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Abstract

Bereavement care is considered an integral component of quality end-of-life care endorsed by the palliative care movement. However, few

hospitals and health care institutions offer universal bereavement care to all families of patients who die. The current coronavirus disease 2019

pandemic has highlighted this gap and created a sense of urgency, from a public health perspective, for institutions to provide support to

bereaved family members. In this article, drawing on the palliative care and bereavement literature, we offer suggestions about how to

incorporate palliative care tools and psychological strategies into bereavement care for families during this pandemic. ] Pain Symptom
Manage 2020;60:e70—e74. © 2020 American Academy of Hospice and Palliative Medicine. Published by Elsevier Inc. All rights reserved.
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Introduction

The coronavirus disease 2019 (COVID-19)
pandemic has upended the way our society functions,
including how we care for the sick, dying, and
bereaved. Palliative care clinicians have been called
on to care for patients and their families in ways we
have never done before, without many of the tools
we usually rely on at end of life. In-person patient
and family meetings, conversations at the bedside,
and efforts to discharge patients to home or to hos-
pice have been replaced with remote conversations,
isolation, and the very real possibility that patients
will die alone, separated from their loved ones. Simi-
larly, rituals that normally bring comfort and opportu-
nities to access support after a death are not possible,
which can increase feelings of isolation, loss, and
despair in bereaved individuals.

All these factors can lead to problematic grief reac-
tions after a patient dies. As the medical community
works actively to flatten the COVID-19 curve, a sense
of urgency now exists for hospitals to get ahead of
the bereavement curve. In this article, drawing from

the palliative care and bereavement literature, we offer
suggestions that clinicians and teams can adopt before
and after the death of a patient to help mitigate a diffi-
cult bereavement reaction for families impacted by
this pandemic.

Background

The death of a loved one is considered the most
powerful stressor in everyday life with bereaved indi-
viduals at increased risk of adverse mental and phys-
ical health outcomes.”” How a person copes after
the death of a significant loved one is influenced by
personality and coping style, the relationship with
the deceased, and the circumstances of the death.”
Although most bereaved individuals adjust to their
loss without requiring professional intervention,* pub-
lic health models estimate that approximately 10% of
bereaved individuals are at high risk of developing
complex grief reactions possibly requiring interven-
tion from a mental health professional, and an addi-
tional 30% are considered at moderate risk and
might benefit from group support.” Risk factors for
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poor bereavement outcomes include a history of psy-
chiatric issues, lack of social support, a sudden or a
traumatic death, lack of preparation for the death, a
hospital-based death, and a death in the intensive
care unit (ICU).*°"® After a death in the ICU, specific
risk factors for complicated grief reactions, such as
prolonged grief disorder and post-traumatic stress dis-
order, include the patient dying while intubated, fam-
ily members not able to say goodbye, and poor
communication between physicians and the patient’s
family.‘k) Clearly, some of these risk factors are height-
ened for any death during this pandemic, whether
the death was a direct result of COVID-19 or not. Pa-
tients with COVID-19, however, can have a clinical
course that increases these risks, including a precipi-
tous decline and death or, conversely, a prolonged
ICU stay.

Families may have other stressors related to the
pandemic that can also intensify their experience of
a loved one’s illness and death. Some families experi-
ence multiple members falling ill and dying within a
short period. Other families experience financial
hardship and are unable to provide resources for their
dying loved one. And still other families are prevented
from traveling to see their loved ones during their
final days, or from visiting them in the hospital, skilled
nursing facility, or hospice because of visitor
restrictions.

Research demonstrates that palliative care and hos-
pice services are associated with improved family-
reported quality of end-oflife care'”'' and better
bereavement outcomes for family members.”'* '*
Similarly, in a bereavement study conducted at our
cancer institute,'” bereaved family members were
asked what they wished the clinical team could have
done before their loved one’s death that would have
helped them in dealing with their loss. The most com-
mon themes identified included providing more accu-
rate information about prognosis, the end-oflife
period and dying process, earlier referral to hospice,
and more caregiver support before the patient’s
death. Conversely, when asked what helped them in
dealing with their loss, the family members reported
compassionate care by the team, including communi-
cation that conveyed empathy, caring, and concern for
both the patient and caregiver. Bereavement outreach
from the providers and the offering of condolences
were also found to be helpful.

