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Navigating Ethical Challenges Posed by Family 
Clustering during the Covid-19 Pandemic
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As the Covid-19 pandemic shifts to a “new normal” 
in hospitals and clinics, health care profession-
als—especially in clinical ethics, critical care, and 

palliative care—are observing new impediments to shared 
decision-making, family-centered care, and quality end-of-
life care.1 One such impediment is a phenomenon we re-
fer to as “family clustering,” which is our term to describe 
the situation when multiple members of a household or 
extended family unit contract Covid-19 concurrently, such 
that the infections occur in a cluster, or grouping, at rough-
ly the same time and location.2 Family clustering can be 
distinguished from a cluster of infections in a congregate 
living facility, like a nursing home, or in a group of em-
ployees, for example, in an emergency department or meat 
processing plant. Working in Southern California hospitals 
hit hard by the pandemic, we have seen this phenomenon 
up close and believe it deserves attention because of the way 
family clustering can affect ethical health care. 

Family clustering creates at least three important ethical 
problems. Surrogate decision-making can become exceed-
ingly challenging for patients with severe, life-threatening 

Covid-19 in the context of family clustering. Unique pre-
sentations of increased guilt and denial for family members 
of stricken, hospitalized loved ones can emerge from family 
clustering, inhibiting shared decision-making and increas-
ing suffering. Family clustering also exacerbates existing 
health inequities that disproportionately affect and burden 
people of color, and many of the current strategies for ad-
dressing the practical and ethical challenges associated with 
Covid-19 are insufficient to deal with these moral and so-
cial problems. We conclude by offering five strategies to ad-
dress the effects of family clustering during the pandemic.

A Lack of Available Surrogates

Family clustering is a confirmed phenomenon associated 
with Covid-19,3 and harrowing stories of this disease 

ravaging families continue to be reported by American me-
dia.4 Even the forty-fifth president of the United States and 
his family were affected. In an extreme example, twenty-
eight extended family members in California reportedly 
tested positive for Covid-19. Two of the family members 
who quarantined together required hospitalization, and 
one of them died from the infection.5 In family clustering 
cases, multiple loved ones may suffer from the symptoms of 
Covid-19 and be hospitalized, in quarantine, or recovering; 
and family members may also have died from the infection.
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In such circumstances, one can readily imagine how the 
typical practice of identifying a surrogate decision-maker 
can generate real ethical challenges. One challenge we have 
experienced many times is that nearly all potential surrogate 
decision-makers for a patient were rendered unavailable. 
This occurs because potential surrogates are too sick them-
selves to take on that role or too overwhelmed from tending 
to other sick family members to adequately participate in 
the shared decision-making process. 

Many state statues regarding surrogate decision-making 
describe required or preferred attributes for filling the sur-
rogate role, such as having the ability to engage in complex 
medical decision-making.6 Even in typical circumstances, 
it can be a challenge to identify well-qualified surrogates, 
meaning those who meet these attributes or criteria de-
scribed in the bioethics literature. In the setting of family 
clustering, additional difficulties may arise because clini-
cians, out of necessity, engage with less qualified surrogates 
to fill a gap in the decision-making process. In nonpandemic 
conditions, norms for surrogate decision-making guide cli-
nicians and surrogates to make decisions according to one 
of three approaches: the stated-preferences standard, the 
substituted-judgment standard, and the best-interests stan-
dard.7 The first two standards are used most often, as each 
relies on a surrogate who knows the patient’s preferences and 
values, and quite often patients have at least one person in 
their lives who does.

However, family clustering can create circumstances 
in which a surrogate who is unfamiliar with the patient’s 
preferences, wishes, and values is put in the position of par-
ticipating in difficult decisions—including end-of-life deci-
sions. To make matters worse, they may participate in shared 
decision-making without the benefit of adequate family sup-
port and without being able to visit the patient. These con-
ditions may render a marginally qualified surrogate even less 
capable of adequately representing the patient. For example, 
a potential surrogate may be so minimally able to engage in 
complex medical decision-making or so uninformed about 
the patient’s values and preferences that the health care team 
rightly questions whether that person can legitimately serve 
as the patient’s surrogate at all. And yet there may be no one 

else to replace a poor candidate for surrogate decision-maker 
and, thus, no one left to fill the role. 

