end, even if the patient’s condition was terminal and incurable.
Except for being a doctor or a nurse, all the above factors are not good predictors of
the responses to the doctor’s choice in the two vignettes.

10.3.4 Knowledge About and Acquaintance with LST

Findings of the questionnaire survey indicate that, in the professional group (nurses
and physicians), respondents who approved of the doctor’s decision in Vignette 1
possess a better understanding of LST than those who disapproved. Knowledge
about LST is examined by five questions on the truthfulness of statements on LST
and the respondents are asked to answer by choosing among options provided:
‘Yes,” ‘No,” and ‘Do not know.” If the answer given by respondents is correct, it
will be counted as ‘1’ (in numerical sense), otherwise it will be counted as ‘0,
and then a mean score is generated: the higher the score, the better understanding
of LST the respondent possesses. In a comparison of mean scores on knowledge
about LST in relation to their responses given in the vignette study, a statistically
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significant difference was found among respondents who held different views about
the doctor’s decision, F (1, 117)=9.283, p=0.003. The mean score on knowledge
about LST of those who approve doctor’s decision in Vignette 1 (right—because
the patient did not want to be resuscitated) is 0.645, which is significantly higher
than those who disapproved of the doctor’s decision in Vignette 1 (wrong—because
her quality of life was quite good and death was not near), whose mean score is
0.50141. By further categorizing the respondents into two groups: professionals
(nurses and physicians) and non-professionals (patients and family members), and
comparing their mean scores on knowledge about LST in relation to their responses
given in the vignette study, a statistically significant result is found in the group of
professionals. In terms of the score on knowledge of LST, the respondents who ap-
proved the doctor’s decision in Vignette 1 (right—because the patient did not want
to be resuscitated) are significantly different from those who disapproved of the
doctor’s decision in Vignette 1 (wrong—because her quality of life was quite good
and death was not imminent), F (1, 57)=4.368, p=0.041. The mean LST knowl-
edge score for respondents who approved of the doctor’s decision (0.69677) is sig-
nificantly higher than the score for those who disapproved of the doctor’s decision
(0.58519). The difference between the means is 0.11158. The effect size d is about
0.55, which indicates a strong association between variables.

Respondents were also asked to indicate their acquaintance with LST in the ques-
tionnaire survey. There were a total of 23 respondents (including 22 patients and 1
family member) who reported that they had received LST before. The following are
further details about which kinds of treatment they have received: 2 patients report-
ed that they had received artificial nutrition and hydration; 4 patients had received
blood products; 21 respondents (20 patients and 1 family member) had received
disease specific treatments, and 3 patients reported that they had received antibiot-
ics. No respondent from the professionals group (nurses and physicians) reported
experience of being treated by LST. Due to the insufficiency of respondents’ having
personal experience of LST, there is no significant result between the respondents’
acquaintance with LST and their responses in vignette study. However, by further
investigating respondents’ responses given in the in-depth interview, it is shown that
experience did play a role in determining some respondents’ decisions. For instance,
the following three bereaved family members shared their experience at the vignette
study. In her answer concerning the medical decision in Vignette 1, FM38, a family
member, believed that the doctor should resuscitate the patient, since curing people is
his or her duty and the patient’s health condition is reasonable. But she did not want
resuscitation if she were the patient in the vignette. Here is her reason given: ‘I do
not want to (receive resuscitation) because I myself...I think of my mother, I think
she suffered a lot.” Then she started to describe how her mother was being cared at
home: ‘I think she was in a lot of pain. Sometimes when she took painkillers, her
condition might become better. When she was brought to the park, she seemed to be
very happy, seemed to be...but when she was in pain, she could not sleep at night
and we would not sleep either.” This created psychological pressure among the fam-
ily, especially to FM38, since “you cannot let her (the patient) know you are crying.
I may have suppressed too much, I became very weak. (...) I still cannot relieve (my
emotion), so I have to visit psychologist. I know I have suppressed it for many years,
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trying not to be sad. However it (taking care of the family member) is really exhaust-
ing.” As a result, she decided not to be treated if she were the patient in Vignette
1. Similarly, when asking the preference of family member FM32, if she were the
patient in the condition mentioned in Vignette 2, she preferred not to have antibiot-
ics to avoid suffering from irreversible illness or medical treatments. This response
may be influenced by her personal experience in decision-making for her mother:
she once requested doctors and nurses to intubate the unconscious patient in order
to facilitate her urination and defecation. Although this treatment was expected to be
futile, medical professionals still followed her instruction. Eventually the treatment
not only failed to improve the condition, it created greater suffering for the patient.
This bereaved family member thought that the decision was ‘silly,” and that it is bet-
ter not to prolong a patient’s pain and suffering by further treatment. FM33, another
bereaved family member, disapproved of the decision made by the doctor in Vignette
2: ‘He (the patient in Vignette 2) is now brought to the hospital due to pneumonia.
To be honest, with cancer and pneumonia...no treatment can help the patient in such
situation. Yes, what you (the doctor in Vignette 2) did is just prolonging patient’s
suffering.” He continued explaining with support from personal experience: ‘It is
because the patient is old ... I am not knowledgeable in medical issues. But recently
I was being told by a doctor that whenever an elderly, who is a patient with cancer,
is brought to the hospital and infected with pneumonia, his or her condition is very
dangerous. Just like my father, (having) pneumonia, coughing with sputum, fever
... After taking an antipyretic, the fever comes down for a while, and later his tem-
perature rises again, (...) The sputum in his windpipe is hard to remove and it makes
breathing very difficult.” Due to these reasons, he thought that the health condition
of patient in Vignette 2 is not likely to be restored, and thus the doctor’s decision to
treat the patient is “‘unnecessary.’

10.3.5 The Preferred Model of End-of-life Decision Making

In the survey, respondents were asked to choose between different models of EOL
decision-making. The most popular choice across the four groups of respondents is
the model of shared decision making—the attending healthcare team and the family
jointly making the decision after taking the wishes of the patient into consideration:
39.4% of patients (n=13), 65.0% of family members (n=26), 50.0% of nurses
(n=21), and 65.2% of physicians (n=15) choose this model. The liberal model
(that the EOL decision should be based on the patient’s preference) was not as popu-
lar: 24.2% of patients (n=38), 12.5% of family members (n=5), 21.4% of nurses
(n=9), and 17.4% of physicians (n=4) prefer this model. Even though the patients
who opted for the shared decision making model amounts to 39.4 %, this was their
most popular choice in comparison with other models.

The results from other questions about EOL decision making show that ADs
were regarded as expressions of patients’ wishes, but that they should not be the
only voice that ought to be heard in the decision making process. That patients
should be treated ‘in absolute accordance’ with their ADs was not a popular choice
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across the four groups of respondents: only 6.7 % of patients (n=12), 7.5 % of fam-
ily members (n=3), 42.9% of nurses (n=18), and 13 % of physicians (n=3) chose
it. When asking the respondents whether it is acceptable not to follow patient’s AD,
although the result seems to be diverse among different groups—48.5 % of patients
(n=16) and 67.5% of family members (n=27) thought that it is acceptable, while
47.8% of physicians (n=11) thought that it is unacceptable and 43.9 % of nurses
(n=18) express a ‘neutral’ opinion (y* 21.9, df=6, p<0.005)—it does not imply
that ADs were regarded as unimportant in EOL decision-making. This is seen in
that, in another question, respondents were asked to express their views on how
much a patient should be treated in accordance with his or her AD. The majority
of the three groups of respondents below preferred that patients should be treated
‘as much as possible’ according to their ADs: 62.5% of family members (n=25),
52.4% of nurses (n=22) and 82.6 % of physicians (n=19), though 40 % of patients
(n=12) regarded ADs ‘just as references’.

Those respondents who thought that treatments should not be implemented ab-
solutely in accordance with ADs were asked to answer a follow-up question: who
should make the medical decision for the patient if treatments need not to be pro-
vided absolutely in accordance with his or her AD? They were also asked to state
the reason(s) for their answers. Most of them, 51.9% of patients (n=14), 69.4%
of family members (n=25), 79.2% of nurses (#=19), and 80.0% of physicians
(n=16) thought that it should be jointly decided by family and medical profession-
als. Here are some major reasons given by the respondents who were choosing this
option: 43 respondents (including 12 patients, 23 family members, 3 nurses and
5 physicians) thought that medical professionals should take part in the decision
making process because they possess relevant knowledge and/or understanding of
patients’ health condition, which enables them to explain to the family members. 24
respondents (including 7 patients, 10 family members, 3 nurses and 4 physicians)
believed that family members understand the patient’s wishes, values or condition,
so their views should take into consideration. Besides, due to their close relation-
ship with patients, 15 respondents (including 4 patients and 11 family members)
asserted that family members should decide or even have the right to decide on
behalf of patients.

Similarly, when asking respondents about who should represent the wishes of the
patient if the instructions of the ADs are unclear, joint decision-making by the fam-
ily and medical professionals was most popular among the four groups: 41.4% of
patients (n=12), 55.0% of family members (n=22), 60.0 % of nurses (n=24), and
78.3 % of physicians (n=18) chose this model. Even though the patients who opted
for the such joint decision making amounts to 35.7 %, it was their most popular
choice in comparison with other options. Respondents were also asked to explain
their chosen options. The following were the major reasons given by respondents
who favored joint-decision making by the family and medical professionals: 46
respondents (including 10 patients, 21 family members, 9 nurses and 6 physicians)
thought that medical professionals should take part because they possess relevant
knowledge and/or understand patients’ health condition, while 27 respondents
(including 6 patients, 7 family members, 9 nurses and 5 physicians) believed that
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family members should interpret patient’s AD because they understand the patient’s
wishes, values or condition; among these 15 respondents (including 4 patients and
11 family members) also thought that family members should be involved for an-
other reason: their close relationship with the patient entitles them to make the deci-
sion. There were also 8 respondents (6 nurses and 2 physicians) who believed that
the family and medical professionals should jointly interpret the patient’s AD, since
both parties understand what the patients’ best interest is.

Respondents were also asked to express their views on the formulation of the
details of the AD. Again, most of the respondents among four groups preferred joint
decision-making: 35.7% of patients (n=10), 67.5% of family members (n=27),
69.0% of nurses (n=29) and 91.3 % of physicians (n=21) thought that the details
of AD should be formulated by the patients, the family, and the medical profession-
al. Even though the patients who opted for the such joint decision making amounts
to 35.7 %, it was their most popular choice in comparison with other options.

10.3.6 The Prevalence of Familism

The findings so far show that respondents did not in general believe that EOL de-
cision-making should be entirely dictated by the wishes of the patient as in the
liberal model, though they believed that their wishes should be taken into consid-
eration seriously. As we have discussed in this paper, the shared decision-making
model was most preferred. Medical professionals were expected to play a signifi-
cant role by many respondents, due to a respect for their medical knowledge and
professional experience. Family members were also expected to play a key role in
the decision-making process. This shows that Hong Kong’s society is still under a
strong influence of familism.

Owing to the close connection and caring relationships between the patient and
other family members, they often have great concern for the well-being of the pa-
tient, and so can help medical professionals to ascertain his/her wishes and their
best interests. Yet according to familism, the role of the family is not confined to
serve this functional purpose. The EOL decision is regarded a collective decision
made by the patient and other family members, and the wishes or the interests of
the patient can sometimes be overridden by the family’s decision. According to
familism, the patient is not conceived as an independent or isolated being but rather
as a self situated in a family network. The wishes of the patient should not be dic-
tated solely by what s/he wants for himself or herself. According to the distinc-
tion between interests in the self (self-centered interests) and interests of the self
(Wicclair 1999), people are often willing to sacrifice their interests in the self, such
as health, material interests, or other self-centered interests, for the sake of promot-
ing the interests of other family members, which means that interest of the self may
include the interests of other family members. According to the liberal model, one
may choose not to include the interests of other family members in one’s interest
of the self, and make it identical with one’s interest in the self. On the contrary,
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according to familism, the interests of other family members are inseparable from
the interest of the self, and so one’s interest in the self sometimes has to be sacrificed
for the sake of promoting the interests of other family members.

In the follow-up interviews of the two vignettes, a majority of respondents as-
serted that the family should play a significant role in EOL decision-making. For
Vignette 1, 12 patients, 11 family members, 25 nurses, and 17 physicians expressed
such a view. The corresponding figures for Vignette 2 are: 18 patients, 28 family
members, 37 nurses, and 19 physicians. In both cases, more patients assert the sig-
nificant role of the family than those who deny it. Some medical professionals justi-
fied their view for some prudential reasons, such as avoiding disputes, complaints
and litigations, by following the family’s choice. MP65, a physician said that in
Vignette 1 ‘if the family requests treatments (even if the patient is in a poor condi-
tion and the doctor believes that she should not receive any treatment), the attending
medical professionals can still follow the family’s suggestion since it can “buy more
time” for communication between the family and the doctors.’

Some respondents justified the role of the family based on a concern for the well-
being of the patient. They believed that the family can help medical professionals to
understand the wishes of the patient and decide what is in their best interest. Seven
patients, 3 family members, and 12 physicians believed that the family understands
the values, feelings, and conditions of the patient, and thus can explain or provide
more information about the patient’s will. Three nurses (MP 34, MP46, and MP47)
said, ‘the family is an important source of information (for knowing more about the
patient’s will) because of the close family relationship.” MP 65, a physician, said
that even if the patient has an AD, s/he may have changed his mind, and the family
can reconfirm the validity of the AD.

Some respondents justified the involvement of the family not for instrumental
reasons or for promoting the interests of the patient. They just believed that the
family has a value of its own. Quite a few respondents maintained that the family’s
wishes should be followed insofar as it does not violate the patient’s wishes, or best
interests, or if the patient has not expressed his/her wish. Some respondents even
held a more radical form of familism. Three family members (FM 9, FM 26 and
FM37) said that ‘treating a patient is not solely a medical issue but also involves
other aspects, such as financial and psychological considerations for the family.’
Two physicians, MP57 and MP65, and a nurse, MP41, said that medical profes-
sionals should show concern about the feelings and emotions of the family. MP41
said that the patient’s refusal of treatment should be rejected if the family thinks
otherwise because ‘the family members may regret not saving the patient.” Three
nurses, MP47, MP49, and MP53, also expressed similar views. There were also the
responses that the family should be the final decision-maker, and that their decision
should override the doctor’s and the patient’s opinion when there is no consensus.
Some respondents even thought that the interest in the self of patient can sometimes
be sacrificed, depending of the situation. MP40, a nurse, said, ‘If the illness [of the
patient] is treatable, medical professionals should decide. If the patient’s condition
is irreversible, family members should be allowed to decide for the patient, even if
the treatment [decided] may cause pain and suffering to the patient.’
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In sum, the findings show that a strong ethos of familism was manifested in the
interviewee’s responses to EOL decision-making issues discussed in the follow-up
interview.

10.4 Conclusion

Hong Kong is an Asian society with a distinctive integrated culture of East and the
West. The liberal model, a prevailing theoretical model in the Western literature
and law, makes EOL decision-making to be exclusively dictated by the value of au-
tonomy, though in practice the family regularly participate in shared decision mak-
ing. The results of the above discussion show that though the value of autonomy
is recognized in Hong Kong, it is not as highly recognized as in the liberal model,
because other values are also taken seriously. On the other hand, under the influence
of the Confucian ethos, health professionals are regarded as elites, and treated with
deference because their knowledge and experience are highly relevant to the well-
being of individuals and society. Our findings also show that knowledge about and
experiences with the use of LST do play a significant role in EOL decision-making.
The involvement of health professionals is therefore crucial. Confucianism also em-
phasizes the value of the family. Our findings show that people in Hong Kong are
still under a strong influence of familism in EOL decision-making. On the contrary,
according to the liberal model, it is the patient who determines the degree to which
s/he wants the family and medical professionals involved. Since Hong Kong is also
influenced by Western culture, the model of shared decision-making is most pre-
ferred because it is an amalgam of medical paternalism, familism and liberalism—a
possible result of East meeting West.

The study shows that a certain form of pluralism prevails in Hong Kong’s soci-
ety. This result provides support to the conclusion that the shared decision-making
model is the more suitable EOL one for Hong Kong. Our results show that people in
Hong Kong tend to draw on more than one relevant value in EOL decision-making.
There is a tendency to make their preferences compatible with the relevant values,
and people would try to rationalize their choice by drawing on them as far as pos-
sible. As a result, their preferences cannot be explained in terms of the domination
of a single value. Furthermore, due to the complexities and contingencies of EOL
situations and the fact that these relevant values are not well-defined in themselves,
people can interpret them in ways compatible with their preferences. So they can
use the same value to justify different preferences or use different values to justify
the same choice. It follows that the values that people draw upon cannot serve as
predictors of their preferences. If people’s preferences had generally been predicted
by the single value of autonomy, the liberal model would be a better choice for
Hong Kong, and the patient should be the principal EOL decision maker. How-
ever, since there is no single value to rely on in EOL decision-making, the shared
decision-making model should be a more suitable model for Hong Kong. Indeed,
the Hospital Authority which provides around 90 % of the hospital services in Hong
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Kong adopts a consensus-building approach in its two guidelines in regard to EOL
decision-making (Hospital Authority 2002, 2010). According to these guidelines,
the attending healthcare team should try to build up a consensus with the patient and
the family in the EOL decision-making process.

Appendix

Table A.1 Means and standard deviations of the 10 values of the Schwartz Value Survey from
Four Groups of Participants (Patients, Family Members, Nurses, and Physicians)

Patients Family members | Nurses Physicians

(n=25) (n=39) (n=32) (n=19)

MSD MSD MSD MSD
Achievement | —0.191 | 0.628 | —-0.165 | 0.702 |—0.087 |0.654 0.032 0.728
Hedonism -0.173 | 0.861 —0.225 |0.867 |—0.720 | 0.868 |—0.449 0.990
Power —-1.016 |0.870 | —1.186 |0.732 | —1.005 |0.778 | —1.189 1.085

Benevolence | 0.405 | 0.292 0.576 | 0.482 0.534 | 0.406 0.838 0.532
Universalism | 0.138 | 0.399 0.126 | 0.502 0.304 | 0.456 0.247 0.521
Conformity 0.680 | 0.696 0.546 | 0.633 0.262 | 0.519 0.082 0.639
Security 0.623 | 0.559 0.641 | 0.754 0.801 | 0.411 0.306 0.695
Tradition 0.107 | 0.465 —0.340 | 0.698 | —0.293 0482 | —-0.501 0.853
Self-direction | —0.040 | 0.441 —0.058 | 0.524 0.072 | 0.362 0.306 0.517
Stimulation | —1.932 | 1.499 —1.558 | 1.031 |—-1.751 |[0.980 |—-1.378 1.131

Table A.2 One-Way Analysis of Variance (ANOVA) summary table comparing four groups of
participants (Patients. Family Members, Nurses, and Physicians) in the 10 values of the Schwartz
Value Survey

Source daf SS MS F )4
Achievement

Between groups 3 0.681 0.227 0.494 0.687
Within groups 111 51.028 0.460

Total 114 51.709

Hedonism

Between groups 3 5.788 1.929 2.451 0.067
Within groups 111 87.361 0.787

Total 114 93.149

Power

Between groups 3 0.901 0.300 0.425 0.736
Within groups 111 78.499 0.707

Total 114 79.400

Benevolence

Between groups 3 2.090 0.697 3.667 0.015
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Source daf SS MS F )4
Within groups 111 21.084 0.190

Total 114 23.173

Universalism

Between groups 3 0.703 0.234 1.051 0.373
Within groups 111 24.751 0.223

Total 114 25.454

Conformity

Between groups 3 5.288 1.763 4.594 0.005
Within groups 111 42.590 0.384

Total 114 47.878

Security

Between groups 3 2.936 0.979 2.526 0.061
Within groups 111 43.004 0.384

Total 114 45.940

Tradition

Between groups 3 4.759 1.586 4.003 0.010
Within groups 111 43.984 0.396

Total 114 48.742

Self-direction

Between groups 3 1.909 0.636 2.949 0.036
Within groups 111 23.952 0.216

Total 114 25.861

Stimulation

Between groups 3 4.036 1.345 1.015 0.389
Within groups 111 147.115 1.325

Total 114 151.151

A statistically significant difference was found among four groups of participants on the follow-
ing values: Benevolence, F(3,111)=3.667, p=0.015, on Conformity, F(3,111)=4.594, p=0.005,
on Tradition, F(3,111)=4.003, p=0.010, and on Self-direction, F(3,111)=2.949, p=0.036

For Benevolence, as shown in Table A.1., the mean score is 0.405 for Patients, 0.576 for Family
Members, 0.534 for Nurses, and 0.838 for Physicians. Post hoc Tukey HSD Tests indicate that
Patients and Physicians different significantly in their mean scores (p<0.05, d=—1.05)

For Conformity, the mean score is 0.680 for Patients, 0.546 for Family Members, 0.262 for
Nurses, and 0.082 for Physicians. Post hoc Tukey HSD Tests indicate that the mean score of
Physicians has a different significant from that of Patients (p<0.05, d=—1.16) and Family
Member (p<0.05, d=—1.03)

For Tradition, the mean score is 0.107 for Patients, —0.340 for Family Members, —0.293 for
Nurses, and —0.501 for Physicians. Post hoc Tukey HSD Tests indicate that the mean score of
Patients has a significant difference from that of Family Members (»<0.05, d=1.63) and Physi-
cians (p<0.05, d=1.80)

For Self-direction, the mean score is —0.040 for Patients, —0.058 for Family Members, 0.072 for
Nurses, and 0.306 for Physicians. Post hoc Tukey HSD Tests indicate that Family Members and
Physicians different significantly in their mean scores (p<0.05, d=—2.023)
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Chapter 11

Families and Medical Decisions to Assume
Risks for the Benefit of Others

Ana S. Iltis

11.1 Individual and Family Interests in Health
Care Settings

A sign on a highway features a crash test dummy driving and encourages drivers to
slow down and drive safely by reminding them: he doesn t have anyone waiting for
him at home—you do.'The appeal to the stake family members have in each other’s
well-being and to the care and concern family members have toward each other is
unmistakable and powerful. It should be taken more seriously in the clinical and
biomedical research settings. Particularly when individuals are making decisions
that will expose them to risks primarily or exclusively for the benefit of others,
the decision making process should, when possible, include the family. “Family”
refers to people connected by blood or marriage (and perhaps in some settings by
alternative bonds) and who constitute what Lainie Friedman Ross describes as an
“intimate family.” Such a family is one in which “there is significant interdepen-
dence of the members and a commitment to the well-being of each other and of
the group” (Ross 1998, p. 5). Different cultural traditions and circumstances will
yield different understandings of how “far” the family extends and who counts as
being part of an intimate family. None of these details are important here. This is
not a sociological analysis of the family. This essay offers a philosophical argument
for explicitly and proactively engaging families in certain types of decisions made
in the clinical and biomedical research settings and could accommodate different
understandings of the family. For individuals who exist outside of an intimate fam-

! Such a billboard was visible along highways near Doha, Qatar during a February 2012 visit.

2 Ross is addressing ethical issues in medical decision-making regarding children, and thus speaks
explicitly of adults and non-emancipated minors for whom those adults are responsible. I use the
term more broadly.
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ily, the arguments here are not relevant. However, clinicians and researchers should
not assume that most patients and potential research participants exist outside of
an intimate family whose participation in health-related decisions is unnecessary
or even inappropriate. Family engagement is justified and important for two main
reasons: family members may have a stake in each other’s well-being and may also
be concerned with advancing and protecting each other’s interest because they care
about each other’s well-being.? These two considerations give us important reasons
to take families seriously in the health care setting. These considerations are es-
pecially important when individuals are asked to assume health risks primarily or
exclusively for the benefit of others.

Many decisions individuals make in the clinical setting involve giving informed
consent for health care interventions aimed at treating or ameliorating a medical
condition they have or preventing or diagnosing disease in them. These decisions
involve exposure to varying degrees of risks or chances of benefit, but the primary
goal is to advance a patient’s health-related interests. Other decisions involve expo-
sure to risks primarily for the benefit of others. In the clinical setting, the paradigm
case of such decisions is the living organ donor who assumes risks and burdens
associated with living organ donation primarily for the benefit of the recipient.
The donor may experience psycho-social benefits, particularly if the recipient is a
friend, colleague or relative, but the primary purpose of donation is to benefit the
recipient. The recipient experiences all of the anticipated health benefits associated
with donation, while the donor assumes many of the health risks. There is no reason
to believe that donating an organ will make one healthier.

In the biomedical research setting, research participants bear health risks primar-
ily for the benefit of others. Research refers to “a systematic investigation, including
research development, testing and evaluation, designed to develop or contribute to
generalizable knowledge” (Code of Federal Regulations, Title 45, Sect. 46.102d).
Although some research offers the prospect of direct benefit to research partici-
pants, the primary purpose is to secure generalizable knowledge for the benefit
of others and not to make the research subject better off. In the United States, for
research subject to federal research regulations, the risks associated with studies
generally are justified by the potential benefits to participants or to others.* For
example, for a study to be approved by an institutional review board (IRB), the IRB
must determine that:

Risks to subjects are reasonable in relation to anticipated benefits, if any, to subjects, and
the importance of the knowledge that may reasonably be expected to result. In evaluating
risks and benefits, the IRB should consider only those risks and benefits that may result
from the research (as distinguished from risks and benefits of therapies subjects would
receive even if not participating in the research). The IRB should not consider possible

3 The concept of duty to one’s family, particularly to one’s parents, might provide a different jus-
tification for family engagement in contexts in which such a duty is recognized. See, for example,
Chap. 9.

4 In some cases, research risks must be justified in part by the potential for direct benefit to par-
ticipants or other special considerations. See, for example, the regulations governing research on
children and prisoners (Code of Federal Regulations, title 45, sec. 46, subpart D, subpart C).
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long-range effects of applying knowledge gained in the research (for example, the possible
effects of the research on public policy) as among those research risks that fall within the
purview of its responsibility. (Code of Federal Regulations, Title 45, Sect. 46. 111a.2)°

Notice that it does not require that participants be expected to benefit. Some re-
search offers participants no prospect of direct benefit or a very modest possibility
of benefit and alternatives available outside the study offer the individual a better
personal risk-benefit ratio. The focus here is on studies offering little or no prospect
of direct benefit.

There has been an interest in some settings of encouraging stakeholder consulta-
tion or community consultation for broad scale decisions. For example, the state
of Maryland passed a statute requiring counties to establish policies to prohibit
bullying, harassment and intimidation in the schools. The statute requires that coun-
ties consult with stakeholders such as parents, teachers, administrators, students
and other community members in developing the policy (Md. Code Ann., Educ.
§ 7-424.1(c) (2010). For some smaller scale decisions there also is an expectation
of stakeholder consultation. For example, victims (if they are alive) and victims’
families may be consulted when a convicted criminal is up for parole. This aware-
ness of consulting with others who may be affected by a decision has not ushered
in sustained discussion of recognizing family members as stakeholders who should
be included in medical decision making processes in the West.® James Lindemann
Nelson and John Hardwig have argued for the importance of including the family.
Hardwig argues that patients who are part of a family have a duty to consider the
implications of their decisions for their families: “To be part of a family is to be
morally required to make decisions on the basis of thinking about what is best for
all concerned, not simply what is best for yourself” (Hardwig 1990, p. 6). He de-
fends the bold conclusion that all competent family members directly affected by a
medical decision, including decisions aimed at advancing a patient’s health-related
interests, ought to have an explicit role in making the decision:

[W]e need to consider the autonomy of all members of the family, not just the patient’s

autonomy. Considerations of fairness and, paradoxically, of autonomy therefore indicate

that the family should make the treatment decision, with all competent family members
whose lives will be affected participating. (Hardwig 1990, p. 9)

Nelson, whose conclusion is more modest, argues for a change in the culture of
health care to acknowledge the present legal authority of patients to give and with-
hold informed consent but that takes family interests into account in medical de-
cision making: “Family interests are not impertinent to medical decision-making;
they ought to be heard and paid due heed, and conflicts met with efforts to mediate,
to facilitate consensus, or to forge acceptable compromise” (Nelson 1992, p. 11).

5 There are additional regulations governing research risks in research on certain populations such
as children and pregnant women.

¢ To engage family members in a decision does not mean that they are granted authority over the
individual or that they may force the individual to make a particular decision. The extent to which
such authority is recognized will depend on a number of factors and will vary among cultures. The
relevant point here is that they should be included in a discussion.
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While a literature defending the role of the family has developed among indi-
viduals working in bioethics in China and Hong Kong (see, e.g., Fan and Tao 2004;
Chan 2004; Cong 2004), this has not been the case in the West.

11.2 Informed Consent and Informed Decision Making

In the West, we emphasize the importance of individual informed consent for most
health care decisions. Informed consent is, ideally, the culmination of a decision-
making process that involves disclosure of information relevant to the decision
(such as risks, potential benefits, alternatives). Information must be disclosed such
that the decision maker can understand and appreciate it. The person making the
decision must have the capacity to make such decisions and must have the legal
authority to do so (i.e., the person must be competent). Finally, the decision must
be free and voluntary (for further discussion, see Faden and Beauchamp 1986; Berg
et al. 2001). Specific requirements for research subject to the U.S. federal regula-
tions governing human research are outlined in the Common Rule and in the FDA
regulations (cf. Code of Federal Regulations, Title 45, Sect. 46; Title 21, Sect. 50).
Individual states also may specify requirements for informed consent in the clinical
or research settings.” Although informed consent is the culmination of a decision
making process that involves the give and take of information and the evaluation of
that information, often the focus is on the documentation of consent using a signed
copy of a written form rather than the process. The call to engage the family in the
decision making process de-emphasizes the signature on a form and points to the
significance of the decision making process.

The reasons for which we have come to see informed consent as an important re-
quirement in the clinical and research settings include a desire to protect the author-
ity of individuals over themselves (autonomy), to protect the welfare/well-being of
individuals, and to respect individuals’ right to bodily integrity (and avoid assault
and battery) (See Berg et al. 2001, pp. 18-24). Some of these justifications for in-
formed consent play an important role in helping us understand the importance of
family engagement in health related decisions, as discussed below.

There are some exceptions to the requirement to obtain free and voluntary in-
formed consent of an individual in both the clinical and biomedical research set-
tings. In the clinical setting, these include (1) medical emergencies in which there
is a presumption in favor of acting to prevent death or permanent harm (Berg et al.
2001, pp. 76-78). (2) Therapeutic privilege allows clinicians to withhold informa-
tion that ordinarily would be disclosed to patients if doing so is necessary protect
patients from harm (Berg et al. 2001, pp. 79-80). (3) Patients may choose to waive
their right to give informed consent, although first they must be told that clinicians
are obligated to provide them with information about proposed interventions and

7 For a summary of state laws regarding informed consent, see King and Moulton (2006) and the
Appendix of the decision in Ketchup v. Howard, 247 Ga. App. 54 (Ga. Ct. App. 2000).
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obtain their informed consent or refusal, and that they have a right to make deci-
sions regarding their treatment (Berg et al. 2001, pp. 85-87). (4) Under some cir-
cumstances, treatment is compulsory because the individual poses a serious threat
to others and the informed consent of the patient is not required for treatment (Berg
et al. 2001, pp. 90-91). Examples of individuals who might be subject to compul-
sory treatment include persons with tuberculosis who threaten the public’s health.
(5) The informed consent of individuals who are incompetent cannot be obtained
and hence is not required (see Berg et al. 2001, Chap. 5). Individuals may be legally
incompetent because of different factors, including their age or their cognitive sta-
tus. The fact that a person is not legally competent and cannot give informed con-
sent does not necessarily mean that clinicians or researchers may make decisions on
the person’s behalf. In many cases, a legally authorized representative or surrogate
will have the authority to give informed permission (or refusal) for treatment or
research participation. For example, parents of a minor ordinarily will have the
authority to receive information about proposed interventions and accept or reject
them. Moreover, a person who once was competent may have expressed wishes
about the kinds of treatments he would or would not want in different circumstances
(as in an advance directive) or may have appointed a specific person a durable pow-
er of attorney for health care, granting that individual authority to make informed
decisions on his behalf. (6) In the research setting, there are specific circumstances
under which research may be conducted without the informed consent of subjects
(see Code of Federal Regulations, title 45, sec. 46.116c¢; Department of Health and
Human Services 1996; Faden and Beauchamp 1986, pp. 35-36). Nevertheless, typi-
cally informed consent (or the informed permission of a surrogate or legally autho-
rized representative) is required prior to commencing research.

