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How Should Physicians Care for Dying Patients with 
Amyotrophic Lateral Sclerosis?
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1University of California, San Francisco, School of Medicine

2University of California, San Francisco, Department of Medicine

Abstract

We begin by introducing physician aid-in-dying, euthanasia, and other dimensions of palliative-

care decision-making and defining the relevant terms raised by this case of a patient at the end of 

life in Washington State who is unable to self-administer a lethal prescription. We then present a 

concrete framework that clinicians can directly apply when faced with difficult cases such as this 

one. We outline how exploring motivations, determining informed consent, defining goals, and 

examining alternatives can guide physicians like the one in this case. We conclude by summarizing 

one way in which physicians might balance these issues while still remaining within the 

constraints of the law.

Case

Dr. S is a palliative care physician in Washington. He follows a panel of patients 

longitudinally through their various disease courses. Today in clinic, Dr. S meets with 

Donald, a patient he’s taken care of for a year and has been seeing about once per month. 

Donald was diagnosed with amyotrophic lateral sclerosis (ALS) last year at the age of 49. 

Prior to diagnosis, Donald’s livelihood was completely dependent on optimal physical 

fitness and dexterity; as a marathon runner and professional violinist, ALS was profoundly 

devastating. Over the past year, his disease has been progressing rapidly. Initially presenting 

with right foot weakness, he now gets around in a wheelchair and health aides help him 

bathe, use the bathroom, dress, and eat. He has developed mild bilateral upper extremity 

contractures and is unable to use his hands to carry out even simple tasks. So far, his 

respiratory function, though declining, has remained intact, but his swallowing function is 

beginning to deteriorate. He was recently started on a dysphagia diet of pureed food and 

thickened liquids.

During his appointment, Donald tells Dr. S that, after giving it much thought, he has decided 

that he wishes to end his life. He explains that his illness has robbed him of everything that 

has defined him and created meaning in his life—he can no longer run or play his violin, and 

he is not comfortable being dependent on others for all basic needs. He knows the disease 

will inevitably progress to the point at which he will become ventilator dependent, and he is 
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certain that living this way would never be acceptable to him. “Right now, I can eat. I can 

talk. I can breathe. I want to die before I lose anything else of importance to me.” He asks 

you to help him end his life, acknowledging that he is no longer physically able to do so.

For Dr. S, having cared for countless patients suffering from terminal illnesses and 

practicing in a state that recently passed a death with dignity law, this request is not a new 

one. Dr. S agrees, in certain circumstances, that physician assistance in dying is appropriate. 

However, in Donald’s case, due to his physical inability to actually take any medications 

prescribed to hasten his death, Dr. S realizes that his role in Donald’s dying process would, 

at this point, have to be more than “assistance,” which he finds troubling. Legally, if Donald 

passed through the rigorous psychological testing approved by the state, then he would be 

entitled to a prescription of the needed medication, but Donald’s physical inability to 

voluntarily administer it himself means that he can’t actually exercise the right this law 

grants him. Dr. S regrets that Donald cannot take advantage of this law, which was passed 

specifically to help terminally ill patients like him in nearly every way except in his 

incapacity to self-administer a lethal prescription. Dr. S worries that if he does not offer 

medical assistance to Donald, Donald could feel abandoned, desperate, and helpless and 

become pressed into a situation in which he pursues a path to death that is isolated, 

protracted, or violent. Dr. S wonders how to respond to Donald’s request for help.

Commentary

Donald’s case presents a challenging ethical dilemma that asks us to reflect on the ways in 

which a physician can act as healer at the end of life. Also relevant are legal issues related to 

physician aid-in-dying (PAD), which are important to consider separately from the ethical 

issues. In this essay, we focus specifically on an ethical framework for physicians faced with 

difficult end-of-life situations such as Donald’s. We offer some ways in which Dr. S. can 

honor Donald’s wishes while still remaining on solid ethical footing; we will also discuss 

the legal implications of Donald’s request in the context of acting ethically. Here, we assume 

that PAD is morally acceptable to Dr. S. but that he is troubled by this extension of PAD, 

which would require him to assume a more active role in Donald’s death.