These challenges can have a presentation that is similar 
to that seen with challenges to medical decision-making that 
emerge when hospitals severely restrict visitation, as many 
across the United States have.8 When family members of 
patients with Covid-19 are restricted from having direct in-
teraction with the patient and may not be allowed to visit 
the hospital at all, surrogate decision-making becomes much 
more difficult. These effects are profound when surrogates, 
who are unable to interact with patients or health care pro-
fessionals in person, are asked to support decision-making 
about continuing intensive care treatment, possibly with-
holding life-sustaining interventions, or withdrawing treat-
ments and transitioning their loved ones to comfort-focused, 
end-of-life care. For some, the inability to visit their loved 
one is a nonstarter for the shared decision-making process. 
For example, we encountered surrogate decision-makers 
who were reluctant to even consider discussing a do-not-
resuscitate order without visiting the patient first. Family 
clustering magnifies these problems, as the few surrogates 
who are permitted to visit may be unable to do so due to 
home caregiving responsibilities for other family members 
with Covid-19 or because they are ill.

In other situations, family clustering so devastates a fam-
ily that there are no healthy, qualified surrogates available 
to support shared decision-making, even though the patient 
has intimate family and friends who would otherwise be 
well-qualified surrogates. In these cases, the health care team 
may treat the patient as unrepresented and use a fair pro-
cess to make treatment choices for them.9 While we support 
decision-making for unrepresented patients regularly under 
normal conditions, this is the first time we have encoun-
tered that need because all members of a family are simul-
taneously incapacitated by the same infectious disease. We 
do not ordinarily use this process for patients with loving 
family members who are too ill themselves to participate in 
decision-making, but we have needed to do so repeatedly 
during the pandemic. We can easily imagine that this kind 
of situation could increase in frequency elsewhere if areas 
of the country again experience widespread infection and 
historic levels of hospital admissions.

Surrogates often feel conflicted about their roles and the demands  
of decision-making after learning about the poor prognosis of a  
critically ill loved one. What is new is that some surrogates  
experience themselves to be the immediate cause of the  
life-threatening illness.
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An Increased Burden on Surrogates 

In addition to reducing the availability of capable sur-
rogates, when surrogates are available, family clustering 

renders the emotional burden of decision-making almost 
unbearable, as it must now be borne in near isolation. 
Family members who can play the surrogate role may be 
asked to make difficult medical decisions for multiple loved 
ones simultaneously and without the benefit of the family 
to support their coping. Or they may make decisions for in-
capacitated loved ones while also suffering from Covid-19, 
which often includes chronic fatigue or neurological symp-
toms that impede the necessary cognitive functions for de-
cision-making.10

Family clustering can also create a unique and significant 
combination of guilt and denial, phenomena that can in-
fluence surrogate decision-making. We have encountered a 
guilt among loved ones concerned about the role they be-
lieve that they played in how the patient became infected. 
We are aware of specific cases resulting in death, for instance, 
when a floor nurse unwittingly transmitted Covid-19 to her 
elderly father, when an urgent care physician unknowingly 
transmitted it to his elderly mother whom he lived with and 
cared for, and when an airport worker transmitted it to his 
wife, who in turn inadvertently transmitted it to her elderly 
father. In cases like these, we observed family members ex-
perience guilt and shame, stemming from their belief that 
they caused their loved one’s infection and death. Feeling 
blameworthy is significant in the Covid-19 environment 
because it increases suffering for these family members and 
creates barriers to rational decision-making. When they are 
called upon to serve as surrogates for incapacitated patients, 
potent emotions of guilt, shame, and grief fuel a kind of 
distress that compounds the already very difficult emotional 
and moral experiences associated with surrogate decision-
making and end-of-life care. While it is common for sur-
rogates to feel conflicted about their roles and the demands 
of decision-making after learning about the poor prognosis 
and impending death of a critically ill loved one, what is 
new is that some surrogates experience themselves to be the 
immediate cause of that life-threatening illness.