11.3 Informed Consent and the Family

Individuals who choose to involve their families in clinical research participation
decisions may do so, yet clinicians and biomedical researchers do not always fa-
cilitate or encourage such involvement and sometimes such engagement is possible
only if patients demand it. For example, patients may be asked to sign forms and
“give consent™ to treatment or research participation at times when family mem-
bers are not present. Patients may be asked to enroll in a study during a doctor’s
appointment when they are alone. Some informed consent documents may state that
persons may take a copy of the form home to discuss it with their family, but many
people may never see that or appreciate the importance of doing so because they
are not explicitly encouraged to do so or asked whom else they’d like to involve
in making a decision. Sometimes patients are encouraged to bring someone to an

8 “Informed consent” is in scare quotes because in at least some cases patients are not in a position
at the time they are asked to give consent to fully understand and appreciate information or ask
questions.
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appointment in case they have difficulty remembering what a clinician tells them,
but this is different from encouraging patients to bring or otherwise engage their
families in decision making. Personal experience suggest that sometimes clinicians
miss easy opportunities to engage families and to encourage patients or potential
research participants to involve their families in decisions or even to mention the
possibility and importance of engaging their families. In other cases, there may be
institution barriers to family engagement (Bishop 2015).

Rather than merely allowing family engagement if a patient seeks it out and
finds a way to involve his family, proactive steps to involve families in making de-
cisions in the health care setting should be taken when possible, particularly when
individuals are going to assume risks primarily for the benefit of others. There are
two main reasons for this: (1) family members have a unique and legitimate stake
in each other’s well-being (Hardwig 1990; Nelson 1992), and (2) family members
typically want to protect or advance each other’s interests, so they can help to pro-
tect and promote a patient’s or potential research participant’s well-being.” While
this is true of all decisions individuals make, they have a special interest when the
primary goal of the risk-imposing intervention or interaction under consideration
is to benefit others. Such decisions prima facie threaten the overall well-being and
interests of the family. At best, the outcome in such cases will be neutral, but there
is no expectation that the individual or family will be better off (in most cases).!?
The assumption of risk in these cases is not justified by a potential for direct benefit;
the risk-benefit ratio for the individual (and generally for the family) is negative.
There are special considerations when such a risk-benefit ratio is proposed in health
care settings by individuals whom most would not suspect of asking the potential
benefactor to do things that might harm them if those things are not also for their
own good.!! This unusual dynamic may render individuals particularly vulnerable
to misunderstanding the risks involved and what they are being asked to do, i.e., to
expose themselves to risk of harm primarily or exclusively for the benefit of oth-
ers. Families may help individuals understand the unusual request, though no doubt
they too may not fully understand the nature of the request since it is contrary to
what one expects from health care professionals. Thus family engagement may help
to fulfill the goal of enabling individuals to protect their own interests and well-
being, one of the justifications offered for informed consent.

Families have particular interests both because they are stakeholders in family
members’ well-being, and because they ordinarily want to protect the interests of
individuals in the family (and of the family overall). Two types of decisions indi-
viduals make in which families have a special interest because they involve a person

° Recall that one of the reasons informed consent ordinarily is required is to protect individual
well-being (see Berg et al. 2001, p. 11).

19 In special circumstances, the family might end up better off over all or other individuals in the
family might end up better off. This is addressed further below.

I This claim is related to concerns about the therapeutic misconception. Therapeutic misconcep-
tion refers to circumstances in which “clinical research subjects fail to recognize the ways in which
research participation may involve the sacrifice of some degree of personal care” (Appelbaum
et al. 2004, p. 1).



11  Families and Medical Decisions to Assume Risks for the Benefit of Others 177

being exposed to risks and burdens primarily or exclusively for the benefit of others
are decisions to be a living organ donor and decisions to participate in research.
Each of these raises special concerns about potential conflicts among the interests
of family members and of individual versus overall family interests. These are dis-
cussed separately below, followed by a discussion of objections that might be raised
against family involvement in both types of decisions.

11.3.1 Research Participation

There are different types of research studies, ranging from clinical trials to obser-
vational studies, to surveys, chart reviews, genetic marker studies and others. The
risks and potential benefits associated with these range from minimal to significant.
Some may expose individuals to risk without any prospect of direct benefit, others
pose minimal risk, and others involve individual risk and a prospect of significant
benefit. Regardless of where along these axes a particular study falls, its primary
purpose is to secure generalizable knowledge. In other words, its primary purpose is
to benefit others. Except when legally authorized representatives or parents/guard-
ians give permission for children, when consent is waived (see Code of Federal
Regulations, Title 45, Sect. 46.116.c), when a study is exempt from the federal regu-
lations governing research (Code of Federal Regulations, Title 45, Sect. 46.101b),
or when a study meets emergency research exemption requirements (Department of
Health and Human Services 1996), individual research participants give informed
consent on their own behalves.

The studies that fit the paradigm under consideration in this essay are those that
expose individuals to more than minimal risk primarily or exclusively for the ben-
efit of others. Some studies might pose a modest potential for direct benefit, but the
pursuit of treatment outside a study offers a better risk-benefit profile to the indi-
vidual. Others might pose no prospect of direct benefit or a very, very small (some
would say theoretical) possibility of benefit.

Consider two studies in which there is no prospect of direct benefit to partici-
pants. First, imagine a phase one study of a new drug designed to treat psychosis en-
rolling healthy volunteers. Participants will be placed into a cohort and each cohort
will receive a slightly higher dose than the previous group. Participants will stay
overnight in a research facility for 10 days and be monitored closely. Second, imag-
ine a phase one study of a new potential chemotherapeutic agent to treat cancer.'?

Now imagine a series of hypothetical studies in which there may be a prospect of
direct benefit to research participants, but the studies pose risks to individuals that
make the individual risk-benefit ratio for participants negative and alternatives that
have better individual risk-benefit profiles are available outside the studies. Imagine

12 There is evidence that a small percentage of patients who participate in phase one oncology
trials do experience some response to the study drug (Horstmann et al. 2005). This does not mean
that they are cured as a result of their participation or even necessarily that they live longer or have
a better quality of life. A response could be a reduction in tumor size.
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a clinical trial testing a new potential drug to treat hypertension. All participants will
be people known to respond well to hypertension medication; they will be currently
on medication with their hypertension well-controlled. Participants have a one-in-
two chance of being assigned to each arm (placebo or study drug). All participants
will go through a two week washout period and then will be on study medication
for 12 weeks. Second, imagine a cross-over study evaluating a new medication for
the treatment of bipolar disorder in which all subjects will be treatment-naive. One
half of the subjects will be on placebo and the other half will take the study drug. In
addition to the risks of the study medication, participants forgo the opportunity to
begin treatment with a standard, approved medication. The third hypothetical study
will compare two different forms of contraception, an approved oral contraceptive
and an experimental weekly injectable contraceptive. All subjects will take a pill
(either an active pill or a placebo that is made to look and taste like the active drug)
and all will take a weekly injection (either a placebo or study medication). Finally,
imagine a small pox vaccine study to test different doses of a small pox vaccine in
normal healthy volunteers who have not been previously vaccinated against small
pox and thus have no protection from small pox.

These studies share several key features. First, they all have a negative risk-bene-
fit ratio for individual participants. In some cases participants have a small prospect
of direct benefit, but they could face better odds by seeking treatment outside of the
study. In other cases, there is no prospect of direct benefit or an extremely small
prospect. Second, they all involve the possibility that not only individual partici-
pants will end up worse off but that some possible adverse outcomes could set back
the interests of the family or impose additional burdens on the family.

It is not uncommon for research protocols to require participants to avoid becom-
ing pregnant or fathering a child during the study and for a period of time after the
study ends. One would think that if a study explicitly requires a third party who is
not in the study to do a particular thing, e.g., a woman whose partner is in a study
must avoid becoming pregnant, then the prospective subject would consult that
other individual. But that might not be the case. Of course, a potential participant
might make a conscious decision not to discuss the matter, but the failure to discuss
the requirement imposed on the third party by the participant’s involvement in the
study might be the result of something else. For example, the information might be
embedded in an informed consent document and the person may not even notice or
realize the significance of a requirement. Or, they might be invited to join a study
“on the spot” and thus not realize that they should delay enrollment until they have
discussed the study with others. It seems reasonable to do what one can to ensure
that they understand the gravity of not only what they are agreeing to do but of what
they want their relatives to do. There are many family interests in these trials beyond
procreation. For example, if a participant has a bad outcome, the family may incur
costs, loss of income, or face additional responsibilities of caring for the injured
person. A person with poorly managed hypertension is at increased risk of a cardio-
vascular event, which surely could be of concern to the family both because they
care about each other’s well-being and because family members’ interests might be
set back if a person has a stroke. Family members of a person newly diagnosed with
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bipolar disorder have an interest in initiating treatment and ensuring that the person
receives the best care possible, yet clinical trials do not aim primarily at doing what
is best for the participant (e.g., changing medication doses in response to behavioral
or physiological changes). There are other ways in which family interests may be
jeopardized by these studies as well. Many informed consent documents include a
statement such as: “you are encouraged to (or you may) take this form home and
discuss it with you family.” But merely telling people in the context of a very long
form that they may take the document home and discuss it does not mean that they
will do so, or even know that they can do so, or should do so. Moreover, when it
appears that one is being asked to sign a form on the spot, individuals may not
realize that it would be a good idea to wait to talk with family members first. The
simple statement that potential participants may discuss the study with others is in-
sufficient. There should be an assumption that the family engages in the process—a
much more direct and explicit effort than mild encouragement or merely “allowing”
a person to take a document home to share with his family. Potential research par-
ticipants could, for example, be asked to discuss a study with their family and then
be asked later what their family members thought. The assumption should be that
if a person is going to assume risks primarily for potential benefit to others, that is,
if they are going to agree to participate in research that poses risks and no prospect
of direct benefit, then the assumption should be that the family is involved in the
decision-making process. A patient who wishes to refuse participation in these types
of studies generally should be able to do so without family involvement, since re-
fusal does not threaten his welfare and thus the conditions set forth earlier for family
interest generally do not apply.

Although researchers might think that they are asking individuals to assume
risks for the advancement of general knowledge, in fact they may be imposing risks
and burdens on participants’ families. As a matter of respect for the integrated na-
ture of the family (Hardwig 1990; Nelson 1992), they must recognize that requests
for research participation may in fact involve families in important ways. Moreover,
it is in potential participants’ interest to have persons who have their best interests
in mind helping to make decisions since that is not the perspective or focus of the
researcher who seeks consent for participation.'?

Special concerns might emerge when participants will be paid for their partici-
pation in studies. Someone might worry that family members interested in money
might encourage or even aggressively push an individual to expose himself to a
negative individual risk-benefit ratio for the money. The individual or family mem-
bers involved might treat this like any other decision in which some people expose
themselves to risk to make money or to save money. Such tradeoffs, the family
members might argue, are routine and there is no reason to worry about such efforts
to influence behavior because of money. Many would object to accepting risks in
research for the purpose of making money and would insist that such pressure is
deeply problematic (see, e.g., McNeil 1997). Although such pressure could be real,

13 For an analysis of the role of the family in research decision making in China, see Deng (2015).
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we should remember that payments to participants in research that is subject to the
federal regulations will be reviewed by an IRB and they are required to ensure that
the request for consent does not involve undue influence. While possibility of fam-
ily pressure exists, there are some limits in place that should decrease likelihood or
severity. Moreover, there are important reasons to include the family as outlined
here and elsewhere (see Hardwig 1990; Nelson 1992). Other objections to family
engagement are explored below.

11.3.2 Living Organ Donation

A second type of decision made in the health care setting in which persons will be
exposed to risks primarily for the benefit of others is living organ donation. Living
donors currently account for slightly over one third of all kidney donors in the US
(34%) and for about 4% of liver donors (Organ Procurement and Transplantation
Network/United Network for Organ Sharing). The use of organs from deceased
donors also has implications for the family (see, for example, Cai 2015 and Truog
2008). Living donation turns a healthy person (the donor) into a patient who is
exposed to numerous risks, including the risks of surgery, and who ends up minus
a healthy body part (kidney) or part of a healthy body part (liver). Physical and
psycho-social risks have been documented (Jowsey and Schneekloth 2008; Lentine
et al. 2012; Friedman et al. 2006; Young et al. 2008; Soneji et al. 2008; Boudville
et al. 2006; DuBay et al. 2009; Parolin et al. 2004; Taner et al. 2008; Middleton
et al. 2006; Parikh et al. 2010). (For further discussion of the experiences of living
donors, see DuBois et al. 2012.)

Given the psycho-social and physical risks of being a living organ donor, and the
fact that there is no prospect of direct health benefit to the donor, the same reasons
that support inclusion of the family in research decisions apply here. First, family
members care about the well-being of the potential donor. Having family members
learn more about the risks involved and discussing the procedure with the potential
donor may help the potential donor to better understand and appreciate the informa-
tion relevant to making the decision. It may be good for individuals to have family
members engaged and engagement may advance a major goal of informed consent,
namely understanding and appreciating information. Second, family members may
be adversely affected if risks materialize, e.g., death, disability, lost work time. Giv-
en the integrated nature of the family (Hardwig 1990; Nelson 1992), those interests
should not be ignored.

The role of the family in living donor decisions often is more complicated than in
the research setting because the intended recipient may be another family member
or the person may be asked to donate as part of a paired exchange or donation chain
to benefit a family member.'* If the potential donation is an altruistic donation in

14 Paired exchanges involve two donor-recipient pairs, i.e., pairs in which one person is willing
to donate a kidney and one person needs a kidney. However, they are not suitable donors for their
intended recipients. Instead, the donor from pair 1 and the recipient from pair 2 are compatible and
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which the donor is giving a kidney to a stranger, many of the issues are similar to the
research participation scenarios. The individual will assume risks for no prospect of
personal health benefit and anticipated benefits will accrue to unknown individuals.
Cases in which the intended organ recipient is a friend or colleague also are similar
to research participation in that the anticipated benefits are not expected for the in-
dividual or his intimate family members despite the risks. The individual’s interests
and possibly the family’s interests are threatened for no prospect of direct benefit;
the individual’s and family’s risk-benefit ratio is negative. No doubt in these cases
the fact that the intended beneficiary is an identifiable life changes the emotions and
other morally relevant features of the decision. Nevertheless, the family’s interests
in the potential donor’s well-being are significant and the decision making process
should explicitly encourage involvement of the family in the decision making pro-
cess. It is insufficient to mention in a written consent document “you are encour-
aged to talk with your family or friends....”

If the potential organ recipient is a relative, additional issues emerge. The in-
tended recipient might be an immediate family member such as child or parent, but
it also could be an adult sibling, cousin or other relative. Here the risk-benefit ratio
for the individual still will be negative, but in some cases the individual and or other
family members may think that the potential benefit to another family member (and
possibly to the family overall) justifies the risks. In some cases, the donor or the
family might be better off overall if the recipient receives a transplant. If they judge
that overall the family will be better off with the donation, they may encourage or
pressure the individual to expose himself to the risks of donation. We should expect
that different family members and different families will think differently about
who “counts” as a family member for whom it is worth putting the potential donor
at risk. In some families a husband might accept a kidney from his wife but be reluc-
tant to see his wife exposed to the risks of donating a kidney to her sibling or cousin.
A wife might accept the risks of her husband being a donor to his brother, but not his
cousin and so on. Judgments of where risk is appropriate will vary among families,
but the point is that there will be multiple interests at stake, not just the well-being
of the donor. The intricacies of intimate family relationships are beyond the scope
here. Depending on specific relationships involved in particular living donor situa-
tions the structure of family engagement in the decision making process may vary.
In some cases, the family may have a stake in a person exposing himself to risk for
the benefit of others because potential benefit is internal to the family.

Engaging families in these cases may result in pressure for the potential donor
to donate rather than contribute to protection of the donor’s interests, which raises
questions about whether it is appropriate to encourage family involvement. There
are two reasons to encourage family engagement in decision-making even in such

the donor from pair 2 and the recipient from pair 1 are compatible. Each donor gives a kidney to
the recipient from the other pair. Donation chains involve more people in exchanges that are not
simply one-to-one as in the paired exchange. In a chain, one donor may give to a recipient who has
a willing but incompatible donor. That willing donor then donates to someone else, who also may
have a willing but incompatible donor. That donor then agrees to donate to another recipient an do
so. This can be repeated serially to create chains of varying lengths.
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cases. The first is that the family is a stakeholder and the goal of engaging the
family is not to talk people out of making decisions that involve risk but to engage
those who are close stakeholders. The second is that by engaging the family in the
decision-making process, they may become more informed and less likely to as-
sume that person must donate to save a relative no matter what. What we know
about family donation is that donors often experience tremendous pressure—both
explicit and implicit—to donate (see DuBois et al. 2012). Presently there is an in-
terest in emphasizing individual autonomy so that the potential donor makes his or
her own decision free of such pressure, but we have anecdotal evidence that there
is significant family pressure to donate. That pressure can come from people who
have not been told first-hand what risks donors face because they are not included
formally in the informed consent process. It is difficult to imagine that intentionally
sharing information with the family about risks would result in greater pressure
than what many report feeling now. The family already may be influencing donors
but family members may not have relevant information and understand the risks.
Informed family members may come to a new appreciation for the risks and inter-
ests of potential donors.

11.4 Conclusion

Despite the role the family may play in protecting an individual’s interests and the
possibility that members of an intimate family may be stakeholders who could be
adversely affected by a decision, some may reject any explicit encouragement of
family engagement. One reason for this may be that they believe that individuals
have the right or authority to make their own decisions and there is no justification
for pursuing family involvement unless an individual chooses to do so indepen-
dently. It simply is not the family’s business, unless the individual chooses to make
it their business, even if they have interests at stake and even if it might be good
for the individual. It is worth asking whether health care professionals should ask
individuals to jeopardize family interests without explicitly engaging the family. In
other words, maybe it is their business. Even one who acknowledges that they have
a stake might insist that the legal authority of individuals over themselves must be
recognized and that family engagement undermines this authority. Nothing in this
essay indicates that the family would assume decisional authority. Rather, the focus
of this essay is on what a good informed consent process involves, and I have ar-
gued that it should involve the family.'s

15 Some have argued that the insistence on individual informed consent grounded in the notion
of an autonomous individual in authority over himself fails to reflect the reality of dependence
and relationships within families, particularly in the face of illness and impending death. See, for
further discussion, Bishop (2015), Cherry (2015), Choi (2015) and Nash (2015).
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One reason for supporting family engagement is that it advances the goal of
promoting the understanding and appreciation of relevant information prior to mak-
ing a free and voluntary choice. The involvement of multiple individuals who care
about a person’s well-being may be especially important in health care settings
when individuals are asked to assume risks primarily or exclusively for the benefit
of others. Insofar as someone defends family engagement on the grounds that doing
so can help protect individual interests, some might argue that it is inappropriately
paternalistic to include the family. However, recall that informed consent in its ideal
form is paternalistic. For example, informed consent requires health care profes-
sionals to disclose information and not simply to wait to see what the patient wants
to ask. Health care professionals are expected to offer information and to be sure the
person can understand it. It is in the individuals’ interest to have others who care for
them involved, particularly when what they are being asked to do is not something
that is expected to advance their interests and might in fact set them back. This is a
way of helping ensure that they are informed when they give consent.

Others may argue that the family does not have as great a stake in some cases
as do others, such as employers, or that people outside the family have an equal or
greater stake. As such, all parties with comparable stakes should be involved and
the family should not get special treatment. There may be some special contractual
relationships in which people have agreed to give others a role in making decisions,
e.g., a professional athlete who as part of his contract gives team physicians some
role in establishing a treatment plan. However, in general, contractual or other non-
family relationships are different from family relationships. Special obligations that
exist among family members give the family a special role (Hardwig 1990; Nelson
1992). Having a stake alone is not what justifies family engagement. It is, in part,
that it is family members who have a stake and that family members are special
(Hardwig 1990; Nelson 1992).

Finally, some may not reject the call to engage families for principled reasons but
instead hold that to do so would be impractical and costly. Nothing here suggests
that family engagement must be achieved in a specific way, yet the criticism that
a practice would be too burdensome suggests that a specific proposal-—one that is
costly and impractical—is required by the arguments here. Creative planning could
make family engagement a financially and logistically realistic pursuit. Moreover,
the claim that something is costly and hard to do is not an excuse for avoiding moral
obligations. If family engagement in the informed consent process is the right thing
to do, as I have argued here, then the proper response is to find appropriate ways to
fulfill the goal.

To encourage involvement of the family requires more than allowing people
to take a form home or making a vague statement in a written form that they are
allowed to share it with other people, or allowing family to remain present at the
bedside if they happen to be visiting at the time something is being decided. To
encourage family involvement requires at least an explicit expression of the value
of family and family involvement, and a conscious effort to remove institutional
or structural barriers to family engagement. As part of the informed consent pro-
cess, health care professionals should seek to engage the family, particularly when
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a person is being asked to assume risks primarily or exclusively for the benefit of
others. This essay is not meant as a “how to engage the family guide.” The goal
of this essay is to demonstrate the importance of doing so. Explicitly encouraging
and facilitating the involvement of the family and recognition of the importance of
family in the decision making process when individuals are considering assuming
risks primarily or exclusively for the benefit of others not only recognizes that inti-
mate families are stakeholders in each other’s well-being but also acknowledges the
nature of the family and the concern family members typically have for each other.
Informed consent is justified in part because it seems overall best to allow individu-
als to protect their interests by making informed decisions regarding their bodies.
Fostering family engagement where the risk-benefit ratio for individuals is nega-
tive is a means of advancing this goal of protecting individual interests while still
acknowledging the legal authority individuals have over themselves in the West.
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Chapter 12
On Family Informed Consent in the Legislation
of Organ Donation in China

Yu Cai

12.1 Introduction

Individual consent is commonly adopted in organ donation legislation worldwide.
However, this kind of legislation may cause practice to deviate from law and dis-
parage its authority. Consequently, we have designed an organ donation informed
consent system with family informed consent as its basis, whose rationality is not
confined to Confucian society. In order to prove its rationality, we need to determine
the foundation of the right supporting family-directed organ donation. In addition,
such a right needs to be analyzed by reconstructionist Confucian bioethics.

12.2 The Status of the Organ Donation Consent System
and the Conflict Between Law and Practice

The first successful organ transplant in a human being was a kidney transplant be-
tween identical twins in Boston, Massachusetts in 1954. Subsequently, transplant-
related technologies developed rapidly and many more transplants were performed
throughout the world. Nowadays, the ability to transplant organs successfully is
almost taken for granted, and this kind of technology has saved many lives.
Globally, organ donation legislation requires express informed consent of the
donor for any living organ donation. For cadaveric organ donation, however, there
is a distinction between express consent and presumed consent. Express consent is
more in line with the ethical nature of people’s autonomy and is divided into strong
and weak systems. In the strong system, an individual’s willingness to donate dur-
ing his lifetime can legitimate harvesting his organs, while in the weak system, the

Y. Cai (X))

Law School, Yunnan University of Finance and Economics, 237 Longquan Road,
Kunming, 650221 Yunnan Province, China

e-mail: yucaicn@vip.sina.com

© Springer International Publishing Switzerland 2015 187
R. Fan (ed.), Family-Oriented Informed Consent, Philosophy and Medicine,
DOI 10.1007/978-3-319-12120-8 12



188 Y. Cai

refusal of one’s family can override the sentiments expressed by the deceased prior
to death.

Few countries have adopted weak express consent laws like Japan and Lebanon
have. However, in countries with strong express consent laws, such as China, doc-
tors still tend to solicit opinions from the family, even if the deceased expressed a
wish to donate prior to death. Organ harvesting cannot be implemented if the family
members oppose it. In other words, practice conflicts with the law in most countries
with strong express consent systems; in effect they are actually practicing in line
with a weak express consent system.

As for organ donation systems stipulated by law, the most effective is a registra-
tion system. Throughout the world, registration systems are different: in countries
like Austria, people can opt in and opt out of organ donation; while in some other
countries, for instance, the United Kingdom, only those who opt in are recorded,
and in Portugal, only those who opt out are recorded.

China began transplanting organs in the 1960s with the practice developing rap-
idly. Currently, the technological capabilities and success rates related to organ do-
nation in China have caught up to those in developed counties. At present, the major
national law regulating organ donation in China is the “Human Organ Transplant
Ordinance,” promulgated by the State Council in 2007. According to this law, adult
organ donation, whether cadaveric or living, only requires consent from the organ
donor.

In March 2010, a pilot project on human organ donation was jointly launched by
the Red Cross Society of China and the Ministry of Health in 11 provinces and cit-
ies throughout China. In those 11 areas, including Tianjin, Liaoning and Shanghai,
recruitment, procurement, and allocation practices were fully explored. Any citizen
who wished to be a cadaveric organ donor could register as a volunteer donor in the
subordinate organ donation office of the Provincial Red Cross Society. One year
later, volunteer donors were recruited nationwide. In 2007, the first batch of organ
donation cards (for organ and cornea donation) were designed, which included the
signature, contact information, names of immediate family members and emergen-
cy contact information of the applicant. In the event of accidental death, this card
serves as evidence of the person’s expressed willingness to serve as an organ donor.
This demonstrates significant progress regarding organ donation in China.

Currently, the legal setup for organ donation has not yet been perfected in China.
The National People’s Congress and its standing committee’s legislation, “Organ
Transplant Law,” is imminent.

12.3 Constructing a Family-Based Informed
Consent System

In order to avoid the above-mentioned conflict between law and practice, which has
occurred in the Chinese organ donation system, the legislation of the “Chinese Or-
gan Transplant Law” should adopt a family-based informed consent system. Given
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that families worldwide can be considered ethical entities linked by the tie of love,
the rationality of family-based informed consent can be extended beyond China.

12.3.1 Conceptual Analysis

The concept of “family” invoked in family-based informed consent for organ do-
nation refers to the “family” constituted by the donor and their next of kin only
(namely their spouse, parents and children). As the love between the next of kin is
the most natural and real, the fundamental basis of the rationality of family-based
informed consent is provided.

So-called “family-based informed consent” refers to the joint decision made by
the family on a voluntary basis to embody the spirit of the family ethic and to
maximize the family’s interests. Obviously, to realize the family ethic and its ben-
efit maximization, the decision must be based on information communication and
mutual agreement. As a joint decision reached by the family members, it is a uni-
fied wish of the patient and his/her family where the possible divergence of wishes
between them can be healed over by full discussion and mutual concession, once
family-based consent is given. If a unified decision cannot be made by the family, it
simply means that the family has been split.

12.3.2 The Design of a Family-Based Consent System
and its Advantages

The proposal is to convert individual informed consent into a family-based (com-
mon) model where the express consent of the individual citizen during his/her
lifetime is a decision jointly made with his/her family and reflected on a consent
document signed by the donor and a representative of his/her family. This would
allow doctors to remove the donor’s organs without having to seek out informed
consent from his/her family after the death.

In such a family-based system, the citizen’s right to dispose of one’s corpse and
the family’s right to ownership of the body (organs) can both be respected. In ad-
dition, a family-based model would also shorten the time between death and organ
harvesting, which helps ensure the successful transplantation of the organ(s). Fur-
ther, doctors can avoid the embarrassment of having to ask the family if the organs
can be harvested and one does not risk harvesting organs without the family’s con-
sent. This contributes to harmony between the doctors and patients. Lastly, deroga-
tion of law’s authority is avoided because the doctor is not forced to act against the
letter of the law.

It should be noted that in the case where a citizen refuses to register for donation
during his/her lifetime, family-based informed consent should not be sought and the
individual’s refusal should be taken as final. At the same time, if one has not pro-
vided express consent or refusal before death, the family is entitled to dispose of the
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organs as they see fit as they belong to the family. As such, the family can choose to
donate the organs by having a representative sign an informed consent letter.

In the case of live organ donation, family-based consent is also necessary and
an informed consent letter should also be signed jointly by the donor and his/her
family representative.

12.4 Justification of Family-Based Informed Consent:
The Family Affairs Component of Health
and Family Ownership of Organs

The legal foundation of family-based informed consent for organ donation lies in
the family component of health and family ownership of organs.

First, further definition of the concept of “family” is necessary. The so-called
“family” generally refers only to a family constituted by the next of kin (only in-
cluding oneself, one’s spouse, one’s parents and one’s children). In such a family,
the parents’ kindness to their children, the children’s esteem towards the parents,
and the affection between the parents are derived from the most natural, tenacious
and enthusiastic force of human nature, constituting the strong and abiding cohe-
sion of the family. In addition, between men and women, marriage is an ethical
relationship with a legal protection that eliminates some uncertainties.

12.4.1 The Nature of the Family (A Unified Ethical Entity)

12.4.1.1 Love

Undoubtedly, love is the ethical relationship and prescriptive nature of a family.
“Love is the desire for union of the separated” (Tillich 1995, p. 38). The “love”
among family members means to realize the unity between others and oneself in-
stead of isolating oneself by considering only oneself. On the contrary, only through
abandoning one’s independent existence and recognizing oneself as the unity of one-
self and another, as well as the other and oneself, can we obtain self-consciousness.
The love within families, for example, the father loving his son or the wife loving
her husband, is the most natural love. The first component of love is that one does
not want to be isolated and lonely, otherwise one will be incomplete. The second
component is that one finds oneself in another person, namely by obtaining recogni-
tion from others and vice versa. As such, love is a most inconceivable contradiction,
which by no means can be solved by reason. Love creates contradiction on one hand
and resolves contradiction on the other. As the solution of contradiction, love is the
unity of ethics (Hegel 2008, pp. 162—-163).
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12.4.1.2 From “An Independent Person” to “A Member of the Family’s
Ethical Union”

The essence of marriage is that two parties want to voluntarily form “a person” and
both are willing to abandon their own natural and individual personalities for that
unity. “This union is a self-restriction, but in fact it is their liberation, because in it
they attain their substantial self-consciousness” (Hegel 2008, p. 164).

The prescriptive nature of the family is love, a feeling that one is unified with
others. Therefore, it’s just because people are aware of this unity that they are no
longer an independent person but become a member of the family as an ethical en-
tity. In other words, the independent personality of the individual has already been
dispelled in a family and has merged into the direct and natural ethical entity of a
family in accordance with the rules of love, as a result of which, affection, kindness,
esteem, trust, and the commonality of the individual is experienced. That is to say,
the individual and the family (the ethical entity) are directly united as one “person.”
Here, no individual personality exists because the family unity is the ethical entity.

In this family unity, freedom is not the ability to do whatever one desires or
wants, otherwise everyone will lose their freedom because the desires and wants
of family members frequently contradict each other. Acting according to the ethi-
cal rule of love enables family members to actualize their real freedom within the
family, because their desires and wants are mediated and regulated by the rule so
that their decisions and actions will not conflict with each other. The ethical rule of
love requires everyone to observe communitarianly-established moral virtues and
norms to treat one’s family members with love. Just as the law exists for realizing
freedoms (such as a freedom from being robbed) in the state, the ethical rule of love
can be understood to function in the ethical union of a family for realizing freedom
within the family. Real freedom exists in ethical entities only. That is to say, only
when the individual abandons his/her natural personality to live in accordance with
love within the ethical entity of a family can he/she obtain true freedom and onto-
logical self-consciousness in the family. The right to live within the ethical union of
a family is the basic right one enjoys in the family. Only when a family is disinte-
grated can the individual break away from the family and become a person with an
independent personality existing outside the family again.

