Ethics in the time of COVID

What remains the same and what is different
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“...you’re wrong about things being different because they’re not the same.”

—Cary Grant in The Awful Truth, 1937

The coronavirus disease of 2019 (COVID-19) pandemic raises difficult ethical questions for
our health care system and its providers. Perhaps the most difficult is how to fairly distribute
scarce resources, such as intensive care unit (ICU) beds and ventilators, as the answer will
determine who lives and who dies. Compounding the difficulty, all of us are experiencing the
dizzying newness of our socially distanced lives, and we sense that “things are different now.”
How do our traditional ethical principles apply to these very novel circumstances?

This question is particularly relevant for patients with neurodegenerative and neuropsy-
chiatric disorders and patients with neurologic disabilities who, to varying degrees, depend
on others for their needs and/or to carry out their wishes. For instance, we know
that COVID-19 is particularly lethal for the elderly with preexisting conditions. Elderly
persons with dementias comprise a large number of such persons. They often reside in
institutions, often inadequately staffed, within which spread of the virus is more difficult to
control.

Furthermore, a crisis can magnify the social risk of stigma that such persons face in ordinary
times. We know that the public’s perception of the quality of life of those with dementias is
worse than the stated experiences of patients themselves.' Also, the cognitively impaired—even
the very mildly impaired—will hardly be involved in conversations about crisis management. In
the fog of crisis, their lives may seem more expendable, even if not so baldly framed. Indeed, in
some resource allocation guidelines developed in the wake of earlier epidemics, people with
cognitive impairments have been singled out for exclusions,” and in other health care decisions
of scarcity (e.g, organ transplants), those with neurodevelopmental disorders may face un-
justified discrimination.

It is therefore worth exploring what remains the same and what is different when it comes to
ethics in a time of crisis for some of our society’s most vulnerable patients.

What remains the same

Even in times of crisis, central ethical principles remain the same. Respect for persons and, in
particular, respecting patients” wishes regarding their medical treatment remain paramount.
Advance directives or other statements that convey patients” wishes remain crucial for end-of-
life medical decision making for those unable to make their own decisions. Not inflicting
patients with invasive treatments that they do not want must remain a high priority, as is the
need to have compassionate, aggressive, and skilled palliative care available. Although the
majority of older Americans now have advance directives, a significant minority do not. A time
of pandemic may be a necessary time for persons still capable of expressing their wishes
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regarding end-of-life treatments to express their values and
wishes to their loved ones and health care providers. This
issue will become more and more relevant as the months pass.

For those whose wishes are not known, it is important to
refrain from projecting our own fears and values onto patients’
situations.” Excluding persons merely based on their cognitive
status or our assessment of their quality of life from the pool of
candidates eligible for a scarce resource is unjustified dis-
crimination. It is no more permissible to discriminate and
stigmatize in a time of crisis than it is in normal times. Indeed,
because of the sense that “things are different now,” there will
be greater temptation to fall into such thinking.

What is different

In times of scarcity, considerations of justice come to the fore.
Thus, public health priorities intrude on physician-patient
relationships. In anticipation of shortages of critical resources,
such as hospital/ICU beds and ventilators, state health au-
thorities® and task forces® and bioethicists”® have developed
many guidelines. There is as yet no universally accepted
framework, but there are significant points of agreement.

All guidelines endorse the priority of short-term survival.>™®
Most but not all® also add varying versions™”® of long-term
prognosis. These 2 rules capture the shared moral intuition
that scarce resources should be used for “the greatest amount
of good.” But there is less agreement on other rules that have
intuitive moral appeal but are more difficult to apply, more
context dependent, or just conceptually more complex. For
instance, prioritizing health care workers, because they are
crucial to fighting the pandemic, may make sense only if the
crisis is expected to last long enough and the identified per-
sons in fact would play key instrumental roles.”® The other
common intuition is that the young ought to have priority
over the old, but exactly how this should be implemented is
controversial with a variety of proposals.”®’

Perhaps the most important point of agreement "' is that
whatever framework is used must in some real and substantive
sense engage and reflect the views of the public. There must
be sufficient level of perceived legitimacy, a collective confi-
dence that the rules and their application are fair and reflect
the priorities of society.

This last point is important. Even if the rules themselves are
perceived as fair, actual implementation may be susceptible to
potentially discriminating practices because no rule interprets
itself. Consider, for example, an allocation framework docu-
ment that is reported as currently being adopted by hundreds
of hospitals."® It correctly advocates nondiscriminatory rules
and explicitly advises against “categorical exclusions”; yet, in
its system for incorporating long-term prognosis, the first
example of “Major Comorbidities” is “moderate Alzheimer’s
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disease or related dementia”, and the first example of “Se-
verely Life Limiting Comorbidities” is “Severe Alzheimer’s
disease or related dementia.” As an empirical matter, the
claims are true. But it is notable that the cognitively impaired
are the first group to come to our mind even when neutral
rules are being advocated. This is particularly relevant because
whereas persons with malignancies, heart failure, lung disease,
and renal disease will likely be able to advocate for themselves,
persons with dementia are less able to do so.

Conclusion

We are living through truly novel times. Ethical principles re-
main the same, even if some become more significant than
others as new contexts arise. For some of the most vulnerable
persons in our society—those with brain disorders and neu-
rologic disabilities who depend on others to maintain their
welfare and dignity—the principle of respect remains para-
mount. This means following their prior stated wishes and, if
able, encouraging them to plan for contingencies that could
soon become realities. It also means that we need to be fair
regardless of the type of impairment or perceived quality of life
when we make tough decisions allocating limited resources.
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