We also have encountered a particular expression of de-
nial during decision-making with surrogates who are sick 
with Covid-19 or have recovered from it. In some scenarios, 
multiple moderately or mildly ill family members of a pa-
tient have recovered from their own infections and thus can-
not fathom that the critically ill hospitalized patient will not 
do the same. Likewise, there have been family members who 
reject poor prognoses described by clinicians because they 
believe that the very same infections they recovered from 
cannot possibly cause their loved ones to die. Although dis-
agreement with prognosis made by the medical team is not 
unusual for surrogates of critically ill patients,11 it is unusual 
for a surrogate to have recent, firsthand experience of the 
very same infection, to have survived it, and for this to be 
not merely the evidentiary but also the embodied basis of 

their denial of or disagreement with their loved one’s prog-
nosis. Family clustering makes disputes about prognosis 
more understandable and, at the same time, more incorrigi-
ble because it makes it harder for surrogates to accept limits 
placed on providing ineffective treatments or proposals to 
increase comfort measures, even when patients are actively 
dying. They believe that the patient will recover, just as they 
did. Visitation restrictions compound this problem, as sur-
rogates are unable to see firsthand the differences between 
their own illness and that of their much sicker loved one. 
As a result, there seems to be a unique sense of “Covid-19 
denial” arising in these scenarios that clinicians must sup-
port family members in working through during decision-
making for incapacitated patients.

Finally, family clustering creates challenges when imple-
menting the family-centered-care paradigm for shared de-
cision-making. In this model of care, family members are 
usually at the bedside to help establish trust and collabora-
tion between the patient, family, and health care team. This 
reinforces a sense of clinical reality, family integrity, and 
unity—all essential elements of family-centered care that 
contribute to shared decision-making.12 Yet the challenges 
created by family clustering can persist even in settings 
where visitation restrictions are relaxed or where exceptions 
to restrictions are made because exceptions are unlikely to 
be extended to sufferers of family clustering due to concerns 
about infection risk. And in some cases of family cluster-
ing, caregivers are unable to leave other sick family members 
alone at home to come to the hospital for family meetings. 
After all, the hospitalized family member is being adequately 
cared for by the nursing staff, while family members at home 
may be dependent on just one caregiver. Hence, interactions 
integral to family-centered care and high-quality shared de-
cision-making may be nearly impossible to realize. Family 
members cannot gather at the bedside in the usual fashion, 
and their inability to interact with the patient and observe 
the severity of their illness can compromise the family’s will-
ingness to build trust with the health care team. 

Family Clustering and People of Color

The harms of Covid-19 have been disproportionately 
borne by Black, Indigenous, and other, especially 

Latinx, people of color. The many burdens of Covid-19 on 
these populations include higher prevalence of disease, ear-
lier age of onset of serious illness, more severe complications 
from infection, and increased mortality.13 Many explana-
tions related to racial and social injustice have been offered 
for why Covid-19 harms Black people, Indigenous people, 
and other people of color (BIPOC) more than White peo-
ple. These inequities include discrimination, education and 
income disparities, the kinds of “essential” work many in 
these communities are relegated to, crowded or poor hous-
ing, and lack of access to health care. For example, research 
has shown that unequal access to hospital care and lower 
health insurance rates drive racial differences in mortality.14 
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Higher community prevalence of certain comorbidities like 
severe obesity within BIPOC populations are strongly asso-
ciated with Covid-19 mortality in younger adults and males, 
driving racial differences in Covid-19 death rates.15 

Adding to this, BIPOC populations have been identified 
as most at risk for experiencing family clustering, which we 
believe compounds the stress in dealing with the illness and 
disproportionally exposes them to the many other ethical 
challenges tied to family clustering. People of color are more 
than twice as likely to live in multigenerational households, 
which makes spreading the virus easier.16 Thus, in a cruel 
irony, a normally positive and admirably common attribute 
of non-White cultures—the extended communal experi-
ence of raising, living, and caring for one another in what 
are often multigenerational homes—has been warped by 
Covid-19 into yet another risk factor for poorer outcomes. 
Covid-19 not only reduces the availability of loved ones to 
support decision-making for seriously ill patients but also in-
creases the risks of infection stemming from living together. 