12.4.2 The Service Responsibility of Family Members
Towards the Family—The Family Affairs Attribute
of “Individual Health”

In the ethical union of a family one is no longer an independent person but a mem-
ber of the family, a unified ethical entity. Each member of the family must be dedi-
cated to the ethical unity of family. Therefore, physical health and longevity is not
an individual matter, but is a common matter for the good of the family unity, that
is, personal health is a family matter.
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12.4.3 From “the Independent Individual’s Right Over One’s
Organs” to “the Common Family Right over the Organs
of its Members”

12.4.3.1 The Independent Individual’s Right Over One’s Organs

A human being is a subject aware of its subjectivity. As a person, I know I’'m free
inside myself. In order to be an existence in accord with the idea of freedom (the
concept of freedom and its actualization), human beings must be provided with an
external field of freedom (Hegel 2008, p. 56). While personality is the thing a hu-
man being should have qua human being, it should not stay in the abstract ego but
be combined with external things to recognize the ego. That is to carry through the
free will in the external things, making them a part of oneself. Therefore, possession
is the natural existence of personality as well as freedom. To respect one’s posses-
sion is to respect his/her personality. In other words, human beings are entitled to
embody their will in external things to make them “mine.” “I as a free will am an
object to myself in what I possess and thereby also for the first time am an actual
will, and this is the aspect which constitutes the determination of property, the true
and rightful factor in possession” (Hegel 2008, p. 61).

At the same time, as I’'m living in the organism of a body, my body is my external
existence. But as a person, I own my life and body as I own other things, as long
as my will is inside it. Only when I am willing do I have limbs and life. “I possess
the members of my body, my life, only so long as I will to possess them. An animal
cannot maim or destroy itself, but a human being can” (Hegel 2008, p. 62). The
organs removed from my body are also the natural existence of my personality and
freedom and therefore people possess their organs. Just as Audi said, we can assume
that the body as a whole is not our property, but still insist that part of the body is
our property as long as we do not insist that we have all the parts of the body, as
the assumption of possessing all parts of a thing would imply our possession of it
(1996, pp. 141-143). Indeed, the Law Reform Commission of the United States
found that, if people did not have ownership of the component parts of their own
bodies, it would be more difficult for us explain why we can donate organs (Price
2002, p. 237).

12.4.3.2 The Common Family Right Over the Organs of Its Members

As we discussed previously, a person who has an independent personality and who
does not belong to an ethical entity, enjoys the ownership of his/her own body. Will
this remain the case if two such persons form a family? In the unified ethical entity
of a family, the results are completely different. The organs of the individuals who
have lost their independent personalities gain a common family attribute.

The rule that a family is an ethical entity (“a person”) applies at all times in
all countries due to its direct and natural nature. As a personality, family has its
external reality in possessions, namely family properties. Except for possessions,
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as a universal and persistent personality, a family also can establish a stable and
lasting industry, namely a resource. Here, the selfish needs and desires of the indi-
vidual are converted into a kind of caring and gain for the family community (Hegel
2008, p. 171). As family property is a common possession, not any member of the
family has special possession but only the co-ownership of common possessions.
In this regard, the family members’ ownership of their individual organs is also
converted into a co-ownership by the family unity of all members’ organs. Conse-
quently, the individual has lost one’s right to dispose of one’s organs and, therefore,
it is reasonable that family-based informed consent is necessary for organ donation.

To summarize, family-based informed consent for organ donation is grounded in
the family affairs component of “health” and family ownership of organs.

12.5 Family-Based Informed Consent for Organ
Donation from the Perspective of Reconstructionist
Confucian Bioethics

Laws and regulations are only suitable for the society and culture from which they
originate. If one considers the reconstructionist Confucian bioethics of Ruiping Fan,
there is powerful support for a family-based informed consent model mentioned
above. Furthermore, reconstructionist Confucian bioethicists also share the same
understanding of the nature of family, that is, the unified ethical entity.

12.5.1 Reconstructionist Confucian Bioethics

The reconstructionist Confucian bioethics established by Ruiping Fan is a construc-
tion of contemporary Confucianism that faces social reality while mastering the
core of Confucianism. Through analysis and comparison Fan properly interprets
Confucianism in such a way that his theory provides direct and concrete Confu-
cian resources for reforming modern policies and institutions. Meanwhile, “the
core of the reconstructionist Confucian bioethics is its fundamental nature and its
most important promise to stick to principles and solve problems in real life.” (Fan
2010, p. 2). As such, the Confucian proposal for feasible and spiritually suitable
organ donation regulations in China has sought its foundations in reconstructionist
Confucian bioethics.

12.5.2 Family-Based Informed Consent for Organ Donation
and Confucian Core Values

Reconstructionist Confucian bioethics is based on close family ties (the love be-
tween family members), one of the core values of Confucianism, and is in line with
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the essential nature of the family’s unified ethical entity. Similarly, since family
values and the ethical entity of the family in reconstructionist Confucian bioethics
share the same nature, they can provide people with guidance for living correctly.
Therefore, “the truth that contemporary Western bioethics fails to comprehend,”
(Fan 2010, p. 9) is reflected in reconstructionist Confucian bioethics.

12.5.2.1 Family-Based Informed Consent for Organ Donation
from the Perspective of Family Ties in Confucian Society

One of the core Confucian values is the value of the family. In Confucianism, the
core of the family is established through family ties, the source of kindhearted-
ness. In particular, the feature of Confucian kindheartedness is being considerate to
those close to you and extending that consideration to others. According to Men-
cius, one should “revere the elders in one’s own family and extend this reverence
to all elders;care for the children in one’s own family and extend that caring to all
children” (Mencius 1.7; Chinese Teachers Union Institute of Education Sciences
2005, p. 3). This is the principle of Confucianism, which highlights filial piety and
fraternal duty as the basis of kindheartedness. Youruo, disciple of Confucius, said,
“The Superior Man concerns himself with the fundamentals. Once the fundamen-
tals are established, the proper way (tao) appears. Are not Filial piety and frater-
nal submission the root of all benevolent actions?” (Confucius 2002, The Analects
1.2). According to Mencius, “Every child loves their family members; whey they
grow up, they show respect for their elderly brothers. Family ties (the love between
family members) means kindheartedness; respect for the elderly means obligation.
Selflessness helps to reach afar.” (Menciusl3.15; Xia 2002, p. 417). Therefore,
kindheartedness is an extension of family ties while obligation is an extension of
respect for the elderly. Furthermore, Confucianism focuses on kindheartedness as
the supreme ethic and highlights filial piety and fraternal duty as its basis. Under the
filial piety and fraternal duty of Confucianism, the most basic moral ethic is to love
your family (Zhang 2009, pp. 80-82).

The family tie is the most natural and stable ethical relation. The components
of family ties are to abandon one’s independence and to realize the unity between
one and one’s family and vice versa. For example, the story of cutting off one’s
flesh to show filial obedience to one’s mother in the twenty-four filial exemplars
clearly shows the unity between an individual and one’s family and the unity
within one’s family. Through family ties the family becomes a unified ethical
entity, “a person,” and all assets owned are shared. In this way, the organs of each
family member are shared by the family. Consequently, in accord with family
ties, an individual will not view their health as their own, but the common affair
of the family, as the purpose of health is to add happiness to the family. Naturally,
because organ donation harms one’s health, family-based informed consent for
organ donation is required.

In summary, family-based informed consent rests on ancient Confucian ethi-
cal ideas, that is, the theory of “kindheartedness.” Confucianism focuses on kind-
ness as the supreme principle, and filial piety and fraternal duty as its basic ethics.
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Family-based informed consent for organ donation is in accord with the complete
moral essence of Confucianism as filial piety and fraternal duty.

12.5.2.2 Family-Based Informed Consent for Organ Donation
from the Perspective of Family Values

Through family ties, or the love between family members, Confucianism has always
attached importance to the family, which does not usually view one’s life and living
as an individual matter, but rather as a link of the family and the life of the family.
Therefore, life activities are not only for individual enjoyment, and may not even be
enjoyable for the individual, but are rather to increase the happiness of the family
and to strengthen the connection between individual’s life and that of the family’s.
As such, Confucianism supports the traditional idea that instructs one to “cultivate
the moral self, regulate the family, maintain the state rightly and make all peace-
ful” (Book of Rites-Great Learning). That is, the life of an individual does not only
belong to the individual, but to one’s family or even one’s country.

Such active devotion to and involvement with one’s family makes the individ-
ual’s happiness largely dependent on the family’s happiness. Therefore, individual
health is not so much a concern of the individual, but a family affair. Additionally,
personal belongings do not exist in the traditional Confucian family, only common
assets of the family exist. Hidden individual assets (casually called personal funds)
are forbidden and, of course, an individual does not have the right to dispose of
family assets.

The reconstructionist Confucian bioethics based on the Confucian family values
outlined above requires all potential patients and organ donors to be understood
as part of a family. Outside of the family it is hard to appropriately understand the
individual (Fan 2010, p. 9) because the donor is closely involved with the family
and other family members. In Confucianism, the unified family entity makes the
concepts of “freedom” and “equality” unnecessary. The individual, whose health
and longevity is not an individual matter anymore, has to be dedicated to the ethical
entity of the family and better serve the family and the unified family entity. Con-
sequently, as material property due to separation with the body, organs are family
property, a common asset, and the individual, therefore, does not have the right to
dispose of one’s organ and the whole family must decide together.

12.5.2.3 Family-Based Informed Consent for Organ Donation
from the Perspective of “Concordance”

Another core Confucian value supported by reconstructionist Confucian bioethics
is “concordance.” The word “concordance” first appeared in oracle bone inscrip-
tions and inscriptions on ancient bronze objects. “Concordance corresponds to two
characters in Chinese, the original meaning of the first one means harmony while
the original meaning of the second refers to the upper and lower lips of people’s
mouth, meaning coordination” (Wu 2005, p. 51).
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In China, the traditional idea of concordance is profound, long-standing and well
established, consisting of two components: general comprehension and philosophy.
General comprehension consists of the relationship between humans and nature,
humans and humans, and humans with the nation and society, within which the
concordance of humans themselves and that between humans and spirits resides.
As for concordance at the philosophical level, Professor Zhang Li-wen defines it as
meaning that “the conflicts and harmony of various elements among nature, society,
interpersonal relationships, souls and cultures are the aggregation of new structures,
new things and new lives formed by quality elements during the conflicts and har-
mony” (Zhang 1997, p. 51). This indicates that every being consists of conflicts and
harmony. Conflicts and harmony are everywhere from astronomical objects to ants
and blades of grass. Every phenomenon in the universe has concordance while ev-
ery concept embodies concordance and every conflict and harmony is the existence
of concordance (Yan 1999, pp. 45-47).

“Concordance” is also called “harmony,” meaning the unity in a variety of
things with different natures, rather than the “collision-free situation” (Zhang 1999,
pp- 10-14). “Harmony” refers to the harmonious existence of elements with dif-
ferent natures while “combination” refers to the mastery and comprehension of
things with different natures (Cheng 1998, pp. 29-35). The concept of concordance,
which includes harmony, peace, neutralization, fusion, association and cooperation,
focuses on mastering the relationship among things in a comprehensive manner.
Concordance does not mean removing the differences among things, rather, the
premise of its existence is the common difference of things. It tries to reach an over-
all balanced, harmonious and cooperative state through overcoming and settling
conflicts. In short, the concept of concordance is a comprehensive idea focused on
harmony, which Chinese traditional cultures deem to be the best state (Li and Liu
2005, pp. 38—40). In addition, concordance is also the best state for the relationship
of the family.

In Confucianism the concept of concordance emphasizes that the relationship
between people should focus on harmony and pursue unity and coordination within
its ranks. Confucius took “harmony” to be a worldly ideal. He states, "harmony is
the most precious in practicing etiquette (rituals); the principles of former kings
from these were the most ideal, where both the great and small matters depend upon
it” (Confucius 2002, The Analects 1.12). He also said that the middle way is the
basis of the world while harmony is its highest standard (Doctrine of Mean). He
regarded harmony as the standard of “achievement” and “a man of noble character”
would reinforce the extreme importance of harmonious interpersonal relationships.

A Confucian family is the unity formed by combining different individuals who
gave up their individual personalities. The unified family entity itself reflects the
“combination” of different elements. Family-based informed consent for organ
donation reflects the will of the person concerned and the harmonious unity of that
person’s family, which displays the “harmony” of the harmonious coexistence of dif-
ferent elements. The pursuit of harmony is one of the traditional features of Chinese
culture. However, for Confucians harmony is the supreme ideal. Therefore, family-
based informed consent corresponds to the core value of Confucian “concordance”
insofar as it represents “unity”” and “harmony”.
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Concordance is one of the core values espoused by reconstructionist Confucian
bioethics. Consequenty, it is never possible for reconstructionist Confucian bio-
ethics to support the autonomous decision of an individual to become an organ
donor because it may harm the harmony of the family. As such, only when the deci-
sion to become an organ donor is made within the family can it be rationalized by
reconstructionist Confucian bioethics.

12.6 Family-Based Informed Consent for Organ
Donation from the Perspective of Etiquette (Ritual)

It is without question that ancient Chinese ethics held the theory of “kindheartedness”
at its core. Confucius focused on kindness as the supreme principle. However, if
“self-denial and a return to propriety means kindness,” following the rituals would
be the major expression of kindness. In particular, kindness can only be realized in
certain interpersonal relationships through loving conduct (Fan 2002, pp. 346-372).

“Etiquette” refers to the family and social rituals commonly practiced in the
Confucian community (Fan 2012) “As for Confucianism, the cultivation of virtues,
especially the cultivation of virtues through its power, is realized through etiquette
(ritual). We should understand that kindheartedness with virtues comes from our
following etiquette (ritual). Sound etiquette (ritual) transforms people into real hu-
man beings” (Fan 2010, p. 9). Family-based informed consent for organ donation
is no doubt the proper behavioral system and norm for practicing the core values of
Confucianism.

It should be noted that the reason why the family-based informed consent system
is thought of as confirming the family’s consent is because it merely reflects the
normal state of the family. The point of creating such a system is so that the law
defines the normal state and makes it lawful. Consequently, the embarrassment of
not following existing laws and the damage done to the unified family entity by
unethical laws are avoided.

It is important to note that Fan’s reconstructionist Confucian bioethics takes the
core value of Confucianism as primary while etiquette is that which needs to be
reconsidered to adjust to the current situation. When the world changes, outdated
etiquette that fails to adjust to the new practical environment has to be replaced
by new etiquette or it will dispel or even distort the core value of Confucianism.
“A complete picture of Confucian virtue ethics embodies a sophisticated reflective
equilibrium between ritual practices and general principles ” (Fan 2012, p. 8).

For example, in Confucianism, the edict stating that the “body is given by one’s
parents; doing no damage to it is fundamental to filial piety” (Confucius 2007, Clas-
sic of Filial Piety 1) is one reason to prevent the Chinese people from donating
organs. It also distorts the broader spirit of love embodied by “kindness” in Confu-
cianism. The above edict is an old etiquette adapted for a time period when people
could not imagine organ transplantation technologies. In the contemporary world,
one should not only define the “body as given by the parents” in a broader manner
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(perhaps so that it represents the whole of individual character), but also establish a
new etiquette based on it. We can use “body as given by the parents” as the rationale
for family-based informed consent. Given that one’s whole being comes from one’s
parents one does not possess an independent individual personality in the family,
therefore, I am a unity with my parents and other family members. My happiness
is their happiness while their sadness is my sadness. I can devote my whole being
to them and they will do the same. Because the “body is given by the parents,” the
family tie (the love between family members) among family members is the in-
heritance and association of flesh and blood. As a result, one’s choice to become an
organ donor should not be one’s own, but should require the informed consent of the
family. Upon getting the “approval” of one’s family, one has preserved filial piety
for one’s parents and has discharged one’s responsibility to the unified family entity.

Consequently, Confucian family values make family-based informed consent
easy to achieve. From their different perspectives, every family member makes the
harmony and continuous development of the family their responsibility, making
them willing to participate in family-based informed consent. At the same time,
the maximal individual interest of family members and the maximal family interest
are easier to coordinate if family-based informed consent is present. That is, family
members are more willing to respect family-based informed consent even if it goes
against one’s individual interests.

In summary, family-based informed consent for organ donation is an implication
of the family as a unified ethical entity. In addition, family-based informed consent
is never only applied to Confucian families, but to any family with “home” and
“love”.
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Chapter 13

The Informed Consent of Human Medical
Research in Mainland China: A Family-Based
Binary Decision Model

Rui Deng

13.1 Introduction

Medical research on human subjects is a necessary link in the development of
biomedical technology. “Human subject means an individual who is or becomes
a participant in research, either as a recipient of the test article or as a control.
A subject may be either a healthy individual or a patient” (U.S. Code of Federal
Regulations, title 21, part 56, sec. 102¢). Medical research on humans—unlike
clinical treatment—aims to test and verify unknown treatments or new drugs, and
to gain new scientific knowledge. This process involves unpredictable factors and
even serious risks, so the informed consent of subjects is crucial. Together with
the Institutional Review Board (IRB), informed consent is considered one of “two
pillars” which protect human subjects (Zhai and Qiu 2005, p. 423). The current
model of informed consent in mainland China is individual-based and autonomy-
oriented, which emerged in America in the 1970s. But the concept of individual and
autonomous compared with the west have different meanings in mainland China.
With this in mind, the aim of this paper is to find an appropriate model of informed
consent. There are, of course, other measures to protect human subjects: e.g.
improving the moral virtues of researchers or strengthening the IRB; I will not be
concerned with those. With regard to the subjects, my essay will not concern subjects
who do not have the proper ability to understand information or make a decision.
Rather, my subjects are independent people who are older than 18—not teenagers or
children—who are without intellectual disabilities—such as Alzheimer’s disease.
The idea of informed consent originated in Western society, history, and culture;
its core is personal autonomy, which is based on individualism. When this model

R. Deng (D<)

College of Humanities and Social Sciences, Shanxi Medical University, 56 South Xinjian Road,
Taiyuan 030001, Shanxi, China

e-mail: shddengrui@gmail.com

© Springer International Publishing Switzerland 2015 201
R. Fan (ed.), Family-Oriented Informed Consent, Philosophy and Medicine,
DOI 10.1007/978-3-319-12120-8 13



202 R. Deng

was introduced in China, it was, in turn, influenced by traditional Chinese culture.
Because of this influence, there are many differences between Chinese and Western
ideas about the nature and practice of informed consent. In human subject research,
these differences include doubt about the ability of subjects to make a decision, the
motivations behind the decision, and the rights of the subject’s family. Further, the
process of informed consent itself is complicated. The process relies heavily on
the decision-making context, such as the information provided by the researcher,
the type of human subject research being carried out, the characteristics of human
subjects, as well as their family status. In sum, the process of informed consent is
far more complex than just signing one’s name on an informed consent form (ICF).
Therefore, the assumption that lets human subjects enjoy their right to informed
consent unilaterally is defective in many cases. Thus, in order to protect the hu-
man subjects’ interests, we must find an appropriate model of informed consent
and find a way of putting it into practice. The full understand of decision-making
information is the most important to an appropriate model of informed consent, but
fully understand information depends on many conditions, one of them is to im-
prove the subjects’ understanding ability, family members participating the process
of decision-making can improve the subjects’ understanding ability, which is an
appropriate model.

In mainland China there are many discussions about informed consent in clinical
practice. But discussions of informed consent in human research are inadequate. So
in this essay I will analyze two cases that occurred in mainland China. Firstly, the
two cases will indicate that family participation in decision-making is key. Next, I
will present a model of informed consent, what I call a “family-based, binary deci-
sion model.” I want to argue that this model is necessary. For that purpose I will
discuss the factors that influence human subjects’ decision making. Further, I will
make a defense of this model based on Confucian ethics. Finally, I will present
some suggestions as to how to implement this model.

13.2 The Importance of Family Participation: Two Case
Studies in Mainland China

13.2.1 CaseA

Between 1998 and 2001, the Korea Cancer Center Hospital and the Zhejiang
University Cancer Institute of China carried out a cooperative research project
investigating how ginseng might help prevent colorectal cancer. They recruited
more than 500 subjects from the Magqiao district in Haining City, Zhejiang Province,
in China (see Wang 2006; China Business Journal, May 21, 2005; Southern
Metropolis Daily, April 6, 2005). The subjects were instructed to take ginseng pills
from Korea for 3 years. During the research period, some of the subjects suffered
from hypertension, nosebleeds, dizziness and other adverse reactions. Some
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subjects discontinued the trial, other subjects even died. For example, an old man
participated in the trial and died because of brain hemorrhage in June 2000. He was
then 68 years old. A woman who participated in the trial often felt dizziness after
she took the pill, and her blood pressure became very unstable. Likewise, an old
lady who took two ginseng pills every week for 3 years was placed in the hospital
due to hypertension, dizziness and headaches. Less than 3 years after the end of the
trial, she suffered from uremia and died in February 2004, being 64 years old. There
were many other subjects with similar symptoms.

In this case, all subjects were from rural areas, most of them were elderly,
and with little education. In fact, some couldn’t even write their own names: the
old lady had to press her hand print on the informed consent form. Owing to her
illiteracy, she did not know the consents, functions and rights involved in the ICF
at all. We know that if a subject—such as this old lady—has no reading ability or
little education, we should let other people with no conflict of interest participate in
the decision-making. In this case, her son noted that he wanted to know more about
his mother’s participation in the drug trial. But the only ICF with his mother’s hand
print had been taken back by the doctor or nurse before he could ask for informa-
taion from it. We know the conventional approach is that the subject must possess
a copy of the original ICF. So this case indicates that family members—such as
adult children, parents, or spouses—want to participate in decision-making. But the
implementation of informed consent is not standard, and family decision-making
cannot be achieved if the ICF is taken back before he can discuss it with family.
But this case presented further complications. Many educated children of subjects
worked in other cities; some of the elderly didn’t want their children to worry about
them; some of the subjects misunderstood the trial as the government’s attempt to
show concern for the rural elderly.

13.2.2 Case B

In 1991, the governments of China and the U.S. approved a collaborative research
project funded by the U.S. with research carried out in mainland China (Wang et al.
2004). The aim of the study was to investigate whether a multivitamin containing
folic acid can reduce the risk of fetal neural tube defects. The trial required that
female subjects take the multivitamin containing folic acid both before and after
pregnancy. In order to ensure the smooth progress of this project, investigators
carried out a preliminary experiment for about 1 year, from 1991 to 1992. 503 young
women were selected for this preliminary experiment. All of them came from the
countryside of northern China, were in their first marriage, and were never pregnant
before. They had a low level of education, only half of them had the experience of
going out to work, and the work was mainly agricultural. In the process of deciding
whether to participate in the trial, 88 % of the women’s husbands, 36 % of their
parents-in-law, and 32% of their parents participated in the discussion. No one
decision was made independently by the women’s parents or parents-in-law.
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Research from the preliminary experiment indicated that women do not generally
seek the help of their social support system on their own initiative. But in some
cases women need their husband or parents-in-laws to share the responsibility, for
example when the women have been influenced by rumors, or when their decision
suffers opposition of the social support system, or when some abnormal or unex-
pected things occur during the trial process and the women cannot explain them
clearly. There are two different kinds of situations about parents or parents-in-law
participating in decision-making. One situation is when parents or parents-in-law
and a young couple share the very same viewpoint, or when the parents or parents-
in-law are unable to participate in the decision making because of illiteracy. In this
case, parents or parents-in-law tend to remain silent or understate their view, show-
ing an attitude of non-interference or non-opposition. Another situation is when
parents or parents-in-law have different perspectives, or abnormalities—such as
abortion—appear during the process of taking the medicine being tested. In this
case, they will tend to express their opposition. The research also indicated that
the women’s family members, immediate family members, intimate friends and
village doctors are the most important supporters. Group psychology also plays
a very important role when they choose compliance or non-compliance in the
research process. Women have strong interactions with their partners who participate
in the same project. By the influence of group psychology, the women are willing to
make the same decision as their partners. They usually have the view that the more
people participate in the research project, the smaller the risk for each person. The
conclusion is that a family-based binary decision model is necessary and effective.

13.3 The Aspects of a Family-Based Binary Decision
Model

Through analysis of the above two cases, I claim that a family-based binary decision
model is an appropriate model for informed consent decision-making in human
research in settings with a Confucian-based culture. The main aspects of this model
are:

1. The person who makes a decision is binary; it includes not only the subjects, but
also their families. In mainland China, “the nuclear family and stem family are
still the main family structure not only in urban but also in rural” areas. (Shen
et al. 2009, p. 22). Given this fact, it is common to have three generations living
under one roof: parents (or a parent) live with one of their married sons or daugh-
ters and their kids. Even if in recent years the stem family appears to be declining,
more and more the “temporary stem family”! (Yao 2012) carries the same value

! The three generations in a traditional stem family live together and have dinner together over a
long period of time even till the older generation die. But the situation has changed with the devel-
opment of the society. Subjectively, Chinese have more autonomy and hope to have more freedom.
Objectively, the married children work or live in different city from their parents, so even parents



13 The Informed Consent of Human Medical Research in Mainland China 205

and function as the traditional stem family. Of course, other people also propose
their opinions during decision making, but they are not the decision-makers.
Thus, a decision-maker circle comes into being around the subject, including the
subject’s family members, relatives, friends, colleagues and companions who
join the same research trial, etc. This circle is not an interest group, but a support
group with mutual dependence and trust.

2. In this binary decision model, the interest of the subject is the first interest,
and the interest of family is a secondary interest. The purpose of the family’s
participation in the decision-making is to consider the risks of the trial from more
angles, and to propose their opinions in order to protect the interests of subject.
Family interests cannot override the interests of subject. The person who makes
the final decision should be the subject himself.

3. In this binary decision model, the family has a right to agree to or refuse the
subject’s decision to participate in research or not. That is to say, the family does
not have the right to require or force a family member to participate in a trial.
This is because participating in research (not for treatment) is always an issue
which disturbs the normal life or the usual treatment procedures of a family
member. Extra familial consent is needed in order to protect individual family
members. Accordingly, for any trials, if a person decides not to participate,
the family cannot require or force him/her to participate. However, for some
significant trials, if a person decides to participate, he still needs to get the
consent of his/her family. If the family denies consent or has different opinions,
in most cases the person will not be able to participate in the trial, such as Case B.

4. The role of the family in agreeing or diagreeing with the decision of the subject
will vary according to the situation of the subject. If the subject is rational, inde-
pendent, and the trial has less risks, then the family’s right is mainly limited to
agreeing with the decision of the patient. If the trial is more important and the
risks to subject or his/her family are greater, then the family has a greater right
to deny the decision. Of course, the final decision should be made by the sub-
ject. The fact that the family has different rights in different situations is mainly
according to Ren (/. benevolence)—the loving of the family member.

In essence, the nature of a family-based binary decision model is a kind of transfer
and share of the subject’s rights. This model is supported by two kinds of consider-
ations. Firstly, because the actual informed consent situations are imperfect, during
the process of reaching a contract, subjects inevitably have various limitations.

and their married children want to live separately. But this state is temporary—when the married
children have their baby, they often have not enough time to look after a baby, so one or both
the older parents live together with their children and their grandchild. Sometimes, if their eco-
nomic situation is good enough, the older parents live in another house which is very close to their
married children and their grandchild—that’s “the distance of a bowl of soup.” The distance is very
appropriate: both of them have independent living space, and they can take care of each other. If
the grandchild grows up, the older parents may go back to their hometown. But if the older parents
are too old to live separately, they will live together with their married child again. So, living
together or not can be temporary in different situation. But eventually most will live together for
quite a long time, so this type of family was named‘“‘temporary stem family” by Yao Jun.



206 R. Deng

For example, subjects might be unable to make a decision because of the lack of
relevant knowledge; or they might not know what to do because of being in an
unfamiliar environment; or they might not know what to do because of too much
information. If normal judgment is affected by the above factors, they will prob-
ably make a wrong decision. Secondly, there are ethical considerations. Imposing
the responsibility of making decisions on subjects unilaterally will weaken the
responsibility and obligation of doctors and investigators. If this is so, informed
consent will be more and more a kind of legal formalism, and the result will harm
the interests of subjects.

13.4 The Necessity of a Family-Based, Binary Decision
Model

The subject can only know the written information of the consent form. And yet it
is what is not stated in the contract that really affects the behavior of investigators
and subjects, such as who are the research investors and cooperators, and what the
relation among all the parties is. So in such circumstances, the subject’s decision
whether to participate or not is very complex. Now, family participation is highly
necessary, and such participation shows a different scope and depth.

13.4.1 Problems with the Guidance of Investigators

The investigators play a leading role in the course of implementing informed
consent. The information provided by them is key in helping subjects to make a
decision. Incentives for investigators to enroll subjects into clinical trials are diverse
and create conflicts of interest (Alpert et al. 2006). Information from investigators is
always deficient due to the impact of the interests behind the project.

Firstly, there is withholding of information. The key pieces of information that
affect decision making are not mentioned, such as adverse events, and whether there
are other available treatment projects that can be chosen if the subject does not want
to participate in the trial. In fact, the things mentioned above have detailed rules in
research plan, adverse events will be noticed to IRB within 24 hours, the available
treatment projects written in the research plan, but those information is not told to
the subjects in detail in order to save time or recruit subjects quickly, which is dif-
ferent from the way in America and other western countries. Secondly, investigators
can avoid important points and dwell on trivial ones. They can understate the risks
and injuries that may occur during the trial, and emphasize the potential benefits of
the trial. Thirdly, investigators may talk vaguely. The investigator may not be very
clear about the risk assessment and the treatment after injury. Finally, investigators
may oversimplify matters. The presentation of trial procedures, trial methods and
risks can be excessively brief.
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In this process, the investigators tend to let the subject make the decision alone
for the following reasons. The first reason is the impact of the concept of self-
determination. The investigators think that self-determination is an international
principle and should also be obeyed in mainland China. So a subject can sign his/
her name on the informed consent form by himself/herself, and need not consult
with his/her family. Therefore not only in the design of the form but also in practice,
there is no space for the family to participate. The second reason concerns the needs
of the trial. Investigators know that allowing more people to participate in deter-
mining the participation of the subject will lower the planned speed of the research
project. Further, some people originally intend to participate in the trial, but after
they consult with family or friends, change their idea and abandon the trial. The
potential subject loss and the necessity to recruit new subjects will extend the time
of the research project. The third reason is standard practice. Unlike clinical treat-
ment, family consent is not a necessary condition in human subject research; rather,
standard practice only requires the signature of the subject. Investigators hope the
decision is made by the subject himself, so this hope will have an impact on the doc-
tor or investigator during the process of informing the patient, such as exaggerating
the effectiveness of the trial products, avoiding or evading risks and injuries, and
emphasizing the concept of personal autonomy to subjects. It can be seen that the
lack of information and the guidance of the investigator deeply affect the rational
judgment of the subject. Therefore, we propose that family or friends should par-
ticipate in the informed consent process, to avoid medical paternalism in human
research and to eliminate the risks raised by value guidance from investigator.

13.4.2 Family Considerations in Different Types of Human
Research

In different phases and different types of human medical research, the interests of
scientific research and those of the human subject conflict. Subjects will consider
different factors when they make decisions, so the expectations of the family are
also different.

In phase I of a clinical trial, the subjects are healthy people, the trial can’t bring
direct benefit to the subjects, but can have a lot of uncertain risks. In such a case
the interests of the subject and those of the researchers are seriously in tension. To
protect subject interest, the family’s participation in decision-making is necessary
in theory. But quite the contrary, in practice subjects in this phase have to make
decisions by themselves. The cultural reason is filial duty. First, an important aspect
of filial duty is that subjects should care for themselves and not make their parents
worry. Participating in a phase I human trial may bring about risks and damages to
the subject’s body. This is contrary to the doctrine of the Xiao Jing (The Classic
of Filial Piety), which states that “Our bodies—to every hair and bit of skin—are
received by us from our parents, and we must not presume to injure or wound them.