Given that bereavement care is best conceptualized
as a preventative model of care'’ and considered a
core component of palliative care, 17 providing support
to families before and after the death of a patient can
help mitigate a poor bereavement outcome. Although
the development of standardized bereavement pro-
grams has lagged behind other aspects of palliative

16 ; . .
care, = hospitals must now implement basic

bereavement outreach to help support families
impacted by the COVID-19 pandemic.

Caring for Families Before the Patient’s Death to
Facilitate Postloss Adjustment

Palliative care provides the framework for caring for
patients and their families in the most difficult of cir-
cumstances. Even without full access to all the pallia-
tive care tools used routinely to care for patients,
there is still much we can do to help families prepare
for their loved one’s death. Communication skills and
trusting relationships are core elements of palliative
care; both are even more important now given the
increased distress and social distancing associated
with the pandemic.

Building on the repertoire of palliative care tools
and findings from bereavement research, Table 1 out-
lines suggestions that can be used before a patient’s
death that can help promote postloss adjustment.
We have categorized these tools as communication
skills, care processes, and tools to promote
connection.

Caring for Families After the Patient’s Death to
Facilitate Postloss Adjustment

It is likely that many bereaved individuals will expe-
rience great distress associated with the impact of
COVID-19 on the death of their loved one and subse-
quent bereavement. Routines and rituals, such as
wakes and funerals that normally provide comfort af-
ter a death, are not readily available, and bereaved in-
dividuals will most likely have limited access to
practical support from others because of social
distancing and stay-at-home orders. They might also
have less access to emotional support from family
and friends if those people are struggling with worries
of their own. Already, mental health clinicians are
beginning to see an increase in bereaved individuals
seeking support. Experts predict increased rates of
prolonged grief disorder and post-traumatic stress dis-
order in several months’ time. As such, it is now
crucial from a public health perspective for hospitals
to adopt a proactive stance and for clinicians to inter-
vene early.

One important tool in treating complex grief reac-
tions, including prolonged grief disorder, is cognitive
behavior therapy (CBT).'®" The CBT model pro-
poses that the way we think affects the way we feel
and behave. Helping people learn to evaluate their
thinking and generate more realistic or accurate
thinking patterns improves both their emotional state
and their behavior.”” The cognitive model provides a
framework for identifying and challenging unhelpful
thoughts or beliefs that might result in feelings of
guilt, anger, or blame.”’ For example, during the
pandemic, a family member might blame themselves
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Table 1

Tools for Caring for Families Before the Patient’s Death to Facilitate Postloss Adjustment

Category

Tool

Rationale/Factors to Consider

Communication skills

Care processes

Tools to promote
connection

Acknowledge the effect of the pandemic: These are
unprecedented times

Facilitate conversations with the patient and family
or with provider, patient, and family

Assign a clinician or other team member to check
in with the family regularly

Screen family members for distress and risk factors
for poor bereavement outcomes, provide support

Provide family members with up-to-date
information, especially in the end-of-life period

If the family is not present at the time of death,
have the physician call immediately to inform
them, answer questions, and offer condolences

Look in the chart for hints about the patient before
falling ill (occupation, family, and hobbies) and
refer to them in conversations with the family

For ICU patients, ask families for photos so teams
can see who they were before becoming ill

Ask families if the patient has a favorite type of
music and play it in their hospital room

Place a Gelting to know you poster on the patient’s
door, created by a staff member with a family
member over the telephone

Take a team photo alongside the Getting to know you
poster to send to the family

Take a photo of the patient speaking to a family
member if they are unable to visit

Suggest families make an audio recording that can
be played by staff for the patient, telling them the
things they would tell them in person

Depending on infection status, consider tracing
handprints or making hand molds of the patient

Obtain a cardiac tracing from the patient’s last days
to send to the family

Helps to externalize the problem, set realistic
expectations within a CBT model, especially
about social distancing and hospital visitor
pOllClCS

Use virtual platforms as needed and include
children as appropriate”

Provides guidance and reassurance and helps to
lessen feelings of anxiety'**?

Helps mitigate a difficult bereavement reactlon
especially important during the pandemic' 723

Helps to align expectatlons with reality and prepare
for their loved one’s death'”"”

Initial bereavement outreach considered an
essential component of quality end-of-life care,
especially important during the pandemlc' 2

Promotes connection and personahzes care 17

. . 17
Promotes connection and personallzes care !

