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Abstract

This article argues for greater recognition that, over the course of the human lifespan, health care 

decision making is interdependent. Interdependence refers to the engagement of non-clinicians—

for example, family members or trusted friends—with patients to reach health care decisions. 

Interdependence, we suggest, is common for patients in all stages of life, from early childhood 

to late adulthood. This view contrasts with the common bioethical assumption that medical 

decisions are either wholly independent or dependent, and that independence or dependence 

tracks a person’s decision-making capacity. By arranging standard approaches to decision making 
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along a continuum of interdependence we demonstrate independence and dependence are not 

siloed from one another. Instead, they are situated along a continuum. An appreciation of this 

continuum should empower patients and elucidate ethical challenges that arise when people 

transition between different kinds of interdependence across the lifespan.

Introduction

For most individuals, childhood is marked by the progressive development of decisional 

abilities and a growing realization of independence.1 Decisions—and, here, our focus is 

decisions about health and health care—are generally made by a parent or guardian who, 

ideally, prepares the growing child to assume an ever-greater role directing their own health 

care. This may be accomplished by means such as ensuring that the child is present for 

discussions with clinicians, increasing awareness of their health, calibrating expectations 

about prognosis and possibility, and creating opportunities for the child to provide input, 

when such input is appropriate.2 Knowing that individuals will face many health-related 

decisions over the lifespan, the parent or guardian fosters the child’s emerging ability to 

self-determine.

Decisional abilities are legally recognized as sufficient when individuals reach the age 

of majority, though they generally have not yet reached developmental maturity at this 

point.3 For most, the apotheosis of our decision-making abilities comes somewhat later 

in adulthood, when we enjoy the benefits of accumulated life experience but still rest 

unaffected by age-related cognitive changes.4 Although we can make decisions on our own 

in this period, many of us turn to trusted others—often, but not exclusively, family or friends

—when weighing options and making choices. In adulthood, some of us may experience 

injuries or illnesses that hamper our decisional abilities beyond what is characteristic of 

aging.5 Others have disabilities that affect decision making. Of necessity, we may come 

again to rely on or continue to rely on others to assist us, or even to make decisions on our 

behalf, in adulthood as in childhood.

Here, we present a framework that reflects this trajectory. Decision-making capacity—the 

ability to make a particular decision at a particular time by receiving, processing, and 

retaining information; rationally deliberating among available options; and expressing a 

decision6—varies over the life course, not just with age but also with circumstance. It 

is typically assumed in bioethics that individuals move between independence—deciding 

alone—and dependence—having a surrogate decide on their behalf—as capacity emerges 

developmentally or as it wanes with illness or disability. Yet these binaries and the tight 

couplings of capacity and independence, and of incapacity and dependence, are inconsistent 

with how many medical decisions are made in practice. People commonly engage others 

in decision-making processes, whether they have or lack decision-making capacity, though 

the nature and intensity of the others’ engagement varies. Between total independence and 

total dependence lies a range of ways people decide with others, and these ways are not 

necessarily determined by a patient’s decision-making capacity.

Interdependent decision making is an umbrella term we use to encompass the diverse 

ways in which individuals other than the patient and clinician might be included in health 
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care decision making. We understand interdependent to mean that two or more people—in 

this case, the patient and trusted others—rely on or are accountable to each other. This 

interdependence may be the result of: the reliance of the patient on the other party to 

accomplish the process of decision making; the interest of both parties in the content or 

outcome of decision making; or both. Notably, we are not contemplating shared decision 
making between a patient and clinician; we regard that as distinct and address it below.

People with different degrees of decision-making capacity are engaged, were engaged, 

or will again engage in interdependent decision making. In acknowledging the expansive 

role of interpersonal relationships in medical decision making, we are advocating for 

the construction of more inclusive approaches to health care decisions. Our embrace of 

relationality is not a rejection of individuality. Rather, recognizing that interdependence is 

a ubiquitous feature of the human condition, regardless of decision-making capacity, can 

allow clinicians, families, and bioethicists to empower patients who might otherwise be 

marginalized in medical decision making and better address patients’ needs across the life 

course 7

In what follows, we discuss two salient axes of decision making: (1) the patient’s decision-

making capacity and (2) the parties to decision making. Rather than reducing axes these 

to binaries—capacity or incapacity, patient or surrogate—we dilate them. These axes allow 

us to plot a decision-making function or continuum. The continuum, we argue, illuminates 

interrelationships between historically siloed decision-making processes and also reveals 

ways in which clinicians and bioethicists might better serve patients. Further, it exposes 

ethical tensions that arise as individuals traverse the continuum. This raises unresolved 

questions for bioethics; in the final section, we examine four of these questions to spark 

future scholarship on medical decision making.