This is the beginning of filial piety.” (B KK, FZ2 X, TG, Z2MH 0,
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Sturgeon 2013b, The Scope and Meaning of the Treatise) As a member of a family, a
subject undertakes the obligation of not worrying his/her family; hence, the subject
might not want to consult his/her family. Secondly, Chinese culture thinks the
motivations of healthy people to participate voluntarily in human subject research
are questionable. Especially when the subjects are young adults or university
students, their participation mostly aims to obtain high remuneration—given their
usually weak economic condition. The Xiao Jing also states, “When we have
established our character by the practice of the (filial) course, so as to make our
name famous in future ages and thereby glorify our parents, this is the end of filial
piety.” AL FITHE, HE TEHE, LERXE, FZ%4 1, Sturgeon 2013b, The Scope
and Meaning of the Treatise) So in Chinese culture, the choice of being human
test-subjects is not considered honest labor, and this behavior can’t be of spoken
to other people. It would even bring disgrace to the family. Human subjects are
aware of this, so they don’t want their family to know, so that family participation
during the informed consent process is missing. Of course, there are many objec-
tive reasons for why family advice could not be obtained. Because many subjects
study or work in a different city than their family, and because the family’s attitude
to trial may be ignorance or misunderstanding, the two sides often hinder effective,
accurate and timely communication about the trial. It should be noticed that even
though the main family members might not be able to participate in decision making
effectively, subjects can obtain some advice from other members of the family, such
as those similar in age, those who are more liberal, or those with whom they have an
especially intimate relationship. So at this phase, subjects prefer to make decisions
together with their good friends or other subjects who participate in the same trial.
In Phase II and III clinical trials, subjects are often clinical patients, and par-
ticipating in the trial can solve some medical problems or treat a disease to some
extent. In these phases, the conflict between the subjects and the scientific research
are reduced to a certain extent, and the relationship between them is similar to the
relationship between doctor and patient in clinical treatment; the research activity
is similar to clinical activity. According to a recent survey, “most patients (79.5 %)
are still willing to share the right of informed consent with their family in clinical
treatment” (Wu and Liu 2012).It looks similar in human research. Moreover, in
both phases, the recruitment and selection of subjects is non-independent. Unlike
Western countries, in mainland China, a large percentage of the population with all
kinds of relationships live together. Hence, recruiting subjects might involve having
them introduced by relatives, friends and colleagues; doctors might seek patients
to be subjects; or subjects might be assigned directly by leaders.? Of course, all of

2 The ‘leaders’ I refer to are, in Chinese culture, ordinary people (i.e., not necessarily government
officials) who are in charge of some part of an organization—for example, a school or company.
Given their leadership role, people tend to trust them. For example, I have seen a head teacher
(a teacher in charge of a class) of a university recruit subjects from his class during the break
and encourage student leaders to recruit students actively. To give another example, a newspaper
reported that since a village official allowed a new drug trial to be carried out in his village, more
than a hundred people trusted him and participated in the trial. See, Li Guangming. “Dozens of
Farmers in Wangliang County AnHui Province Became Subjects Inexplicably”. Legal Daily.
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them, usually with good intentions, think that providing such information and
making subjects join the research process can bring them benefits. So in the two
phases, not only the subject, but also the family, sees it as desirable to let their
family member participate in the decision of informed consent, which can also
include the subject’s friends, other subjects who participate in the same trial, or
other patients suffering from the same disease, and so on.

Genetics research is another special type of research, because the family’s
genetic characteristics, disease susceptibility, and even life expectancy could be
known from subject’s genetic information. The genetic information of the subject
is shared with his/her family members. So when a person is making a decision
whether to participate in genetics research or not, he can’t decide alone, because the
decision is connected with the interests of other people. Therefore, it’s necessary
to make a binary decision when participating in genetics research; the subject must
consult with family members and make decision together with them.

13.4.3 Different Individual Characteristics of Human Subjects

The decision is made ultimately by the subject alone or after consultation with his/
her family, which also relies on the subject’s ability to understand, make decisions
and other factors. The individual characteristics of human subjects include the
following three aspects.

First, the literacy and knowledge of subjects will affect their reception and
understanding of trial information. If subjects lack literacy and medical knowledge,
they will not understand the trial. Carrying out informed consent effectively will be
extremely difficult, and even if they agree and sign, their consent is mostly passive.
In a survey, subjects who signed the very same informed consent form were asked
whether the information provided is clear or sufficient. The majority of the subjects
with good education answered ‘no,” while the majority subjects with lower educa-
tion said ‘yes’ (Wang et al. 2011). These results mean that the subjects with lower
education do not have a good understanding of the information. They have a lower
standard for the information and think that the existing information is enough. But
in fact, their understanding of the trial is not sufficient.

Second, due to the long-term influence of traditional culture, subjects lack the
willingness to engage in informed consent. On one hand, we have the traditional
proverb that speaks of the “doctor with parental heart” (& R &) which makes
subjects believe that doctors or researchers can make an appropriate decision that
most accords with their interests as subjects. On the other hand, under the influence
of traditional Chinese culture, which emphasizes family values, subjects have a
higher willingness to transfer their right to consent, and their family has a higher
willingness to participate in decision making (Wang et al. 2011). For instance, in

October 29, 2010, http://www.legaldaily.com.cn/index/content/2010-10/29/content_2332847.
htm?node=22668 .
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rural China, researchers often need to have the consent of the mayor before obtain-
ing subjects’ consent.

Third, the subjects’ psychological quality could influence the implementation of
informed consent. When a person is recruited to be a subject of a trial, in most cases,
he has become physically weak, and maybe has been confused because of the threat
of disease. Perhaps he wants to get money from the trial, or believes the research
project could bring benefits to his illness or to his social status, or became a subject
because he was introduced by an acquaintance, or feels embarrassed to refuse, and
so on. In a word, various reasons make it so that the subject can’t express his/her
willingness completely when making a decision, thus they are unable to protect
their own rights.

13.4.4 Influence from Family, Friends, and Peers of the Subject

Due to differences in the structure, size, economic situation, social backgrounds,
and the cultural backgrounds of the family, subjects have different degrees of
dependence on their family’s decision. For example, for a rich family it is difficult
to accept that a member of their family participate in a human trial. They all have
medical insurance and have enough money to pay for the regular treatment, so the
free experimental treatment with uncertain potential risks presents no attraction.
On the other hand, the poor family often lacks relevant knowledge about the hu-
man trial. They usually think the trial is dangerous for their body, that it will make
healthy people fall ill, and the make patient worse. So they would not agree that a
member of their family should participate in human trial.

A subject’s friends will also have an impact on the decision-making process.
Some subjects have many friends in different lines of work and will select one or
more of them to consult in the trial. This is especially true when the subject’s friends
engage in medical or legal work. They can provide significant advice from their
professional expertise. Also, friends who are very familiar with the subject’s life,
values and intentions also can make important suggestions.

Moreover, subjects who participate in the same research can also play important
roles in decision making. Presumably they live in the same area, the same com-
munity, attend the same hospital, the same ward, and so on. Owing to a conformist
mentality, the subject will prefer to make the same decision as other subjects. If
other subjects decide to participate, the subject in question will also participate. If
most subjects decline, the subject in question will change his original positive idea.
Of course, such decisions may not always be reasonable, but we should continue to
pay attention to how other people play a role in the decision-making process.
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13.5 The Ethical Defense of the Family-Based Binary
Decision Model

I must emphasize that I do not want to deny the individual rights of subjects. My
aim is to strengthen the subjects’ capacity for decision-making, and reach a truly ef-
fective informed consent. The Nuremberg Code emphasized in its first proposition
that human subjects must consent voluntarily, and human subjects must have the
capacity to consent (Vollmann and Winau 1996). This means that subjects might not
have a proper capacity to consent. Maybe they have a limited or inadequate capac-
ity, in which case they are weak and should be protected. To address this I propose
a family-based binary decision model in the decision-making process in mainland
China. And this model, with its particular theoretical basis, can be defended by tra-
ditional Chinese Confucian ethics.

13.5.1 Emphasis on Family Value

From the structure of Chinese society, we know that the value of family is very
important. In mainland China, everyone’s identity and social role is confirmed in
the family. An individual is a part of the family, so the most important decisions
in one’s life, such as education, health, hospitalization, employment and marriage,
are all made by discussing them in the family. We believe that a person does not
necessarily have the “reason, experience or capacity to make contract with others
equally” (Fan 2010) when he/she is faced with deciding about a significant problem,
such as whether or not to participate in a trial. When a person must make a decision
whether to participate in a trial or not, because of their vulnerable status, they are
not always able to make a reasonable judgment which fits their best interests. So,
mutual consultation is always more proper than arbitrary decisions by oneself. In
fact, too much emphasis on individual autonomy can be harmful to individuals (Fan
2011).Confucian virtue ethics asks people to make decisions based on family—as
opposed to emphasizing individual decisions—so they can care for and help each
other, especially about important events.

13.5.2 Emphasis on Filial Piety and Family Harmony

According to traditional Chinese culture, the family is the most basic political,
economic, cultural and social life unit. The Li Ji (The Classic of Rites) taught people
that the proper way of life was to first cultivate oneself in order to regulate one’s fam-
ily; this would, in turn, order one’s states, and finally spread virtue throughout the
kingdom.? This indicates that family harmony is a necessary stage of development

3 The theory above is summarized from the chapter of DaXue (“The Great Learing”) in Liji (The
Classic of Rites). The original text is “the ancients who wished to illustrate illustrious virtue
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for both personal development and national prosperity. Family harmony means the
mutual obligations and responsibilities of family members.

Firstly, there are mutual obligations and responsibilities between parents and
children. The Mao Shi ZhengYi states: “if we can be friendly to our family members,
not abandon our friends, and not leave behind old friends, people will naturally be
led to become more honest” (Mao and Zheng 1980, p. 410).* Further, Confucius
affirms in the Zhong Yong (The State of Equilibrium and Harmony) that “benevo-
lence is the characteristic element of humanity, and the great exercise of it is in
loving relatives”({=& A2, 383E 7 Ko Sturgeon 2013d, p. 20). It means that the
first and most important thing is to love parents. Filial piety is the most important
of all virtues. Filial piety is love from the heart. Filial piety means making parents
happy, comfortable; sons and daughters must not act contrary to the wishes of their
parents. Filial piety also means that sons and daughters must strive to do every-
thing to minimize their parents’ concerns for them; the kindness and care is mutual.
Secondly, there are mutual obligations and responsibilities between husband and
wife. A harmonious marital relationship is the primary factor in family harmony.
Spouses who discuss the research trial embody charity. Thirdly, there are mutual
obligations and responsibilities between siblings. Brothers and sisters who live in
harmony show respect to parents and elders. Hence, individuals and families are in
a close relationship; the concern of one member often requires the family to make
a decision. Family autonomy is often associated with personal autonomy. In human
research, whether a family member participates in research is not regarded as a
purely personal problem, but as a family problem. So informed consent decisions
tend to have family involvement; such decisions are considered the responsibility
of the family.

13.5.3 Emphasis on Friendship

The Confucian attaches great importance to friendship. According to Confucianism,
friends should follow Li (fLetiquette), Ren ({=benevolence), Yi (X righteousness),
Zhong (‘loyalty), Shu (forgiveness), and Xin (f§integrity) with each other.
Friendship has a special status among the five cardinal kinds of relationships
because of its particularity. Its particularities are selectivity, equality, integrity and
mutual encouragement (Wang 2007). The Analects states: “friendship with the
upright, friendship with the sincere, and friendship with the man of much

throughout the kingdom, first ordered well their own states. Wishing to order well their states, they
first regulated their families. Wishing to regulate their families, they first cultivated their persons”.
See, Sturgeon 2013c.

4 The Mao Shi ZhengYi, also named Mao Shi Xu, is a book annotating the ShiJing (The Book of
Poetry, a famous classics in Western Zhou). The authorship of Mao has not been confirmed, but
it is generally thought that it is MaoHeng in the Han Dynasty. This book has no English version,
so I translate the sentence myself. The Chinese text is: FERUER, KEFH, TEMKIA, MR
BHEXR.
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observation—these are advantageous ”(Sturgeon 2013a, JiShi, p. 4). There is hori-
zontal equality between friends—friends both fulfill obligations and share rights.
Friends can help each other because the relationship is based on uprightness and is
not for personal gain. So mere personal interest can be avoided. The help of a good
friend can provide a more objective view and meaningful advice about for informed
consent. Another particularity of friendship is integrity. The Analects states: “in his
intercourse with his friends, his words are sincere.” (Sturgeon 2013a, XueEr, p. 7)
The relationship between friends is not hierarchical. Their relationship is main-
tained by good faith. These features provide the possibility for the subjects to get
effective help from their friends.

13.6 Some Suggestions for Implementing the Family-
Based Binary Decision Model

The implementation of a family-based binary decision model needs to be supported
by policy or ethics. But only a few special Chinese guidelines on clinical trial have
the regulation that requires family to participate in decision-making. This is because
the trials are special, such as the clinical gene trial and the clinical vaccine trial
etc. For example in 1999, the policy of “The Guidelines on Application of Clinical
Trials in Genes” published by China Food and Drug Administration (CFDA) stated:
“The gene treatment can start only when the patient and family understand the in-
formation adequately and the family sign the ICF” (1999, Appendix 9; II Content of
Application Material, 6 Ethics). In 2003, it was revised to state: “The gene treatment
can start when the patient and family understand the information adequately and
not only family but also patient sign the ICF”’(CFDA 2003, II Content and Quality
Control. 8 Ethics). Both items highlight the importance of family members during
decision making. These policies display the concept of a family-based binary deci-
sion model. The practice that patients themselves and family members sign the ICF
together, which respects the right of informed consent of patients while following
traditional Chinese culture, might be a better solution at present. But this policy is
only for the gene research, but not for other medical research. Most guidelines just
need the subject’s agreement and signature. I will now present some suggestions to
implement a family-based binary decision model.

Firstly, a family-based binary decision model needs to be written into the
national laws and regulations, eapecially some important guidelines published by
the National Health and Family Planning Commission of the People’s Republic
of China or China Food and Drug Administration, such as “Ethical Guidelines for
Biomedical Research Involving Human Subjects”, (NHFPC 2007) and “Guidelines
of Ethical Review in Drug Clinical Trials”(CFDA 2010). I suggest that these guide-
lines should put forward some clear demands or provisions, such as: “in research
projects involving human subjects, the investigator or doctor must provide informa-
tion to the subject and his/her family, and have both sets of signatures. If they do not
procure the signature of the family, investigators should explain why this research
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does not need the family’s advice.” Accordingly, IRBs should pay more attention to
trials with more or uncertain risks. If the research project is very complex, the dura-
tion of the research project is very long, or the research involves family interests,
the IRB should require that both the subject and the family to sign the informed
consent form.

Secondly, the current informed consent form in mainland China has no unified
format, and the contents are too simple. Thus the ICF do not have enough informa-
tion for subjects. Therefore, a review of the process of informed consent is more
important than a review of a signature. The IRB should play a supervising function,
and should make the family really participate in the decision-making process. The
process could be supplemented with a survey and individual interview to inquire
into the process of decision-making, and find some appropriate ways to implement
a truly binary decision.

Thirdly, the IRB should serve the function of education and training, announcing
the advantage and necessity of binary decision process. It should demand that
subjects read the ICF with their family or friends, consult each other, and then make
a decision together. Of course, the result of such requirements would increase the
workload of the investigator, and even make it difficult to recruit subjects. But I
believe that, in the past, the recruitment of subjects has been simple and cheap in
mainland China. This is due to the subjects’ inability to protect themselves and
due to the lack of social support systems. It is impossible to improve the ability
and autonomy of subjects in a short period, and the social support systems will not
be set up quickly. Relatively speaking, family support is more readily available
in all social support systems, and binary decisions are easy to implement through
informed consent.
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Chapter 14
Toward a Shared Decision: Against the Fiction
of the Autonomous Individual

Ryan R. Nash

14.1 Introduction

Western, specifically American, medical ethicists, in a reaction against a particu-
lar narrative of medical paternalism, have called for the use of a shared decision
making process. Increasingly, this process is primarily aimed at honoring the au-
tonomy of the patient. However, the concept of autonomy invoked often assumes
an isolated, idealistic, individual deciding amongst neutral options from an objec-
tive position free from all biases. However, such an individual original position' is
fictional. American physicians, complicit in this false assumption, have been re-
duced to providers of options instead of givers of guidance. This paper describes a
better path to achieve a shared decision that respects and serves patients. It urges
physicians to employ an appropriate degree of directiveness. Further, it argues that
one may enhance the true autonomy of patients by engaging their rich contextual
influences and biases. This will include communal decisions, decisions that include
the family or other significant community. The common experience of communal
decision making amongst certain families and religious communities in the United
States are positive examples. Using the frame of end-of-life care decisions, includ-
ing considerations of decision burden and bereavement, the superiority of family or
community oriented decision-making is explored with arguments of inherent value
and positive potential consequences.

! The similarity of Rawlsian theory and the current prevailing bioethics in the United States and
Europe cannot be over emphasized. For consideration of the original position see Rawls 1971 and
2001.
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14.2 The Challenge of Family and Community
in the West

The rise of technology and increase in worldwide wealth, or at least the appearance
of an increase in worldwide wealth 2, has brought radical changes to numerous fac-
ets of life, not least of which is how we receive medical care. Peoples in the West
faced enormous change over the last century with an almost doubling in life expec-
tancy, the effective prevention and treatment of many diseases, and unprecedented
access to food, shelter, and clothing. Often these latter three are found beyond just
necessity: food that is on demand and consisting of representative culinary tastes
from around the world, shelter in homes with comforts our forefathers would scarce
imagine, and clothing that is shipped around the world with the click of a button
and too often discarded with equal ease. Historically, man struggled, toiled, and had
the shadow of death ever before him. Today in the US, for the first time in human
history obesity is a sign of poverty, cell phone service, cable TV, and a computer
with the obligate Wi-Fi access are heralded as rights in some intellectual and politi-
cal circles. And death is institutionalized, medicinalized, and hidden.>* Expansion
and advancement of technology, industry, and wealth have brought luxury. This
luxury is now becoming an expectation or even a right. With this change the West
has realized a shift from the old humanist trinity of liberty, equality, and fraternity
to pleasure, health and security with pleasure being the chief pursuit’. The pursuit
of pleasure?® is evident in many facets of life but perhaps most vividly in the radical
shift in sexual ethics. A consideration of sexual ethics is appropriate in setting the
stage for consideration of family oriented decision making not only in that it further
elaborates the goals of pleasure as opposed to the more traditional pursuits, it em-
phasizes a shift that directly threatens family. It is by sex that families are formed
and all too often it is by aberrant sex that families are destroyed. Regarding sexual
ethics, Western culture has moved from venerating the virtuous virgin to validat-
ing the vanguard of vulgarity. In only a few short decades, we have witnessed the
move from sex within lasting marriage with a positive expectation of offspring,
to sex without the burden of pregnancy, to sex without the shackles of wedlock,
to sex with the gender, object, or visual stimulation of choice. The individualistic

2 Wealth can have many different measures such as money, goods, property, and even social con-
siderations. Wealth is often relative to the given time of consideration. Thus many poor of today
have necessities of life that poor of previous generations lacked. However, beyond the material it is
arguable that in many ways modern cultures are impoverished socially, culturally, and religiously.
3 See: Illich 1974, 1976, p. 96.

4 This theme is repeated throughout Bishop 2011.

5 See: Juvin 2010, p. 158. It should be pointed out that pleasure in my treatment, consistent with
Juvin’s, is referring to an immanent self-serving gratification that focuses on immediacy.

6 Pleasure is potentially a complex topic that this paper will not explore in great detail. For the
purposes of this paper pleasure is to be defined as temporal pleasure that serves the self in tangible
ways. In contrast, it is not referencing the gratification of an altruistic act, the joy of deep intimacy,
or wonder of eschatological joy.
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pornographic age that is upon us seeks pleasure in ways previously unimaginable,
or at least in ways that were not socially acceptable.

To further emphasize the move to the pursuit of pleasure I offer an educational
anecdote. I recently asked a class of 160 medical students engaged in studying
neuroethics a hypothetical question. I asked for their sentiments on the follow-
ing proposition: If I could guarantee that they would be basically safe and basi-
cally healthy (the subordinate two goals of the new humanism met) would they
want to be plugged into a machine that would bring them continuous simulated
pleasure through direct brain stimulation. The scenario was met with much atten-
tion—some shouts of “yes” or “why not” immediately came, especially from the
men. They followed with their most articulate efforts to rationalize their ethic,
passions fully awakened, with all of the theories they could remember from earlier
foundational lectures or perhaps undergraduate philosophy, political science, or
psychology class.

Pleasure being the chief of contemporary goals means that the ultimate enemy
is no longer sin, death, and the devil as the Christian founders imagined, or the loss
of liberty as our humanist founders imagined, but suffering. Thus, life becomes
increasingly mechanized toward this new goal.”® So long as pleasure is possible
and suffering abated then liberty may be forfeited. Liberty is collapsed into an
individualistic autonomy that serves to enforce the will to flow with the zeitgeist
and pursue pleasure. Trapped in a mechanized ethic of autonomy there is little
true liberty. Divorced from family and rich culture the prevailing secular morality
dominates.

The goals of the new humanism have increasingly become rights in the minds of
the growing masses. Subsequently, governments increasingly are turned to provide
such claim or positive rights. The culture increasingly looks to government to pro-
vide mechanized rights including medically provided erections for men, contracep-
tion and abortion for women, divorce on demand, provisions for children born out
of wedlock, and medical care and institutionalization of the aging, sick, and dying.
The vast mobility of persons in the modern era in addition to the loss of being tied
to a region or land and the resulting challenges this brings in relating and knowing
kin (and kith) gives excuse for the latter. With the above cultural shifts in view it is
a wonder that a culture that pursues individualistic pleasure with merely a prereq-
uisite amount of health and security to achieve this goal keeps the word “family”
in its lexicon. In fact, in the prevailing Western culture one must define family as
many competing definitions have arisen. This paper refers to the traditional family
defined as married parents with children (immediate and expanded kin beyond the
nuclear family may apply in many circumstances as well). This was the consensus
definition of the West’s Christian past but is now under challenge. It is with this
backdrop that I stage a consideration of shared decision making in family and com-
munity.

7 See: Juvin 2010, p. 38, 175.
8 See: Vlachos 1999, p. 16.
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14.3 Shared Decision Making as Aspiration

Unfortunately, many Americans focus on a misdiagnosis or at least an incomplete or
partial diagnosis. Frequently we hear the diagnosis of a fractured health care system
or political system when the true diagnosis is fractured family and community. The
treatment prescribed is often a simulacrum of true community—chaplain instead
of priest, social worker instead of aunt, counselor instead of old friend or sibling,
health navigator instead of adult son or daughter, improved documentation on tran-
sitions instead of a physician that actually knows the patient. Or the promised cure
with improved health policy or payment structure is given as essential treatment.
Yet the cancer of the destruction of family and community is far more challenging
to treat and the above are merely focused treatments on metastatic tumors. To add
iatrogenic injury, physicians have cast off the traditional role of guides. Thus pa-
tients are increasingly isolated in decision making. With the above considerations it
should be clear that a truly shared decision making that includes family and commu-
nity, if desired, must be aspirational in the West. Nonetheless, it is an aspiration that
is in reach. Family and community, despite their rapid deterioration are the pillars
of traditional Western culture and a decision making that respects them may be pos-
sible. At least three correctives are required to reclaim a family or communal shared
decision making: (1) the concept of the autonomous individual need be challenged,
(2) physicians need to accept the burden and responsibility of giving guidance, and
(3) subcultures within Western culture that hold to family and community need be
turned to as guiding examples. The remainder of this paper will attempt to sketch a
path for these correctives.

14.4 The Dogma of Informed Consent

The rise of the dogma of informed consent in the West is best understood not in
consideration of the bedside but of the laboratory. Research ethics flourished in the
twentieth century. After the Nazi research atrocities, many of which were in line
with practices elsewhere, including the US, codes such as Nuremburg and Hel-
sinki were formed. The codes further developed in particularity in the Belmont
report. In this narrative, it is clear that the goal of informed consent is to protect
the subject from the researcher. Take for instance a subject in the Tuskegee syphilis
experiment. If the proper assumption of permission is given informed consent, that
is, its purpose is to ensure we do no harm to unconsenting innocents,’ then most
would reasonably suspect that if a researcher asked a poor black man in Alabama
if it would be ‘OK’ to not treat him for a treatable disease in order that the natural
progression of disease (his coming needless illness and suffering) would be better
articulated, such a researcher would be refused if not harmed for his lack of basic

? See: Engelhardt 1996, p. 123.
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respect. It is clear that in research informed consent is designed to give an oppor-
tunity for permission or a right to refuse. When applied to clinical care that is not
part of a formal research trial the goal of informed consent perhaps becomes a bit
more robust. It has been argued that patients who are informed of their treatment
plan and partner in it have better outcomes. The potential reasons for this are many,
but perhaps it is the sharing of expertise. The physician shares medical information,
such as you will need to take the antibiotic four times daily, while the patient shares
their expertise of themselves, which may include the low likelihood that a drug will
be taken four times daily and asking for a different option. This making of ‘good’
or effective plans is surely a goal for informed consent, but the constitutive goal
remains to protect patients from physicians or the health care provider, or the health
care system. It remains a process of permission giving patients the opportunity to
exercise a right of refusal.

The right to refuse is a formal, forbearance, or negative right, not a human, claim,
or positive right. The only positive or claim right the patient has in the US is for the
expectation that the standard of care is met, and even this is arguably a forbearance
right related to not being harmed. The exercising of the right to refuse can be based
on any internally rational reason including what seems to be external foolishness. It
can be based on relationship, authority, etc. But this assertion is increasingly chal-
lenged. There is a trend to redefine autonomy to be more than a right of refusal or
self-determination but an ability to reflect on the content transmitted by the physi-
cian in a “meaningful way.” Some of the more militant emphasizing this shift in
autonomy redefine the role of the physician as a partner and educator that may
help enable the patient to escape the confines of their culture, family, or religion to
find enlightenment in the more reasonable approach of the prevailing secular moral
sentiment. One group has suggested that the long practiced respect given to Jeho-
vah’s Witnesses in their refusal of blood products should be refused and replaced
with an assumption that the patient is a vulnerable, deluded victim of misinforma-
tion.!® They go so far as to question their capacity to make an informed decision
given their presumed delusion. Their motive is likely one of compassion to help a
group that they believe is wrong-headed but this vastly oversteps the conventional
use of delusion in decisional capacity evaluation and represents a radical secular
fundamentalism. Regarding the former, it is recognized that there is a diversity of
approaches to decisional capacity evaluation. Some hold to an internal rationality
standard, that the choice accomplishes the goal of the patient. Others employ an
external rationality standard, which too often means, “I do or do not agree with your
choice.” If the evaluator disagrees then the patient is deemed to potentially lack the
reasoning ability to make an informed choice. Were it practically easier to take lib-
erties away in the US then many physicians, yielding to the wisdom of psychiatrists
or clinical ethicists'!, would indeed circumvent their patient’s directives. Moreover,
these shifts change the role of consent. Instead of a right of refusal, informed con-

10 See: Louderback-Wood 2005; Guichon and Mitchell 2006.

I Decisional capacity evaluations are done by a host of other healthcare team members as well,
such as psychologists, counselors, social workers, nurses, chaplains, etc.
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sent’s goal becomes protecting the patient from oneself or protecting the patient
from their family, culture, or society. Thus, the physician or healthcare worker can
become a sort of secular missionary to free people to secular humanist ideals. This
violates the essential aspect of informed consent discussed earlier, that it provides
an opportunity for informed refusal in order to protect the patient from physicians
or health care and from unwanted medical evaluation or treatment. This movement
that insists on an anthropology of a decapitated Cartesian mind combined with an
overt anti-religious and anti-cultural stance is a setting for a Rawlsian dystopia. The
basis of this remains an individualistic and rationalistic anthropology.

14.5 Individualism—Not So Rugged

The roots of rugged individualism in the West run deep. Theologically, we could
speculate that it is as old as mankind, for the two sins of the Garden of Eden are
turning to the things immanent for salvation and for each person to become a god
unto themselves. But as we are want to trace the narrative of ideas, we could begin
the tale with Plato or Aristotle, or Francis of Assisi or Duns Scotus as Louis Dupre!?
has done, or Luther and Calvin as Jacques Barzun'® did, or Anselm and Thomas
Aquinas as Orthodox Christians are usually inclined to do. Regardless, the philo-
sophical culmination of individualism as an anthropologic assumption is reached in
Renee Descartes and Immanuel Kant. A full refutation of individualism is beyond
this paper. However, it remains clear, as Fergus Kerr suggests in his book on Witt-
genstein, that we remain prisoners, due to a failure to consider metaphysics, to the
ascendant philosophical school of the past 350 years represented by Descartes and
Kant.! Kerr notes that a thorough refutation has occurred,

the picture of the self-conscious and self-reliant, self-transparent and all-responsible indi-
vidual which Descartes and Kant between them imposed upon modern philosophy may
easily be identified, in various guises, in the work of many modern theologians [and I add
physicians and bioethicists]. It is a picture of the self that many modern philosophers, Witt-
genstein certainly among them, have striven to revise, incorporate into a larger design, or
simply obliterate (1997, p. 5).

Kerr in considering Wittgenstein’s critiques rightly reveals the deifying attempt of
individualism,
What a hydra-headed creature it is! The self who is free to survey the world from no point

of view within the world often turns out to be the self who is totally impenetrable to anyone
else—in this being once again rather like the hidden God of classical theism (1997, p. 18).

This theological end Wittgenstein seems to suggest had a theological beginning in
Blessed Augustine. Wittgenstein strongly challenges Augustine’s description in the
Confessions of his acquisition of skills as an infant. Augustine thinks and knows

12 See: Dupre 1993.
13 See: Barzun 2000.
14 See: Kerr 1997, p. 3.
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prior to his action and relatedness. He observes, reflects and wills himself to new
accomplishments. Wittgenstein in the words of Kerr rebuts,

we are agents in practical intercourse with one another—not solitary observers gazing
upwards to the celestial realm of the eternal forms, or inwards at the show in the mental
theatre. What constitutes us as human beings is the regular and patterned reactions that we
have to one another. It is our dealings with each other—in how we act—that human life is
founded (1997, p. 65).

Kerr also engages Wittgenstein’s consideration of the limits of discursive reason in
summarizing

Wittgenstein wants us to acknowledge that the stability there is, such as it is, is already
given in the customs and practices of everyday human intercourse. The given cannot be
explored or explained any more deeply because it is the foundation of every kind of explo-
ration and explanation. If you like: the given cannot be discovered except by showing how
it makes possible all that we do and suffer (1997, p. 69).

But considering our present task of challenging individualism Wittgenstein’s

general strategy, certainly, is to remind us that we learn to think and feel in the context of
a legacy of extremely complicated social interactions with one another—not by introspect-
ing our own inner lives and making inferences from them about those others (Kerr 1997,
p- 209).

Yet despite this and other rebuttals the individualistic assumptions in American bio-
ethics persist. Combining this individualism with the above mentioned pursuit of
pleasure our present condition is aptly described in the conclusion of Herve Juvin’s
The Coming of the Body.

[This] is where we are. At the end of a secular evolution, the body is now real only to be
transfigured: to escape from reality through processes of fabrication. Every individual’s
own body is his primary object of desire, most valuable possession and sole inheritance,
the accumulation of experiences his only true expense. While medical, psychiatric and aes-
thetic artifice act as insurance against a setback that might restore to the body its share of
reality, of hazard or risk. Even psychoanalysis itself, in its dive into the abysses, comes up
against that dense wish, in whose formation it has played no small part: the wish to pro-
duce oneself, understood as the wish to be detached from one’s environment, heritage and
origins. After the intoxicating excitement of the ownership of the body and the production
of bodies, we remain suspended between two eternities, of the species and of the soul. And
we are discovering, to our confusion, that the much-vaunted advances meant to liberate
mankind from its connections also release deeper and more harmful impulses (Juvin 2010,
p. 175).