In addition to being part of the causal story of how ineq-
uities in care arise, family clustering, we believe, magnifies 
preexisting disparities in how critical care is experienced by 
patients, surrogates, and family members of color. Research 
suggests that the burdens on family members of seriously 
ill patients are also likely to be greater for BIPOC than for 
family members of White patients in the same situation, 
given disparities in access to, the quality of, and experience 
of advance-care planning and end-of-life care.17 In a study 
comparing a White population to BIPOC populations, 
non-White patients were more likely to lack an advance 
directive appointing a surrogate and describing health care 
preferences, were more likely to receive aggressive interven-
tions at the end of life, and were perceived by physicians to 
exhibit more interfamily conflict.18 A likely set of contribut-
ing factors for these observations is the discrepancies in the 
quality of care that BIPOC populations receive compared 
to White patients if they have a serious illness.19 In another 
comparative study, Black Americans rated the quality of care 
at the end of life far lower than did Whites, including giving 
lower ratings in relation to shared decision-making, being 
adequately informed of the treatment plan, receiving suf-
ficient family support during a patient’s hospitalization, and 
having one doctor primarily involved in care who is aware 
of the patient’s medical history.20 This finding has been 
supported by newer studies showing that physicians com-
municate poorly with Black patients when discussing end-
of-life care with them.21 Aside from socioeconomic status, 
other disparities such as those concerning attitudes toward 
death and dying, trust in the medical system, beliefs about 
autonomy versus interdependence, satisfaction with one’s 
doctor, and direct experiences with the death of significant 
others have been posited as additional explanations for why 
BIPOC groups are less inclined to participate in advance-
care planning, which, in turn, leads to disjointed care at the 
end of life.22

Altogether, these data remind us that barriers to surro-
gate decision-making already exist for BIPOC communities. 
Family clustering compounds the disparities in how they ex-
perience critical care as patients, loved ones, and surrogate 
decision-makers in multiple ways. Our experiences suggest 
that this increases the suffering people of color experienced 
on account of the Covid-19 pandemic. And because other 
barriers to effective surrogate decision-making already exist 
for patients from these communities, the impact of family 
clustering on the surrogate decision-making process is likely 
to be more pronounced and common for these same pa-
tients and their loved ones.

Navigating the Challenges Posed by Family 
Clustering

We believe that the ethical implications of family clus-
tering for hospitalized patients and their loved ones 

have not received as much attention as they deserve. Others 
have analyzed problems associated with restricted visitation 
during the pandemic. While we agree that the proposed so-
lutions to these problems are relevant for family clustering, 
they remain insufficient. Some proposals emphasize tech-
nological fixes, creating virtual interpersonal connections, 
such as family member videoconferencing to “visit” patients. 
Nontechnological solutions include permitting visitation 
for patients at the end of life, although with restrictions that 
sometimes remain significantly burdensome for patients, 
their loved ones, and nursing staff. 

These attempts to resolve issues related to restricted 
visitation are inadequate as responses to family clustering. 
While technology or limited visitation may allow a surrogate 
to visit or interact with the patient, and perhaps gain a better 
understanding of their medical condition, it will not allow 
them greater understanding of the patient’s wishes, values, 
and interests. Likewise, that is not sufficient to provide for 
the family support needed to render the burdens of medi-
cal decision-making tolerable. Technology may facilitate a 
reasonable proxy for a certain kind of interpersonal close-
ness, but virtual visits are often ineffective substitutes for in-
person conversations when the goals are to identify patients’ 
values and preferences and support family members as they 
participate in decision-making.

Other strategies are needed to respond specifically to the 
challenges of family clustering. We conclude by offering a 
few. The first, though largely preventive in nature and de-
scribed by others, remains important. For patients who are 
hospitalized with Covid-19 or at risk of becoming hospi-
talized due to relevant risk factors, advance-care planning 
should be both recommended and facilitated by the medical 
team.23 Patients at risk of infection and serious complica-
tions should make their wishes known to their loved ones 
and should identify primary, secondary, and perhaps even 
tertiary health care decision-makers. While advance-care 
planning is not a panacea and may not be equitable across 
different racial, ethnic, and socioeconomic patient popula-
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tions, it is likely to be an effective tool for mitigating some 
of the devastating impacts family clustering has on surro-
gate decision-making in the absence of well-supported and 
healthy surrogates. We encourage providers who support 
advance-care planning to consider how best to respond to 
family clustering. There is a need to increase planning for 
doing so in this new context and likewise to advocate to 
hospital administrators for the resources necessary to sup-
port this work immediately.