Two Axes of Decision Making

We distinguish two axes of decision-making. These two axes represent graded properties.

The first axis is a person’s decision-making capacity. Decision-making capacity 

is dimensional, and individuals can possess its constitutive abilities—understanding, 

appreciation, reasoning, and communication—to a greater or lesser extent. When they 

possess all the necessary abilities at adequate levels, they are said to have capacity. When 

they lack all the necessary abilities, they are said to lack capacity. But some individuals fall 

in between: while not entirely lacking the necessary abilities, they have notable deficits in 

one or more. They have marginal capacity, and so it is unclear where they fit if we simply 

dichotomize capacity. Do they retain decision-making capacity or lack it? The answer is 

often uncertain. What is often certain is that even as capacity dissolves, some constitutive 

abilities are present to a degree that the person ought to have input in medical decisions.

The second axis is involvement of others in the decision-making process, irrespective of 

considerations of the patient’s decision-making capacity. All people who make decisions 

are embedded in interpersonal relationships, and those relationships can bear on the 

decision-making process. Many patients have relationships with family members, friends, 
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or others who are differentially involved in their medical decisions.8 They may be involved 

to different degrees, in different roles, or in different decisions—some but not others. 

Nonetheless, all such individuals can play an important role in the process and outcome of a 

patient’s decisions.

A patient can have more or less decision-making capacity, just as others can be involved 

in a patient’s decisions to a greater or lesser extent. Assuming there is a bright line 

between incapacity and capacity may lead us to wrongly deny decision-making authority 

to some individuals who should rightly have it, or to under protect the vulnerable. Similarly, 

suggesting that a patient makes decisions completely independently, or is wholly dependent 

on others to make decisions for them, might overshadow the normative importance of trust 

and collaboration in decision-making processes.

Uncoupling these two axes, and illuminating the gray areas between capacity and incapacity 

and independence and dependence, permits us to better describe the range of processes by 

which medical decision-making occurs and provides an enriched ethics of how we decide 

with others.

A Continuum of Medical Decision Making

The two axes described in the prior section allows us to plot a continuum of medical 

decision making, as depicted in Figure 1. While the extremes of the continuum reflect total 

independence and total dependence, respectively, the broad middle reflects interdependence. 

In this section, we array recognized decision-making processes along this continuum; these 

processes are neither novel nor exhaustive—though some processes may be more or less 

familiar. We, however, believe that situating these processes in relation to one another can 

offer important insights into how people navigate medical decision making over the course 

of life. In the next section, we look at how others’ interests influence the content or outcome 

of decision making.

Self-Directed Decision Making

Self-directed decision making occurs when individuals make decisions about their own 

medical care. Notably, we argue that self-directed decision making has various sub-types. 

It may be truly independent decision making—wherein a decision is made solely by the 

individual patient—or it may be collaborative decision making—a type of interdependent 

decision making wherein a decision-maker engages with others in the decision-making 

process.

Adults with capacity are, legally and ethically, recognized as autonomous decision makers 

empowered to make decisions free from the involvement or interference of others.9 This 

conception of autonomy—of the idealized independent decision maker—emerges from a 

long history in social and political theory on the relation between individual liberty and the 

authority of the state.10 The Kantian notion of a “rational agent,” a person who is free to 

set their own life goals and plans, heavily influenced this view. Subsequent philosophical 

interpretations of autonomy have since articulated independent decision makers as having a 

set of rational capacities, such as:
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[b]eing able to value, being able to reason, being able to resist impulses, being able 

to imagine an ordered life, being able to order one’s life, being able to put one’s 

plans into practice, being able to participate in moral deliberation of an idealized 

kind, and being politically free.11

Among different interpretations of autonomy in contemporary bioethics are the evidentiary 

view and the responsibility view.12 The evidentiary view of autonomy asserts that decision 

makers should be free to make decisions for themselves because they are in the best position 

to know which decisions will advance their own goals and values.13 The responsibility 
view, by contrast, asserts that autonomy imposes responsibility on decision makers to shape 

their own life with a distinctive character and integrity. Though by different means, these 

two views of autonomy lead to the common notion of independence. Whether by special 

epistemic access to knowledge of what’s best, or through a sense of responsibility, the 

autonomous person is empowered to make decisions independently; failure to respect these 

decisions is regarded as a moral wrong.