14.6 Family or Communal Decision Making

Given the fracture of the family in the West'3, it is as one might expect that the
current individualistic system exists as an expedient way to deal with clinical di-
lemmas. The real dysfunctions and fractures observed in families offer the anec-
dotes that drive hospital policy and professional sentiments. This is similar to the

15 See: Murray 2012, pp. 149-167.
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development of healthcare law in the US, where case law is built upon extreme
cases. Thus, too often, the reaction in both is an overreaction against giving the
family respect. Bioethics, healthcare systems, and law increasingly assume that a
family is not—and by extension questions whether it can be—in a state of health
and is not helpful. This mistrust of family and community becomes a presupposi-
tion or at least a practiced assumption. Instead, family is treated as something to
be wary of, a problem to prevent or a disease to attempt to cure. Family comes
under the gaze of the clinician as a disease. The common disease model of efficient
causation'® can then be applied and the proper techniques!” can be employed to
bring a perceived health, which usually looks strikingly like the clinical team or
hospital or clinical bioethicist getting their way. But this mechanized individual
decision making perpetuates the problem further by driving a wedge of mistrust
between family members. The current system reinforces the overly simplistic view
that decision making is merely between the individual and the medical establish-
ment/team/or doctor. Thus, the current system encourages a practice of familial and
cultural shunning.

Contrary to the mechanized, individualistic ethic, the patient’s decision may be
enhanced by family, friends, authorities, and relationships. Instead of following the
dictates of the healthcare providers, a balance of power to bring opportunity for
informed refusal is needed. This balance is provided by such contextually rich re-
lations as family. To have a process to protect a patient from us, that is, those in
healthcare, to only strip the patient naked of all cultural clothing makes them not a
respected person receiving care, but a demoralized individual.

Currently, in the name of freedom of choice, the choice not available is desired
constraint. Many traditional cultures and religions adhere to a belief that true free-
dom comes paradoxically from constraint. This sentiment, or confession, is ex-
pressed in a plea to God by poet John Donne, “Take me to you, imprison me, for I,

Except you enthrall me, never shall be free,...” (Donne 1971 [1610], p. 314).
Pace William James'® and John Dewey,! pursuit of the good does not require an
open future of unbridled choice. Instead the right, virtuous, or holy may be discov-
ered by following a particular truth and path—even if in opposition to individual
preference or proclivity. Constraint can allow attempts to reflect revealed or evident
truths of how creation ought to be, thus recognizing oneself as a creation and not
the creator and master. Inclusion of family and other intermediate systems allows
the choice for constraint. This constraint should not be mandated. It should merely
be an option for particular moral communities and families. Practically, this likely
means that if a particular familial or communal decision making process ends in
disorder then the basic right of refusal in an individualistic mode may become the

16 See: Bishop 2011, p. 60.

!7 These techniques may include various methods of subtle persuasion from healthcare team mem-
bers such as bioethicists, psychologists, chaplains, physicians, social workers, case managers, or
business officers.

18 See: James 1911, pp. 127-152.

19 See: Dewey 1935.
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fail-safe. But this individualistic model should not become the enforced norm but
an option or lowest common denominator.?

14.7 The Role of the Physician

The physician plays a key role as medical expert and often facilitator of the deci-
sion-making process. In an overreaction against a prevailing narrative (potentially
a false narrative) of paternalism, many physicians have become reluctant to share
their recommendations with patients for fear of overly influencing them and dimin-
ishing patient autonomy; however, this reluctance deprives patients and families of
the physician’s expertise. We can consider the role of the physician by considering
how directive he ought to be in influencing the decision. The pejorative of paternal-
ism, besides being offensive to fathers, has varied definitions often reflecting the
moral leanings of the given author. I offer the precise but not exhaustive definition
of a physician deciding for the patient and not discussing the decision with the pa-
tient before acting. This is generally only acceptable when certainty and risk are at
levels that a physician can presume consent. Far more common is the other extreme
shade in the spectrum of directiveness, abdication. To abdicate is to renounce or
cast off a duty, function, or responsibility. Many physicians in the name of respect
for autonomy, but usually in the spirit of fear or laziness, fail to give the needed in-
formation for a patient and their allies to make an informed decision. This often oc-
curs when options are presented as clinically or morally neutral when they are not.
The most common being “if you get really sick do you want us to do everything?”’
Such overarching statements, especially when concerning technologies that may or
may not be effective, but whose efficacy is predictable, should be foreign to medi-
cine—yet it pervades. The minimum acceptable level of directiveness should be
informational. The physician should be able to share with patient and/or family the
disease, prognosis, expectations, potential treatments, and burdens of treatments.
This information must avoid false dilemmas or false forced choices. Better yet,
in most circumstances the addition of the physician’s guidance is needed to really
share in the decision. The physician can call upon expertise and experience to offer
advice and recommendation. Most laymen would say that is why one would seek a
physician. This guidance need not be given behind a fagade of objectivity. Whether
the physician and patient are moral friends or strangers®! should be apparent and
known. Hiding behind the fanciful veil of ignorance?? does not encourage sharing

20 Contemporary bioethics often recognizes that some cultures and religions desire family oriented
or community decision making yet no real concession is made to allow such. Beauchamp and
Childress (2009, pp. 106—107) suggest that the practical way to deal with those requesting family-
oriented consent is to ask the individual if this is his preference. This, of course, is the application
of an individualistic system and already does violence to any family-oriented consent.

21 See: Engelhardt 1996, pp. 6-9.

22 Again, a reference to Rawls. See: Rawls 1971 and 2001.
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in a relational process. Physicians need not stop being who they are but can dare to
relate. At times this relatedness can include the physician persuading the patient. To
move by argument, entreaty, or expostulation to a course of action; in other words,
to try to convince is not infringing on a patients right to refuse so long as such op-
portunity is given. Darker shades of physician directiveness such as manipulation
and coercion?® are generally not thought of as ethically appropriate with perhaps a
few exceptions. Physicians accepting a more active role and sharing in the burden
of decision making can aid in moving away from the individualistic, autonomous
consent process to bring a more shared decision.

Above I have described two seemingly disparate narratives. First, that of the
secular fundamentalist using the mechanized ethic of autonomy to isolate the indi-
vidual patient from family and community then converting the patient to their way.
Second, I tell of the pervasive abdication by physicians in giving guidance. These
two narratives can both be true in that the abdicating physicians, in their failure
to inform and guide patients, bring numerous false dilemmas and “difficult” deci-
sions. To aid in the difficult decisions the experts** can be called in. These difficult
decision experts are increasingly the secular fundamentalists mentioned. Further,
the zealous secular fundamentalist is more likely to work to shape law and hospital
policy. Thus, according to the prevailing ethic of an autonomous, individualistic
decision the patient is at risk of being encouraged to act against their values and
beliefs or they are left alone to introspect on options falsely presented as neutral.
Both of these poles miss the mark.

14.8 Lessons from Western Subcultures

My attempt thus far has been to describe the prevailing decision making ethic in
Western culture. However, despite the individualistic, mechanized ethic of autono-
mous decision making being de jure in law and hospital policies, some subcultures
in the US force greater de facto liberty. Some examples include a refusal to des-
ignate a single surrogate decision maker or proxy in Southern African-American
culture. Generally, this culture, even though family and community infrastructure is
often lacking, insists on a consensus decision of all family members, often lead by a
select few matriarchal figures. If consensus is not found then often a decision is not
made and the mechanized process comes to a frustrated halt. Similarly, Orthodox
Jews and some Muslims will even challenge legal definitions of death and insist on
considerations beyond the policy algorithms. One of the more common exceptions

23 These terms, particularly persuasion, manipulation, and coercion, have been considered by vari-
ous authors, including Ruth Faden and Tom L. Beauchamp (1986). These sources often focus on
the perspective of the patient and their mind. The current treatment is focusing on the intent of and
style employed by the physician.

24 As previously mentioned these may include clinical ethicists, psychiatrists, counselors, social
workers, nurses, or chaplains that have the duty in ‘decision support.’
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is the before mentioned Jehovah’s Witness community with their focused refusal
of blood products. They strive to protect the patient from isolation and offer orga-
nized defense against any measures to sway the patient away from their accepted
canonical position. In the pluralistic West the community (with religious, cultural,
or familial basis) examples of exceptions to the prevailing decision making ethic
likely abound but may not be the norm.

14.9 Traditional Christianity as a Positive Example

Often Confucian or Asian cultures are offered as the paradigmatic example of a
truly shared decision making process, one of family decision making.?> However,
others do exist. As another positive example of a truly shared decision process, we
consider how medical decisions should be made in Traditional Christianity, that is
the Christianity still represented in the Orthodox Church. Orthodoxy’s conception
of the ‘individual’ is only as a self-imposed state of isolation and torment as one
gives into the passions. But this is not how things are to be. First, instead of the
individual, Orthodoxy confesses the person.26 This person is a particular hypostasis
but also is in unity, by grace and energy, with God. Thus, this paradoxical tension
protects from the poles of individualism and collectivism. Second, Orthodoxy ap-
preciates the freedom of choice but warns that such choices are not to be guid-
ed by self-deceiving vain reasoning. Operationally this may include a physician,
preferably one that knows the patient, sharing the essential information and giving
valuable guidance. This is then considered by the sick person, their family, other
loved-ones among the faithful, and finally with the priest, the one who has heard
the sins of the one that is ill. Together they prayerfully seek true Orthodox wisdom
and knowledge, they seek the mind of the Church, the will of Christ. This should
resolve in consensus, that all may say, “It seemed good and right to us and to the
Holy Spirit.” The practical wisdom of this approach is clear. The ill do not bear the
burden of decisions alone. They are also told of the disease, for in Orthodoxy know-
ing of an illness and even approaching death is a blessing, that we may prepare for
the birth pangs of death. However, the ill are to follow the Tradition that does not
allow them to be identified by their illness. It also encourages hope, a hope that is
placed in the surety of Christ not necessarily in the healing powers of medicine, thus
they are protected from the chief dangers that many non-disclosure, family-oriented
decision making advocates fear. The Orthodox way also provides peace for family
members as they share in the process and have the cognitive protections from moral
distress that they are loving and honoring the patient, they are hearing the guidance
of a trusted physician, they receive the blessing of their priest and thus the com-
fort that they were seeking the mind of Christ and not their isolated desires. Most
importantly, this is the path of seeking Truth. This is not the truth of philosophy or

25 See Chen and Fan 2010.
26 Vlachos 1999, p. 117.
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bioethics, for in Orthodoxy Truth is the person of Christ and this is the way in which
he instructs to follow Him.

A decision making process such as that in Traditional Christianity, though not
the norm in the West, surely should be allowed and perhaps encouraged. Thus, the
mechanized individualistic ethic that pervades should not be mandated by law or
policy, though it may be the default when those able and willing to care and share
in a decision are lacking.
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Chapter 15

A Confucian Worldview and Family-Based
Informed Consent: A Case of Concealing
Illness from the Patient in China

Wengqing Zhao

15.1 Introduction

The practice of obtaining informed consent has become routine in clinical medicine.
The general rule is that a physician may not perform medical procedures on a pa-
tient without her voluntary agreement after having been given proper and adequate
information (concerning the nature of the treatment, expected outcomes, reason-
able alternatives, material risks, etc.). Of course, informed consent requires that the
patient is competent. Failure to obtain informed consent may expose the medical
practitioner to charges of assault or negligence. However, this has not always been
the case. The basic ideas that animate the popularization of informed consent as a
standard procedure developed in the aftermath of the Second World War and the
atrocities of the experiments conducted by Nazi Germany. The first official code of
informed consent, the Belmont Report, was generated by the National Commission
for the Protection of Human Subjects of Biomedical and Behavioral Research in
1978 with no particular concern regarding clinical medicine. In the past 30 years,
we have witnessed the continuous inflation of the concept of informed consent,
which has gone beyond protecting the rights of human participants in biomedical
research and gradually taken over clinical decision making.

I see no cultural objection to the practice of informed consent in biomedical re-
search. It is widely agreed that when a government or any other institutional author-
ity performs a procedure on individuals without their consent it is a form of assault
and unacceptable behavior that should be prohibited by law. In clinical medicine,
some form of informed consent is necessary to enable the patient and his family to
express their views and choices. However, whether the exact same practice should
be implemented in clinical medicine across cultures is subject to dispute. Differ-
ent cultural traditions have different practices for making medical decisions, and
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the moral reasoning behind them needs to be taken seriously before any global
judgment, if one is in fact possible, can be made.

The standard Western understanding of informed consent is promoted by the
prevalence of liberal individualism. The principle of respect for autonomy requires
the medical professional to respect the individual’s right to hold views, to make
choices, and to take actions based on their personal values and beliefs, as long as
they are independent from controlling influences and capable of intentional action
(Beauchamp and Childress 2009, pp. 102—103). The problems of autonomy con-
sidered in the Western literature often result from conflicts between a patient’s de-
pendent condition and the physician’s authoritative position, whereas the patient’s
relationships with her family and community tend to be overlooked. Although
Beauchamp and Childress (2009) have discussed the role of community in medi-
cal decision making, using the case of a Jehovah’s Witness refusing a blood trans-
fusion, their emphasis is placed on respecting an individual’s identification with
particular cultural tradition or institutional authority (102). The correct source and
responsibility for making important medical decisions is attributed solely to autono-
mous agents. As made clear by Fan, “Although family members often participate
in such discussions, serious medical dialogues are undertaken between patients and
physicians. The patient is the final authority when it comes to accepting or refusing
treatment, and the family plays a secondary role” (2000, p. 89).

Another important concept that endorses individual-based informed consent
practices is what Ronald Dworkin (2002) sees as the sovereign virtue of modern
democracy, the concept of equality. The value of equality requires health practitio-
ners to treat patients as equals regardless of their individual needs. In reality, we all
know that people are shaped by their past experiences and relationships with the
world. Their capacity and will to make choices for themselves under extreme con-
ditions differ significantly from one another. An increasing body of psychological
and medical evidence demonstrates that having too many choices does not neces-
sarily lead to satisfaction or happiness. On the contrary, the obligation to choose in
a vital situation may very likely increase the level of stress and depression for the
subject.

In light of the problems mentioned above, we must not take for granted the
presumed universal practice of informed consent marked by Western liberal indi-
vidualism. As Ruiping Fan and Julia Tao have suggested, the so-called standard
American bioethics is not really universal (2004a, p. 146). The scope, subject,
and manner of implementing informed consent in medical contexts varies across
cultural traditions. In Confucian-influenced Chinese society, informed self-deter-
mination has never been a social norm for making important medical decisions.
The principle of respect for autonomy and equality are not prime considerations
when it comes to making a critical medical decision. Traditionally, Chinese peo-
ple consent to important medical treatments as one family. This means that the
fundamental unit for making medical decisions in Asian societies is not the indi-
vidual patient but the patient’s entire family. Such communal decisions are further
embedded in Confucian moral philosophy and especially in its understanding of
virtuous behavior.
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Family-based informed consent and the Confucian worldview are most clear-
ly reflected in the common practice of concealing conditions from patients with
terminal illnesses. In Confucian-influenced Chinese societies, it is often seen as
unsympathetic to disclose the truth to a patient who is terminally ill, especially if
the patient is elderly. Instead, it is thought that the family should shoulder the pain
and fear and bear the responsibility of deciding what is best for the patient. That is
not to say that the family should never include the patient in making such decisions,
regardless of the patient’s will or mental capacity. Rather, there is no general algo-
rithm regarding whether to involve the patient in the decision making process. A
rather complex equilibrium is involved for the family members reflecting upon the
medical advice given by the physician, the will and capacity of the patient, and their
shared vision of life, which may or may not lead to concealing certain information
or even lying to the patient.

The beauty of Confucianism is that it sees the complexity of life and human
psychology because there is no Confucian moral algorithm that tells one something
along the line of “if X then Y.” But this does not mean that anything goes. Confucian
virtues, such as care and benevolence, are the governing characteristics of making
medical decisions. The family members, whether they are lying or not, must act on
their best understanding of caring for the patient. It is thus morally impermissible, in
most cases, for family members to abandon the patient, leave the patient by herself,
or treat the patient with cold and indifferent manners. In this sense, it is better to
understand the core question of Confucian medical decision-making not so much
as a “what” question, “what should we do?,” but as a “how” question, “how should
we care for the patient?”

This is in contrast with the principle of respect for autonomy which requires the
support of many more specific moral rules. Some prime examples given by Beau-
champ and Childress include the following:

. Tell the truth.

. Respect the privacy of others.

. Protect confidential information.

. Obtain consent for interventions with patients.

. When asked, help others make important decisions (2009, p. 104).

wn AW =

The cluster of rules directed towards respecting individual autonomy requires the
physician to tell the truth to the patient and to the patient only. Respect for the pri-
vacy of others prevents the physician from disclosing the patient’s condition to her
family without her consent to do so. The idea that in certain cases the family should
make critical decisions on the patient’s behalf is seldom considered. However, this
fundamentally conflicts with the traditional understanding of informed consent in
Chinese society as mentioned above.

Drawing upon a case of concealing illness from a patient in China, I intend to
explore the following questions in this essay: Is there a distinctive Confucian way
of making important medical decisions? If so, how is it different from a Western
individual-oriented approach to informed consent? And moreover, what values and
justifications exist in Confucianism for such a practice?
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15.2 A Case of Concealing Illness from the Patient
in China

First and foremost, the question that needs to be asked is whether there is a way
of making medical decisions that is distinctively Confucian? I think the following
story can help us better understand the Confucian way of dealing with informed
consent:

A “touching story of true love” was recently reported by the Chinese news me-
dia; in the story, a beloved husband was diagnosed with advanced lung cancer. He
had a wife of over 17 years and a young son. He faced the horrible news of his
diagnosis with amazing courage and strong determination to keep living for his
loved ones. Unfortunately, the treatments did not turn out well, and his condition
worsened every day. His wife was afraid he would feel hopeless and defeated upon
seeing his negative test results, so she took the liberty of taking her husband’s lab
reports to a local copy shop, where she changed the lab results to make the numbers
look better. Over 15 months of treatment, she repeatedly changed the test results and
presented them to her husband so that he would remain in good spirits. She even
stored fake lab reports at the doctor’s office in case her husband asked the doctor
directly for the results.

This story was widely carried by local newspapers with such headlines as “Fif-
teen Months Weeding a Lie of Love” (Qianjiang Evening News Staff 2012), and
has achieved an even greater presence on the internet. Many Chinese people have
commented on this story, saying that it makes them “believe in true love again”
(Zhou 2012).

The commentary surrounding this story demonstrates that Confucian-influenced
Chinese accept the practice of concealing diagnoses from patients with understand-
ing, approval, and even praise. Indeed, concealing a diagnosis from a patient is
often seen as a common practice and can even be regarded as the ethical norm in
China. It is seen as acceptable especially under the following two conditions:

1. The subject is a senile patient. In this case the children and grandchildren are
considered responsible for making critical decisions to spare the elderly patient,
who is generally viewed as psychologically vulnerable and dependent on her
family, from the pain of making decisions herself.

2. The case of severe illness that may result in death. In this case, it is also seen
as unsympathetic to let the patient face the fear of death. Traditionally, family
members take on the responsibility of caring for the patient, which often times
leads to concealing the truth from the patient in an effort to shield her from pain
and worry.

It is important to note that these two conditions are generic. Confucian-influenced
Asian communities find it acceptable or even commendable under such conditions
for the family members to exclude the patient from the decision making process.
However, to be clear, I am not arguing that all families will or ought to lie to the
patient under these circumstances, neither am I arguing that the family must not lie
in other cases. In the story of “Fifteen Months Weeding a Lie of Love,” the husband
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was severely ill whilst showing a strong determination to live. The wife took into
account the husband’s mental capacity for facing negative test results and decided
not to let him know about his true condition. This demonstrates that the patient’s
family needs to act in light of their knowledge of the particular patient when decid-
ing what is in her best interest. There are no hard and fast rules that must be fol-
lowed, only general patterns for family members to refer to when making critical
decisions.

Another fact that needs to be noted here is that Confucian-influenced Chinese
society sees no harm in depending on one’s family in situations of critical illness.
It is seen as a good thing, a virtuous thing, to have elderly parents living with or
close to their adult children. It is seen as common, if not ideal, for elderly parents to
help raise the grandchildren whilst the adult children take care of the elderly parents
when they become sick and weak. Every family member has their role in the family
and together they form a strong web of mutual dependency. In this sense, Chinese
culture values support, care and harmony among family members over individual
preferences, personalities or even privacy.

However, if this story were examined in light of the liberal principlism proposed
by Beauchamp and Childress, the perspective will be entirely different. On this
account, the wife obviously violated her husband’s right to be informed about his
medical condition, and thus violated her husband’s right to autonomous decision
making in matters of his own health. The doctor, who gave the test results to the
wife instead of the husband, also violated the fundamental rules and principles of
informed consent. It is wrong for the doctor to treat the husband without him being
fully informed of his condition and it is also illegal, leaving the physician open to
an assault charge. A liberal principlist may argue that the husband’s fundamental
human rights were violated, and both the wife and doctor are ethically or even
legally blameworthy for breaking the first and foremost rule of bioethics: respect
for patient autonomy. From the principlist’s perspective, this story would not be
interpreted as a “touching story of true love,” but rather as a “horrible violation of
human rights.”

I believe that the case of concealing illness from the patient partly reflects the
Confucian way of making medical decisions, which is virtue-based and family-
oriented. On the one hand, the wife treated her husband according to her knowledge
of what was best for him, which shows a Confucian understanding of caring. Her
shouldering of all of the fear, stress, and suffering arising from her husband’s wors-
ening condition is, according to Chinese norms, regarded as fulfilling her duty as
a wife with great courage and love. From the Confucian point of view, a virtuous
person need not obey the rule of truth telling regardless of the mental and physical
condition of the patient. It is a much more complicated process of weighing the
consequences of different decisions, carefully evaluating the patients’ mental and
physical condition, and most importantly listening to the will of the patient and
other family members. In the story above, the husband showed a strong will to live,
and the wife was afraid that knowing the bad news would diminish her husband’s
courage to fight the cancer. Thus, one could hardly say that informing the husband
of his condition would really be doing what was best for his care. There are no
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Confucian rules or requirements stating that the family must or must not conceal in-
formation from the patient. The right decision is always dependent and contextual.
In a sense, taking a Confucian approach is often much harder than simply following
the principles of beneficence, justice, and, most importantly, respect for autonomy.
Confucianism requires people to be more pro-active in doing what they believe to
be right; they cannot shy away from their moral responsibility to act by deferring
to the rules.

Of course, there is the problem of whether the family can accurately assess the
patient’s mental capacity to face her illness. Normally, people do not think they
know better than the person concerned, what she thinks or how she will feel. How-
ever, I think there are good reasons to believe that the family members, especially
those who are living with the patient, are capable of making good judgments about
the patient’s needs and feelings. In fact, we make decisions for our close family
members and even some friends all the time. Imagine if you were to pick a movie
to watch with a friend knowing that they do not appreciate thrillers. Normally, you
would just avoid picking a scary movie without obtaining your friend’s advance
permission. If by chance your friend wants to watch something unusual, she will
probably let you know.

The other question we need to ask is whether the patient is really deprived of her
right to choose. I think it is hard to say that the patient is absolutely clueless about
their own condition. From the physician’s behavior, the medicine they are taking,
etc. they probably might guess that their diagnosis is grave. Not to mention that the
patient will usually feel very ill in a serious condition. Just like in the case of picking
movies, if my friend has grown to like horror movies, she will let me know. If the
patient really wants to find out the truth about their own condition, they will take
the initiative to ask the people around them and repeatedly demonstrate their will
to know. In this case, I think most family members would and should respect the
patient’s wishes and try to face the difficult situation with the patient.

In the case of “Fifteen Months Weeding a Lie of Love”, the wife stopped faking
test results when it came to the very final stage. She mentioned in the interview that
her husband was simply too ill and it became pointless to keep anything from him
(Zhou 2012). But why didn’t the husband say anything? It would be hard to imag-
ine that he was really fooled throughout his illness given the fact that he suffered
terminal stage lung cancer. But, like most Chinese people, he said nothing about his
dying. He let his family believe that he was fooled by their lies of good will. He did
it to relieve the stress and anxiety his family was facing upon his departure, so as to
maintain its harmony.

So, is this really so bad?

From the relational perspective of Confucianism, the husband is not viewed as
an autonomous individual who can and should take responsibility for himself. The
family members, the wife and child in this case, are often considered essential parts
of not just one’s life, but also one’s being, and thus should be involved in the deci-
sion making process. In many critical situations, the decision does not just affect
the patient’s well-being; it often has long-term consequences for the entire family.
The family-oriented structure of medical decision making differs from a Western
individualist model as mentioned above.
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Although the wife was well-intended, one may still ask whether her choice was
truly in the best interest of the patient, as her behavior was clearly deceptive. In this
particular case, it is clear that the husband had shown a strong will to live, and in
the beginning stage of the treatment, the positive test result may have had placebo
effects that helped him to fight the disease. The more critical question is whether
the deception was still in his best interest when his condition worsened and the
treatment showed no effect. In order to answer this question, we have to look at the
incident in its cultural context. As mentioned above, it is a very common practice
in China for the family to make decisions for the patient in situations of critical
illness. The patients will do just the same for their family members in similar situa-
tions. This means that most Chinese patients have a general understanding of what
is really going on; i.e., that there is a high possibility that the family members are
embellishing the condition. The practice has been passed on as a common sense
or even ritual practice among Chinese people throughout time. It is very unlikely
that the Chinese patient has no knowledge of this practice and is totally fooled by
the family members. In most cases, the patients know what is going on, but they
just choose to not say it out loud and let the family make the decisions for them. In
this particular case, the husband could have chosen to go to his doctor directly and
ask for the results. There were many ways to know the truth if he really wanted to
know, but he chose not to know and rely on his wife. It may be hard for someone
who is outside of the tradition to understand this practice. Why go through all these
troubles? But for people who have been familiar with the practice their whole lives
(they may have witnessed their parents doing so to their grandparents, their friends
doing so to family members and so forth), it is like a smooth dance that they do
together with their family members in their final stage of life.

Is there any beauty in this Chinese way of dancing with death? I think there is.
Chinese people see great value in the idea of being part of a family. Influenced by
liberal individualist tradition, Western societies emphasize the value of personal
independence and courage to face harsh conditions by oneself. In Confucian Chi-
nese society, however, people think it is one of the greatest personal achievements
to have family members to take care of you when you are old and facing the end
of your life. A person is evaluated not only based on his willpower as an individual
but also on whether he can be weak and have people to rely on when he wants to.
The delicate sense of harmony and mutual support among family members are what
truly underlie the practice of concealing illness.

What is the professional role of the physician in disclosing information accord-
ing to the two different approaches? According to Beauchamp and Childress (2009),
there are seven elements of informed consent; three of them concern the role of a
physician, namely, disclosure of material information, recommendation of a plan,
and help in understanding (p. 120). However, the dialogue is limited to the physician
and the patient. It is not necessary for the physician to involve the patient’s family
in the process of disclosure, recommendation, and understanding, so long as the pa-
tient is an autonomous agent. Of course, the patient can choose to engage her family
in the decision making process, but that remains the patient’s personal decision. The
rule of respect for privacy requires the physician to maintain the confidentiality of
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a patient’s medical information, unless the patient is no longer competent to make
decisions, or the patient approves the disclosure of such information to a third party.

Family-oriented informed consent, on the other hand, requires the physician
to recognize the family as a fundamental unit for making medical decisions. The
physician would first discuss the patient’s condition with some of her key family
members, for instance, her parents, husband, and adult children. Then the physician
would leave the family members to decide whether to inform the patient about her
condition. Some of the early Chinese medical texts about serious disease diagnosis,
dating back to the Han dynasty, insist that they should only be disclosed to the fami-
ly, and then the family should decide whether to inform the patient (Fan 2000, p. 94).

What if the patient asks the doctor directly for information? In this case I think a
Chinese doctor may try her best to engage the patient’s family and once again shift
the communication from physician-patient to family-patient. One could imagine a
Chinese doctor saying, “Your family already has all the information. Maybe you
can talk to them about the situation.” However, if the patient really insists on hear-
ing the truth about her illness, the physician may be put in a rather difficult position.
I think the best thing for a Chinese physician to do in this circumstance is still to
have the family present when disclosing related information, and to prepare the
family in advance for handling this situation. Family members usually will come up
with some ways to help deal with such problems.

In the above mentioned case of the husband with lung cancer, the doctor acts in
accordance with this Chinese social norm, by disclosing the bad news first to the
wife, and then letting the wife decide whether the husband should know. Moreover,
when interviewed, the wife said she had stored a fake copy of the test results in
the doctor’s office just in case her husband asked the doctor directly for them. In
this case, the doctor is purposely overlooking the fact that the wife is deceiving
the husband, which makes him part of the conspiracy. This is not to say that in the
Chinese tradition medical practitioners are encouraged to lie to their patients. There
are many ways to “get around the problem” that do not require lying to the patient.
With the presumption that the family is acting in the best interest of the patient, the
physician will often turn a blind eye to its deceptive behaviors, as long as they are
not in conflict with her medical knowledge or professional conduct.

I am not suggesting that this anecdote alone proves the existence of a Confucian
ethic that is fundamentally different from Western liberalism. In the next section,
I will further elaborate a Confucian view of the world that justifies the practice of
concealing illness, and compare and contrast it with an individualistic view of the
world. However, we must at least acknowledge how often Chinese families choose
to conceal illnesses from family members. The practice of making medical deci-
sions as a family is deeply rooted in the 2000 year history of Chinese society as part
of the Confucian understanding of the self and the good life. It is widely believed in
Confucian-influenced Asian societies that family members can make the best deci-
sions for their loved ones without them knowing their condition, in which case the
patient can be spared from the fear of death and allowed to maintain a positive spirit
that may help them get better or at least allow them to live more happily in the time
they have left. According to Ruiping Fan and Benfu Li (2004a), the right to medical
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truth only serves as a fallback right when family members do not care for the best
interest of the patient. In this case, the doctor should take the initiative to intervene
and tell the patient the truth (Fan and Li 2004a, p. 179). This of course puts more
pressure on the physician. The physician must actively participate in the decision-
making process by communicating with the family members.

By using the case of concealing illness from a patient, I have sketched out a
rough picture of the Confucian way of making important medical decisions, and
have explained how it is different from a liberal individualistic approach. This leads
to the last but not least important question of the essay: What values and justifica-
tions exist in Confucianism for such a practice?

15.3 A Confucian Worldview and Family-Based
Informed Consent

I was once at a gathering with a number of Chinese college students, all receiv-
ing their education in a Western or semi-Western (Hong Kong) environment. In a
sense, they were well exposed to Western liberal vocabularies and no stranger to
individual rights. I talked about the case above of concealing illness from the dying
husband and asked them whether they thought important medical decisions could
be delegated entirely to their families, mostly their parents. Most of them acknowl-
edged the prevalence of the practice in Chinese society and viewed it as a more or
less natural way for making medical decisions. Talking with them made me realize
that there was something significant about accepting the family’s deceptive con-
duct. Here is a conversation between my friend, Alex, and I, who had just returned
from studying in the United Kingdom for several years:

Alex: Why would you ask such a question?Me: It is for my project. I am trying to see if
there is a Chinese perspective on informed consent.Alex: I mean that I don’t see why it is
a problem.Me: What do you mean?Alex: Personally, it doesn’t matter whether my family
decides for me or not. I don't see why there is any problem if my parents are the ones to
decide what treatment I should have.Me: So you think they will always act in your best
interest?Alex: Of course. And I just don’t see what your problem is.Me: So you don’t see
them violating your right to know about your own health condition and to choose your own
treatment?Alex: No. We are one family. It doesn’t matter. I don’t know how to explain it
to you. But I just don’t see any problems with my parents making health decisions for me.
Maybe the Westerners see a problem, but I don’t.

At first, I thought Alex was just re-affirming a Confucian family-oriented way of
making medical decisions, which is very common among Chinese people. Only lat-
er did I realize that Alex was actually making an important point by repeatedly say-
ing “I don’t see a problem in my family making decisions for me.” Many Chinese
people, like Alex, may have learned about the individual way of practicing informed
consent, but it is not part of their own way of life. As made clear by Fan, “Gener-
ally, the Chinese take for granted that the entire family makes medical decisions for
a patient, whether the patient is competent or not” (2000, p. 90). Family-oriented
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medical decision making is not only a fact of life, but it is also part of a way of life
that is deeply embedded in the Confucian view of the world.