PAD versus Euthanasia

Donald’s request highlights the defining line between PAD and euthanasia. Because PAD 

and euthanasia assign agency very differently to patients and physicians, and because 

euthanasia would be categorically prohibited under all PAD laws in the US, it is critical to 

differentiate between the two in this case.

Legally, PAD and euthanasia are differentiated by the degree of physician involvement. In 

PAD, physicians prescribe lethal drugs that their patients self-administer, whereas in 

voluntary active euthanasia, physicians themselves administer lethal drugs upon request by 

the patient.1,2 In the United States, debates over PAD and euthanasia were highlighted in 

People v. Kevorkian, a case in which the physician Jack Kevorkian appealed his conviction 

for second-degree murder in the death of a patient with ALS. In this case, the Michigan 

Court of Appeals ruled that physician-assisted suicide was tantamount to murder.3 Because 
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the Court indicated that recognizing “a right to be free from intolerable and irremediable 

suffering” was better left to the state legislatures,3 it is notable that, since the decision, 

multiple US states have chosen to enact legislation legalizing PAD.4,5 Death with dignity 

(DWD) legislation in Washington and in other states explicitly excludes patients such as 

Donald since the drug must be self-ingested4 and since euthanasia is illegal in all US states,6 

although it is legal in Belgium and the Netherlands provided patients give their explicit 

consent.7

Due to patients’ inability to self-ingest lethal drugs, ALS is a disease that lies at the center of 

ethical debates surrounding PAD. [SECOND-ROUND: We prefer using the phrase ‘lethal 

drugs’ instead of ‘lethal medication’ in this manuscript, where possible (source citations 

excepted).] In Washington State, eligibility criteria based on a “reasonable medical 

judgment”4 include a capacity to make decisions, a prognosis of 6 months or less, and an 

ability to self-ingest the lethal drug. In contrast, the Oregon law is less clear with its 

requirement for patients to self-administer.5 People might assume that the disease trajectory 

of ALS bars them from utilizing death with dignity laws, but some Washington State 

clinicians note that patients occasionally “needed to compress a syringe to ‘self-administer’ 

the medication,”8 which is technically legal because it represents “a qualified patient’s act of 

ingesting medication to end his or her life.”4 [SECOND-ROUND: Thank you for clarifying 

this statement and for adding this citation.]

Steps to Honoring Physician Aid-In-Dying

When patients ask physicians for assistance in ending their lives and state laws include PAD 

as an option, it is helpful to consider the following steps to honor those requests. While there 

are clearly legal issues to consider, here we focus on the ethical issues inherent in the case.

Explore motivations.

First, before offering a response, the physician should explore the patient’s reasons for the 

request. The physician should also identify, treat, or refer for any psychiatric conditions that 

might be relevant. In this case, Donald’s motivations are relatively clear. Loss of ability to 

engage in activities that make life meaningful is a common reason for terminally ill patients 

to pursue PAD, as is desire for control over the way their death arrives.9 Merely having the 

drug available might help strengthen patients’ feelings of self-determination. It is also 

important that physicians be mindful of their own personal responses to requests like 

Donald’s, as PAD is an issue that can evoke strong reactions from many physicians.10 

Because exploring motivations is required for physicians to do right by their patients, it is at 

this point that the framework of principlism becomes relevant.11 Applying principlism, the 

physician identifies and weighs harms and benefits, seeking to maximize beneficence, 

nonmaleficence, respect for autonomy, and justice as relevant to the case.