However, independent decision making—and particularly the notions of autonomy 

underlying it—has been subject to philosophical critique.14 While the idealized independent 

decision maker has proven influential in shaping political, legal, and bioethical theory, it 

might not reflect how many—if not most—decisions are made over the course of the human 

lifespan. Adults who have full decision-making capacity often engage in collaborative 

decision making about their health and health care. Though decision-making authority 

legally and ethically rests with the individual patient and is still meaningfully self-directed, 

others are implicitly or even explicitly involved in decision-making processes. For example, 

couples often arrive at critical decisions regarding one partner’s medical care as a dyad.15 

Family members’ or friends’ involvement in the decision-making process can range from 

more passive to more active (i.e., lesser to greater reliance by the patient), and the contours 

of their involvement may be informed by the stage of clinical care, demographics, or 

cultural norms.16 Evidence suggests that others can serve in various roles, such as gathering 

or reviewing information, being active listeners, persuading, or even directing decision 

making.17 Within collaborative decision making, there are doubtlessly further subdivisions 

characterized by different kinds and degrees of others’ involvement.

Standard conceptions of autonomy assert that a person is free when she acts according to 

principles chosen independently.18 Deciding with others—interdependent decision making

—could therefore be understood to undermine a person’s decision-making authority. But 

like decision-making capacity, decision-making independence also comes in degrees, and 

the grant of some authority to trusted others does not imply a loss of independence.19 When 

a pregnant person seeks a sister’s advice while developing a birth plan because the sister 

has previously given birth, that person is carefully evaluating and reflecting on treatment 

options, not relinquishing autonomy to others.20 These decision-making relationships are 

described as a kind of “shared” or “wide” agency, according to which agency, intention, and 

planning can be distributed across more than one person.21 Wide agency contrasts with the 

narrow agency idealized in independent decision making, where individuals make decisions 

for and by themselves.
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Supported Decision Making

In supported decision making, an individual with marginal capacity enters freely into an 

agreement with one or more persons who assist the individual in reaching decisions.22 

This other person is called a supporter, while the individual with marginal capacity is 

the beneficiary of support. Proponents of supported decision making note that beneficiary-

supporter relationships often arise out of informal, trust-based connections between people. 

These connections are the kind of relationships central to the collaborative decision making 

just described. Yet, there is a difference between collaborative decision making, on the one 

hand, and supported decision making, on the other. Collaborative decision making involves 

two or more people, including a decision-maker with unimpaired decision-making capacity. 

In contrast, supported decision making is described by an agreement—formal or informal—

between a beneficiary with diminished capacity and a supporter.

The type and degree of support depends on the beneficiary’s needs and desires. A supporter 

for a person with mild cognitive impairment—an acquired cognitive impairment that 

causes inefficiencies in the performance of instrumental daily activities such as managing 

finances or medications—might accompany the beneficiary to medical appointments to take 

notes, while a supporter for a person with intellectual or developmental disabilities might 

collaborate with the beneficiary in tallying pros and cons of different treatment options. 

Though receiving assistance, beneficiaries retain the authority to make their own decisions 

and to have them recognized by third-parties.

Presently, nearly half of U.S. states recognize or are contemplating supported decision-

making agreements for adults.23 Supported decision making has to date primarily been used 

by transition-aged adults with intellectual and developmental disabilities; these individuals 

are aging out of their parents’ care but continue to need decision-making assistance and wish 

to avoid the considerable challenges associated with guardianship, which reflects binary 

assumptions of capacity/incapacity and independence/dependence and strips individuals 

of the ability to make decisions about their own life.24 Supported decision making is 

a less restrictive alternative to guardianship.25 More recently, lawyers and ethicists have 

advocated for the use of supported decision making with cognitively impaired older adults—

for example, those with neurodegenerative diseases.26 Supported decision making may be 

helpful for other patient populations as well, such as those recovering from traumatic brain 

injury.27

The principle of respect for persons requires that we treat people with capacity as 