What is the difference between a fact of life and a way of life? For instance,
Chinese people are accustomed to using chopsticks. It is a fact that Chinese people
traditionally use chopsticks instead of forks to pick up food and bowls instead of
plates to hold the rice. However, a Chinese way of life does not depend on using
chopsticks. Nowadays, more and more young people use forks, but that does not
mean they are less Chinese or that they view the world differently. Using forks is not
something that would threaten the peacefulness of a Chinese person’s worldview.
Differences in the facts of life are real and we must take these differences seriously
when engaging with other cultural traditions. However, changes in such facts have
little impact on who we think we are in relation to the rest of the world.

Unlike a fact of life, a way of life is itself part of how we view the world. Often-
times, we take the traditional way of life for granted. In the process of practicing
a traditional way of life, our understanding of the world is translated into a deeper
conviction and belief about how the world really is. This persuasion then again
feeds our understanding of the world and re-affirms the practice of ethics. Health
is an important contributor to a good life. The way we make such decisions is part
of how we understand the world, what we think of human relationships, and most
importantly, what the natural way of living is. The reason why my friend, Alex,
thinks a family-oriented informed consent process is unproblematic is because it is
already part of who he is, and to challenge it is to challenge the fundamental way
he understands the world.

The individual-oriented approach to informed consent comes out as part of a lib-
eral individualist picture of the world. Liberal individualists see autonomous agents
as the fundamental units of the world. The Western liberal conceptual schema puts
much weight on the tension between individuals and the rest of the world. It is of-
ten suspected that “others” (society, government, institutional authority, family and
etc.) are always seeking to control and restrain individual freedom and to prevent
individuals from exercising their wills, whereas the individual is always struggling
to break free. This is not to say that Chinese people do not face tensions between
themselves and their government, however, the government is never assumed to be
evil in the first place. In a Confucian conceptual schema the idea of individual can-
not be separated from one’s family and community. The sense of oneness is much
stronger than it is in the Western liberal tradition. The liberal picture of the world
fosters an awareness of protecting individual liberties from the state by constructing
a set of rules, such as respect for autonomy and respect for privacy in the practice
of ethics. Most basic for an autonomous individual is being able to decide which
treatments are performed on one’s body. Individual-based informed consent is then
one of the key practices that construct the individual-society picture of the world.

On the other hand, Chinese patients are not unaware when they make critical
decisions that influence their quality of life in the long run. They simply have no
intention to break their usual life pattern composed of interdependent relationships
among family members. This ethical practice is deeply rooted in the way Confucian-
influenced Chinese people view the world. Confucianism views families, instead of
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individuals, as the fundamental units of the society. From a Confucian perspective,
an individual and her close family members are fundamentally “one” bonded by the
intimate emotional ties of caring and love. Of course, the oneness shared between
family members is a dynamic reflection of past life experiences, an understanding
of the current situation of the family, and also ritual practices shared among them.
Family members will still disagree with each other from time to time, and there may
even be feelings of anger, frustration, and disappointment. But this does not change
the fact that close family members are a community that makes important decisions
together in almost every important aspect of life.

Confucian ethics encourages family members to depend on each other, especial-
ly in difficult life moments. There is nothing shameful in depending on your family
members to take care of you when you are sick. Confucianism recognizes the fact
that all humans are vulnerable when faced with the threat of death and it is only
natural to rely on trusting family members during this time. It is not only natural,
but also a result of life-long moral cultivation. Confucianism believes that humans
are not isolated individuals and that moral perfection can only be reached in a rela-
tional setting. Generically speaking, a man is most intimately connected to his own
household because he is born to them in the very first place. Loving one’s family
members, especially one’s parents, is the starting point of one’s moral development.
Chinese people think that the most desirable thing is not to have good fortune when
you are young, but to be surrounded by good family members when you are old. To
live among one’s children is the reward of a life of good deeds.

We must take into account cultural diversity when making serious medical deci-
sions. First, we need to acknowledge the existence of family-oriented approaches
to informed consent within Eastern traditions that are dramatically different from
standard Western practice. Second, we should not just regard these as differences
in facts of life, but rather differences in ways of life. In this sense, it is not just an
exotic practice that could be “improved” over time. Family-oriented medical deci-
sion making reflects how Chinese people view the world. Moreover, as a way of
life, it marks the moral identity of Chinese people. Hopefully, this distinction can
help us to truly understand and respect different ways of making medical decisions.

It is important to note that [ am not arguing as long as the decision is made by
family members it is necessarily in the best interest of the patient, or good. Neither
am I saying that only family members can make good decisions for the patient. I
am, however, trying to articulate a Confucian worldview in which the mutual de-
pendence among family members is seen as a great value of mankind. Due to the
limit of this paper, I cannot give a full-blown account of Confucian theory of good
life, but I have highlighted the essential features of the theory in previous passages.

The question remains: Is it truly in the best interest of the patient when the fam-
ily members make critical decisions for them? Let me try to answer the question of
“best interest” in reply to an objectivist theory of good life. I think that in order to
say “the family members are (or are not) deciding in the best interest of the patient”,
one first has to define what the concept of “best interest” means, in other words,
what is good for the patient? Is there one and only one good way of life? I think
there is no good evidence to support an absolute, unifying and objective theory of
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good life. The idea of “best interest” could be misleading as it indicates that there is
a “best” thing for the patient. What we can see, more obviously, is that humans are
all shaped by a certain cultural tradition. This means all conceptions of the good life
are rooted in specific cultural traditions, and what is good for a person needs to be
understood in relation to a particular culture.

It seems like we can ask another question instead of the question of best interest:
Which way makes one happier when facing death and terminal illness: facing it in-
dependently by one’s own will and courage, or leaving it to one’s family members?
Confucian value supports the latter. Confucianism thinks that at the end of the day
one can be vulnerable in the face of death and pain. To be able to rely on one’s fam-
ily members in the final stage of life is the good thing to do, and it makes the patient
happy. As mentioned, Chinese people think that family is the way towards many
essential goods of life, and that only through a happy family life can one become a
virtuous person. The case of family-oriented informed consent is a reflection of a
full-blown theory of good life that is developed and tested by Confucian-influenced
Chinese people throughout centuries.

I am not arguing that people from all cultural traditions need to follow this pat-
tern of practice. The understanding of good practice is diverse: Most American
people who are deeply influenced by liberal individualism would think for a grown
child to move back with their parents and rely on them to take care of the grand-
children is a sign of failure. On the other hand, many Chinese people think that to
live in the same space with their parents and children is the ultimate happiness of
life. This concludes my answer to the question of “best interest”: the conception of
“interest” or “good” has to be understood in its cultural context; there is no unifying
theory that defines the ultimate good way of life. Confucianism, like many other
cultural traditions, offers a unique way of helping people face death and terminal
illness. This way of life has been practiced by Confucian-influenced Chinese people
throughout centuries and greatly promoted the happiness and interest of Chinese
people. We have to take seriously the value of a Confucian way of family-oriented
informed consent when forming policies and laws.

15.4 Conclusion

As shown in the case of concealing illness from patients in China, there are signifi-
cant differences between the Confucian and the liberal individualistic approaches
to informed consent. The liberal ethic locates the authority of informed consent in
autonomous agents, whereas for Confucianism the decision making authority often
rests with the patient’s family. Traditionally, in the case of severe illness, Chinese
people believe that the patient should depend on her family to shield her and to carry
the responsibility of making critical decisions for her. Thus, it is common for Chi-
nese family members to conceal information from other members who are ill, espe-
cially when the person is elderly. As for medical practitioners, they will often pro-
vide the information to family members first, and then let them decide what is in the
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best interest of the patient. However, in the Western liberal context, a patient with
freedom and competence has the ultimate right to consent to a procedure. Moreover,
in the interest of protecting one’s privacy, a patient’s medical information cannot be
accessed by even her closest family members without permission. Communication
regarding diagnosis and treatment is restricted to the patient and physician unless
the patient has taken the initiative to involve family members.

In this paper I have argued that the differences regarding informed consent are
differences not only in facts of life but also in ways of life. The case of conceal-
ing illness from a patient in China demonstrates that there are different practices
across cultural traditions. Additionally, this practice has deep roots in the Confucian
view of the world and human relations that need to be taken seriously. As men-
tioned above, liberal individualists see the world as made up of individuals, whereas
Confucian-influenced Chinese people see families as the basic unit of any moral
analysis. Nevertheless, these are both worldviews that people are so accustomed
to in particular traditions that they become parts of their different ways of life. In a
sense, they are like a pair of inbuilt glasses we inherit from our tradition. We look at
the world and ourselves through them without realizing their existence. I hope that
introducing the practice of Chinese medical decision making can help us take a step
back to reexamine the popular ways of implementing informed consent.
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Chapter 16

Towards a Good Practice of Family-Oriented
Consent: Reflections on Medical Practice

in Taiwan

Hon Chung Wong

16.1 Introduction

In Western countries, respect for autonomy always acts as a guiding principle in
medical practice and in tackling many thorny issues in Bioethics. For instance, phy-
sicians will routinely first inform their patients alone about their illness if they are
competent, and only then ask whether they want to discuss with others, such as
their families or other acquaintances, to make their own clinical decisions. If the pa-
tients do not want persons other than the medical professionals to participate in the
discussion, the medical professionals are required to keep it confidential. Though
the patients’ autonomy seems to be respected in these practices, such respect for
autonomy has been challenged by many studies. In particular, the practices seem
not to be suitable for non-Western countries, such as Taiwan, in which the patient’s
family plays an important role in clinical decision making. Hence, with reference to
philosophical traditions other than Western liberalism—such as Confucianism—a
family-oriented consent approach has been developed as an alternative to the prac-
tice of autonomy in place in the Western health care system in order to address to
problems arising from it (Lee 2007; Fan 2007).

However, though the family-oriented consent approach seems to be quite fit for
the medical practices of Taiwan, since the physicians often tell the medical situation
of their patients to their families first, and then ask them whether to tell the truth to
the patients—especially in the case when the patients are terminally ill—there are
other problems arising from these practices. For instance, if the interests of the pa-
tients are in conflict with those of their families, as when families do not care much
about the patients’ illness, or there are some quarrels about patients’ inheritance
within the families, the patients’ best interest may not be the foremost concern of
their families. Moreover, if the understanding about the best option for the patient
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differs between the patients, their families, and the medical professionals, and if
the medical decision making is manipulated by the families, the physicians often
follow the families’ suggestions, as they fear subsequent recrimination and litiga-
tion. Hence, the patients may not be able to receive the best treatment which would
otherwise be available to them.

In what follows, I shall criticize the practices of patients’ autonomy in Taiwan
through an analysis of some cases, in order to articulate the problems that the family-
oriented consent approach has to face. I shall then clarify the conception of family in
Confucianism, which is regarded as one of the possible bases for this approach. For
a Confucian, though a person’s family is her main source of personal identity, it does
not mean that her views should always be outweighed by the views of her family as a
whole. Hence, in the end, I shall make some suggestions for the family consent model
based on a Confucian conception of family and my reflections on practices in Taiwan.
These suggestions are meant to strengthen rather than compromise patients’ autonomy,
though the central role of family in patients’ clinical decision making is still recognized.

16.2 Challenges to Family Consent Model: Case Studies
in Taiwan

In Taiwan, it is a commonplace that healthcare professionals share patients’ medical
information with their families, as the Physicians Act requires that “a physician
shall inform the patient or the patient’s family of the status of the disease, treatment
principles, treatment, medication, prognosis and possible unfavorable reactions
when diagnosing and treating patients” (Ministry of Health and Welfare, 2009), by
which patients and their families can make medical decisions accordingly. Though
this kind of family consent model can relieve the patients’ burdens, it will be a diffi-
cult choice for the families if the patient is in a terminal condition. Further, positive
medical intervention may be futile to restore the patient’s health if palliative care is
what he or she really needs. However, the families may think that if they decide to
withdraw treatment from the patient, it will just let their seriously ill parent die, and
hence violate their duty of filial piety. They may also just not want to acknowledge
that the patient’s death is coming. Hence, they may insist that positive treatment
should be continued, though it will only increase the suffering of the patient and
violate his or her best interests, as it is shown in the following case.

An old woman was sent to a hospital in Taipei City owing to cardiorespiratory failure.
Though she had already signed a DNR, her nephew insisted that she should receive extra-
corporeal membrane oxygenation therapy; otherwise they would sue the attending health-
care professionals. When she woke up, she found that she was intubated. She felt very
angry and beat against the sickbed repeatedly. Later she died with great resentment. (J. F.
Jan, “Woman died with resentment as her nephew insists CPR be done to her,” United Daily
News, September 12, 2011)

According to the Hospice Care Law, terminally ill patients in Taiwan can sign a
DNR to withhold or withdraw any CPR, and they should sign it personally unless
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they are unable to express their willingness explicitly (Ministry of Health and
Welfare, 2013). However, families remain the main barrier for the patient to choose
not to resuscitate. Even if a patient has already signed a DNR, his or her family may
insist that the physician should try to save the patient’s life, whether it is possible
or not, no matter what the patient’s quality of life would be after the treatment, as
is illustrated in the above case. Indeed, some physicians will follow the families’
requirement due to fear of subsequent recrimination and litigation by them (Sheu
2007, p. 63). Moreover, the families themselves may also have no consensus about
which treatment will be appropriate to the parent:

Mrs. Kim was an 83 year-old patient with Alzheimer’s disease. She lived with her two
daughters and a son and they took care of her very considerately. However, her condition
had deteriorated so much that they were no longer able to take care of her by themselves.
Hence, they sent her to a nursing home. A year later she could not feed herself. Her physi-
cian discussed with her children whether a feeding tube should be adopted. They told him
their mother had said to them that she would not like to stay alive like this, so they asked
the physician not to use the feeding tube and use palliative care instead. Mrs. Kim’s eldest
daughter, who was living aboard, heard about this later and came back to Taiwan immedi-
ately. She was greatly opposed to her siblings’ decision and even accused them of intending
to kill their mother. She warned the physician that she would take legal action against him
if the feeding tube was not used for her mother. (Tsai et al. 2006, p. 517)

In this case, though the children living with the patient said that their mother had
told them she would not like to remain alive by tube feeding, there was no written
document, such as an advance directive signed by the patient, to prove that this was
in fact the patient’s will. Hence, others—such as the sister living abroad—might
doubt whether the patient actually gave these directives, or whether it is just an
excuse to relieve the burden to taking care of the patient. Moreover, as in the previ-
ous case, the physician would probably follow the opinion of the patient’s eldest
daughter owing to his worry about possible legal actions against him, even if not
providing a feeding tube for the patient would in the patient’s best interests.

On the other hand, healthcare professionals in Taiwan routinely tell the patients’
families the diagnosis of the patient first, though the families will usually not tell the
truth to the patients, especially in the case where the patient is terminally ill:

Mrs. B is a retired civil servant. Her husband died many years ago and her children have
their own families and do not live with her. However, she used to enjoy her retired life very
much and her children did not need to worry about her. A year ago her children arranged a
health check for her at a hospital in Taipei City. Her son received the result first and found
out that she was in the end stage of adenocarcinoma lung cancer. When he came back home,
Mrs. B asked him the result and told him that she would not like to receive any treatment
if she had cancer. He decided not to tell her the truth. However, when Mrs. B and her chil-
dren visited her doctor again, he could not discuss the treatment frankly with them and, as
a result, Mrs. B only received treatment for relieving her pain. Mrs. B gradually doubted
whether her children had told the truth to her, but they all claimed that nothing bad had
happened. One day, she said to them calmly, “I know very well what kind of disease I have.
As I have enjoyed many things in my life, it doesn’t matter if I am going to die. I would
like to go to my hometown once again to see my relatives.” Finally, Mrs. B’s children told
her the truth and she received chemotherapy later as her doctor suggested. They hoped that
their mother’s situation would remain stable and that her last wish would be realized (Chen
and Jeng 1999, p. 40).
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Many families in Taiwan would like to keep the patients ignorant of their incom-
ing death. However, one study surveyed and interviewed 617 groups composed
of terminally ill cancer patients and their family caregivers in 21 hospitals. These
hospitals provide most of the care for cancer patients in Taiwan. The results showed
that patients strongly claimed their own right to be informed about their disease to
be superior over their family’s wishes to keep them uninformed (Tang et al. 2006).
Iftelling the truth to the patient causes them great depression and even leads them to
try to hurt themselves, it will be appropriate to keep them ignorant. However, some
patients would still like to know whether they are going to die. They may come
to have plans surrounding their own death if they know the truth, such as visiting
someone or somewhere, or making arrangements about their inheritance, or other
related matters. A study in Taiwan showed that patients who were better informed
about the prognosis or about hospice care were most likely to play an active role in
their own end-of-life care (Huang et al. 2008). If families make them falsely believe
that they may have a chance to be cured, or prevent the doctors or nurses from tell-
ing them the truth, the patients will think that they have plenty of time to do these
things after treatment. Indeed, it is very difficult to conceal the truth from patients,
as they are more or less aware of their own health condition. It was fortunate that
in the above case the patient talked actively and frankly with her children about her
feelings and wishes, and that she finally received proper treatment. However, in
some other cases the patients would not know about their conditions until death was
near approaching. In such cases, they could be very angry with their families for
lying to them, not giving them a chance to receive proper treatment, or realize their
last wishes. As a result, they would pass away with deep regret.

Moreover, there were also some cases in which the families did tell the truth to
the patients and asked them whether they would like to sign a DNR. However, some
may still doubt that whether such decisions really reflected the patients’ wishes:

Mr. Chan was an 83 years old coma patient living in a nursing home. At night, he suddenly
had breathing difficulty and was sent to a hospital in Taipei City. He had already signed a
DNR but the attending physician in the emergency department had not noticed this when he
read his medical record. He performed CPR on him for 40 min. After his situation became
stable, the hospital informed his family. However, when they arrived, they condemned the
physician for his violation of Mr. Chan’s will. The event was reported by the next day’s
newspaper and many people criticized the family as lacking filial piety toward Mr. Chan.
However, Mr. Chan’s granddaughter defended her family’s actions. Mr. Chan, she affirmed,
told them he did not want to be intubated anymore and signed the DNR himself after he had
received CPR previously. Further, the families could not bear to see his persistent suffering.
(J. C. Lin, “Families condemn physician after saving a dying old man’s life,” China Times,
November 27, 2008)

To be sure, the physician in this case should confirm whether the patient signed a
DNR before performing CPR on him. However, the physician’s mistake would have
been avoided if the families had told the staff of the nursing home about the patient’s
decision, and had required them to inform healthcare professionals of this when the
patient was sent to the hospital. Moreover, many people in Taiwan still think that
patients’ families should require healthcare professionals to save the patient’s life if
possible, no matter what the consequence might be, as is reflected by the criticism
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to the family’s reactions in this case. Hence, there would be great pressure towards
the patient’s family if they decide to withhold or withdraw treatment for the patient.

In sum, though the familial relationship in Chinese societies such as Taiwan
is generally more intimate than that in the West, we should recognize that the
former is subject to change. More and more families are not living together under
the same roof. This is due to family members working in different places, the
younger generation’s preference for their own personal space, or other reasons.
Divorce rates are climbing, and more and more adult children have to take care
of their separated, aged parents, or only choose to take care of the ones who are
living with them. Moreover, economic burdens lead to an increase of dual-earner
households, and the growing lifespan leads to a longer duration of long term care
for the elderly, with many difficulties in care which are almost never handled by
their families. As a result, many elderly people have to stay at nursing homes and
some of them have not been visited by their families for a long time. In some cases,
the elderly have more than one child but their children are not living together. The
responsibility of caring for them is shared by their children. They may stay at one
of their children’s homes for a few months, and then have to move to another’s for
another few months, only to move again. Their children may just regard taking
care of them as an additional burden, and would like to transfer their responsibili-
ties to their brothers or sisters as soon as possible. It is doubtful whether they re-
ally know the wishes or care about the interests of their parents in making medical
decisions, as is also the case if children just leave their parents at a nursing home
and rarely visit them afterward.

Furthermore, the best interests of patients themselves and those of their families
as a whole are not the same thing. As the duration of long-term care extends, many
people have to spend more time taking care of the aged members of their families.
It not only means that they have to sacrifice their own leisure time, but it also
means that they have to abandon their own work, hire a caregiver for the patients,
or send them to a nursing home if necessary, which often greatly aggravates their
economic burden. Even worse is when a couple has no siblings, in which case they
may have to take care of their four parents or even their grandparents at the same
time. Though National Health Insurance was instituted in 1995 in Taiwan, not all of
the medication patients need is covered by it. Some kinds of medication paid out of
pocket are so costly that they aren’t affordable for many families, or a large portion
of family income has to be spent in order to provide the best medications, which
may make it very difficult for families to maintain normal lives for other members
of the family. Hence, whether or not to buy these medications is a hard choice, even
if they may be the best ones for the patient. Moreover, many people have to take
care of their own children and their parents. If all of them have urgent medical or
caring needs at the same time, families will often decide to satisfy their children’s
needs first, or will pay less attention to their parents’ needs. Hence, a family always
has to think about how to distribute its limited resources properly in order to satisfy
the needs of all of its members, otherwise the interests of some members, especially
those of the aged members, may be sacrificed in the name of the best interests of
the family as a whole.
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As a matter of fact, the members of many families, no matter whether they are
in a Chinese society or not, may not have fully communicated to each other about
how to make medical decision for their ill members. They may not be fully aware
of all wishes of the patients and they may not have a consensus about how to dis-
tribute their resources to satisfy all needs or even all urgent needs of their members.
Hence, if the family consent model is adopted, some procedures are needed in order
to protect the rights and welfare of the patient. Moreover, if we carefully examine
the Confucian conception of the family, we shall find that the familial collectivism
prevalent in Chinese society, in which individuals in a family should have no voice,
is not really derived from Confucian thought, as is shown in the next section.

16.3 Confucian Conception of the Family

For Confucianism, all human beings have a mind that cannot bear to see the suffer-
ings of others, which is a moral capacity common to all humans and is essential to
the human being qua human being. The virtue of ren (humane concern) in its broad-
est sense is equal to this capacity. If ren is understood in this way, it is the highest
virtue and is the foundation of all other virtues. The first and foremost duty accord-
ing to the virtue of ren is to maintain good relationships with one’s family and adopt
proper attitudes towards them, as Yu Tzu, one of the disciples of Confucius, said,

Are not filial piety and respect for elder siblings fundamental to the practice of ren? (Ana-
lects, 1:2)"

The virtue of ren can be manifested in various kinds of moral conduct, including
filial piety and respect for elder siblings; it is in principle the foundation of such
conduct. On the other hand, to practice ren everyone should first perform these two
duties, since both of them are the two most natural and direct ways displaying this
virtue. If someone claims that they act according to this virtue but they have not
shown any respect to their parents and elder siblings, the Confucian would regard
them as hypocritical. As Mencius said,

The virtuous man cares about (non-human) living things, but does not love them as if they

were people. He loves people as people, but not in the intimate way he loves his family. He

loves his family intimately and loves people as people. He loves people as people and cares
about (non-human) living things. (Mencius, 7A: 45)

Hence, for the Confucian, our love towards our family should be different from that
towards other people, and our attitudes towards human beings should be different
from those towards non-human beings. If a man loves other people more than he
loves his family, or if he loves non-human beings more than he loves his fellow
humans, his behavior would be regarded as violating the virtue of ren. However,
the above passage also shows that the duties derived from the virtue of ren are not
limited only to one’s family, but also includes those towards other humans and even
non-human beings. As Mencius said,

U All my citations of Confucian classics are based on those by James Legge (1972) but adapted
by me.
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Reverence the elders in your own family and extend reverence to other elders. Show loving
care to the young in your own family and extend it to those in other families—and you can
rule the world easily in the palm of your hand...Hence one who extends his bounty can
bring peace to the world; one who does not cannot bring peace even to his own family...
(Mencius, 1A: 7)

Since a man with the virtue of ren cannot bear to see the sufferings of others and
views them as his own sufferings, he will try his best to relieve their pain and con-
tribute to their proper development as much as possible. The first thing he can do
is to extend his respect for the aged and his love for the young in his own family
to those in other families. They are also duties derived from the virtue of ren. If all
of our actions are performed in similar ways and our sense of compassion extends
to every human as well as non-human beings, we will become sages in the Confu-
cian sense. Moreover, Confucians think that every human being has the ability to
perform these duties. Hence, to act in accordance with the virtue of ren persis-
tently and thus to be a sage is just a matter of choice and is not conditioned by any
circumstance. Mencius noted the story of King Shun as an example,

When Shun was living amid the remote mountains, dwelling with the trees and rocks, and
wandering among the deer and swine, the difference between him and the rude inhabitants
of those remote hills appeared very little. But when he heard a single good word, or saw a
single good action, he was like a stream or a river bursting its banks, and flowing out in an
irresistible flood. (Mencius, 7A: 16)

Mencius wants to tell us through this story about the moral capacity common to all
humans, and all of us are fully able to realize this capacity, no matter the circum-
stances of our lives, as in the case of King Shun. Given that he lived highly isolated
from civilization, he may not have been well educated. Moreover, according to
the legend about him, his family treated him extremely badly and even wanted to
kill him. However, when he heard a good word or saw a good action, he did the
same thing immediately, just like a stream or a river flowing out in an irresistible
flood. Though Mencius also recognized that human behaviors would be greatly af-
fected by the circumstances surrounding the person, he believed that all humans can
behave like Shun, owing to their own moral capacities.

On the other hand, though Confucians think that to take care of one’s family
and to adopt proper attitudes towards them is a person’s primary duty, and that
one’s family is one’s main source of personal identity, it does not mean that he
should always conform to his family’s values. Normally, the relationships between
various members of family should be reciprocal, as the parents should love their
children and the children should respect their parents. Though in some cases the
parents have not shown any love to their children, as we saw in King Shun’s ex-
ample, the children are still required to perform their duties towards their parents.
Hence, Mencius said that though the proper relationship between father and son is
determined by destiny, it is also a duty derived from human nature (%sing), so the
virtuous man does not regard it as destiny (Mencius, 7B: 24). However, a person’s
action should not conform to his parents’ opinions, if he finds that it is contrary to
his own moral judgment. Mencius, once again, gives us the story of King Shun as
an example:
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There are three forms of unfilial conduct, and the worst one is to have no posterity. Shun
married without informing his parents because of this, lest he should have no posterity.
The virtuous man considers that his doing so was the same as if he had informed them.
(Mencius, 4B: 26)

Zhao Qi, a commentator of Mencius explained that the other two forms of unfilial
conduct are compliance with everything the parents want to do that lead the parents
to act wrongly, and not to seek an office in the state though the family becomes
poor and the parents are aged (Ruan 1978, p. 137). Normally, a person should ask
his parents’ approval if he wants to get married. However, since Shun’s parents
greatly hated him, they would disagree with his marriage, so that he would have
no posterity. Shun’s major concern was not his own welfare but the continuation
of the family line. Since not only to inform his parents about his marriage, but also
to have children in order to continue his family line are duties of filial piety, Shun
had to balance the relative weight of these norms. Clearly, to conform to the latter
is more important than the former, so Shun decided to get married without inform-
ing his parents. What is shown in this case is that for Confucian thought we should
always make a judgment about what we ought to do according to our conscience;
though in some cases our decisions may be inconsistent with general ethical norms.
Asking parents’ approval before deciding to get married may be regarded as a gen-
eral ethical norm which should be conformed to in most cases, as we believe that
most of the parents will provide good advice to their children about their marriage.
However, we should not conform to this norm if we encounter a situation similar to
Shun’s. Similarly, in the context of medical decision making, patients and health-
care professionals should generally ask for the opinions of families and follow their
suggestions, since we also believe that most families care about their members’
welfare, and know well about their own values and preferences. However, patients
and healthcare professionals should do otherwise if the families are alienated from
the patients and do not show concern about the patients’ welfare.

16.4 Towards a Sound Model of Family-Oriented
Consent: Some Suggestions

Though the structure of the family and the intimate relationships among family
members are changing, we believe that most of the families in Taiwan are still
deeply concerned about the welfare of their members, and usually provide good ad-
vice on medical decision making if they are ill. Moreover, since medical decisions
for patients greatly affect the welfare of their family members—as is expressed
in the saying that when a family member is sick it is as though the whole family
were sick—family members should participate in the decision process to choose
appropriate treatments for patients. However, family members should not conceal
diagnoses from patients if it is not necessary, even if they are in a terminal situation.
Rather, they should assist physicians and nurses in telling the truth to patients, and
should make medical decision with patients according to patients’ best interests.
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Though many patients will feel hopeless after knowing that the end of their life is
coming, their families should try their best to relieve patients’ emotional responses,
and to let the rest of their lives be meaningful. Unless patients will hurt themselves
after knowing the bad news or insist on waiving their rights to know about their
conditions, concealing the truth from them should not be regarded as appropriate.

In order to ensure that family members are playing their proper role in medical
decision making, physicians and nurses should know about the wishes and prefer-
ences of their patients, the conditions of their families, as well as their relationships
with other family members by building trust with them. This trust-building should
start with the first visit of patients, and should be gradually developed during the
diagnosis and treatment processes. According to Chinese medical ethics, physician-
patient relationships should not be regarded as contractual. Rather, physicians
should treat their patients as if they were their family and should count patients’
sufferings as their own. Hence, physicians should at least show sincere concern for
their patients’ health, and give patients and their family members enough time to
talk about the patients’ conditions. Normally, physicians may not have much time to
gain knowledge about all the wishes and preferences of their patients, and the situ-
ation of patients’ families in detail. But these things can be done by nurses through
their daily discourse with patients and their families, if patients are hospitalized
(Lee 2008, p. 14).

Among the various kinds of information about the patients’ situations that health
care professionals should come to know, the first one should be the competency of
patients for medical decision making. The necessary abilities for patients to decide
completely about their health care include the capacity for understanding and com-
munication, the capacity for reasoning and deliberation, and the capacity to have
a set of values which is consistent, stable and affirmed as their own (Buchanan
and Brock 1989, pp. 23-25). If patients are proved to be incompetent, their family
members or proxies have to make medical decisions for them. However, health care
professionals should help them to think about how the patients would choose if they
were able to decide by themselves, and make decisions for them according to the
patients’ best interests and their possible preferences. On the other hand, if patients
are proved to have the necessary abilities to make decisions, and if family members
know first about their condition, they should be encouraged or even be required to
discuss with patients about possible treatments, or whether to withhold or withdraw
treatment if it has proved futile.

Certainly, health care professionals should consider carefully the severity of the
sadness patients will experience and what they will do after hearing the bad news
about their health. This is why they should ask family members of their patients for
help to understand the patients’ possible emotional reactions and for help to tell the
truth to patients (Hu et al. 2002). However, family members of the patient usually
suffer from emotional pain and they expect that the patient’s reaction will be more
negative than it would actually be (Sheu 2007, p. 62). Hence, health care profes-
sionals should persuade them persistently and let them understand that concealing
diagnoses from patients may lead to harmful consequences for their loved one. This
can be done through describing previous positive and negative cases to families
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as a reference. As we noted before, patients may have their own views about their
subsequent treatments which are different from those of their families. If they know
that their death is coming, they may have plans of their own which may not be
known to their families. They may regret it greatly if these plans have not been real-
ized by the end of their lives. Moreover, family members of terminally ill patients
may insist that positive treatment to patients should not be withdrawn, which may
only increase harm to the patients. Patients have their own right to know what will
happen to their bodies. However, if their family insists that patients should not have
been told about these, and their suggestions are in conflict with the best interests
of the patients according to professional judgments, then health-care professionals
should tell them about their present condition, and obtain informed consent directly
from them for subsequent treatments.

On the other hand, though we think that most families care about the welfare of
their members, we should also recognize that exceptional cases exist. If a patient’s
children have not seen their parent for a long time after leaving him or her at a
nursing home, it is reasonable to doubt whether they know the patient’s relevant
opinions or even care about the patient’s situation. Families may also select from
the patient’s life history those values which are consistent with theirs and make
a medical decision for the patient accordingly (Beauchamp and Childress 2001,
p- 101). Moreover, though some families are willing to discuss treatment options
with patients, the patients’ opinions may be overridden without good reason. Hence,
health care professionals or others such as social workers and ethical consultants
in hospitals should be well aware of the relationships between patients and their
families. They should not only encourage families to discuss with patients before
making medical decisions, but also help them to make sure patients’ opinions have
been fully expressed and respected.