Physicians should invest time and energy in conversations devoted to exploring patients’ 

motivations for their goals at the end of life in order to consider what is in their best interests 

and to maximize beneficence. The challenge is that it is often unclear what constitutes 

“beneficial.” In pursuing beneficence, Dr. S. should consider Donald’s positive right to a 

“good death” as he defines it. Importantly, this right requires Dr. S. to explore what Donald 
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considers a “good life” and how the quality of his life has been affected by ALS. Dr. S. must 

be mindful of the fact that the meaning—ie, the subjectively perceived existential value—of 

one’s own life is not static but rather changes over one’s lifetime, sometimes very quickly as 

death approaches. Additionally, he needs to consider Donald’s negative right to be free from 

existential suffering—from loss of what makes him a whole person, of the ability to do the 

things that sustain meaning in his life, and of his independence.

While physicians are obligated to explore what a “good life” and “good death” mean for 

their patients, it is crucial that the patients define these terms for themselves, lest physicians 

not only fail to maximize beneficence but also jeopardize respect for autonomy.

Determine informed consent.

Once Donald’s motivations have been thoroughly explored and determined to be genuinely 

his own, Dr. S. should next secure informed consent from Donald. This is an ethical 

requirement for respecting Donald’s autonomy12 as well as a formal legal requirement for 

accessing the death with dignity law.4 Donald has already articulated an understanding of his 

situation and expressed a coherent choice through sound reasoning, but no discussion of 

consent is complete without eliciting patient understanding of the alternatives. Dr. S. should 

discuss with Donald what living with his disease could look like with palliative care (loss of 

function and symptom management) and without palliative care (loss of function and 

progressively worsening symptoms). Donald should be made aware of the wide spectrum of 

palliative care options (discussed below in more detail) and that he does not have to accept 

additional life-sustaining treatments that are inconsistent with his goals and values.

Additionally, although Donald seems to clearly have capacity in this case, physicians in 

general should consider the decision-making capacity of their patients in such situations. 

Surrogates should be aware of and participate in these discussions so that they can continue 

to advocate for the patient when the patient loses capacity. [SECOND-ROUND: Thank you 

for clarifying this sentence; we accept this change.]

Finally, negative autonomy, or “freedom from,” is also relevant. Donald as well as future 

patients should be free from potential abuse from active physician involvement without 

patient consent, and Dr. S. should likewise be free from being forced to prescribe against his 

own ethical convictions.13

Define goals.

After learning what brings meaning to the patient’s life, the physician should discuss the 

prognosis and goals of care with the patient to avoid treatments that could do the patient 

more harm than good. Dr. S. needs to specify nonmaleficence, or what it means to “do no 

harm,” which includes accounting for both potential and actual harms to Donald.

However, specifying what constitutes nonmaleficence is not always easy, and physicians 

often have strong opinions on what is appropriate. It is important to recognize that, for many 

physicians, PAD entails an actual harm ipso facto to the patient. On this view, engaging in 

PAD would violate the physician’s oath, and it would therefore be categorically impossible 

to respect nonmaleficence through PAD.14–17 Others may believe that by not honoring 
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Donald’s request and allowing his natural disease course to continue, Dr. S. would be 

bringing about significant actual harm to the patient-physician relationship or a potentially 

painful, isolated, or otherwise problematic death, including suicide.

Significant harm can come to patients when clinicians deny patients’ agency, choice, or 

autonomy. Therefore, Dr. S. needs to find out what Donald hopes to get from health care. It 

is wrong to assume that death per se is Donald’s only goal. In fact, implicit in the case 

description is that Donald wants freedom from suffering further decline in his ability to 

engage in meaningful pursuits. Other possible goals could be maintaining self-

determination, having a “peaceful death,” preserving dignity, or avoiding an isolated state in 

which he is unable to interact with loved ones in a meaningful way.

When considering nonmaleficence, all physicians need to weigh the inherent harms they 

attribute to PAD against the potential harms of refusing to prescribe lethal drugs. This 

particular balance will vary for each physician, patient, and situation.

Examine alternatives.