empowered decision makers; but it also requires that we protect vulnerable individuals 

with impaired decision-making capacity. Individuals with emerging, marginal, fluctuating, 

or recovering capacity present a particular challenge for realizing the principle of respect 

for persons. An appropriate balance must continuously be achieved between a beneficiary’s 

liberty and welfare interests. Recently, theorists have framed supported decision making 

in the language of “non-domination.”28 This framing draws attention to the power 

dynamics implicit to decision making, and how interdependence should be understood 

as a collaborative process, not as paternalism or as supporters “filling in the gaps” of 

cognitive impairment. Significantly, supported decision making emphasizes what people 
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with marginally impaired capacity can do with the provision of support, rather than focusing 

on what they cannot do.

Permission + Partial Involvement in Decision Making

Partial involvement is appropriate when an individual lacks decision-making capacity but 

nevertheless has enough decisional abilities that participation in decisions is possible—

for example, by expressing relevant preferences or values. Partial involvement strategies 

typically require a surrogate decision maker—for instance, a parent or guardian—who gives 

permission for medical care. For that reason, permission + partial involvement could be 

subsumed under surrogate decision making, which we turn to next. However, because not 

all surrogate decision making will or can permit partial involvement, we have chosen to 

distinguish the two approaches to further highlight the variety of interdependent decision-

making processes.

Assent and dissent are two well-known partial involvement strategies. Opportunities for 

assent—an expression of approval—demonstrate respect by engaging an individual in an 

interactive decision-making process and allowing them to express treatment preferences 

when it is reasonable to do so.29 In limited instances, it may be proper to proceed only if 

there is a lack of dissent. Notably, dissent does not require a reason or justification, and the 

patient generally does not have to demonstrate any understanding for dissent to be respected. 

Although partial involvement strategies do not meet the criteria for informed consent, they 

nevertheless realize some of its key functions, such as providing transparency and allowing 

control.30

Surrogate Decision Making

When individuals lack capacity to make their own medical decisions, the need arises 

for a surrogate or proxy to decide on their behalf. Surrogate decision making—the 

legally recognized practice of allowing clinicians to consult a designated individual or 

individuals who can provide informed consent for health care interventions—may be 

justified, depending on the decision-making standard, by considerations of autonomy (i.e., 

substituted judgment) or beneficence (i.e., best interests).

We would argue that surrogate decision making—particularly when the patient was formerly 

competent—should be understood as an instance of temporally diffuse interdependent 

decision making. The surrogate makes decisions, but the voice of the patient is still heard 

in these decisions. This is because the substituted judgment standard directs the surrogate to 

approximate the decisions the patient would have made, if the patient was able to decide. 

Ideally the surrogate does this by using information about the patient’s values, preferences, 

and interests, expressed before the impairment of capacity—typically in an advance directive

—or as evidenced in analogous circumstances.

Among patients who have written an advance directive, some want them strictly followed, 

while others wish to grant surrogates leeway.31 The latter has parallels to the concept of 

“wide” or “shared” agency, described above. Granting a surrogate leeway should not be 

regarded as an abrogation of decision-making authority. Rather, patients may make a well-

reasoned decision to do this, recognizing that their surrogates are well acquainted with their 
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intentions and values. Moreover, patients may recognize that it is impossible to prospectively 

account for every medical decision during their period of incapacitation. Understanding a 

patient’s general compass bearing through intentions and values, while leaving flexibility 

to work out a precise route allows surrogates to adapt decisions in the face of unforeseen 

circumstances.

Some individuals have not yet developed, or will never develop, decision-making capacity. 

Even here, surrogates might still have insights into a person’s values and preferences 

that should guide decisions. Parents deciding for an adult child with intellectual and 

developmental disabilities might be guided by their past experiences within the health 

care system and what those have revealed about their child’s interests and inclinations. If, 

however, the surrogate is unable to approximate the patient’s choice, a surrogate will make 

decisions to promote the patient’s best interests—that is, what would be objectively good 

for the patient. Consider, for example, parents working together to make decisions about 

the care of a sick newborn. The child is, here, wholly dependent upon the parents to make 

decisions.