Besides, patients who have become incompetent may have previously written
advance directives to instruct their families about how to make medical decisions
for them, or they may have procured a durable power of attorney to appoint others
to be their proxies instead of their families. Rather than being regarded as under-
mining the value and intimate family relationships (Fan 2002, p. 351, 2011, p. 60),
advance directives should be counted as an effective way to help the families of the
patients know about the patients’ wishes and preferences when they cannot com-
municate with them, and the durable power of attorney will also provide an alterna-
tive for patients to protect their own rights if their relationships with their families
have become estranged or if there are conflicts of interests among them. Indeed, if
the relationship between patients and their families remains intimate, they will not
want to ask people other than their families as their proxy. Hence, how families get
along with patients is affected by other factors, regardless of whether a mechanism
of durable power of attorney exists. However, in order to fulfill their duties to obtain
patients’ informed consent, healthcare professionals should not just ask the patients
or their families to sign a DNR or a durable power of attorney form. Rather, they
should communicate with them continually and provide advice to them based on an
adequate understanding about the patients’ values and preferences and their familial
relationships. Moreover, they should let their patients fully understand that some-
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thing unexpected may happen after they determine their advance directives; for
example, new medications for their diseases may be developed. Hence, they should
suggest to their patients to let their families or their proxies make medical decisions
for them according to the patients’ best interests, if such unexpected things do hap-
pen and the patients cannot express their own will at that time.

16.5 Concluding Remarks

There is something invaluable in traditional Chinese families that should be main-
tained, such as the emphases on the duty of filial piety and familial intimacy. Yet
we should recognize that traditional Chinese families also involve issues, such as
patriarchism, which were criticized by many scholars in the New Culture Move-
ment taking place in the early twentieth century, though these problems should not
be totally attributed to Confucianism. As we reconstruct the family-oriented consent
model for medical decision making instead of the Western individualistic one, we
should try to avoid these problems. Moreover, the family structure of contemporary
Chinese society such as today’s Taiwan is different from the traditional one. The
mechanism of family-oriented consent should be modified in order to tackle the
problems we now face.
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Chapter 17

A Family-Oriented Confucian Approach to
Advance Directives in End-of-Life Decision
Making for Incompetent Elderly Patients

Yaning Yang

17.1 Introduction

Advance directives (ADs) are planning tools, usually in form of written statements,
that enable individuals to preserve control over the decision making process in cir-
cumstances where they are no longer capable of making decisions due to serious
illness. It can either be a living will, which clearly expresses an individual’s refusal
or acceptance of certain treatments, such resuscitation, mechanical ventilation, tube
feeding, etc., or the appointment of a durable power of attorney, who is empowered
to make health care decisions on the patient’s behalf when the patient is no longer
competent.

ADs are regarded as a quintessential topic in bioethics (Capron 1998). The de-
velopment of critical care medical technologies over the past few decades has im-
proved our ability to lengthen and, in some instances, save the lives of seriously
ill patients. However, for terminally ill patients, advances in medical interventions
may only prolong the dying process and their experiences of ill health. Patients,
families, and physicians inevitably become involved in the dilemma of end-of-life
decision making (e.g., whether to withhold life sustaining treatment), which has not
been a problem in the past. In Western countries, especially the United States, ADs
give patients the opportunity to express their preferences about the extent and type
of medical treatments they are comfortable with, in the event they are incapable of
making their own decisions in the future. The underlying assumption of ADs is that
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a living will or a durable power of attorney will extend an individual’s autonomy
into the future if one cannot protect his/her own interests. In theory, ADs are meant
to relieve the burdens of making decisions for incompetent patients, resolving con-
flicts between family members and/or physicians, and, to a large extent, accurately
reflecting the will of patients for the family and the physician (van Wijmen et al.
2010).

Despite legal advancements in the United States and several Western countries,'
ADs are still in a “nascent” stage in most Asian and African countries (Kim et al.
2010). In Asia, only some developed areas legally acknowledge ADs?. In China,
ADs have not been formally recognized through law.

With advances in medical technology and the ease of communicating medical
knowledge across national borders, a requirement for policy convergence is emerg-
ing. Scholars advocating ADs claim we need a global policy to facilitate the execu-
tion of ADs from the West in other cultural contexts. Simultaneously, scholars have
found support for a global policy in the documents of international organizations.?
The principles of autonomy, dignity, and informed consent endorsed by interna-
tional declarations, can be used to establish a universal basis for the global use of
ADs. In the same sense, Kim et al. (2010) argue that respect for patient autonomy
must be universally understood and it should serve as the underlying principle for
the global promotion of ADs.

Scholars have identified cultural differences as barriers to a global policy for
ADs. One serious obstacle is that respect for patient autonomy is not necessar-
ily well-suited for other (non-Western) cultural settings. For instance, the family-
oriented Confucian tradition in East Asia has been acknowledged as the guiding
influence for end-of-life decision making (Ho et al. 2010; Chen and Fan 2010). In
a family-centered society, ADs may conflict with family values (Kim et al. 2010;
Blank 2011). In spite of these obstacles, some scholars still believe that ADs should
be universally promoted and that international organizations, such as the World
Health Organization, should play an important role in doing so.

In the light of the rapid development of advance care planning around the world
and the good purpose (i.e., relieving the family and physician of the burden of

! In the United States ADs were initially legally acknowledged by the “Natural Death Act” in Cali-
fornia and the Patient Self-Determination Act of 1990. Following the United States, many North
American and European countries, including Canada, the UK, the Netherlands, Belgium, France,
Spain, a number of Australian states, and New Zealand, have adopted ADs, or some forms of ADs
(Besirevic, 2010).

2 For example, ADs were recognized by the Advance Medical Directive Act (AMDA) in Singa-
pore in 1996. According to the AMDA, a person 21-years of age or older, not suffering from a
mental disorder, may choose not to be subjected to extraordinary life-sustaining treatment for a
terminal illness. Such a person may establish an advance directive at any time so long as there are
two witnesses. In Taiwan, advance directives were legislated into being through the 2000 Law of
Hospice Palliative Treatment. The law stipulates that terminally ill patients who have been ap-
proved by two doctors have the right to craft a living will or appoint a durable power of attorney.
3 Besirevic (2010) has identified two international documents, the Council of Europe’s 1997 Con-
vention on Human Rights and Biomedicine and UNESCO’s Universal Declaration on Bioethics
and Human Rights, that address the underlying guiding principles of ADs.
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surrogate decision making for incompetent patients) it is meant to serve, the push
for a global AD policy seems reasonable. However, before tackling the pragmatic
problem of global use, there are important theoretical questions that need to be
elaborated on in depth. For example, it has not be confirmed that the Western justi-
fication of ADs by the principle of autonomy is the only one that matters. In other
words, is it the case that Western norms and values, in particular patient autonomy
and human rights, are the only justifications for the global acceptance of ADs? Are
other normative frameworks, such as Confucian ethics, necessarily obstacles for the
global realization of ADs, or is it possible that they might be alternative frameworks
capable of supporting ADs?

This essay will argue that individual-oriented approaches to ADs underestimate
the influence of cultural diversity on end-of-life decision making and minimize the
crucial role of the family in both Western and Eastern countries. These consider-
ations make clear the insufficiency of the individual-oriented approach as the only
normative basis for a universal AD policy. Taking into account cultural differences
and employing them as alternative normative bases might ease the process of gain-
ing global acceptance for ADs. In particular, incorporating family values into the
promotion of ADs in East Asia would ease its implementation. This essay will focus
specifically on elderly patients* and will employ a Confucian family-oriented ap-
proach to argue that some values in the Confucian tradition, for example, xiao (filial
piety), might be of crucial value to the discourse framing the implementation of
ADs for elderly patients in China or other countries in which there is a Confucian
tradition.

In sect. 16.2 the important question of whether respect for autonomy is the
only normative basis for the global use of ADs will be addressed. In sect. 16.3,
through the exploration of Confucian ethics and, in particular, the concept of xiao, a
family-oriented approach to ADs for elderly patients will be considered. In
sect. 16.4, practical suggestions are made from a Confucian perspective for devel-
oping an AD policy in China.

4 The reasons for focusing on elderly patients are as follows. First, with an aging population in
China, elderly patients may become the largest patient group considering the use of ADs for their
end-of-life decision making. The data from the Sixth National Census shows that, in 2010, 8.87 %
of the population was at least 65 years of age (National Bureau of Statistics of China 2011). Sec-
ond, this essay employs the Confucian concept of Xiao, which is a fundamental virtue in Confu-
cian ethics and generally refers to the filial duty of adult children to their elderly parents. For this
reason, this essay will not address other family relationships. In China, the elderly population
includes those age 60 and above (The Elderly Security Law of P.R. China, 2012). In this essay, the
focus is on the filial piety of adult children for their parents, so it is not necessary that the patient’s
age be above 60. As such, in this essay, elderly patients will be defined as those patients who have
adult children (18-years-old and above).
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17.2 Is Individual Autonomy the Only Normative Basis
for the Global Use of Advance Directives?

There is no doubt that the individual-oriented approach of a global AD policy is
based upon traditional Western theories of bioethics. In fact, interest in ADs origi-
nated in the United States in parallel with the bioethics movement of the 1970s and
1980s, which emphasized individual autonomy and patient authorization. During
this period, medical decision making in the United States witnessed a transforma-
tion from a paternalistic model of health care to a patient-centered individualistic
model (Fan and Tao 2004). Considerable emphasis has been given to patient em-
powerment, or patient autonomy, in medical decision making. The emergence of
ADs seems to follow the same ethical standard of “return[ing] to the individual the
ability to control their dying process, primarily by refusing life-extending interven-
tions” (Blank 2011, p. 202). The Patient Self-Determination Act (PSDA) is the land-
mark legislation for ADs and is representative of the standard individual autonomy
approach to end-of-life decision making. The PSDA stipulates that healthcare pro-
viders in hospitals, nursing facilities, home health agencies, and hospice programs,
should inform patients of their individual rights under State law to

make decisions concerning...medical care, including the right to formulate advance direc-
tives recognized under State law relating to the provision of care when such individuals are
incapacitated, such as through (I) the appointment of an agent or surrogate to make health
care decisions on behalf of such an individual and (II) the provision of written instructions
concerning the individual’s health care (PSDA 1990).

It is very apparent that patient autonomy and self-determination have been
highlighted as fundamental normative principles in end-of-life decision making
and, more specifically, advance health care planning. This individual-oriented ap-
proach has little to do with the family or family values. Some scholars even argue
that the family should be entirely excluded from end-of-life decision making be-
cause the aim of ADs is to realize self-determination and to refuse the involvement
of the family and community in end-of-life decision making. Besirevic claims, “the
major impetus for recognizing the need for advance directives was the invention of
life-prolonging machines and the idea that death should be a subject of an inviolable
private sphere and self-determination and not a community or family matter” (2010,
p. 112).

However, this essay argues that cultural diversity is an important reason why
the Western ethical framework of patient autonomy is not the only normative basis
for ADs. The issues surrounding end-of-life decision making are, to a large extent,
shaped by culture. Numerous studies have shown that cultural differences play a
profound role in the variation of strategies, options, and ethical judgments regard-
ing similar end-of-life problems (e.g., Cox et al. 2006; Chattopadhyay and Simon
2008; Richter and Eisemann 2001; Werth et al. 2002). In different countries, differ-
ent policies are adopted to deal with similar problems (Blank and Merrick 2005).
Consequently, “there is a danger of making the assumption that ethical frameworks
will converge to a western model despite continued evidence of a wide divergence
across countries in bioethical perspectives” (Blank 2011, p. 204).
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It should be noted that family values that are insignificant in individual-oriented
approaches to medical decision making are found to be crucial in other cultural
contexts, especially in Asian countries.’ In China, the health care decision making
model is defined as a “family-based and harmony-oriented” model embedded in the
“Confucian way of life” (Chen and Fan 2010, p. 573). In this model, the locus of
moral responsibility for medical decision making is the family. Patients are treated
not as an isolated individual but an inseparable member of the family. For example,
studies show that Chinese doctors first inform the family about the patient’s diagno-
sis and whether or not the patient should be informed is the family’s decision (Cong
2004; Fan and Li 2004). This model advocates for a harmonious medical decision
making process between three parties: the patient, the family and the physician. In
contrast to the individual-oriented model, the family is regarded as an autonomous
unit, which, as a whole, has the authority to make medical decisions on behalf of its
members (Fan 1997). Family cohesion and involvement in medical decision mak-
ing has been witnessed in many other East Asian countries like Taiwan, Korea,
Hong Kong, and Singapore.5

Furthermore, it is misleading to regard the family role in medical decision mak-
ing as inessential in the countries where individual autonomy is the standard for
informed consent. Kwon et al. (2009) have indicated that a majority of studies
show that even in Western countries, ADs and end-of-life care conversations occur
within a family context (Haley et al. 2002), end-of-life decisions are often made by
the family (Gochman and Bonham 1990) or the physician (Slomka 1992), and the
role of patient autonomy at the end-of-life has been questioned (Winzelberg et al.
2005). In the United States, studies have indicated that patients’ family members
are involved with end-of-life decisions 60 to 80% of the time and patients often
prefer to make end-of-life decisions within the family context (Haley et al. 2002).
Kelley et al. (2010) found that a majority of elderly Latinos with serious illness
prefer family-centered decision making and limited patient autonomy. Parks et al.’
2010 study found that an advance care planning process with “a family-centered ap-
proach” is important and “new tools for advance directives should be developed for
decision-making by families rather than the current legal format of naming a single
durable POA” (Parks et al. 2010, p. 182).

17.3 A Confucian Family-Oriented Approach to Advance
Directives: The Principle of Xiao (Filial Piety)

Before focusing on the concept of xiao, a clear definition of the family will be
provided from the Confucian perspective. According to Confucian ethics, “it is the
arrangement of Heaven (fian) that every individual is born to a family, possessing

5 See: Chattopadhyay and Simon 2008; Ho et al. 2010; Lee 2013; Wong 2014; Deng 2013; Cai
2013; [THIS VOLUME)).

¢ For examples see: Lee 2013; Kim et al. 2010; Tse and Tao 2004; Ho et al. 2010).
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special relations to other family members and living one’s life inseparably from the
family” (Fan 1997, p. 317). The family not only can be defined as a socio-biological
unit, namely a group of persons united by the ties of marriage, blood, or adop-
tion, but more importantly, the family is “an eternal social category” (Fan 2007,
p- 512) and “a metaphysical reality” (Chen and Fan 2010, p. 576) that “reflects the
profound mechanism of the universe, the Dao of Heaven and Earth” (Fan 2007,
p- 512). The familial relation is a basic human relation that is not founded on mutual
individual consent, but the universal Dao. “The familial relation can never be in-
tentionally abandoned” (Fan 2002, p. 353). As an autonomous social unit, the fam-
ily has sovereignty over decision making and family members can “make a clear
distinction between intra-familial and extra-familial authority” (Fan 1997, p. 317).
Family members do not have to cohabitate but they should take part in the decision
making process for family issues. Usually, the spouse, parents and adult children
of the patient are the main family members involved in medical decision making,
however, that is not necessarily to the exclusion of other family members if they
play a role in medical decision making. Moreover, it should be noted that Confucian
account of the family does not make a sharp distinction between patients and other
family members. All family members share in the decisions regarding each other’s
medical care (Chen and Fan 2010).

As previously noted, arguments have been made that the Confucian emphasis on
family values is a cultural obstacle for the use of ADs in East Asian countries. It is
assumed, if individual autonomy is not regarded as important as family cohesion,
ADs might become unnecessary because “it is taken for granted in Chinese culture
that medical decisions should be properly made by the whole family rather than
the patient alone” (Fan 2011, p. 306). Kwon et al. (2009) argue that the value of
xiao (filial piety) has important influence on end-of-life decision making for Asian
families. For example, on the one hand elderly patients sometimes wish to forgo
life-sustaining treatment because they strongly feel they should not be a burden to
their families. On the other hand, in accordance with xiao, families may not agree
to withdraw life sustaining treatment for an elderly incompetent family member
even if it may result in great suffering. “To agree to stop life support may be con-
sidered a shameful “face-losing” decision and must be avoided at all cost” (Hui
1999, p. 156). As such, it appears that the value of xiao deems the family’s interest
as more important than the patient’s autonomy. In such situations, it seems that ADs
are neither necessary nor practicable.

However, it is hard to defend this argument because the meaning of the concept
of xiao does not imply that it is appropriate for adult children to ignore the will of
their elderly parents. A true story reported in China’s Health Newspaper illustrates
why the proper execution of ADs in China is necessary and how it is that it would
not diminish the value of xiao. On the contrary, xiao might be an important norma-
tive principle underpinning the implementation of ADs in a Confucian cultural con-
text. In the following citation, a woman named Luo Diandian recalls how her family
made the decision to forgo her mother-in-law’s life-sustaining treatment when she
was terminally ill without a chance of recovery.
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My mother-in-law had been put on mechanical ventilation after a sudden heart attack.
Although her heart was still beating, she had no autonomous respiration. Her condition
got worse in the following days. Finally, she sank into a deep coma. I remembered that my
mother-in-law had mentioned many times that she did not want to be put on a bunch of
tubes if she had a grave disease. | understood that we, as her children, should not let her be
in such situation that she would not like to be in. However, it was hard to make the deci-
sion to remove the machine because I could still feel the warmness of her body. At last, my
brothers insisted on withdrawing the life sustaining treatment because they believed it was
the will of my mother-in-law. After she passed away, I found a clearly written note in my
mother-in-law’s diary that she did not want life prolonging treatment to be overused at the
end of her life. It was a big relief for me and I knew that we had made the right decision
(Yang 2009, p. 003).

In the above case, Luo Diandian’s mother-in-law was in a situation where mechan-
ical ventilation would not revive her, but would prolong her period of suffering
caused by the disease. The children of elderly patients like Luo Diandian and her
brothers encounter the controversial ethical issues involved in surrogate decision
making including what principles the decision should be based on, who has legal
authority to make decision, and what kind of process should be followed. In the
above case, the mother-in-law had something of a living will in her diary stating
her refusal of certain treatments at the end of her life. Having to make the decision
to forgo life sustaining treatment for their mother without knowledge of her AD
put an emotional and ethical burden on the adult children. Once her living will was
found, her adult children agreed they had realized her wish and their decision was
morally right.

Although xiao is not directly mentioned in the story, it played an important role
in the children’s medical decision making for their mother. For most Chinese peo-
ple, autonomy is not a conventional concept. The children thought they made a
morally right decision because they did not violate the virtue of xiao, not because
they had realized their mother’s self determination.

In the Confucian tradition the family is considered a fundamental and unavoid-
able unit of society. The cardinal virtue of xiao, expressed between a parent and
child, is the root of morality. The concept of xiao is difficult to translate because it is
composed of “a range of attitudes and emotions that attend deep familial relations”
(Chan 2010, p. 337) and it is also the “foundational virtue” in Confucian family
ethics that “constitutes the source of perfect virtue” and the “main manifestation of
humanity (ren)” (Fan 2006, p. 3—4). In the classic Confucian books, it is said that
“filial piety (xiao) and brotherly love (#i) are the roots of humanity (ren)” (The
Analects 1:2; cf. Fan 2006, p. 3). “The content of benevolence (ren) is the serving
of one’s parent” (Mencius 4A:27; cf. Lau 1970, p. 127)". Xiao primarily refers to
the moral duty of children to their parents. In particular, it is the filial obligation of
children to respectfully and comprehensively take care of their elderly parents.

Although xiao is a concept with a two thousand year history, it still has a profound
impact on Chinese daily life. Usually, the Chinese word “xiao” is accompanied

7 All quotations from Mencius are from Lau 1983.
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by the word “jing” (reverence), i.e., “xiaojing,” or accompanied by the word “shun”
(obedience), i.e., “xiaoshun,” by ordinary Chinese people. Used in conjunction with
“jing,” xiao does not only mean that children should take care of their aged parents’
living, such as providing food, clothing, and shelter, but they also should show gen-
uine respect and love for their aged parents and satisfy their parents’ mental needs.
Confucius said, “nowadays for a man to be filial means no more than that he is able
to provide his parents with food. Even hounds and horse are, in some way, provided
with food. If a man shows no reverence, where is the difference” (The Analects 2:
7; cf. Lau 1983, p. 13)? Used in conjunction with “shun” (obedience), xiao incorpo-
rates the meaning of obedience with the /i (rites). When Meng Yi Tzu asked about
being filial, Confucius’ answer was “never fail to comply,” which means “when
your parents are alive, comply with the rites in serving them; when they die, comply
with the rites in burying them; comply with the rites in sacrificing to them” (The
Analects 2:5; cf. Lau 1984, p. 11).

There are three parts to the concept of xiao that are integral for making an argu-
ment for a Confucian family-oriented approach to ADs. First, xiao is the root of
ren (humanity), which is the overarching virtue of the Confucian ethics tradition.
In a family, ren naturally grows between parents and children and then gradually
extends to others in general. Family love is not the limit of, but rather the foundation
to an ethical life. Without the virtue of xiao, that is, without taking responsibility for
respectfully caring for one’s aged parents, one can neither love others nor cultivate
the other virtues for human life. Mencius believes that ren is established through
our natural compassion or sympathy, which everyone possesses and is expressed
when one witnesses the suffering and hardship of others. One experiences a feeling
of alarm and distress when witnessing a child about to fall into a well. Mencius con-
siders that natural feeling of sympathy as the seed of ren. Compassion is generated
from the relation between the caregiver and a child within a family and extended to
other kin and, finally, to all others.

Because xiao is the root of ren, children’s moral duty to their aged parents must
involve love and sympathy. “Compassion is a moral virtue, not a mere instinct or
intuitive feeling” and “our sympathy and moral capacity to feel for others define our
humanity” (Tao 1998, p. 607). In this sense, children who possess the virtue of xiao
would be made unhappy to see their parents suffering and would not do something
to aggravate the suffering for their own interest. If continued medical treatment for
a terminally ill parent would only result in greater suffering, a child’s insistence that
everything be done to keep the parent alive would not be considered an exercise of
the virtue of xiao. As Hui has pointed out,

Many of these practices based on filial piety are self-serving, benefiting the children of the
patient rather than parent himself. At best, it can be seen as an expression of ren in order to
establish the virtuous character of the self, and at its worst, it is merely an attempt to avoid
a strong sense of guilt and (1999, p. 156).

Rather, it is a hijacking of the concept of xiao, not an expression of it. By the same
token, if a terminally ill parent has a living will, the principle of xiao would not re-
quire the child to disregard their parent’s wishes for the sake of their own interests.



17 A Family-Oriented Confucian Approach to Advance Directives ... 265

In the story above, Luo Diandian had true compassion for her dying mother-in-
law’s suffering, which can be understood as an initial expression of the virtue of
xiao or ren. It is because of this compassion that she and her brothers made the
decision to forgo life sustaining treatment. If her mother-in-law’s living will is taken
into account, their decision was in accordance with the principle of xiao.

Second, xiao embodies the meaning of jing (reverence). In the Confucian Clas-
sic of Filial Piety (Xiaojing), Confucius said,

Of all human conduct none is greater than filial piety (xiao). In filial piety (xiao) nothing

is greater than to revere one’s father... Affection is fostered by parents during childhood,

and from there springs the child’s reverence, which grow daily, while sustaining his parents.

The sage was to follow this innate development by teaching reverence and to follow this
innate feeling of affection by teaching love (Xiaojing IX; cf. Chai and Chai 1965, p. 330)%.

The concept of jing is so important that Confucius contended there is nothing more
important than venerating one’s father. Like compassion, such reverence originates
from the affectionate relationship between parents and children and expands into a
respect for others. This respect for others is an important component of the virtue
of ren. Mencius said, “to feed a man without showing him love is to treat him like a
pig; to love him without showing him respect is to keep like as a domestic animal”
(Mencius 7A:37; cf. Lau 1970, p. 190). It is easily to see that, for Confucians, the el-
derly are always at the center of the family (Fan 2007). The dignity of the elderly is
preserved through the respectful care children provide their parents. In other words,
through the virtue of xiao, which is practiced within the bonds of the family, the dig-
nity of the elderly is realized. This has been supported by a study of long-term care
provided to the elderly in Beijing (Zhai and Qiu 2007). Many respondents in the
study expressed the opinion that the dignity of elderly parents embodies the respect
and reverence shown by their children and is ultimately manifested by being cared
for by their children. Thus, the term jing contains a crucial understanding of the
Confucian family-oriented concept of dignity for the elderly, which is far different
from the individual-oriented dignity developed by Western countries.

The term jing implies that children should respectfully care for their elderly par-
ents, not only nourishing their physical bodies, but also preserving their human
dignity. If children only care about their parent’s physical condition and ignore their
dignity and spiritual satisfaction, it is not a real expression of xiao. Thus, the impli-
cation for end-of-life decision making is that prolonging the life of an incompetent
terminally ill parent without caring for their mental needs and dignity cannot be
considered xiao. In a case where the continuation of life sustaining treatment would
only cause the parent more suffering with no hope of recovery, insistence by the
children to continue such treatment, despite the parent’s spiritual wishes, would not
demonstrate jing and therefore could not be regarded as xiao. Moreover, if a healthy
parent establishes an AD, children with the virtue of xiao should respect their par-
ent’s will. Fung yu-lan, a contemporary Chinese philosopher, indicates that xiao
includes “conforming ourselves to [our parents’] wishes, and giving them not only

8 All quotations from Xiaojing are adapted from Chai and Chai 1965.
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physical care and nourishment, but also nourishing their wills” (Fung 1952, p. 359;
cf. Tse and Tao 2004, p. 211).

It should be remembered that ADs “are actually a very recent response to a
modern problem, namely the worry of many people that they will become victims
trapped by medicine’s ever-expanding ability to sustain life indefinitely after they
lose the ability to voice their wishes about treatment at the end of life” (Capron
1998, p. 262). When one becomes terminally ill, it appears that one loses his/her
capacity for self-determination. In this situation one is essentially afraid of losing
his/her dignity. As the author of the California Natural Death Act has pointed out,
“The image of Karen Quinlan haunts our dreams. For many, the ultimate horror
is not death, but the possibility of being maintained in limbo in a sterile room, by
machines that are controlled by strangers” (Capron 1998, p. 264). That is to say, the
aim of ADs is to a large extent about protecting one’s dignity. In the Western liberal
tradition, “individual autonomy” is employed as the crucial theoretical basis for
protecting the dignity of terminally ill patients. In the Confucian tradition, dignity is
developed and protected through the familial concepts of ren and xiao. In this sense,
children who possess the virtue of xiao should respect their parents’ dignity not only
by caring for their parent’s living, but also by respecting their end of life wishes.

Third, xiao includes the meaning of shun (obedience). However, it would be
misleading to assert that shun means children should always be obedient to their
parents. When Meng Yi Tzu asked about being filial, Confucius answers, “Never
fail to comply” (The Analects 2:5; cf. Lau 1983, p. 11). What Confucius means is
that one should not fail to comply with the rites (), not that they should never fail
to comply with their parents’ wishes (Fan 2006). Confucius answers, “When your
parents are alive, comply with the rites in serving them; when they die, comply
with the rites in burying them and in offering sacrifices to them” (The Analects 2:5;
cf. Lau 1983, p. 11). Confucius clearly points out that when parents do something
wrong, children should persuade them with reverence. Confucius states,

In serving your father and mother you ought to dissuade them from doing wrong in the
gentlest way. If you see your advice being ignored, you should not become disobedient but
should remain reverent. You should not complain even if in so doing you wear yourself out
(The Analects 4:18; cf. Lau 1983, p. 33).

By the same token, when Tseng Tzu asks whether a son, by obeying every com-
mand of his father, can be called a filial son, Confucius states, “In the case of gross
wrong, the son should never fail to admonish his father against it” (Xiaojing, XV,
cf. Chai and Chai 1965, p. 333). In other words, filial children should respectfully
persuade their parents from doing wrong and “manage to improve their parents’
virtue by communicating with them” (Fan 2006, p. 8). The concept of shun is very
important for end-of-life decision making because it implies that the process should
be in accord with some rites through which the virtues of both the parent and the
child can be well cultivated. Communication between the parent and children is far
more important than the parent’s self-determination. For example, when a parent
decides against worthwhile life-sustaining treatment in order not to over-burden the
family, through the virtue of xiao, children should communicate with the parent and
dissuade him or her from forgoing the treatment. The successful implementation of
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ADs requires the family to be aware of the document and to insist on its implemen-
tation when the patient faces a health crisis. In this manner, the Confucian concept
of xiao provides a promising framework for establishing effective communication
and a trusting relationship between the elderly parent and his/her children. A Confu-
cian family-oriented model of ADs invites the family as a whole to participate in the
advance planning of the patient’s end of life decisions. However, it does not mean
that the patient’s own will should be subject to the interests of the family. On the
contrary, this model encourages the elderly patient to express his/her wishes and to
participate in his/her end of life decision making. At the same time, adult children
should respect their parent’s will and the final decision should be the result of a
discussion between the parent and his/her children, in accordance with the virtues
of xiao, ren, and [i.

17.4 A Confucian Family-Oriented Policy for Advance
Directives in China

This essay has argued for the possibility of a Confucian family-oriented approach
to constructing an AD policy in China. There have been some preliminary studies
in China exploring the attitudes of patients and their families regarding ADs. Wang
et al. (2012) interviewed 75 advanced cancer patients and 112 family members of
advanced cancer patients at a hospital in Shanghai regarding their attitudes toward
ADs. Their research found that 58.7% of patients and 43.8 % of family members
were accepting of ADs. Ninety percent of patients indicated that they wanted family
members and physicians to understand and respect their end of life wishes. Eighty
percent of patients indicated that they wanted their family to be involved in their
medical decisions and that the final decision should be based on discussions be-
tween the patient, the family, and the physician. This preliminary study seems to
indicate that advanced cancer patients in China do not have a negative impression
of ADs and support family involvement in end-of-life decision making.

A Confucian family-oriented approach to ADs for the elderly will inevitably be
different from an individual-oriented approach. The aim of ADs is to protect the
dignity of elderly parents and to cultivate and realize the virtues of xiao and ren.
First, the content of ADs must be in accordance with the requirements of xiao and
ren. In other words, the wishes expressed in a living will should not violate the
compassion, love and respect of children towards their parents. The acceptance and
refusal of certain kinds of end-of-life treatments should not only reflect the decision
of the elderly parent, but should also be acknowledged and accepted by his/her chil-
dren. It is only with the reorganization of the family that ADs can be implemented.
This is congruent with the laws and regulations governing current medical practice®
and it is acceptable to the Chinese people.

% In China, the family already has a recognized position in medical decision making according to
current laws and regulations pertaining to medical practice. For example, in China, a family mem-
ber of the patient is the one to sign the consent forms for surgery (See Cong 2004).
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Furthermore, all laws and regulations should legally recognize the whole fam-
ily as a surrogate for elderly family members. On the basis of the principle of xiao,
the family, usually the children of the elderly patient, have a moral duty to respect
and realize a parent’s will and to take part in the appointment of a durable power of
attorney. In the United States, appointing a durable power of attorney is one form
of ADs recognized by law, which is based on the assumption that a durable power
of attorney can accurately represent the true wishes of a patient. In the absence of
a durable power of attorney, family members are prioritized in acting as surrogate
decision makers for a patient who has lost decisional capacity. Emphasizing the
values of xiao and shun, a Confucian family-oriented approach to ADs is different
from the U.S. model. For Confucians, appointing a durable power of attorney is
considered one part of the decision making process that requires the involvement
of both the elderly patient and their children, in accordance with the virtue of i.!°
The surrogate decision maker should be recognized by both the patient and his/her
family members. This allows the whole family to participate in determining who
should speak on behalf of the patient.

