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Commentary on Decision-Making 
at the End of Life

The case of Andrew raises a series of issues related to surrogate decision-
making, of which I will address two. The first issue is whether the serial 
standards of decision-making, namely known wishes, substituted judgements, 
and best interests, should always be used hierarchically. The second is the com-
plex relationship between family members’ interests in the patient and family 
members’ self interests, as well as a patient’s interests, self-interests and his or 
her concerns for family well-being.
 In the case of Andrew, several of the principals were troubled by the appa-
rent conflict between the patient’s expressed healthcare preferences and priori-
ties (his wish to remain alert for as long as possible, and to be nursed in his 
own home with his family) and his experiential interests (his actual physical 
and psychiatric suffering). This ethical conflict alternatively described in terms 
of decision-making standards, is a conflict between the patient’s known wishes 
and best interests. These standards are widely understood to be hierarchical 
and are often used in this manner (Berger et al., 2008). However, when the 
standards are implemented in a narrow and rigid manner, an ethically corrupted 
decision could be produced, resulting in, for example, excessive and unredemp-
tive suffering. This phenomenon is often due to a misapplication of the 
known wishes standard. Information that ostensibly satisfies the known wishes 
standard in many situations often, in fact, require contextualisation and inter-
pretation. This case offers a good illustration of this challenge. We know that 
Andrew wished “… to remain alert for as long as possible and to be nursed 
in his own home in the bosom of his family”. Was this wish of Andrew’s to 
remain alert for “as long as possible” equivalent to remaining alert at all costs? 
If so, did Andrew consider that all costs might include horrific suffering, the 

©  2 0 1 1  T h e  A u t h o r.  A s i a n  B i o e t h i c s  R e v i e w  J u n e  2 0 1 1  Vo l u m e  3 ,  I s s u e  2  1 2 7 – 1 3 0

C A S E  C O M M E N T A R Y  

C o m m e n t a r y  o n  D e c i s i o n - M a k i n g  a t  t h e  E n d  o f  L i f e   J e f f r e y  T.  B e r g e r



A s i a n  B i o e t h i c s  R e v i e w  J u n e  2 0 1 1  Vo l u m e  3 ,  I s s u e  2

128

amplification of his family members’ stress, particularly that of his young son? 
Did “alert for as long as possible” also include the pursuit of restoring alert-
ness after it had been lost? If so, in what likelihood of reversibility would 
Andrew want to subjugate all other important concerns, such as pain, dyspnea, 
and psychic suffering?
 For these reasons, unanalysed adherence to articulated preferences may not 
be the action that is most respectful of a patient’s authentic preferences. In 
these situations, a more authentic representation of a patient’s wishes might be 
found in a substituted judgement, through which concerns that were unarti-
culated by the patient, or circumstances or consequences unanticipated by 
the patient, may be integrated into the process of decision-making. Although 
standards for decision-making for patients without decisional capacity are 
intended to maximise individual autonomy, it is also important to recognise 
that many patients do not always prioritise adherence to specific preferences 
above all other considerations in surrogate decision-making (Fins et al., 2005; 
Moore et al., 2003). Many patients prefer that their surrogates exercise judge-
ment about decisions, even to the exclusion of their own previously articulated 
preferences.
 A complex area for surrogate decision-making and substituted judgements is 
the integration of the patient’s concern for family burden among the important 
concerns of the patient (McPherson et al., 2007). Being a burden on family 
members is a central concern for many patients. This element within substi-
tuted judgements is particularly challenging because surrogates must consider 
the patient’s concern for the surrogates’ burden while wrestling with their 
own sense of burden (Berger, 2009; Berger, 2005). For example, what sorts 
of burden would the patient have assessed as important: physical care-giving 
burdens, emotional burdens, or financial burdens? Would the patient be willing 
to forgo treatments (e.g. mechanical ventilation) in order to spare the family 
prolonged distress? Would the patient be willing to accept treatment that he 
or she would otherwise assess as offensive (e.g. gastrostomy feeding) to ease 
the emotional burden of a relative? In the case of Andrew, he would not want 
to emotionally burden his young son, as his second wife noted. Clearly, this 
preference should be included among Andrew’s other important concerns as 
his family attempts to generate a substituted judgement on his behalf. How-
ever, what weight should it be assigned relative to Andrew’s other concerns?
 Another complex area in surrogacy that is challenging for surrogates, is their 
ability to separately assess the patient’s concerns for their burden from their 
own interests in managing their burden. Our case also illustrates this point 
well. Andrew’s son George from out of town did not want to sedate his father 
because he held out the hope that he and his father would be able to speak. 
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Was George representing his father’s desire to forgo pain relief in order to 
attempt to talk with his son? Was George acting out of his own interests to 
have closure with his father? If so, would Andrew accept George’s concern for 
George’s own interests above Andrew’s own interests for himself? Moreover, 
surrogates often operate under significant emotional distress (Braun et al., 
2008; Vig et al., 2007), and under recognised caregiver burden and burnout. 
These stressors most certainly affect their ability to function as surrogates and 
influence actual decisions, but this is not well studied.
 Additionally, the case description states that “George was under significant 
pressure to see out his filial duties to his father and maintain hope and not 
accept the inevitability of the situation without trying. Here George found 
consolation and hope in his faith”. Was his father’s expectations the source 
of George’s pressure to fulfill filial duties, his family’s expectations, his com-
munity’s expectations, or pressure he placed upon himself by virtue of his 
personally held sense of responsibility or cultural requirements? Which one(s) 
present an ethically defensible basis for George withholding palliative sedation 
from his father? What role did any history of family conflict play?
 Sometimes, a patient’s actual experience justifies acting on his or her best 
interests even when the patient’s wishes are known or surrogates can generate 
a substituted judgement. Many patients who are very near death are highly 
vulnerable and dependent on others. They are often unable to reflect on and 
generate authentic preferences, and often cannot reliably communicate them. 
The exercise of autonomy often diminishes at life’s end in terms of the range 
of achievable health-related goals and the sorts of consequential choices that 
are available. Due to patients’ diminishing ability to reassess their preferences 
and needs as death approaches, it would be, arguably, unethical to hold them 
hostage to prior wishes in face of extreme suffering. Whether or not a surrogate 
can reasonably infer that the patient would not want to continue to suffer, 
surrogates have responsibilities to patients apart from narrow autonomy-based 
ones. Ethical obligations of compassion to the patient and dignity of the 
patient are germane. Similarly, physicians have obligations, beyond respecting 
autonomy, that are described by the principle of beneficence. It requires physi-
cians to prevent or remove harm, and to promote their patients’ welfare. In fact, 
a measure of physician parentalism at the end of life, together with a robust 
sense of advocacy and fidelity, is sometimes justified, particularly to fill the 
void created by waning autonomy and compelling experiential interests. One 
could argue that after some point in working with the family to care for an 
increasingly distressed patient, the physician would have been ethically justified 
in simply stipulating the palliative plan of care.
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 The case of Andrew illustrates a range of issues inherent to surrogate decision-
making and surrogacy. Surrogates, beyond struggling to identify the correct 
decision-making standard to use for a particular decision, are challenged to 
manage their own anticipatory grief, discern the patient’s interests from their 
own, operate within a family dynamic that may or may not be functional, and 
attend to other norms of function, including religious, cultural, and legal ones. 
Challenges for clinicians include working with families that are distressed to 
one degree or another, while attending first to needs of their primary patient 
in a timely manner. Cases like Andrew’s offer an opportunity for us to appre-
ciate the irreducible complexity of surrogate decision-making.