As an aside, surrogates themselves may find collaborative decision making useful—even 

unavoidable—in the face of uncertainty. In making consequential decisions, such as whether 

to withdraw life-sustaining treatment, a surrogate is likely to engage with additional family 

members or trusted others. In some cases, state laws governing medical decision making for 

incapacitated adults who have not previously named a proxy require that the patient’s health 

care representatives, identified by law, reach consensus on a decision. Collaboration might 

inform the decision but also provides emotional support for the surrogate.

Opportunities and Challenges Regarding Interdependent Decision Making

Exploration of the decision-making continuum illustrates that interdependence is not an 

incidental feature of the human experience; it is central to it. Individuals progressively 

negotiate and renegotiate their roles with trusted others throughout life. A parent decides 

for their child, but then fosters the child’s burgeoning capacity—first through seeking 

assent then by supporting decision-making. An adult makes self-directed decisions, 

collaborating with others, though an acute illness may necessitate surrogate decision-

making. Interdependence characterizes how we make medical decisions throughout our 

lives, and people can transition between the decision-making processes arrayed along the 

continuum—moving forward and backward, perhaps many times—over the life course.

Attending to the conceptual relationships amongst decision-making approaches also 

highlights ethical tensions: between autonomy and welfare, domination and collaboration, 

and self-determination and paternalism. We turn now to describing four challenges and 

opportunities for future ethical analysis.

Is shared decision making a kind of interdependent decision making?

As a hallmark of patient-centered care, shared decision making emphasizes the active 

participation of the patient and also the clinician in the decision-making process.32 Together, 

clinicians and patients evaluate the intervention, consider the patient’s values, preferences, 
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and interests, and reach a joint decision.33 Shared decision making has gained traction in 

the ethics literature as an alternative to other patient-physician decision-making models. 

These alternatives include paternalistic decision making—in which the clinician encourages 

the patient to accept or even imposes a decision the clinician thinks is best—as well as 

consumerist decision making—in which the clinician conveys technical expertise while the 

patient selects from a menu of options.34 In paternalistic decision making, the patient plays a 

passive role, while in consumerist decision making, the patient is more active.

Although shared decision making with one’s health care team bears similarities to 

interdependent decision making with one’s family and friends, we find it useful to 

distinguish them. Whereas accounts of shared decision making specify how physicians 

or other clinicians should participate in medical decisions in light of their professional 

and fiduciary obligations, accounts of interdependent decision making characterize the 

participation of individuals who are not part of the care team and are not bound by such 

obligations. Family and friends doubtlessly have ethical obligations, but they are not always 

well characterized.

Shared decision making is nevertheless compatible with interdependent decision making. 

For instance, a study of cancer patients found that the patient, patient’s family, and 

oncologist were often involved in decision making.35 Moreover, clinicians may have various 

roles facilitating interdependent decision making. For instance, they can elicit patients’ 

preferences for the involvement of others.36 When appropriate, clinicians ought to engage 

in triadic communication, including both the patient and others identified by the patient 

in conversations about treatment or goals of care. Clinicians might monitor interdependent 

decision making to ensure coherence with ethical norms (e.g., to ensure an absence of 

coercion). They could use their knowledge of interdependent decision making to ensure that 

patients with marginal capacity are appropriately involved in making decisions about their 

health and health care.37 Or, they might document the presence of conditions that activate 

surrogate decision making under a health care power of attorney. As individuals renegotiate 

their roles in decision making to account for changes in context and capacity, clinicians 

can provide guidance, even in the mere specification of the kinds of decision-making 

approaches that patients and families might use. For example, families may not be aware 

of supported decision making, which is still relatively new in the law; clinicians could 

advocate for supported decisions, if appropriate, in lieu of recommending guardianship. 

Additional research is needed to identify best practices, such as how to engage in in triadic 

communication and address decisional conflict.

When, if ever, is wholly independent decision making desirable?

Even if a person is capable of making decisions wholly independently, we would argue that, 

in most cases, patients ought to favor interdependent decision making. Decisions may be 

interdependent due to collaboration in the process, shared interest in the outcome, or both. 

For reasons of process and outcome, there is good reason to involve others.