Finally, the physician should discuss alternative management options. Apart from PAD, 

Donald might not be aware of the spectrum of end-of-life interventions, any one of which 

might be at least as well aligned with Donald’s goals and wishes as PAD. In addition to 

aggressive palliative care support, these interventions include voluntarily stopping eating and 

drinking, withdrawal of respiratory support and life-sustaining treatments, pain medications 

that are known to hasten death, and palliative sedation. Although in this case Donald has 

actively sought out PAD on his own initiative, in general physicians should be careful never 

to present PAD as the only option. Furthermore, Dr. S. should ensure that Donald’s palliative 

care needs are being adequately addressed and that he is aware of hospice as an option, since 

inadequate symptom management could be a motivation for Donald to pursue PAD.18

In addition to exploring Donald’s motivations related to his personal experience, Dr. S. 

should explore other potential motivations for Donald’s seeking PAD. In particular, Dr. S. 

should ensure that Donald is not seeking lethal drugs due to lack of financial resources to 

pursue other palliative care options. Despite the high cost of PAD drugs (approximately 

$3000),19 they are still significantly less expensive than many life-sustaining treatments, 

especially when a complex disease approaches its terminus. [SECOND-ROUND: Thank you 

for correcting the amount and for incorporating this citation.] It would be an injustice to 

offer PAD in the setting of inadequate palliative care services, a concern that 

disproportionally harms patients of lower socioeconomic status. The case of Barbara Wagner 

in Oregon is perhaps the best example of this injustice: her insurance provider refused to pay 

for erlotinib, an expensive chemotherapy treatment, but did offer to reimburse PAD drugs; 

her case is unfortunately not isolated.20 PAD must not become a preferentially attractive 

option for the poor; instead, the physician should make every attempt to connect the patient 

with other resources.

It is also important for physicians to be mindful of how race can affect choice or discussion 

of PAD. African-American patients are less likely than white patients to enroll in palliative 

care due to medicine’s history of marginalization of this population and existing structural 
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injustices.21 There has been concern that PAD could negatively affect populations that have 

historically been marginalized in medicine.18 [SECOND-ROUND: Edited to explain that 

there is evidence for lower enrollment in palliative care, but that the concern as it applies to 

PAD specifically is theoretical at this time and worth considering. We also cite source 18 

here to help demonstrate this point.] Discussions of PAD might pose particular challenges 

for minorities, whose attitudes surrounding death and dying might reflect mistrust in health 

care professionals in part due to personal and historical experiences.22

Reflections

This concrete framework would help Dr. S. understand Donald’s request and also allow 

Donald to consider other options that might be better aligned with his motivations and goals. 

If Donald still wants Dr. S. to help him end his life, Dr. S. could consider one approach that 

has been used in Washington State: family members preparing the drug and assisting with its 

placement in the patient’s mouth or feeding tube. If this approach were used with Donald, 

Donald would then subsequently self-administer by moving his head or by pushing the 

syringe with the lethal drug into his mouth or feeding tube.23 If Dr. S. feels this option 

would be appropriate for him and his patient, it would allow Donald to exercise his 

autonomy while enabling Dr. S. to minimize nonmaleficence by maintaining the patient-

physician relationship. Ethically it could be permissible, and in Washington State similar 

acts have been found to be legally acceptable, as discussed above. However, legally there is 

controversy surrounding this option in some US states,23 given that it could be seen to 

constitute euthanasia. [SECOND-ROUND: Clarified that controversy exists because some 

states would find this legal (eg, Washington State, which is the context for page 4 above) but 

others may very well not.] Currently, this option resides in a legal and ethical grey zone.

PAD presents significant ethical challenges, especially when patients are unable to self-

administer the drugs. Physicians should plan for in-depth conversations exploring 

motivations, determining capacity, defining goals, and elaborating alternatives. Throughout 

this process, it is vital that physicians remain aware of their own personal reactions to the 

patient’s request and be mindful of strong views on this issue. Physicians should also seek 

the support of their colleagues in palliative care for both symptom management and goals-

of-care conversations.
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