Jef frey T. Berger

References 
Berger, J.T. (2005) Patients’ Interests in Their Family Members’ Well-Being: An Over-
 looked, Fundamental Consideration within Substituted Judgments, J. Clin. Ethics, 

16, 3–10.
 (2009) Patients’ Concerns for Family Burden: A Nonconforming Preference in 

Standards for Surrogate Decision Making, J. Clin. Ethics, 20, 158–61.
Berger, J.T., E.G. DeRenzo, and J. Schwartz (2008) Surrogate Decision Making: 
 Reconciling Ethical Theory and Clinical Practice, Ann Intern. Med., 149, 48–53.
Braun, U.K., R.J. Beyth, M.E. Ford, and L.B. McCullough (2008) Voices of African 

American, Caucasian, and Hispanic Surrogates on the Burdens of End-of-Life 
Decision Making, J. Gen. Intern. Med., 23, 267–74.

Fins, J.J., B.S. Maltby, E. Friedmann, M.G. Greene, K. Norris, R. Adelman et al. (2005) 
Contracts, Covenants and Advance Care Planning: An Empirical Study of the 

 Moral Obligations of Patient and Proxy, J. Pain Symptom. Manage., 29, 55–68.
Kramer, B.J., M. Kavanaugh, A. Trentham-Dietz, M. Walsh, and J.A. Yonker (2010) 

Predictors of Family Conflict at the End of Life: The Experience of Spouses and 
Adult Children of Persons with Lung Cancer, Gerontologist, 50, 215–25.

McPherson, C.J., K.G. Wilson, M.M. Lobchuk, and S. Brajtman (2007) Self-Perceived 
Burden to Others: Patient and Family Caregiver Correlates, J. Palliat. Care, 23, 
135–42.

Moore, C.D., J. Sparr, S. Sherman, and L. Avery (2003) Surrogate Decision-Making: 
Judgment Standard Preferences of Older Adults, Soc. Work Health Care, 37, 
1–16.

Vig, E.K., H. Starks, J.S. Taylor, E.K. Hopley, and K. Fryer-Edwards (2007) Surviving 
Surrogate Decision-Making: What Helps and Hampers the Experience of Making 
Medical Decisions for Others, J. Gen. Intern. Med., 22, 1274–9.