First, the process of collaborative decision making may lead to better decisions. There is 

evidence that medical decisions can vary when encouraging the decision maker to think 

about the problem from alternate perspectives.38 When a patient receives input from others, 
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it may result in an improved understanding of tradeoffs. Similarly, in the political science 

literature, studies suggest that diverse groups reach better decisions and more effective 

work processes by enlarging the pool of information available to address a problem.39 As 

a potential indicator of decisional quality, evidence suggests that family involvement in 

decision making is associated with increased patient satisfaction, which is a quality-of-care 

indicator and is linked to important outcomes, such as treatment adherence.40 Like Lincoln’s 

“team of rivals,” the biases of any one individual can be counterbalanced by those of others, 

thereby optimizing the deliberative process and increasing prudential value for the patient. 

A future direction for research is to investigate how interdependent decisions are negotiated 

and, under what conditions, they result in improved decisions.

Second, because humans are embedded in relationships, others are often entangled in and 

affected by the outcomes of medical decisions. Consider the following examples. A woman 

considering a knee replacement knows she will need assistance with her post-operative care. 

The schedule of her surgery will impact her adult daughter, whom she will depend upon 

during her recovery, and so she asks her daughter for input on scheduling. Similarly, a man 

diagnosed with prostate cancer solicits input from his husband to reach a decision about 

whether to undergo surgery or to pursue watchful waiting; this helps him think through 

treatment options in light of various relational details, including how decisions would impact 

his and his husband’s lives together. These examples illustrate the mechanisms of “caring 

for” and “caring about” an individual who is ill.41 “Caring for” denotes the physical labor 

required of caregivers, while “caring about” denotes the psychological connection family 

members have for one another during times of illness. When our health decisions are likely 

to impact others, it is reasonable to consult them and ask for advice, or if unable to seek their 

advice, to consider their interests. This shows that we “care about” the prospect of our loved 

one’s “caring for” us. Indeed, if health decisions result in reasonably foreseeable harms to or 

burdens on others, soliciting others’ opinions could even rise to an ethical duty, as failure to 

do so might show a disregard of our loved one’s interests. This does not mean that patients 

must always acquiesce to the wishes of family or trusted others. Rather, it suggests that the 

strength of any trusting relationship is only as good as the faith and respect we show toward 

our loved ones when contemplating major medical decisions.

What are the appropriate roles for the parties to interdependent decision making?

Patients have interests. So too do their family members and friends. For instance, patients 

might have an interest in preserving or regaining their health or in palliating symptoms. 

Family and friends often have congruent interests because they care about the patient. Yet, 

as just noted, family and friends may also have their own distinct needs and interests. 

These can interact with the patient’s needs and interests in complex ways. Friends and 

family members may experience financial hardships (e.g., the forgone wages associated with 

informal caregiving) or may otherwise find the quality of their lives affected (e.g., if one’s 

sexual partner pursues a treatment that has a side-effect of impotence).42

The patient may, from a place of care, endorse the interests of others. It will often be 

possible to reconcile these various needs and interests. But, in some cases, others’ interests 

will problematically conflict with the patient’s interests. A quotidian concern is that a family 
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member is indifferent or even neglectful. In an extreme example, it may be alleged that 

a family member wants to withdraw life-sustaining treatment from a critically-ill relative 

because he stands to benefit financially from the patient’s death—not because withdrawal 

advances the patient’s wishes or interests.43 Concerns about conflicts of interest may 

become more prominent the more dependent the patient’s decision-making is on others.

Clearly, there is value in considering how others are affected by medical decisions. 

Nonetheless, actively incorporating these interests into decision making raises questions. 

To what extent are others permitted to influence a patient’s choice? It seems relevant not 

just whether and to what extent a patient’s choice is influenced by others but how it is 

influenced. Some strategies for influencing a patient’s decisions are plainly unacceptable 

and compromise voluntariness—these would include threats of harm or other forms of 

coercion and abuse. Yet, further work needs to be done to distinguish acceptable and 

unacceptable influence on a patient’s decisions. As preliminary thoughts, such distinctions 

may turn on the patient’s personal circumstances, cultural background, relational quality, 

or the import of the decision.44 Moreover, it is important to think about how, if at all, to 

manage conflicts of interest.

What are the implications of interdependent decision making for bioethics?

The idealized conception of the rational, independent decision maker suggests that our 

primary obligation in medical decisions is to remove obstacles to free choice. Yet, when 

we re-envision decision making as largely interdependent, a positive obligation emerges: 

to provide patients with means that enable decision-making and affirm their choices. This 

suggests we must identify new ways to enhance self-determination for individuals who 

might otherwise be marginalized in making decisions about their health care and their own 

lives.