Next, the health care team should be prepared to provide 
greater and more involved support to surrogate decision-
makers than is typical. A surrogate decision-maker who is 
affected by family clustering will require additional support 
with the decision-making process, preferably from a health 
care professional trained in facilitating decision-making for 
others. Research suggests that, in situations where surrogates 
experience poor communication with clinicians, including 
when the clinicians rotate often and require the surrogate 
to communicate with many different providers, this con-
fuses and upsets surrogates.24 Nurses and nurse leaders can 
also provide support, perhaps by using a limited rotation 
of nurses to improve continuity of care and allow the sur-
rogate decision-maker to form connections with a smaller 
group of care providers, or consider another model of nurse-
led interventions to improve communication and surrogate 
decision-making.25 In addition to support for the medical 
decision-making process, the emotional support of a social 
worker or chaplain is strongly recommended. Emotional 
support has been shown to both increase decision quality 
and improve surrogates’ psychological outcomes.26 In short, 
when surrogates have no family, we believe that the care 
team becomes obligated to provide this support for them 
so that quality shared decision-making may move forward. 

Third, family clustering may lead to situations where pa-
tients lack surrogate decision-makers completely or where 
available family and friends are willing to participate in the 
decision-making process but are incapable of serving as in-
dependent, unaided surrogates. State laws regarding surro-
gate decision-making vary significantly, which can make it 
even more difficult to involve available loved ones in deci-
sion-making if they fail to meet the minimum qualifications 
required of a surrogate by the state.27 As states and counties 
pass emergency declarations and regulations in response to 
Covid-19, they should incorporate guidance on decision-
making for unrepresented patients where this is lacking in 
existing regulations. These could include additional fund-
ing for underresourced public guardians or language that 
authorizes mechanisms for supporting decision-making for 
hospitalized, incapacitated, unrepresented patients.28 Such 
mechanisms might include statutes or guidelines with more 
permissive language about who may serve as a surrogate 
decision-maker, who may participate in the process with-
out being identified as a surrogate, or how surrogates may 
be replaced in situations where individuals have become de 
facto decision-makers due to the absences of family mem-
bers caused by family clustering. Such regulatory and policy 

changes would support health care teams in pursuing non-
traditional, innovative approaches to ethical medical deci-
sion-making without fear of legal or professional liability. 

Fourth, patients who are severely critically ill and whose 
surrogate decision-makers experience Covid-19 denial may 
receive undignified attempts at resuscitative services or other 
potentially inappropriate treatment at the end of life if their 
surrogates continue to request full, aggressive, critical care 
despite the patient’s exceedingly poor prognosis. We recom-
mend that, in circumstances like these, members of the care 
team consult clinical ethics services or the ethics committee 
to support conflict resolution and appropriate use of medi-
cal therapies. When responding to requests for potentially 
inappropriate treatment, we have used and can recommend 
a process like that outlined in a multisociety statement that 
supports both family members who dispute a poor progno-
sis and members of the care team.29

Finally, while this recommendation is hardly limited to 
the problem of family clustering and surrogate decision-
making,30 it bears repeating here: health care professionals 
should educate and inform themselves about the existing ra-
cial and social disparities that pertain to both Covid-19 and 
surrogate decision-making and make attempts when possi-
ble to correct these imbalances and overcome their biases. It 
is the confluence of these factors that renders family cluster-
ing disproportionately burdensome for people and commu-
nities of color, and this burden cannot begin to be addressed 
unless health care teams are sensitive to the disproportionate 
impact these factors have for a particular subset of their pa-
tients. Health care professionals should recognize their duty 
to help those who have disproportionately suffered from this 
pandemic, who are likely to be those who suffer the most 
from family clustering. Lacking sophisticated ways to do 
this, we recommend a simple one. Cultivate disproportion-
ate attentiveness to the suffering of Black people, Indigenous 
people, and other people of color; when you see their dis-
proportionate suffering, provide them with disproportion-
ate care and support. 

Family clustering is but one of the many ethical chal-
lenges posed by the Covid-19 pandemic. While technologi-
cal resources have some potential for alleviating some of the 
problems that these challenges have created, the barriers as-
sociated with family clustering are not fully addressed by 
these alone. Rather, by providing greater support for the 
patient and family, whether in the early stages of illness via 
advance-care planning or later in the illness when the health 
care team may become quasifamily for an isolated surrogate, 
appropriate shared decision-making in the setting of family 
clustering, though still difficult, is rendered less burdensome 
for all involved. 
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