Different from the individual-oriented approach, the Confucian family-oriented
model requires the involvement of the whole family in developing ADs. The liv-
ing will and the appointment of a durable power of attorney should be signed by
the elderly patient and other important family members including his/her children.
As such, there are two advantages to the Confucian family-oriented model of ADs.
First, it encourages elderly patients to participate in their own end-of-life decision
making so that their family can accurately understand their wishes. Second, it also
assists the parent and his/her children “engage in harmonious, interdependent coop-
erative interaction in order to arrive at an important decision” (Fan 2002, p. 359).
Therefore, this approach might resolve conflicts between the surrogate and other
family members, which is not uncommon in the Western individual-oriented mod-
el.!' Consequently, since this approach focuses on the harmonious interaction be-
tween family members, it may not be best to legally establish an AD policy in China
instantly, but rather to promote such a policy gradually and culturally, advocating
for better ethical decision making at the end of life in a family-oriented society.

10 Actually, in China, it is unusual for a patient to appoint a non-family member as a surrogate deci-
sion maker. As Fan (2011) has pointed out, the family is at the center of surrogate decision making
in mainland China and, therefore, appointing a durable power of attorney outside the family might
disturb the unity and harmony of the entire family. However, a Confucian family-oriented model
does not imply that the patient cannot appoint a non-family member as a durable power of attorney.
Under the principle of xiao, adult children should respect their parent’s will. If the parent insists
on appointing a non-family member as surrogate decision maker, the adult child should not violate
the will of his/her parent. On the other hand, if the adult child deems the surrogate decision maker
distrustful or incapable of representing the interests of one’s parent, they are required by duty to
persuade the parent to act in accordance with the virtue of /i.

! For an example see: Parks et al. 2010.
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Chapter 18
Families and Individuals in Medical
Decision Making

Lisa M. Rasmussen

In the process of practicing a traditional way of life, our
understanding of the world is translated into a deeper
conviction and belief about how the world really is.
(Zhao, this volume, p. 9)

18.1 Introduction

This volume poses fundamental challenges to the Western bioethical decision-
making framework. It can be viewed as a sally in the culture wars. Authors in the
volume argue, inter alia, that the fundamental ethical unit to which questions and
decisions in medicine ought to be directed is the family, not the atomic individual.
This is a message requiring our attention, because it highlights a truth about the
beliefs of many people—even those, like me, who ultimately still side in favor of
individualism—that the family is a—fundamental unit of concern.

Sometimes to be heard against countervailing messages, one must articulate
themes in broad strokes rather than nuance. Think here of feminism or the civil rights
movement; the first step in having one’s voice heard is to be disruptive, to refuse to
be ignored. This volume is meant to be a disruptive text, not a comparison of two
possible models of bioethical decision-making. It starts by assuming that most of its
audience (those of us in the global West!) subscribes to the view that autonomy is a
fundamental value, best instantiated and respected via individual decision-making.

! The terms “West” and “East” are problematic for a number of reasons, not least because they
imply homogeneity of belief where it does not exist. However, the authors in this volume adopt
these terms as heuristics for describing general cultural norms, so I likewise make use of them.
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One of the volume’s aims is to articulate other approaches to decision-making in
different contexts; these authors for the most part characterize a Confucian and/or
traditional cultural context and outline some of its implications for decision-making
in bioethics. They do not strongly urge those of us in the West to adopt this practice,
though as I argue, there are changes we could profitably make in light of these argu-
ments. But they do collectively find fault with the way in which Western bioethical
decision-making policy is implemented or assumed in foreign contexts. As some of
the contributors point out, a focus on individualism in bioethics can make it hard
for families to participate even when patients want them to. If overall these authors
do not give equal time to the value or benefits of individualism, it may be because
they struggle to be heard against what they see as a dominant ideology. These essays
forcefully articulate and defend the value of family decision-making in the face of
an exported model of bioethical decision-making whose laws, media, and regnant
ideology is clearly supportive of the individual rather than the family.

There are two main aspects of the familism vs. individualism debate. First, there
is the empirical difference that the “family” approach is the norm in East Asian
countries, whereas the individual approach is the norm in the West. Second, there
is the normative difference that while Western bioethicists argue for individualism,
and assume this is the superior approach, authors in this volume argue for familism.
As I argue, however, there may be some agreement between Eastern and Western
approaches about optimal decision-making with a patient and her family. Where
significant differences between the approaches become clear is when we decide
how one could craft policy for cases in which the optimum is not achievable.

18.2 Medical Decision-Making East and West

The authors in this volume all argue for the importance of the family in medical
decision-making (in both the clinical and research contexts), but the ways in which
they interpret the importance and implications of this vary. One common theme
among the authors is the empirical observation that the Western cultural model of
medical decision-making doesn’t necessarily work in the Eastern context. When one
culture’s practices are sufficiently different from another’s, one should not expect
that the practices and values of that culture can be easily accommodated in another
(and of course, neither should one expect that they cannot be accommodated at all).
The force of these points is that the cultural lifeworld in largely Confucian countries
and regions like mainland China, Hong Kong, Taiwan, and South Korea often don’t
find the Western model of individual decision-making easy to incorporate (see, e.g.,
Chap. 13, this volume, which articulates some of the benefits of family involvement
in consent to participation in research in a Confucian context).

What should we make of this phenomenon? With a little “educating” of the pop-
ulace, could it be made clear that in fact the individual model does fit the Eastern
context? Many of the authors in this volume argue that this gap between East and
West does not reflect a misunderstanding, but instead a different moral ontology
and cultural history that cannot (and perhaps should not) be “educated” away. They
articulate various strengths of and reasons for this difference, and are not in agree-
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ment on these points—some argue that Confucianism specifically does emphasize
the importance of the individual’s voice, for example in the obligation to respect
one’s parents and their wishes. They also disagree about the proper interpretation
of Confucianism with respect to family decision-making and filial piety. That is to
say, there is no univocal view expressed here; there is nuance and both textual and
normative disagreement.

Some potential shortcomings of family decision-making are acknowledged, but
some of these authors also argue that these shortcomings may be less problematic
than the shortcomings in individual decision-making, a point we in the West should
consider seriously. This is particularly true when the basis of the argument is that
family decision-making actually enhances autonomy. Rui Deng, for example, pro-
poses that “family or friends should participate in the informed consent process, to
avoid the medical paternalism in human research and to eliminate the risks raised
by value guidance from investigator” (p. 7), and stresses that “the purpose of the
family’s participation in the decision-making is to consider the risks of the trial from
more angles” (p. 5). Similarly, Wenqing Zhao (Chap. 15) argues that since evidence
is mounting that “having too many choices does not necessarily lead to satisfac-
tion or happiness,” and that “the obligation to choose in a vital situation may very
likely increase the level of stress and depression for the subject,” (p. 2) the family
decision-making approach better supports the patient than does treating him as a
lone individual. This is compatible, as Deng points out, with maintaining a focus on
individual rights, but may in fact better succeed in fostering autonomous decision-
making than the individual approach.

There are two main ways in which the authors in this volume articulate the case
for the inapplicability of Western norms of biomedical decision-making in the East.
The first is simply the descriptive point that because different historical and ideo-
logical forces (in this case, Confucian) have contributed to the current cultural con-
text in these countries, residents of Confucian countries do not find Western ideas
of medical decision-making suitable. Instead, they can find it unnatural to make
important decisions within the individual framework rather than as family units,
for a wide variety of reasons described in this volume, especially a family’s moral
and financial obligation to protect its members’ health. This is a merely descriptive
point, but it still has important implications for procedures of consent, because the
goals of the activity will not meet with success if the methods are insufficient to
the purpose. In addition, this cultural context contributes to other societal laws and
policies that may not seem to affect medical decision-making, but actually do. For
example, as Ilhak Lee points out, one study demonstrated that typically 80 % of out-
of-pocket end-of-life expenditures in South Korea are covered by children of the
patient, with the result that “[a]s children bear the burden of care of their parents,
they also play the role of surrogate decision-maker for determining end-of-life care”
(p- 8). In this way, existing financial or other practices in a given society might have
a significant effect on how we think it best to implement laws and practices in areas
like medical decision-making. It would be easy to imagine pressure in the US for
greater family inclusion in decision-making if we knew that the family rather than
the individual paid more out-of-pocket expenses, even despite our historical focus
on the individual.
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But an even more profound claim found in this volume is that the lived experi-
ence and moral convictions of Confucian societies are not the same as Western
societies. Unless one believes that the basic units through which we conceive of our
lives and moral obligations are self-evident and universal, it is clear that the concep-
tualization of moral ontological units is a normative act. In the postmodern period,
we should be familiar with the notion that universalist normative claims are contest-
ed, so it should not be surprising that other cultures vary in how they conceive of the
basic unit to whom, for example, physicians owe the duty of respect for decision-
making. Still, for those of us in the global West, the individual is so fundamentally
a unit of moral consideration that it is hard to conceive of a different starting point.
But as some of the authors in this volume demonstrate, there are alternatives. For
example, as Zhao puts it, “Confucianism views families, instead of individuals, as
the fundamental units of the society. From a Confucian perspective, an individual
and her close family members are fundamentally ‘one’ bonded by the intimate emo-
tional ties of caring and love” (p. 11). Yu Cai puts it most strongly when she argues
that in a traditional Confucian family, “no individual personality exists because the
family unity is the ethical entity” (p. 5), and “...personal belongings do not exist ...,
only common assets of the family exist. Hidden individual assets (casually called
personal funds) are forbidden and, of course, an individual does not have the right
to dispose of family assets” (p. 9). The implication of this view for organ donation,
she argues, is that “as material property due to separation with the body, organs are
family property, a common asset, and the individual, therefore, does not have the
right to dispose of one’s organ and the whole family must decide together” (p. 9).

Though there is disagreement on this point within Confucian societies (and in-
creasingly so in the modern world), many of these authors argue that in the Con-
fucian context, the fundamental decision-making unit—the unit to which policies
ought to be addressed—is not the individual, but the family. Although the authors
in this volume by no means agree on interpretations of Confucianism or on the
implications of Confucianism for bioethics, they do collectively describe a cultural
context sufficiently different from the Western context that it forces us to reevaluate
our own moral premises.

In the remainder of this essay, I critically consider some of the features of this
collection of essays that I think will be striking to many Westerners.

18.3 Problems with the Family Assumptions

Having acknowledged the importance of considering the arguments in favor
of family decision-making, I would like to comment on some of the challenges
inherent in a family-centered policy. This is not to say that the individual focus is
without problems (and perhaps they are even more serious), or that the authors in
this volume do not readily acknowledge some of these the challenges. But there are
general concerns about family decision-making (both the possibility of adopting it
in the West and inherently in the family model itself) that are worth articulating in
the context of this volume.
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One of the points made by some of the authors in this volume (for example, Mark
Cherry and Jeffrey Bishop) is that practices such as individual decision-making
which do not instantiate a respect for the family as the fundamental decision-mak-
ing unit contribute to the modern fracturing of the family, with increased rates of
divorce and single parenting leading to worse outcomes for children and society.
Let us assume for present purposes that this fracturing of the family in fact does lead
to worse outcomes. Even so, the family ecosystem is so complex and affected by so
many external factors that it is not clear what effect changing the medical decision-
making model in the West to a more familist approach would have. Absent a radical
change in society, it would at best be at odds with the rest of our societal laws and
policies, which still center on an individual decision-making model. (Imagine, for
instance, adopting a financial policy that prevented individuals from opening bank
accounts, retirement accounts, etc.) It is therefore important to distinguish between
the plausibility of the more general point that we would do well to foster family
integrity and communication, and the specific point that the family should be in-
cluded by policy in medical decision-making with competent patients. One could
acknowledge and support the former while recognizing that the latter is not feasible
in existing contexts.?

It is also worth considering how the notion of filial piety, which undergirds the
family decision-making model, can go wrong. Many of the authors explain the
structural position of the family in Confucianism and its role as the basis for the
order of society, which both makes possible and strengthens the existence of the
state.? Its focus on filial piety and loyalty can serve to discourage challenging extant
relations of power, with potentially serious negative consequences. For example,
Ilhak Lee cites the (ab)uses to which a government put the concept of filial duty in
Korea during and after Japanese occupation. As a result, he says, “we can imagine
that the practice of filial piety is also often misled by factors outside of its original
meaning” (p. 6). Even if these are misuses of Confucianism, it is worth considering
what misuses are possible in a given culture. If the way of life at the heart of this
cultural context is respect for what is, how can citizens also be encouraged or relied
upon to challenge what is, or what is proposed, or what is forced, without also vio-
lating filial piety? Consider Zhao’s characterization:

Liberal individualists see autonomous agents as the fundamental units of the world. The
Western liberal conceptual schema puts much weight on the tension between individuals
and the rest of the world. It is often suspected that “others” (society, government, insti-
tutional authority, family and etc.) are always seeking to control and restrain individual
freedom and to prevent individuals from exercising their wills, whereas the individual is
always struggling to break free. This is not to say that Chinese people do not face tensions
between themselves and their government, however, the government is never assumed to
be evil in the first place. In a Confucian conceptual schema the idea of individual cannot be
separated from one’s family and community (Zhao, p. 10, emphasis added).

2 I do not mean to suggest that authors in this volume are arguing that the West should change its
model—rather, most of them are arguing against the exported Western individualist model being
applied to—or imposed on—East Asian contexts.

3 For example, Ilhak Lee quotes the seminal Confucian text and explains: “In The Analects...,
filial duty is mentioned as the foundation of all human relationships: ‘filial piety and fraternal
submission! Are they not the root of all benevolent actions?’” (p. 4).
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I do not wish to overstate this point; clearly there have been revolutionary and re-
sistance movements across the Confucian East. But if we are to consider the short-
comings of individualism, we must likewise bear in mind potential shortcomings
of familism.

It can also be difficult to know what filial piety requires in end-of-life-decision-
making. As Hon Chung Wong and Kam-Por Yu explain, if filial piety is understood
to be properly demonstrated by fighting at all costs for a parent’s survival, then it
is hard to imagine conditions under which it would be permissible for a family to
withdraw end-of-life care. Wong illustrates this with a news story in which a family
who insisted that a medical team respect their elder’s DNR wishes was later criti-
cized “as lacking filial piety toward [him]” (Wong, p. 4). In this case, it was very
clear that this was what the patient wanted, but even so the family was criticized for
their decision. And as Yu points out,

Surveys have been done to find out whether people would support some form of euthanasia
under some specific conditions for themselves as well as for their family members ... It
was found that most people would prefer ending their life under some specific conditions
(such as in vegetative state, or in a painful dying process) but they would not prefer the
same for their parents. There seems to be some apparent contradiction here. If they prefer
what they regard as the best for themselves, why would they want to have something else
for their parents? The major reason given was that people were influenced a lot by the idea
of filial piety. They would like to be regarded as filial, and withdrawal of treatment may be
interpreted as saving resources and not caring for their parent enough (Yu, 11-12)

In contrast, Yaning Yang points out situations in which true filial piety is demon-
strated by respecting a patient’s wishes:

[T]he implication for end-of-life decision-making is that prolonging the life of an incom-
petent terminally ill parent without caring for their mental needs and dignity cannot be
considered xiao [i.e., filial piety]. ... Moreover, if a healthy parent establishes an [advance
directive], children with the virtue of xiao should respect their parent’s will (p. 9).

A Confucian family-oriented model of [advance directives] invites the family as a whole to
participate in the advance planning of the patient’s end of life decisions. However, it does
not mean that the patient’s own will should be subject to the interests of the family. On the
contrary, this model encourages the elderly patient to express his/her wishes and to partici-
pate in his/her end of life decision-making (p. 11).

Obviously, family and individual models of decision-making can both be difficult to
navigate. Both can also be open to misinterpretation, and it may be argued that those
who critiqued the family in the example Yu gives above simply misunderstood what
family decision-making ought to be. That may be true, but if we are to grant that
family decision-making can be misunderstood and misinterpreted, we should ac-
knowledge that the same is true of individual decision-making. Instances of poor
execution of a model do not necessarily invalidate that model, and neither these
stories nor stories of the paucity of some instances of individual decision-making
defeat the approach being used.

Among other potential problems with family decision-making, as Ilhak Lee ob-
serves, is the fact that just as individuals’ decision-making may be hampered by
illness and proximity to death, so too may the decision of family members. They
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are often overwhelmed by the possible loss of their loved one or exhausted from
the long, burdensome care that is required. Confusion, a lack of pertinent medical
knowledge, and the unavailability of legal and ethical counseling can lead to tragic
decisions. Family members of dying patients are often in need of help and the moral
justification for the authority of one’s children needs to be explored.

What I next want to argue is that one point of disagreement between the family
and individual decision-making models may be what should be adopted as an ap-
propriate default strategy when there is disagreement or when it is unclear who the
appropriate decision-maker is. I do not mean this as a mandate for all contexts, East
and West. As I argue below, policy decisions are political decisions, and must take
account of the context in which they will be implemented. As the authors in this
volume argue, the East Asian context is different from Western contexts, and the
imposition of individualism in that context would be wrong.

18.4 Default Policy

Two of the authors in this volume point to empirical surveys demonstrating that in
two different Confucian societies, the overwhelming majority of individuals sur-
veyed say that they want to and/or have a right to make decisions for themselves.*
Many of the authors in this volume specifically claim, contrary to straw versions of
the family approach, that most of those who approach medical decision-making in
the family model would not think of excluding and would honor (even if not neces-
sarily exclusively) the voice of the patient. For their part, Western citizens generally
want their families to have a say in their care. If all of this is right, then there is
substantial convergence on the optimum: taking advantage of one’s family’s good
will, knowledge, and diversity of perspectives to make an informed decision. The
real disagreement comes at the margins and in uncertain cases (for example, where
family is non-existent or non-functional; not in communication with the patient; in
substantial disagreement with the patient; or when the patient does not wish to in-
form and/or include the family), and in what follows, I will argue that the individual
approach to medical decision-making better accommodates these uncertainties and
what I think are the on-balance greater dangers of not providing space for individual
decision-making.

4 Wong points out that in a survey done in Taiwan, “the results showed that patients strongly
claimed their own right to be informed about their disease to be superior over their family’s wishes
to keep them uninformed” (p. 4). Yang cites a survey in China showing that “Ninety percent of
patients indicated that they wanted family members and physicians to understand and respect their
end of life wishes” (Yang, p. 11). In the Chinese context, this may mean that they want their fami-
lies to consider their wishes, not that their wishes must be followed.

5 For example, as Yang points out, “In the United States, studies have indicated that patients’ fam-
ily members are involved with end-of-life decisions 60-80 % of the time and patients often prefer
to make end-of-life decisions within the family context (Haley et al. 2002)” (Yang, p. 45).
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The benefit of defaulting to the family, according to the arguments in this vol-
ume, is that this is both the way the majority of patients prefer to make medical
decisions, and also the way that best supports individual flourishing. In his contri-
bution, Jeffery Bishop asserts that in the West, and particularly in the US, “the struc-
tures and practices of medicine, including informed consent and decisions about
removing life support in the critically ill, organize decisions such that the family is
structurally marginalized” (Bishop, p. 2). We can debate whether or not this is true,
but suppose that it is. Just how many families are marginalized, and how corrosive
of the family is individual decision-making, if most individuals choose to include
families in such deliberations?

Imagine, in contrast, that we were to design the structures and practices of medi-
cine “such that [the individual] is structurally marginalized.” Which is worse? As
might be predicted for someone hailing from an individualist context, I want to
argue for the importance of the individual and call to mind why the focus on the
individual became important. I am acutely cognizant, for example, of the long hu-
man history of preventing women from substantially determining their own lives.
It cannot be maintained that men who had women’s good in mind have on the
whole made choices for women that historically led to their flourishing—unless
the supernatural and its plan for appropriate hierarchy in this world is invoked,
promising rewards only in the afterlife as compensation for subordination in this
one. Consider, through a woman’s experience, how this quotation sounds given
the overwhelming likelihood that families are patriarchal: “...all decision-making,
even within the structures of informed consent, ought to emerge from the context of
the family, where the frailties and dependencies of human life have always been the
site of care.... Informed consent ought therefore to emerge from the family of care
and not from the corrosive myth of the individual” (Bishop, p. 2). Should this choice
be imposed on those unwilling to subscribe to it? To put it more starkly, should we
support a default model that allows an individual to exit the family space if s/he
chooses, or rather one that forces an individual to accede to the decisions of others
about the life that she must live?

Consider too the case of parental decision-making for children. As Bishop points
out, “...the state typically expects the family to make decisions in the best interests
of any individual, especially a child, even if the decision might undermine the fa-
milial structures” (Bishop, p. 10). Think here of donor siblings, and how hard it is
to separate the best interests of the child from that of the family; Bishop is right to
point out the tension in this context. How will a girl whose brother dies feel if she
realizes years later that she could have saved her sibling’s life with a kidney or bone
marrow, but was prevented from doing so due to a stranger’s interpretation of what
is permissible? Isn’t it more likely that as an adult, she would elect to save his life
even at a cost to herself, and that her family would best know this about her? But
even this story illustrates exactly what a focus on individualism is meant to combat
in such a situation: the instrumentalization of one individual for the sake of another,
or of a collective. Should we, in such a case, stand by when it is fairly clear that a
family is using one child as a mere means to another child’s end? I have no solu-
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tion to this problem; again, I mean only to match assertions of the benefit of family
control in medical decision-making with examples of its dangers.

One of the worries expressed in this volume that must be taken seriously is that
a focus on the individual can lead to a cultural disvaluing of family units. It is
important to keep in mind the trajectory of family in the West, as described by
Bishop and Cherry: marriage and birth rates are down, single parenting rates are up,
and a variety of social ills exist. The claim is made that it is the cultural disvaluing
of family units that contributes to these social ills, and its expression in medical
decision-making is part of the problem.

Even if this is true, though, the proferring of these statistics doesn’t give us rea-
son to think that simply changing the decision-making model in medicine would fix
the problem. It may be that both family unity and social ills stem from other factors
which, if addressed, might considerably affect both. For example, it is not clear that
it is the cultural disvaluing of the traditional family that leads to the dissipation of
family decision-making rather than, say, global economic forces and longer lifes-
pans affecting both of those factors. This may be true even in a Confucian context:
Ilhak Lee observes that ““...most Koreans now live separately from their parents,
resulting in the loosening of family ties” (Lee, Chap. 9, p. 9). And, importantly,
even family-centered decision-making may not resolve conflict. As Shui Chuen Lee
notes,

[h]ealth professionals and hospice services in Taiwan will not accept a decision made by
one or some family members without the consensus of all known family members because
they are afraid of endless protests against them if a family member was not told of the deci-
sion and would have opposed the DNR if informed (p. 5)

If this is the case in a country with even better family coherence than in the United
States, how much worse might family decision-making go if implemented in the
litigious American context?

One striking contrast in the volume occurs in a consideration of two similar an-
ecdotes discussed by Bishop and Zhao. Bishop outlines a case between “Bill” and
“Mildred” in which Bill refuses to let Mildred into discussions about his impending
death from cancer. He wants to stop aggressive care, but thinks his wife could not
handle his death, so he continues to request treatment. Meanwhile, Mildred under-
stands that Bill is dying and doesn’t want him to suffer, but refuses to challenge
his decision. Bishop concludes by observing that “[t]he myth of the individual had
become so much a part of their individual identities, that Bill would not authorize a
shift to hospice care because his wife could not cope with this decision, and Mildred
would not challenge Bill, as it was his decision” (Bishop, p. 5). In Zhao’s example,
reported in the news as “a touching story of true love,” a husband with cancer does
not improve with treatment, but his wife fabricates his test results so that he seems
to be getting better, in order to keep his spirits up. As Zhao observes, “[t]he com-
mentary surrounding this story demonstrates that Confucian-influenced Chinese
accept the practice of concealing diagnoses from patients with understanding, ap-
proval, and even praise” (p. 4).

Why does the former illustrate the deficits of the myth of individual decision-
making while the latter illustrates the benefits of family decision-making? There
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may be missing details from the abbreviated version of these cases, but it seems
quite plausible that Bill and Mildred are engaged in a loving deception just as the
Chinese couple were understood to be. And, it may have been that the husband in
the story Zhao relates was struggling on, despite knowing his true condition, for the
sake of his wife. It also seems plausible that in this latter case, the wife’s deception
could have been motivated for the wrong reasons. If we think that in both cases, due
to the decision-making model in operation, conversations were not happening that
could have led to a better outcome, this simply demonstrates potential problems
with both models. It does not illustrate the superiority of one to the other.

I am not arguing that the individualist approach is morally neutral. Neither should
advocates of family decision-making argue that that approach is morally neutral.
The irony is that a focus on individualism is in part meant to address the dilemma
of pluralism—and yet it itself is a form of cultural assumption. Both are positions
informed (or determined) by values. The family may generally care more for the pa-
tient and have his interests more in mind than the state or other institutions. (How-
ever, we should at least bear in mind that various studies have shown that families
and other surrogates may not be very good at articulating what the patient would
have wanted.) But whether or not the family means well, and even conceding that
on average the family might be better able to advance the individual’s interests, that
is not the central issue in the consideration of family vs. individual decision-making
in medicine. The question is what approach best accommodates the existence of
disparate views (such as the fact of non-intact or poorly-functioning families). What
we should want in formulating a policy on medical decision-making in the West, I
argue, is a way in which to acknowledge the individual’s right to include or exclude
family decision-making. Since it is precisely this right that is rejected by the familist
model, this default is not likely to be acceptable to those who support that model.

18.5 Lessons for the West, Challenges for the East

Even a policy focused on individual decision-making can be better designed to
include families. From a Western perspective, possibly the strongest argument in
favor of supporting family input in medical decision-making is that it fosters auton-
omy. One argument given in this volume is that family decision-making may help to
protect patients in contexts in which others may not have their best interests at heart,
for example in consent to research participation. Changing consent procedures to
facilitate family involvement, if desired, could help to protect human subjects. For
example, if we took seriously the likelihood that most potential subjects want their
families to be informed and included in consent discussions, we would make it the
structural default that, e.g., “consent appointments™ are set up with appropriate fam-
ily from the beginning. Obviously this is less streamlined than our current practice,
but perhaps it will do a better job of ensuring robust consent discussions and sup-
porting autonomous choices to participate in research.
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Another way in which family participation in decision-making may foster au-
tonomy is by combating the fact that one mind may not be enough: as scholarship in
behavioral economics has demonstrated, our perception of risk is frequently colored
by framing heuristics and biases. This is particularly true in stressful situations, so
encouraging patients to make decisions individually may result in worse outcomes
than if we worked to include families as well. There has been ongoing criticism
that we in the West overemphasize respect for autonomy, with the resulting goal
becoming simply “getting the consent” on a form. Taking seriously the psycho-
logical limits of individuals, while also respecting their right to make decisions for
themselves, could result in retaining the policy of individual decision-making but
also empirically studying the effect of family or other surrogate decisionmakers on
patient well-being, outcome, satisfaction with consent processes, etc. and imple-
menting successful approaches.

It is also important to keep in mind, as Bishop outlines, the demands of individual
decision-making with respect to advanced-care planning, which optimally require
individuals to have completed forms guiding care if they become incapacitated:

The social apparatus of the ICU, along with all the documents—Iliving will, durable power
of attorney, and consent forms—that an individual ought to have completed before going
into the ICU, have at their heart a sovereign individual who sets in motion the aggressive
technological features of medicine, that once deployed cannot be easily brought back under
his own control (Bishop, p. 2).

Designing a system that requires all of this in order to robustly respect individual
wishes in the case of incapacity seems unsuccessful, in that the majority of patients
have completed no end-of-life or medical proxy forms. More importantly, the “so-
cial apparatus” that Bishop cites seems to require an individual—a strong, force-
ful individual—to say that enough is enough. Designing a system in which family
voice is better heeded may also diminish such demands on individuals.

What we make of these arguments depends on whether we think that they make
empirical or normative points about the importance of family decision-making. Any
assertion that family decision-making is better than individual decision-making
should be accompanied by an account of what constitutes better or worse situations.
If it is asserted that family participation better supports autonomous decision-mak-
ing, this is an empirical claim that can be studied. If we are committed to a respect
for autonomy, we should care whether these claims are correct, and better imple-
ment them where we need to. Even if the empirical claim is only that less disagree-
ment about cases occurs when families are included, that may give us a reason to
work harder at including families. For example, as Cai suggests, having individuals
and families sign organ donor consent forms could lead to less disagreement about
deceased organ donation.®

6 Of course, in a Western context we might not decide to require this, but we could design a form
that strongly encourages and enables it. In both Eastern and Western contexts, though, the legal
status of such a consent form would need further delineation. For example, could only donors with
family signatures successfully donate? What happens in the case of disagreement among family
members? Which signatures need to be on the form?
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Another strand of arguments in this volume is that family ought to be taken as
the fundamental decision-making unit, regardless of cultural tradition or the prefer-
ence of individuals. Some of this is based on assertions of biological kinds (i.e.,
families), which can surely be questioned historically. What we take to be the “tra-
ditional” family is probably not representative of how humans have always existed:
polygamy, polyandry, extended families, kibbutzes and other family arrangements
have all been the norm at one time or another. We may not yet have implemented
the arrangement that is “best” for humans. Outside of theological or other supra-
rational assertions about the natural order of things, it is no more neutral or natural
to default to family decision-making than it is to default to individual decision-
making (though I have argued for the latter on the basis that it can account for the
former better than vice-versa).

Clearly there are improvements to be made in the Western medical decision-
making model. It is worth also asking whether concessions can be made in the
Eastern decision-making model. I said at the beginning that the message in this
volume “highlights a truth about the beliefs of many ... that the family is a—or
the—fundamental unit of concern”. I want to shift the emphasis of this point now, to
ask whether it should be #he fundamental unit of concern, or merely ¢ fundamental
unit of concern. To say that it should be the fundamental unit of concern is to make
a moral assertion that can be contested. In addition to counterarguments offered
above, there is the question of whether we wish to respect the freedom of individu-
als to exit the context into which they are born. Medical decision-making, encom-
passing grave choices, is one moment in which individuals can voluntarily try to
exit the situation in which they live. For example, consider the case of a doubting
Jehovah’s Witness who agrees to receive a blood transfusion to save his life. A fami-
ly insistence that his wishes be overridden because he has false consciousness about
what is at stake is just as problematic as a case in which a woman who has chosen a
traditional lifestyle is judged to have false consciousness by capitulating to patriar-
chy. Individualism has been defended as a value in part because it resolves accusa-
tions of false consciousness in favor of the person who must live the ensuing life.
However, a focus on autonomy, hard as it can be for those of us in this context to see
it, may be a form of cultural imperialism. We value individual decision-making, and
have robust and long-lived justifications for doing so, but other cultures may not.
The ensuing challenge is how to navigate issues like medical decision-making in
cultures whose values are different. The horns of the dilemma are on the one hand,
cultural imperialism and imposing a set of values, or, on the other hand, relativism,
and allowing cultural context to determine the values adopted. In the end, at least
in countries responsive to the will of the people, which policy will govern will be
a result of a political decision. In the current context in East Asian countries, this
might mean the family model is preferred.

And yet, a deep existential challenge this volume poses is to ask whether free-
dom of exit is more important, or better, than freedom to belong. One of the root
defenses for individualism is that individuals should be allowed or fostered, via
exposure to many ways of life, to make an informed decision about which they
want to make their own. However, one of the arguments offered in this volume is
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that radical freedom is not possible. It is not the case that we can simply choose,
from “the view from nowhere,” among a selection of lifestyles to pursue. It may be
impossible to know the richness of some ways of life—in the accounts given here,
traditional family decision-making—from outside. Thus, to impose individualism
is potentially to exclude the possibility of living some ways of life. Similarly, it may
be impossible to know the richness of an individualist approach without having
been granted it and raised with the expectation of it. We may have good reason to
praise the benefits of individualism, but the authors in this volume have given good
reason to praise the benefits of familism, and the arguments in favor of individual-
ism do not trump. This volume clearly articulates the arguments in favor of retain-
ing the family decision-making approach in East Asian contexts, and imposition of
individualism in this context would be unfounded.
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