To illustrate this point, consider decision making for persons living with neurodegenerative 

diseases like Alzheimer’s disease. Overreliance on the capacity/incapacity binary obscures 

an important fact: capacity often erodes gradually in individuals with neurodegenerative 

diseases.45 During this period of gradual decline, a majority of individuals with dementia 

wish to participate in decision making about their care,46 and many are able to make 

their own medical decisions.47 As dementia becomes more severe, care partners’ decision-

making role evolves: they report making the “final” decision more often.48 Yet, this 

prolonged period of declining, or marginal, capacity and the accompanying transition of 

decision-making authority within the dyad, often remains unacknowledged by clinicians and 

bioethicists.

Exploration of interdependent decision making provides new insights into how to handle 

decision-making in Alzheimer’s disease and other conditions that fundamentally impact 

autonomy. Here, we offer four examples. First, the concept of “geriatric assent”—the 

involvement of older adults in medical decision making—was developed by drawing on the 

pediatric assent literature.49 Unfortunately, geriatric assent has not been widely adopted in 

clinical care, but bioethicists should advocate for this, as adoption of partial involvement 

strategies can prolong the period in which individuals are (appropriately) engaged in 

decisions about their health care.
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Second, advance directives are ill-suited for individuals in the lacuna between capacity and 

incapacity because advance directives envision a period of incapacity—of total dependence 

on a surrogate—that is typically brief and immediately preceding death.50 Yet, following a 

dementia diagnosis, people live eight or more years (on average); this period is typified by 

marginal capacity and navigating through it requires countless medical decisions. Appeals 

to interdependent decision making could inform development of new decision-making tools 

or adoption of relatively underutilized tools, like supported decision-making agreements, to 

supplement advance directives.

Third, explicitly acknowledging that many people—of all abilities—rely on others in 

making decisions could help to destigmatize reliance on others by persons living with 

dementia by revealing such reliance to be a difference in degree rather than in kind. This is 

important, as stigma, or negative attitudes, can result in denial of need by the patient and 

baseless contempt from others, as well as delayed access to care and exacerbated caregiver 

burden.51

Fourth, interdependent decision making can help us conceptualize the particular 

psychological labor of dementia caregivers. If, for example, we see the caregiver as an 

extension of the mind—or cognitive prosthesis—for persons living with dementia, there 

would be an attendant set of policy prescriptions. This would draw our attention, for 

instance, to the moral importance of regarding the presence of caregivers at the patient’s 

bedside as an essential accommodation for an individual with disabling cognitive and 

functional impairments. They are not mere “visitors.”52

Bioethicists will doubtlessly face other questions when considering the implications of 

interdependence. For example, some individuals—sometimes referred to as “unbefriended” 

or “unrepresented”—lack natural supports. They have no readily identifiable family 

members or friends and can be particularly vulnerable in the health care system.53 Care will 

be needed to determine how to support their decisions, rather than wresting decision-making 

authority away.54 It will also be necessary to think about transition points between the 

different kinds of interdependent decision making, how to assess capacity when there are 

multiple parties to decision making and, and how policies and practices of informed consent 

might be adapted to facilitate interdependence.

Conclusion

The strong conceptual linking of capacity to independence, and also the binaries of capacity/

incapacity and independent/dependent, reflect simplifying assumptions: it is often easier to 

have a bright line rule than to rely on standards, which can be fuzzy and require complicated 

decision making. Nevertheless, they are oversimplifications. Almost anyone who has ever 

made an important decision, medical or otherwise, knows that incorporating the wisdom and 

advice of others in deliberation is typical and often advantageous for reasons of process and 

outcome.

Here, we have distinguished the patient’s capacity from the parties to decision making 

as two axes that reveal interdependent approaches to decision making, in which a patient 
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engages with one or more persons to reach a decision. Recognizing the ubiquity of 

interdependence may help wrest decision-making power back for patients, but there are 

critical questions for bioethicists to address in future scholarship.
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Figure 1. 
The decision-making continuum spans from wholly independent self-directed decision 

making to wholly dependent surrogate decision making. Patients are not required to make 

decisions along the frontier, although doing so would let them exercise their full decision-

making abilities. Patients might, for instance, delegate a decision to others; for a patient with 

full capacity, this would move them to the upper left corner – that is, full capacity, other(s) 

only. The gray area is null.
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