Helps the family feel involved in their loved one’s
care'’

Promotes connection and personalizes care,
especially because families do not want to think
their loved one was just another number'”

Promotes connection and personalizes care and can
be an important memento during bereavement
within the continuing bonds framework™'”

Helps the family member feel connected and can
be an important memento during bereavement
within the continuing bonds framework”

Helps alleviate guilt or regret in bereavement,
especially if they were not able to be present at
the time of death'”?!

Legacy-making activity that helps families, including
children, maintain a connection with their loved
one after their death'”?*"*

Legacy-making activity that helps families, including
children, maintain a connection with their loved
one after their death'”*"*

CBT = cognitive behavior therapy; ICU = intensive care unit.

or others for their loved one’s death or feel extreme
guilt about not being present when their loved one
died. Helping them shift their perspective and in
turn, the level of responsibility they endorse, can
lead to healthier coping.

Table 2 includes CBT strategies along with other
tools to help clinicians and teams support recently
bereaved individuals. Based on an education, guid-
ance, and support model,'’ these strategies promote
a healthy integration of the loss.”’ Many of these stra-
tegies are relevant soon after the death of the patient.
Others are applicable at a later date and/or within the
context of a therapeutic relationship.

Conclusion

Bereavement care is an integral component of qual-
ity end-oflife care.'” However, few hospitals and other

health care institutions offer universal bereavement
care to all families of deceased patients. Given the cur-
rent COVID-19 pandemic, there is an urgency from a
public health perspective, to expand bereavement ser-
vices in an attempt to mitigate poor bereavement out-
comes, including prolonged grief disorder and other
psychiatric disorders. We recommend that all hospitals
implement basic bereavement outreach, using pallia-
tive care tools and psychological strategies to prepare
families for the death of their loved ones and to sup-
port them afterward in the initial months of their
bereavement.
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Table 2
Caring for Families After the Patient’s Death to Facilitate Postloss Adjustment

Category Tool

Rationale/Factors to Consider

Communication skills Respond to emotion:
Name it: This is so very hard

Explore it: Can you tell me more?

Acknowledge the effect of the pandemic:

These are unprecedented times
The pandemic took us all by surprise

Make a bereavement call

Care processes

Send a team sympathy card

Provide psychoeducational information about grief

Refer for grief counseling

Outline strategies that help recently bereaved

individuals, including adapting rituals

Challenge unhelpful thinking without
dismissing the emotion

Suggest support groups

Plan for post-COVID-19

Helps bereaved individuals feel supported and allows
them to process information once emotion is
acknowledged™®

Helps to externalize the problem and set realistic
expectations about social distancing and other
restrictions. Lays the foundation for challenging
unhelpful thinking within a CBT model, especially in
cases where individuals might feel guilt regarding
the circumstances of their loved one’s death™”!

Helps bereaved families know the patient and family
are remembered, an important component of
quality end-of-life care. Ideally, performed in the first
week after the patient’s death"

Helps bereaved families know the patient and family
are remembered, an important component of
quality end-of-life care. Consider including a
photograph of the Getting to know me poster with the
team '

Helps bereaved individuals have a roadmap of what
they might expect (e.g., grief comes in waves).
Include age- dpproprldtc information about
supporting grieving children as indicated'®'"*!

Especially for 1nd1v1duals at high risk for poor
bereavement”'”*

Helps provide structure and support during
bereavement. Encourage bereaved individuals to
follow a routine, pay attention to their self-care,
including checking in with their doctor, and
maintain social connections using technology.
Suggest they consider holding a virtual celebration of
life with family and friends to reminisce, or writing
their loved one a letter, telling them what they wish
they could have said, especially if they were not able
to have a proper goodbye. They can also consider
planning a memorial event when able to at a later
date! 7172125

Helps restructure unhelpful thinking. Within the
context of a therapeutic relationship and drawing
from CBT strategies, the bereaved is gently
encouraged to express their thoughts and feelings
and identify and challenge those thoughts that are
leading to guilt, blame, or anger. A useful question to
help shift perspective is_ What would you say to a friend
in the same situation?”'

Helps provide social connections and normalization of
grieving process. Support groups require careful
screening of participants to assess appropriateness,
readiness, and timing for a group, especially given _
the extraordinary circumstances of the pandemic™ '

Provides support/guidance over time. Consider
offering to meet bereaved families at a later date to
answer questions or holding a team memorial service
where families can come together to meet the
clinicians who cared for their loved ones'

CBT = cognitive behavior therapy; COVID-19 = coronavirus disease 2019.
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declare no conflicts of interest.
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